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Abstract
The care of dying people in nursing homes and intensive
care units: a qualitative mixed-methods study
Elizabeth Perkins,1 Maureen Gambles,2 Rachel Houten,3
Sheila Harper,2 Alan Haycox,3 Terri O’Brien,2 Sarah Richards,3
Hong Chen,2 Kate Nolan2 and John E Ellershaw2*
1Health

and Community Care Research Unit, Institute of Psychology, Health and Society,
University of Liverpool, Liverpool, UK
2Marie Curie Palliative Care Institute Liverpool, Institute of Translational Medicine,
University of Liverpool, Liverpool, UK
3Management School, University of Liverpool, Liverpool, UK
*Corresponding author j.e.ellershaw@liverpool.ac.uk
Background: In England and Wales the two most likely places of death are hospitals (52%) and nursing
homes (22%). The Department of Health published its National End of Life Care Strategy in July 2008
(Department of Health. End of Life Care Strategy: Promoting High Quality Care For All Adults at the End of
Life. London: Department of Health; 2008) to improve the provision of care, recommending the use of the
Liverpool Care Pathway for the Dying Patient (LCP).
Aim: The original aim was to assess the impact of the LCP on care in two settings: nursing homes and
intensive care units (ICUs).
Design: Qualitative, matched case study.
Methods: Data were collected from 12 ICUs and 11 nursing homes in England: (1) documentary analysis
of provider end-of-life care policy documents; (2) retrospective analysis of 10 deaths in each location using
written case notes; (3) interviews with staff about end-of-life care; (4) observation of the care of dying
patients; (5) analysis of the case notes pertaining to the observed patient’s death; (6) interview with a
member of staff providing care during the observed period; (7) interview with a bereaved relative present
during the observation; (8) economic analysis focused on the observed patients; and (9) strict inclusion and
selection criteria for nursing homes and ICUs applied to match sites on LCP use/non-LCP use.
Results: It was not possible to meet the stated aims of the study. Although 23 sites were recruited,
observations were conducted in only 12 sites (eight using the LCP). A robust comparison on the basis of
LCP use could not, therefore, take place. Although nurses in both settings reported that the LCP supported
good care, the LCP was interpreted and used differently across sites, with the greatest variation in ICUs.
Although not able to address the original research question, this study provides an unprecedented insight
into care at the end of life in two different settings. The majority of nursing homes had implemented some
kind of ‘pathway’ for dying patients and most homes participating in the observational stage were using
the LCP. However, training in care of the dying was variable and specific issues were identified relating to
general practitioner involvement, the use of anticipatory drugs and the assessment of consciousness and
the swallowing reflex. In ICUs, end-of-life care was inextricably linked with the withdrawal of active
treatment and controlling the pace of death. The data highlight how the decision to withdraw was made
and, importantly, how relatives were involved in this process. The fact that most patients died soon after
the withdrawal of interventions was reported to limit the appropriateness of the LCP in this setting.
© Queen’s Printer and Controller of HMSO 2016. This work was produced by Perkins et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
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ABSTRACT

Limitations: Although the recruitment of matched sites was achieved, variable site participation resulted
in a skewed sample. Issues with the sample size and a blurring of LCP use and non-use limit the extent to
which the ambitious aims of the study were achieved.
Conclusions: This study makes a unique contribution to understanding the complexity of care at the end
of life in two very different settings. More research is needed into the ways in which an organisational
culture can be created within which the principles of good end-of-life care become translated into practice.
Funding: The National Institute for Health Research Health Services and Delivery Research programme.
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Glossary
Continuing care scheme NHS continuing health care is free care outside hospital that is arranged and
funded by the NHS. It is available only for people who need ongoing health care and meet the eligibility
criteria (definition from NHS Choices: www.nhs.uk/CarersDirect/guide/practicalsupport/Pages/
NHSContinuingCare.aspx, accessed 15 June 2014).
Level 3 care Patients requiring advanced respiratory support alone or basic respiratory support together
with support of at least two organ systems. This level includes all complex patients requiring support
for multiorgan failure (reproduced under the terms of the Open Government Licence from Department
of Health. Comprehensive Critical Care: A Review of Adult Critical Care Services. London: Department of
Health; 2000).
Not for active treatment Phrase used here for simplicity. In the section on withdrawal it becomes clear
that a decision that a patient should not receive active treatment does not rule out the provision of a
number of activities that elsewhere might be interpreted as active treatment, for example feeding,
antibiotic administration and some tests and investigations.
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SHA

Strategic Health Authority

ITU

intensive therapy unit – used
interchangeably with ICU

SNOD

specialist nurse for organ donation

i.v.

intravenous

TLC

tender loving care
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Plain English summary
What did we do?
We aimed to explore the impact of the Liverpool Care Pathway for the Dying Patient (LCP) in nursing
homes and intensive care units (ICUs) in the north-west of England and in London. The distinction in the
use of the LCP between sites recruited for their LCP use and those recruited for their non-LCP use was
not always upheld in practice: this limited our capacity for direct comparisons. Twenty-three sites (12 ICUs
and 11 nursing homes) took part.
We reviewed organisation and patient records, undertook interviews with staff and bereaved relatives and
observed the care being delivered to patients who were dying. We undertook 25 observations of care
(17 ICUs and eight nursing homes) in 12 of these sites. In the nursing homes, we observed only
LCP-supported deaths. In the ICUs, we observed both LCP-supported and non-LCP-supported deaths,
but the small number made it difficult to make useful comparisons between the two.

What did we find?
Although the study could not assess the impact of the LCP, it did provide important information about
the care of dying people. In both settings, end-of-life care was seen as the responsibility of nurses.
Nurses believed that the LCP could support good care, but the LCP was not well understood by relatives.
Observations in nursing homes showed a focus on physical care and the monitoring of the patient.
Although generally welcomed by relatives, some of this care was questioned. Observations in ICUs showed
careful consideration of the benefit of continued intervention, which was usually withdrawn only after a
long period of monitoring and review. Staff made great efforts to involve relatives in discussions. Ongoing
education and training would be of benefit in both settings.
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Scientific summary
Background
In England and Wales each year around half a million people die, usually after a period of chronic illness
such as heart disease, cancer, stroke, chronic respiratory disease, neurological disease or dementia.
The two most likely places of death are hospitals (52%) and nursing homes (22%).
End-of-life care in the UK has undergone significant development. In July 2008, the Department of Health
published its national End-of-Life Care Strategy (Department of Health. End of Life Care Strategy:
Promoting High Quality Care For All Adults at the End of Life. London: Department of Health; 2008) to
improve the provision of care. The Liverpool Care Pathway for the Dying Patient (or Liverpool Care
Pathway; LCP) was promoted as a framework to support care in the last hours or days of life. Optimal
implementation of the LCP requires ongoing training and education. Cited as an example of good practice
in national publications, the LCP was disseminated as part of the End-of-Life Care Strategy in a variety of
settings, including nursing homes and intensive care units (ICUs).

Aim of this study
The aim was to assess the impact of the LCP on care in nursing homes and ICUs. The study was designed
to examine the impact on patients, carers, bereaved relatives, nurses, doctors and other members of the
multidisciplinary team involved in the care of patients at the end of their lives. The impacts studied
included the physical care of the patient; the emotional, social, spiritual and religious needs of the patient;
the information/communication needs of carers; and the economic costs of care.

Methods
A detailed pilot study was undertaken to establish the most effective and acceptable ways of approaching
patients at the end of their life, their family members and the staff caring for them. A number of issues were
identified which were integrated into the planning of the main study. The pilot study and the subsequent
main study received ethics committee approval from the North West Wales Research Ethics Committee: the
pilot study in April 2010 and the main study in September 2010. Research and development approval was
sought and gained in all 12 hospital trusts, and, for the nursing homes, which were under the governance
of primary care trusts (PCTs), letters of access were sought for the collection of data.

Study design and sampling
The study sought to generate data that could be used to determine ‘impact’, and included:
l
l
l
l
l
l
l
l

documentary analysis of Strategic Health Authority (SHA) plans for end-of-life care and collection of
end-of-life policy documents
retrospective analysis of 10 deaths in each location using written case notes
interviews with staff about local end-of-life care policies and practice
observation of care of dying patients
analysis of the case notes pertaining to an observed patient’s death
interview with a member of staff providing care for each of the observed patients
interview with a bereaved relative who had been present during the observation
economic analysis focusing on the 25 observed cases.
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The study was planned as a matched case design. Great care was taken to ensure that potential
comparison sites were as similar as possible, varying in whether or not the LCP was in place to guide
end-of-life care. Inclusion and matching criteria were defined for this purpose.

Site inclusion criteria
For nursing homes:
l
l

24-hour, ‘on-site’ nursing care
within travelling distance of the location of the researcher and each other.

For ICUs:
l
l
l
l
l
l

level 3 care
under the clinical direction of an intensivist
> 400 admissions per year (amended early in the study to > 6 level 3 beds)
> 80% of patients mechanically ventilated
general ICU (e.g. not heart and lung, burns, neurological specialty)
within appropriate travelling distance of the location of the researcher and each other.

Matching criteria
For nursing homes:
l
l
l
l
l
l

provider type
type of care
size of home
Care Quality Commission (CQC) rating
geographical locality (based on postcode)
deprivation rating.

For ICUs:
l
l

number of beds
geographical locality.

The study aimed to recruit 24 sites, 12 ICUs and 12 nursing homes, split equally between sites in the north
and south of England. Half were selected on the basis that they used the LCP to support end-of-life care
and half were selected because they did not use the LCP to support end-of-life care. Despite considerable
investment of time and human resource in recruiting sites, the final sample comprised 11 nursing homes
and 12 ICUs, with 23 sites in total recruited to the study.
Shortly after the commencement of this study, the SHAs were disbanded and responsibility for end-of-life
care was transferred to PCTs and NHS regional offices. Therefore, the documentary analysis of the SHA
plans originally planned to contextualise this study was refocused to include the collection of specific
organisational policies and procedures expected to more directly underpin the delivery of care. The data on
which this study is based, therefore, are as follows:
1. collection of local end-of-life policy documents in 23 sites
2. retrospective analysis of 230 written case notes: 110 in nursing homes (thematic analysis due to the
paucity of information recorded) and 120 in ICUs (discourse analysis of more comprehensive recording,
particularly regarding communication)
3. interviews with 138 staff across sites about end-of-life care policies and practice (point 1): 72 in ICUs
and 66 in nursing homes
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4. 25 observations of care of dying patients in 12 sites: 8 in nursing homes (n = 4 sites) and 17 in ICUs
(n = 8 sites)
5. analysis of the case notes pertaining to the 25 observed patients’ deaths
6. 26 interviews with staff providing care during the observation period (point 2)
7. 22 interviews with bereaved relatives who had been present during the observations
8. economic analysis focusing on the 25 observed cases.

Results
It was not possible to meet the stated aims of the study. Although 23 sites were recruited, deaths were
observed in only 12. The majority of these were LCP sites. In ICUs, five out of eight sites reported using the
LCP, and in the nursing home sample two out of four sites reported using the LCP. As data collection
progressed, it became clear that the presumed distinction between a LCP-using and a non-LCP-using site
was often blurred. For example, nursing homes which classified themselves as not using the LCP either had
very similar end-of-life care pathways in place or started to use the LCP during the data collection period.
ICUs which purported to use the LCP did not always do so, particularly where deaths occurred very quickly
after the withdrawal of active treatment. Interestingly, although all of the participants in the study
suggested that the LCP helped to standardise the approach to care, the data revealed wide variations in
the interpretation and implementation of the LCP across the sites, with the greatest variation in the
ICU setting.
Although not able to address the original research question, this study provides an unprecedented insight
into care at the end of life in two different settings. It also provides some key methodological messages for
conducting studies at the very end of life.

The care of dying people in nursing homes
There were no real detectable differences between homes that operated the LCP and those that did not.
Eight observations were undertaken in nursing homes and all of these homes used either the LCP or
something similar with a different name.
The data from the nursing homes generated some general issues regarding care at the end of life. Training
for end-of-life care in nursing homes was variable and often minimal, ranging from watching a DVD
(digital versatile disc) to attendance on a 1-day course. Specific issues relating to the provision of care in
this setting arose during the case note analysis, interviews and observation.
Nursing home notes did not provide a very detailed account of what had been communicated to relatives
in the last days and hours of a patient’s life. The patient notes offer a channel of communication for staff
as well as an account of the care that has been given. The absence of detail leaves open the possibility
of gaps in knowledge, which may contribute to an inconsistent approach among staff to the care of
a patient.
All staff interviewed reported the importance of advance care planning in achieving a ‘good death’.
However, it appeared that the desire to understand an individual’s wishes about care at the end of life
could result in conversations with patients very soon after, if not on, the day of the patient’s admission.
The staff reported that some patients and their relatives were upset by these discussions but this did not
seem to affect the overall approach, which was to have some idea as early as possible about what should
happen if the patient’s condition irreversibly declined.
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There was a strong emphasis in the nursing homes on being prepared for a patient’s death. This did result
in the prescribing of anticipatory drugs, just in case they were required, despite the fact that they were
rarely used. Issues in achieving a timely visit from the general practitioner also created problems for the
nursing homes and often meant that decisions relating to end-of-life care were taken by nurses.
The observations highlighted a number of issues in nursing home care. Although no formal assessments of
mental capacity were observed or documented, unresponsive patients were deemed to lack such capacity,
and this determined the type and delivery of care, largely the maintenance of the patient’s bodily integrity
(containing leakages, odour and skin integrity). Family members were not often invited to be involved in
providing care, nor were they kept fully informed about the care that had been provided to the patient
when they were not present. The absence of formal assessments for swallowing also precipitated attempts
at feeding and drinking up to the point of death, occasionally with distressing results for the patient.
Although the staff interviewed thought that the LCP could facilitate a comfortable and peaceful death for
the patient, whether or not the LCP had been specifically used in their case was largely irrelevant to
relatives. Good care was good care and, in the main, the relatives thought that the care their relatives had
received had been good.

The care of dying people in intensive care units
Care of the dying in ICUs looked very different from that in nursing homes. All patients admitted to ICU
had been admitted because there was some prospect of recovery. In this context the death of the patient
was not expected. Once the clinical team recognised that the patient’s condition had begun to deteriorate,
the staff began a process of communicating this to the relatives. This was evidenced in the analysis of
the notes, the interviews with staff (points 1 and 2), the observations and the interviews with bereaved
relatives. One of the major goals of the communication was to arrive at a shared understanding of the
patient’s condition.
Care of the dying in the ICUs was inextricably linked with the recognition of dying and with the
withdrawal of active treatment. Although withdrawal was identified as a clinical decision, and more
specifically a consultant decision, there was an emphasis on the clinical team being in agreement
and playing a role in the decision-making. The relative’s agreement was also seen as desirable,
although all staff were clear in emphasising that the relative was not being asked to make a decision
about withdrawal.
The observations in ICUs were undertaken in both LCP-using and non-LCP-using sites. In the ICU there
appeared to be a subtle difference between LCP and non-LCP care in relation to that provided once
withdrawal of treatment had taken place. Nurses in LCP settings reported greater control over care at
this time because they had the LCP. As the care of the patient became a nursing responsibility post
withdrawal, it may be that in LCP-using sites nurses felt that they had a protocol to follow, while nurses in
non-LCP-using sites felt that they had to refer any questions they had to the medical team. In general, it
was difficult to assess how the LCP was actually used. It was not clear even from the observations whether
the LCP supported practice in that it shaped what was done or whether it was used to account for what
had been done, or both. Although all ICU staff identified the LCP as a comprehensive protocol to support
end-of-life care, concerns were raised about the length of the documentation and its limited application to
deaths that occurred quickly.
Few relatives had heard of or understood the LCP. With very few exceptions relatives reported that the
care of the patient had been good, with a dignified death free from suffering and pain achieved. All data
sources emphasised the importance of clear communication in ICUs care at the end of life.

xxviii
NIHR Journals Library www.journalslibrary.nihr.ac.uk

DOI: 10.3310/hsdr04200

HEALTH SERVICES AND DELIVERY RESEARCH 2016 VOL. 4 NO. 20

Economic evaluation
The economic evaluation was based on the observations of care, and the interviews with bereaved
relatives. This provided the research team with access to the way in which participants interpreted and
responded to each item in the tool. This tool, in conjunction with the observational and resource data,
provided a strategy for calculating comparative costs and benefits experienced by patients supported in
LCP-using and non-LCP-using sites in the last hours of life.
The results obtained should be interpreted as indicative rather than definitive, as despite attempts to
‘match’ service providers the comparison inevitably contained a range of confounding factors. Many
‘non-LCP-using’ units were found to utilise aspects of the LCP process, and ICUs using the LCP to support
care varied in their application of it. Although the ambitious aims of this economic analysis were not
achieved, a possible approach to collecting and analysing data for economic analysis at the end of life has
been achieved. This now needs to be tested in future studies.

Conclusions
This study was designed to examine the impact of the LCP on care at the end of life in ICUs and nursing
homes. As a result of the skewed recruitment of patients in the observation stage and a blurring in the
distinction between LCP-using and non-LCP-using sites, it was not possible to meet the stated aims of the
study. However, the study provides unprecedented insights into the care provided to patients and their
families at the end of life in these settings.
All of the participants in the study suggested that the principles underpinning the LCP supported good
care. However, one of the very striking features of the study was the wide variation in how the LCP was
interpreted and used across sites, particularly in the ICUs. In most cases, care by clinical staff in both
settings was perceived by relatives to be good. The study also demonstrates the challenges of working and
researching in a highly sensitised and politicised area of service delivery. More research is needed in to the
ways in which an organisational culture can be created within which the principles of good end-of-life care
become translated into practice.

Funding
Funding for this study was provided by the Health Services and Delivery Research programme of the
National Institute for Health Research.
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Chapter 1 Introduction
Background
The median age of the population is projected to rise across Europe from 75.1 years to an estimated
81.2 years by 2050, with the proportion of the population over the age of 65 years rising to 27.8%.1
Such projections threaten to place health-care systems across Europe under considerable strain as older
age (i.e. ≥ 85 years) brings with it an increased risk of chronic disease.2 In England and Wales each year
around half a million people die, the majority of whom are aged over 65 years. Death occurs mainly after a
period of chronic illness such as heart disease, cancer, stroke, chronic respiratory disease, neurological
disease or dementia. In those aged ≥ 65 years, the two most likely places of death are hospitals (52%) and
nursing homes (22%), with 20% of deaths occurring at home, 5% in hospices and 1% elsewhere.3

End-of-life care
End-of-life care in the UK has undergone significant development in the last two decades. End-of-life care
has been defined by the National Council for Palliative Care as ‘care that helps all those with advanced,
progressive, incurable illness to live as well as possible until they die’.4 The National Council go on to state
that end-of-life care ‘enables the supportive and palliative care needs of both the individual and their
family to be identified and met throughout the last phase of life and into bereavement. It includes the
management of pain and other symptoms and provision of psychological, social, spiritual and
practical support’.4
Historically, underinvestment in both time and financial resource has rendered the quality of end-of-life
care as frequently suboptimal, particularly in the acute setting.5 The Department of Health published its
National End-of-Life Care Strategy in July 2008,6 after a 2-year consultation. Its primary aim was to
improve the provision of care for all adults approaching the end of their lives, and the support for their
families and informal carers.7 An allied aim was to reduce inappropriate admissions to hospital and enable
more people approaching the end of their life to live and die in the place of their choice. It highlighted
both the need for ongoing training for all generalist staff who deliver end-of-life care, and the importance
of integrated, interprofessional and cross-sector working.6 The National End of Life Care Programme was
established and a number of documents, including the End of Life Care Strategy: Quality Markers and
Measures for End of Life Care8 and the Quality Standard for End of Life Care for Adults,9 were published to
support the national delivery of high-quality end-of-life care.
The goals of end-of-life care provision are the promotion of the quality of life for ‘dying’ patients (i.e. those
with acknowledged life-limiting illness) and a ‘good death’ when the time comes. The evolution of the
‘good death’ concept over time from the prehistoric era to postmodern times10 suggests that general
attributes of a good death include effective pain and symptom management, awareness of death, patient’s
dignity, family presence, family support and communication among patient, family and health-care
providers. Scarre, however, warns against such a narrowly focused definition and questions the very notion
of attaining a ‘good death’.11 He suggests that current definitions reflect its aetiology in the ‘medical model’
with an emphasis merely on providing the right conditions, which he feels omits the importance of the
patient’s own self-preparation for death through the development of ‘qualities of character’.
This project sets out to examine the impact of the Liverpool Care Pathway for the Dying Patient
(or Liverpool Care Pathway; LCP) on the current practices and experiences of dying in two care settings,
nursing homes and intensive care units (ICUs), in England.
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Death and dying in the context of nursing homes
Care homes (including nursing homes) are currently second only to hospitals as the most likely place of
death for people over the age of 65 years in the UK. In 2011, over 90,000 people aged over 65 years died
in care homes.3 This trend is set to increase owing to the predicted increasing median age of the
population1 and the drive to decrease the number of inappropriate admissions to hospital from nursing
homes at the very end of life.6 Age- and sex-adjusted mortality has been shown to be approximately four
times higher in nursing homes than in the community12 and, for these reasons, nursing homes are likely to
play a significant role in end-of-life care provision now and into the future.
Percival and Johnson explored the factors that influenced good-quality end-of-life care in care homes from
the point of view of residents, relatives and staff.13 While these perspectives are inherently likely to be
divergent, the authors identify six key priorities for care:
l
l
l
l

l

l

personalised care – maintaining informal relationships; having personal items to hand
dignity and respect – attention to cleanliness; explaining while carrying out personal tasks;
thoughtfulness on the part of staff; culturally relevant care
making time – sitting with residents; listening; touch; patience; reorganising the workload
talking about end-of-life issues (and death) – staff personal and professional difficulties; can feel they
are protecting residents by not talking about it; most residents wanted to talk about it (especially the
practical aspects)
relatives’ roles and collaboration – relatives willing to work with staff; their collaboration with staff
reassured residents; staying overnight; helping with care; the benefits to staff of having a ‘bond’
with relatives
staff support and training – readily admit the need for emotional support for themselves; more likely to
be informal; attending funerals; recognition of the importance of ongoing education and training.

However, nursing homes are traditionally staffed by a low-paid workforce with limited access to
appropriate sources of expertise and support (e.g. palliative care) and relevant education and training
opportunities. Inadequate staffing levels threaten the delivery of complex and emotionally laden care
for dying residents14 and staffing levels and training have been the subject of recommendations.6,15,16
Goddard et al.’s study17 on the views of a range of care home staff and community nurses illustrated that
staff thought that managing the complex needs of residents at the very end of life with a largely unskilled
workforce was the greatest threat to the delivery of high-quality end-of-life care in this setting.
Support from external health-care professionals, although vital, is often limited in the care home setting.
General practitioners (GPs) usually provide support to individual residents within the nursing homes, but
this means that often nursing homes are attempting to co-ordinate a large number of individual practices
and doctors. For example, in their survey, Froggatt and Payne18 found that individual care homes in their
sample were working with up to 17 practices and 27 GPs, with two-thirds of GPs visiting only when asked.
District nurses were generally the most regular visitors to care homes, but, in recognition of the presence
of on-site nursing, this was not the case for nursing homes. Links to specialist palliative care, including
24-hour advice, was available for around two-thirds of the sample, but the nature and level of input was
not assessed.18
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Death and dying in the context of intensive care units
NHS Choices defines ICUs as ‘specialist hospital wards . . . provid(e)ing intensive care (treatment and
monitoring) for people in a critically ill or unstable condition . . . A person in an ICU needs constant medical
[and nursing] attention and support to keep their body functioning. They may be unable to breathe on
their own and have multiple organ failure. Medical equipment will take the place of these functions while
the person recovers’.19 This definition illustrates the nature of interventions that are generally involved in
such care, and the expected and desired outcome of the patient’s recovery. Nevertheless, a significant
minority of patients admitted to ICU in England die each year. For example, in 2011–12, 19,567 of the
125,760 total ICU admissions (15.5%) resulted in the death of the patient prior to discharge from the
unit.20 This means that ICU doctors and nurses are exposed to dying and death in their day-to-day work,
with the associated potential burdens and opportunities that this may entail.
Death and dying in the ICU, however, can be said to be qualitatively different from death and dying in
other settings in that it most often occurs after decisions to withhold and/or withdraw active therapy.21
Although nurses are not responsible for the decision to withhold/withdraw therapy and, it has been
reported, are often not represented in the discussions preceding such decisions,22,23 they are usually most
closely involved in providing care at the bedside, interacting with relatives and carers and undertaking the
actual withdrawal of those interventions,23,24 requiring considerable ‘emotional labour’.23,25
Recently, there has been a research focus on understanding the differing perspectives on end-of-life care in
the ICU.24 There is recognition that different professional groups may view the decision about the ‘futility’ of
life-sustaining treatment from very different perspectives.23 For example, it is reported that ICU nurses tend to
perceive a direct link between ‘futility’ and dying which ICU doctors often do not.26 This could lead to friction
between professionals about the appropriate timing of end-of-life care. Decisions regarding the transition
from active, life-sustaining intervention to care designed to ensure comfort involves complex negotiation
within staff groups and between staff, patients and families over a relatively short period of time.26
The concept of a ‘good death’ is multifaceted and complex in the ICU setting. Thompson et al.27 illustrate
a four-stage process (from the perspective of ICU nurses) to secure a ‘haven for safe passage’:
l
l
l
l

facilitating and maintaining the changing of care goals from curative to palliative
getting what is needed: plan of care with focus on comfort care
being there: providing support to the patient’s family
manipulating the care environment: creating a peaceful environment.

Ryan and Seymour28 reviewed the literature and suggest that a ‘good death’ in this environment has been
associated with the some or all of the following:
l
l
l
l
l
l
l
l

consensual decision regarding the withdrawal of therapy – within staff and between staff and relatives
expected (not sudden) and prepared for (by both staff and relatives)
under the control of the health-care team – timely – not too fast, not too slow
patient comfort maintained (pain and symptom management)
natural – free from technological intervention
according to the wishes of the patient/family
loved ones present at the time of death
clear, non-conflicting communication.
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End-of-life care tools to support the delivery of high-quality
end-of-life care
The end-of-life care strategy6 highlighted and promoted the use of three key end-of-life care tools, which
can be used together or separately at different time points in the dying trajectory. The first two of these
tools are designed to support appropriate co-ordination and planning of care for people with life-limiting
conditions based in the primary care sector. Preferred Priorities for Care promotes timely discussions,
documentation and communication about patient’s wishes and choice around their priorities and preferred
place of care and death.29 It is particularly important to offer people with cognitive degenerative illnesses,
such as dementia, the opportunity to think, document and share their wishes before they lose the capacity
to make complex decisions about their future care as the disease progresses. This document is a patientheld record of such discussions and decisions. The Gold Standards Framework (GSF)30 aims to optimise the
quality of care for patients in the last year of life, including enabling choice in place of care and death,
through improving the organisation and co-ordination of local services.31 The GSF began in primary care in
the early 2000s (GP surgeries, district nursing services) and has expanded more recently to include nursing
and care homes.32
The LCP33 specifically focuses on the last hours or days of life and can be used to support care wherever
people die. The responsibility for use of the LCP document as part of a continuous quality improvement
programme sits within the governance of the organisation and the authors stipulate that it must be
underpinned by a robust education and training programme. The LCP guides and enables health-care
professionals to focus on care in the last hours or days of life, when a death is expected. It is a framework
for good practice, and aims to support but not replace clinical judgement.34 The LCP has been
disseminated widely in a variety of settings, including the two settings of interest for this project, ICUs and
nursing homes. As the impact of the LCP is a focus of interest in this study, a more comprehensive
overview of the LCP is provided below.

An overview of the Liverpool Care Pathway
The care of people who are imminently dying takes place in a number of settings, not all of them specialist
in nature, and there is wide variation in understanding of the needs and necessary care required to
support patients at the very end of life.35 The LCP originated in Liverpool and was developed as an
end-of-life care tool in the mid-1990s through collaboration between specialist palliative care services at
the Royal Liverpool University Hospitals Trust and the Marie Curie Hospice in Liverpool. It aimed to transfer
best practice from hospice institutions to the wider context of organisations which provided end-of-life
care, for example hospitals, care homes and nursing homes, and was intended to be adapted by
organisations to suit their specific organisational contexts.6 Latterly, its development and dissemination has
been overseen by the Marie Curie Palliative Care Institute Liverpool (MCPCIL).36
The LCP was designed to support clinical decision-making when the multidisciplinary team (MDT) considers
that the patient is in the last hours or days of life, and where there is no appropriate reversible treatment
available. The challenge in accurately diagnosing the imminently dying phase is identified as a major concern.
In this report, the term ‘dying phase’ pertains specifically to the last hours or days of life. Some health-care
practitioners and members of the public have articulated concerns that the identification of a person as ‘dying’
could become a self-fulfilling prophecy. A crucial component of the LCP, however, is the continual review of
the patient, involving the MDT, which should prompt a reassessment of the patient’s condition. A patient who
is no longer thought to be imminently dying should no longer have their care supported by the LCP.
The LCP document is an integrated care pathway with a goal-orientated approach and is organised into
three sections: initial assessment, ongoing assessment and care after death (see Appendix 6). One of the
most important aims of the LCP is to facilitate the comprehensive documentation of care delivery and
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outcomes during the last hours or days of a patient’s life in an efficient yet effective manner. Hence the
LCP documentation, as with other integrated care pathways, is designed to replace all other
documentation in this specific phase of care.33
The LCP has been reviewed and revised over time. Version 12, published in 2009, was subject to a 2-year
international consultation exercise. This version maintained the focus of earlier documents on communication,
information and comfort care in the last hours or days of life, and included an algorithm to support staff in
reviewing their recognition of the dying phase. It also contained explicit goals to support care with regard to
hydration, nutrition and skin integrity. The use of the LCP in hospitals has been the focus of four national
audits in England; the latest results are published on the website of the Royal College of Physicians.37
The LCP has been cited as an example of good practice specifically for care in the last hours or days of life
in several national publications38,39 and was disseminated nationally as part of the End of Life Care Initiative
to improve care for imminently dying patients in the UK.6 At the time of writing, in the UK over 2000
organisations were ‘registered’ with the MCPCIL, including hospitals, hospices, care homes and home
teams. Additionally, at the time of writing, over 20 countries outside the UK used the LCP to some
degree.34 An International Reference Group, including representation from 12 countries, met annually to
oversee the development of the international LCP programme.
A recent independent review of the LCP40 was undertaken in response to growing concerns represented in
the media about the use of the LCP to support care for imminently dying people. Reports included stories
focused in particular on the challenge of accurately ‘diagnosing dying’, the provision of food and fluids in
the last hours or days of life and the use of sedation. The review of the LCP considered written evidence
from members of the public and health professionals who had experience of the LCP. They also took
evidence from a variety of professional bodies and other relevant organisations and held four public
sessions to hear people’s experiences first hand. The review concluded that the LCP represented the right
ethical principles for the care of the dying patient and, when the LCP was implemented properly, it could
support a peaceful and dignified death. However, the examples of poor care led them to recommend that
the LCP be phased out over a 6- to 12-month period to be replaced by individual care plans.
A review of academic literature and hospital complaints was also undertaken as part of the review process.
The review focused on the effectiveness of the LCP and other care pathways in end-of-life care.41 The
authors concluded that the evidence base for accurately predicting the imminence of death did not exist.
In addition, the authors highlighted a paucity of high-quality, robust empirical studies into how the LCP is
used in practice and the impact it has on the care of people who are imminently dying. The authors
concluded that independent research focusing on the outcomes and experience of care – as reported by
relatives and carers – as well as the quality of dying was urgently required.

Aims of this study
This study sought to develop a comprehensive picture of care in the last hours or days of life in two very
different health-care settings, ICUs and nursing homes, in England, half of which used the LCP to support
the care of their patients in the last hours or days of life, and half of which did not. It attempted to do so
from a variety of perspectives, including undertaking direct observation at the bedside of dying patients,
examining the views of bereaved relatives regarding their experience of the last hours or days of their
loved one’s life and the views of those directly engaged in the delivery of care. In so doing, it aimed to
assess the impact of the LCP in nursing homes and ICUs on the nature and quality of care delivery and
outcomes for patients and their relatives and carers. The study was also designed to provide evidence on
costs and outcomes. The project aimed to generate evidence to support the commissioning, development,
implementation and management of generalist end-of-life care services in the NHS and wider health and
social care system.
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Chapter 2 Methods
Introduction
The LCP is cited as good practice in national health-care documents.6,38 However, there is limited research
evidence on exactly how the LCP is used in practice and the impact it has on the care of people who are
dying. This study was designed to produce evidence by examining the impact of the LCP on care in two
different settings, ICUs and nursing homes, in England. In so doing, this study met the criteria set out by
the National Institute for Health Research Service Delivery and Organisation programme (since renamed
Health Services and Delivery Research) in their programme on patient- and carer-centred services. This
research also builds on the scoping review of generalist end-of-life care undertaken by Higginson et al.35
and incorporates an economic component, which aims to compare the costs and outcomes associated
with the implementation of the LCP in the two different settings.

Study aim
The aim of this study was to assess the impact of the LCP on care in two different settings: nursing homes
and ICUs. The study was designed to examine the impact on patients, carers, bereaved relatives and
clinicians including nurses, doctors and other members of the MDT involved in the care of patients in the
last hours or days of their lives. The impacts studied include the physical care of the patient; the
psychological needs of the patient; the social, spiritual and religious needs of the patient; the information/
communication needs of carers; and the economic costs of care.

Piloting and ethics committee review
Given the nature of this study, a detailed pilot study (see Appendix 1) was undertaken to establish the
most effective and acceptable ways of approaching patients at the end of their life, their family members
and the staff caring for them in nursing homes and ICUs to participate in this study. The main implications
of the findings informed the procedure for the main study protocol (see Appendix 2) in terms of the
process for patient and relative recruitment and, specifically, for gaining informed process consent.
Appendix 3 illustrates a brief summary of this protocol, Appendix 4 includes advisory group membership
and Appendix 5 shows the terms of reference for this group.
In line with the recommendations resulting from the pilot phase of this study, a flow diagram was
developed to map the consent process for the observational phase of the main study (see Appendix 7).
The pilot study and the subsequent main study received ethics committee approval from the North West
Wales Research Ethics Committee (REC) which was authorised to review studies involving patients who
might lack capacity. The pilot study was approved in April 2010 (REC reference 10/WNo01/26) and the
main study was approved in September 2010 (REC reference 10/WNO01/51).

Research governance
Research and development (R&D) approval was sought and gained in all 12 hospital trusts, and, for the
nursing homes, which were under the governance of the then primary care trusts (PCT), letters of access
were sought for the data collection in these sites. The researchers collecting data had enhanced Criminal
Records Bureau clearance and current Good Clinical Practice training certificates, and were issued with
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research passports in order to facilitate these processes. Gaining R&D approvals, however, was a complex
and often lengthy process, differing logistically and administratively from site to site and which, on
occasion, held back the recruitment of patients in research sites for several weeks.

Study design and sampling
The aim of this qualitative, case study-based approach was to collect a range of data from nursing homes
and ICUs that used the LCP to support care and matched sites that did not use the LCP. The following
types of data form the basis of this study:
l
l
l
l
l
l
l
l

documentary analysis of Strategic Health Authority (SHA) plans and collection of local end-of-life
policy documents
a retrospective analysis of 10 deaths in each location using written case notes
interviews with staff about local end-of-life care policies and practice (point 1)
observation of interactions with dying patients
analysis of the case notes pertaining to the observed patient’s death
interview with a member of staff who had provided care up to the period of observation (point 2)
an interview with a bereaved relative who had been present during the observation
economic analysis focused on the 25 observed cases to provide costings to inform future policy/
organisation of care delivery.

These data work on two levels. Level 1: background, contextual data about views, attitudes and documented
practices surrounding end-of-life care in each setting are explored through data types 1–3. This provides a
cross-sectional analysis of perspectives in a general sense across all participating sites. Level 2: a case study
approach, centred on the observations of patients, allows a detailed contextual analysis of a limited number
of events from a variety of relevant perspectives. These are explored through data types 4–8. Figure 1
illustrates how these various elements work together to create an in-depth picture at these two levels.

Level 1
Documentary
analysis

Economic
analysis

Staff interviews
point 2

Staff interviews
point 1

Level 2

Observation of
patients

Bereaved relative
interviews

FIGURE 1 Overview of data collection methods.
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A matched case study design was adopted to collect the data in order to assess the impact of the LCP
from different perspectives. The original aim had been to recruit 24 sites, 12 in the north-west and 12 in
the south-east, half using the LCP and half not using the LCP.

Identifying potential sites
Appendices 8 and 9 contain flow diagrams that indicate the way in which ICUs and nursing homes were
considered, approached and recruited to the study. A ‘master’ list of nursing homes and ICUs in each
geographical location was developed. The nursing home list was created using information held on two
relevant websites at the time (autumn 2010). These were the Care Quality Commission (CQC) website
(www.cqc.org.uk) and the Home Care Choices website (www.homecarechoices.co.uk). The ICU ‘master’
list in the north-west was developed from the acute hospital trusts identified on the then North-West SHA
website (www.northwest.nhs.uk). In London and the south-east, it was generated from information held
at the time on ‘Dr Foster’ (London, UK; www.drfosterhealth.co.uk/).

Site inclusion criteria
The following criteria were applied to all sites on the two master lists:
1. nursing homes
i. 24-hour, ‘on-site’ nursing care
ii. within travelling distance of the location of the researcher and each other.
2. ICUs
i.
ii.
iii.
iv.
v.
vi.

level 3 care, i.e. patients who required one-to-one nursing care
under the clinical direction of an intensivist
> 400 admissions per year (this was amended early in the study to > 6 level 3 beds)
> 80% of patients mechanically ventilated
general ICU (e.g. not heart and lung, burns or neurological specialty)
within travelling distance of the location of the researcher and each other.

Definition of a Liverpool Care Pathway-using site (for the
purposes of this study)
As part of the national dissemination process of the LCP, organisations interested in using the framework
were invited to register their interest with the MCPCIL. While registration was not compulsory, it gave
organisations the opportunity to review their practice.
At the time of the commencement of the study, organisational details were held on the MCPCIL national
database for 503 care homes and 66 ICUs across the UK.
Any relevant organisation represented on the MCPCIL database within the two geographical locations was
potentially eligible for consideration as a ‘LCP-using’ site in this study. Sites were deemed to be eligible for
inclusion in the study as a LCP-using site if they had registered with the MCPCIL and/or had used at least
one LCP in the previous 6 months to support the care of a dying patient. Potential non-LCP-using sites
were matched against those LCP-using sites which agreed to participate in the study.
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Matching of sites
The main purpose of matching was to ensure that each of the LCP-using sites within the sample in each
setting could be compared with a site that was similar in most important respects apart from LCP
implementation and use. In all cases LCP sites were recruited first and then matched with a non-LCP-using
site. Matching was based on the following set of key variables in each setting:
l

nursing homes
¢
¢
¢
¢
¢
¢

l

provider type
type of care offered
size of home
CQC rating
geographical locality (based on the postcode)
deprivation rating.

ICUs
¢
¢

number of beds
geographical locality.

Recruitment of sites
Overall, 23 sites participated in the study, as shown in Table 1.
The recruitment strategy for nursing homes and ICUs was underpinned by three principles:
1. Although the management of an organisation might agree to take part in the study, individual
employees had the freedom to decide whether or not they wished to take part.
2. Once an organisation had agreed to participate, meetings were held with staff, individually and in
groups, in order to air concerns and clarify procedures. A log of attendance at these meetings was
maintained to ensure that, where possible, a minimum of 50% of the staff had received information
about the study.
3. Individuals could opt out of the study at any stage without the need for explanation.

TABLE 1 Recruited sites
Location
Type of organisation

North-west

London and south-east

Total

NH with LCP

3

3

6

NH without LCP

3

2

5

ICU with LCP

3

3

6

ICU without LCP

3

3

6

Total

12

11

23

NH, nursing home.
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Given the nature of the study and the findings of the pilot study, we anticipated reluctance on the part of
some staff to consent to participate. Meetings were held to establish the level of organisational interest in
taking part. High levels of staff choosing not to participate would have made the observational element of the
research difficult to conduct. The purpose of these early meetings was to identify what proportion of staff were
unwilling to participate in the study. It was decided that only those organisations in which it was known that a
majority of staff were not against participating in the study in principle should be included in the sample.

Nursing homes
A hierarchical ‘top-down’ approach was adopted to the recruitment of nursing homes. Nursing home
managers and owners were contacted by telephone to establish LCP-using status, and to ascertain whether
or not they would be interested in receiving information about the study. A letter (see Appendix 10) was
then sent to all who wished to receive it stating the purpose of the study and the nature of their potential
participation. This was followed up by a telephone call to arrange an introductory meeting. If site
participation was agreed in principle at this meeting, arrangements were made for the researcher to meet
with individuals and groups of staff to give further information about the study.
As previously discussed, the researcher aimed to see at least 50% of the workforce, to give the staff an
opportunity to ask questions, express concerns and talk about the proposed research. The researcher
would meet the staff in small groups or as individuals, and a record was kept of the names and numbers
of staff seen in this way. Visits and meetings were held at different times of the day, including through the
night, in order to reach as many staff as possible. Any staff who felt strongly that they did not wish to
participate in the study were asked to let the researcher know by e-mail or telephone (to ensure
confidentiality), and this information was noted so that these individuals would not be approached for
interview or for the observational element of the research.

Intensive care units
A similar recruitment process was adopted in the ICUs. Managers and consultants were approached
initially by telephone to check their LCP using status and to gauge initial interest. They were then sent an
introductory letter and more information (see Appendix 10). A follow-up telephone call was made, and if
there was interest in participation at this stage a face-to-face visit was arranged. If agreement in principle
was achieved from ICU managers at this stage, meetings were organised for staff, primarily nurses and
doctors, which in the ICU setting were often formal and provided staff with an opportunity to ask
questions and/or voice concerns. Again, these meetings were held at various times of the day and night in
order to reach as many relevant staff as possible. The researcher kept a record of staff attending these
meetings. In some of the larger ICU sites employing over 300 clinical staff, it was only possible to see a
small proportion of the workforce. The aim in these large sites was to cascade general written information
through the system, using notice boards and by word of mouth. Staff were invited to approach or contact
the researcher if they had any questions or concerns about the research.

Challenges in site recruitment and retention
A significant amount of time and resources were used to identify, approach, gain access to and eventually
recruit sites to this study. As detailed above, the recruitment process was complex and iterative and,
therefore, often protracted. There was a tremendous amount of activity involved in making initial contact
with potential sites. Appendix 11 illustrates the level of activity for each site.
Almost all of the issues raised by staff were related to concerns about the observation of their care. In the
majority of cases, staff were reassured by the fact that they would not be identified or identifiable and that
they had a right to withdraw from the research at any time without giving a reason. Only a small minority
of staff (n = 5) in all of the participating sites notified the research team in advance that they would not
want to take part in the research study. There were, however, a number of issues, specific to each setting,
which impinged on the recruitment and retention of sites to this study.
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Nursing homes
Staff turnover in nursing homes was a particular challenge for the recruitment and retention of sites in this
study. This was predominantly the case for sites in London and the south-east. Six nursing homes were
quite quickly recruited to the study and a significant amount of work had already been undertaken to
introduce the research to individual staff in each site. However, three of these subsequently withdrew as a
result of a change in the home’s management. Several attempts were made to recruit replacements, but it
proved possible to replace only two of the three homes in time for meaningful data collection to take
place. An additional problem was experienced with another nursing home in the south-east, where a
decision was taken by the management team half-way through the study to opt out of the observational
stage of the research. Unfortunately, this happened too late in the course of the study for the site to
be replaced.
Similar problems were experienced in the north-west sites. In one, home agreement for the observational
phase of the research was withdrawn 5 months after their initial agreement to participate and following a
significant amount of data collection (documentary analysis and point 1 interviews had been undertaken).
A replacement was found for this nursing home. Another home was taken over by a different
management company during the course of the study and, although the home did not formally withdraw,
no opportunities for observation were made available to the researcher after this point.
Similar challenges to recruitment and retention have been reported in the literature. For example,
Tilden et al.42 reported a higher rate of turnover of key personnel in ‘non-completer’ sites in their study of
the relationship between communication, teamwork and palliative/end-of-life care practices on patient
outcomes. They concluded that researchers wishing to undertake large-scale studies in nursing homes
should ‘anticipate significant challenges and delays in recruitment and retention of the sample, and should
budget accordingly’.

Intensive care units
The speed of recruitment in the ICU setting was slowed by uncertainty about whether or not the LCP was
being used. Many of the sites in the north-west had implemented the LCP at some point in some shape or
form and it was necessary to recruit from a wider geographical area than originally planned.
In addition, at the time of the recruitment, ICUs were experiencing significant organisational change. Some
ICUs were in the process of merging and the allocation of level 3 beds across the sample often changed in
response to emergent need; the maximum number of level 3 beds that were available in each site are
detailed later (see Table 3). Robust statistics on the proportion of ventilated patients in ICUs at any one
time was difficult to locate and the proportion of patients required for inclusion in this study (> 80%
mechanically ventilated) was not always reached. Together, these factors made the identification and
recruitment of appropriate sites challenging and time-consuming.

Liverpool Care Pathway-using/non-Liverpool Care
Pathway-using distinction in nursing homes and intensive
care units
Six ‘LCP-using’ sites (coded as NNA sites in the north-west and coded as SNA sites in London and the
south-east) and five ‘non-LCP-using’ sites (coded as NNB sites in the north-west and coded as SNB sites in
London and the south-east) were recruited to the nursing home sample. However, early on in the data
collection it became clear that the distinction between LCP-using and non-LCP-using sites was not clear-cut.
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A more complex continuum of exposure to the principles and experience in the use of the LCP and of other
key end-of-life care initiatives such as the GSF and advance care planning (ACP) existed. Seven of the 11
sites had implemented the GSF and one had recently commenced the North West End of Life Care Six Steps
to Success programme for care homes.43 Both initiatives focus primarily on the last 12 months of life and
aim to support the development of a coherent system for planned and co-ordinated care. All 11 managers
reported having a process of ACP in place to support the patient choice agenda, and the seven sites using
the GSF were also using the LCP to support care in the last hours or days of their patients’ lives. In one site
(NNB1) managers reported that although the care provided by nursing home staff was not supported by the
LCP, the district nurses who attended the nursing home used the LCP, and another (NNB6), although
initially recruited as a non-LCP-using home, began to use it during the course of the study.
In ICUs the situation was more complicated. In those sites recruited as LCP-using, the LCP was not always
used. In the main this was because the speed of death was viewed as too quick to allow for the
monitoring and assessment of the patient using the LCP documentation. In addition, there was evidence in
the case note analysis that three of the sites in the north that had been recruited as non-LCP-using sites
(NIB3, NIB4 and NIB5) had used the LCP to support care at the end of life.
The issue of recruiting sites was discussed at the advisory board meetings and with the Department of
Health. Given the investment of time in recruiting sites and keeping them on board and the late stage at
which some of these issues emerged, a decision was taken, supported by the project advisory board, that
these sites should remain in the study. Tables 2 and 3 illustrate the matching characteristics of the samples
recruited for nursing homes and ICUs, respectively.

TABLE 2 Nursing home matching characteristics
Geographical location

NH

CQCa rating

Number of beds

Care provided

Provider

North-west

LCP using

3

32

Old age

Private

Non-LCP using

2

38

Old age

Private

LCP using

2

62

Old age

Private

Non-LCP using

2

60

Old age

Private

LCP using

3

32

Old age

Private

Non-LCP using

3

32

Old age

Private

LCP using

2

35

Old age

Private

Non-LCP using

2

30

Old age

Private

LCP using

3

30

Old age

Private

Non-LCP using

3

25

Old age

Private

LCP using

2

37

Old age

Private

Non-LCP using

–

–

–

–

London and south-east

NH, nursing home.
a Care Quality Commission issued a star rating to care homes until October 2010. Under the ratings, providers were
awarded between zero (poor) and three (excellent) stars.

© Queen’s Printer and Controller of HMSO 2016. This work was produced by Perkins et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

15

METHODS

TABLE 3 Intensive care units matching characteristics
Geographical location

ICU

Maximum number of level 3 bedsa

1 : 1 intensivist

Type

North-west

LCP using

13

Yes

General

b

Yes

General

London and south-east

Non-LCP using

8

LCP using

8

Yes

General

Non-LCP using

8b

Yes

General

LCP using

6

Yes

General

Yes

General

b

Non-LCP using

8

LCP using

9

Yes

General

Non-LCP using

11

Yes

General

LCP using

11

Yes

General

Non-LCP using

11

Yes

General

LCP using

6

Yes

General

Non-LCP using

6

Yes

General

a The definition of level 3 beds is reported in the Glossary.
b There was a reconfiguration of services across this trust that led to changes in the number of level 3 beds during the study.

Recruitment of patients, relatives and staff
The process for the recruitment of individuals within participating sites was based on the principles of
‘informed’ and ‘process’ consent. In accordance with best practice,44 the research team sought consent
each time data were collected from study participants. The study employed eight types of data collection,
some of which were undertaken concurrently and alongside the recruitment of sites and study
participants. The specific consent procedure is described within the relevant sections below.

Data collection
Level 1: background, contextual data about views, attitudes, and
documented practices surrounding end-of-life care in each setting are
explored through data types 1–3
Type 1: documentary analysis of Strategic Health Authority plans and
organisational end-of-life care policies
Shortly after the commencement of this study, the SHAs were disbanded and responsibility for end-of-life
care was transferred to PCTs and NHS regional offices. Therefore, the documentary analysis of these SHA
plans that was originally planned to contextualise this study was refocused to include the collection of
information about specific organisational policies and procedures that were expected to more directly
underpin the delivery of care.
Key personnel in each site were asked to provide all available current policies, guidelines and frameworks
that underpinned the delivery of care to dying patients in each of the sites recruited to the study. Copies
were made, wherever possible, of the documentation made available to the researcher. These were then
categorised and details entered into a database for ease of comparison of types of documentation
available across sites. We had expected that this process would elicit a combination of standard
organisational policies as well as locally derived documents. We had planned to analyse these documents
in conjunction with the care that we observed and the interviews that were conducted.
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As the collection of documents progressed across the sites, we were struck by the huge variation in the
number of policies we were given per site, the nature of the policies and the dates of the policies we
were handed.
In one site only one policy was provided; in another, 27 policies were provided. In general, ICU sites
provided more policies than nursing homes. We are discounting the possibility that what we received was
the sum total of their relevant policies in the majority of cases. The variability in what we were given
makes interpretation difficult; however, there are a number of possible explanations. We have grouped
these under three headings: irrelevance, ignorance and expediency.
l
l
l

Irrelevance: policies were not seen as relevant to care at the end of life. Practice was conveyed orally
and its relationship to policy was historical.
Ignorance: although senior staff had been asked to identify and provide these policies, it is possible
that staff were not aware of their existence.
Expediency: staff were reluctant to spend time thinking about the policies that might relate to
end-of-life care and just gave us what was to hand.

Some or all of the above might have played a role in the variation. Given that protocols and policies
pervade the provision of much of NHS care currently, this was perhaps a surprising finding. It raises a
number of questions about the relevance of policies and their relationship to the care provided in the
last hours or days of life. A more detailed analysis of these documents will be undertaken for journal
publication. For this reason, the policy analysis will not be referred to again in this report.

Type 2: retrospective analysis of deaths in each location
The 23 case study sites were asked to provide a consecutive sample of 10 case notes for the most recent
‘expected’ deaths that had occurred in their site, in the 12 months prior to the site being recruited into the
current study, wherever possible.
A data capture form was developed [case note analysis form (CNAF)], piloted and refined for use (see
Appendices 12 and 13). Researchers also copied the last 24 hours of medication usage from the
medication chart. A total of 110 CNAFs were completed for the 11 nursing homes and 120 CNAFs were
completed for the 12 ICU sites. Wherever possible, these forms were completed during the early part of
data collection in each of the sites. Their completion was time-consuming, but it meant that the researcher
had a visible presence in these sites in order to enhance potential recruitment for the observational element.

Type 3: interviews with staff in each site (point 1)
Initially, semistructured interviews were planned with a maximum of six key clinical and (sometimes)
administrative staff in each participating site. These are referred to as point 1 interviews throughout this
report. Undertaking interviews with a range of staff within each participating site was an important way
in which to both publicise and further embed the research study within the site, as well as to gain an
important insight to the perspectives of a range of staff regarding the provision of end-of-life care in their
site. This was a purposive sample to include, in ICUs, a senior doctor, a junior doctor, a senior nurse, a
junior nurse, a health-care assistant and administrators. In nursing homes, the sample included managers,
senior nurses, health care assistants and administrators. Members of staff were given written information
about the study and a consent form (see Appendix 14) and were given a minimum of 24 hours to consider
participation. In total, 138 interviews were undertaken across the 23 sites.
A topic guide (see Appendix 15) was used to draw out experiences of caring in general for patients/residents
in the dying phase (last few days or hours of life).
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The interviews were designed to ascertain:
l

l
l
l
l
l
l

how care of the dying was organised and managed in each location, including symptom control,
ethical issues, spiritual and psychosocial care and relevant policies and documentation (including the
use of documents other than the LCP, such as the GSF)
the barriers and levers for LCP implementation in those organisations using the LCP
how staff felt about care at the end of life, both in general and with respect to the organisation in
which they worked
how staff defined and assessed the dying phase
how patients’ needs and preferences were assessed
how relatives were involved in the care of a dying patient
the extent and type of training in end-of-life care that was available/had been received.

It is important to note, however, that this was a topic guide rather than a set of questions and
interviewees were encouraged to raise and explore any issues that were pertinent to their own experience.
All interviews were recorded (with the permission of the participant) and transcribed verbatim before
being analysed.

Level 2: case study approach, centred on the observations of patients to
allow a detailed contextual analysis of a limited number of events from
a variety of relevant perspectives, explored through data types 4–8
The following five ‘types’ of data are all inter-related and driven by the observations of care in the last
hours or days of life. The central component of this study was the collection of observational data,
alongside the accounts of staff who had delivered care during the observed period, the case notes
reporting the care provided and the views of bereaved relatives about the care during the observed period.

Type 4: observations of care in the last hours or days of life
The use of the observational method with ‘vulnerable’ groups, including people who are dying, is not
unprecedented.44–47 Lawton suggests that observational methods enable the researcher to keep the focus
on the dying patients, eliciting important data without the need to involve them in long-winded and
potentially tiring and distressing interviews.44 Indeed, many patients who are in the final hours or days of
life may be comatose and unable to participate in research that requires their active participation. In this
study, ‘overt non-participant observation’ was undertaken of the care provided by staff and relatives to
patients in the last hours or days of their lives.
The role of the researcher was designed as the ‘complete observer’ during the observations.48 Although it
was the intention that the research team should have minimal impact on the care being received and
provided, there was an agreement that should any suboptimal care be observed the researcher would
intervene according to an agreed process (see Appendix 16). This issue is discussed in more detail later in
this chapter.
The purpose of the observations was to record the nature and content of interactions between patients,
relatives and staff, including the administration of nursing care, drugs, fluid and food as well as their
withdrawal. The intention was for the researcher to observe for periods of up to 4 hours at a time, which
would enable them to take breaks away from the bedside. Observations took place at all times of the day
and night. For this reason, a lone worker policy (Fieldwork Code of Practice) was followed to ensure the
safety of researchers (see Appendix 17).
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Recording observational notes
A range of observational recording techniques were considered initially for use in this study, including the
grid technique (noting down whether or not pre-defined tasks/interventions took place); focused
observation (noting down not only whether or not something happens but how it happens and the
consequences)49,50 and the contemporaneous narrative method (a non-predetermined approach that
involves noting all interventions and interactions relating to care as they occur). The third method was
chosen, as it offered the most open, flexible and comprehensive approach to data collection.
The times and duration of events such as nurse, doctor, family and friend visits to the bedside were
recorded in the observations alongside the handwritten narrative. Researchers adopted similar approaches
to the recording of aspects of the environment, for example whether it was quiet or noisy, lighting and
smells, as well as their own thoughts and feelings about the events they were observing. Diagrams of
the setting proved to be a useful way of creating a visual representation of the context for ‘thick rich
description’ (p. 437).51
Where possible, following Hammersley and Atkinson,52 the researchers noted their impression of what
was actually said by participants in the observations as the events were unfolding. All handwritten
observational notes were typed up by a clerical member of the research team for the purposes of analysis.

Recruitment of patients/residents to the observational component
It was expected that the physical health of many patients potentially eligible for inclusion in this study (due
to their proximity to death) would prevent them from being able to comprehend information sheets or to
provide either verbal or written informed consent. Where this was the case, the consenting procedures
were designed to conform to the Mental Capacity Act53 guidance on involving people who lack capacity
in research.
The Mental Capacity Act53 recognises the importance of undertaking research to gain knowledge of the
care of people who lack capacity, as well as the need to protect their interests and safety, and it contains
provisions for the authorisation and regulation of research involving people who lack capacity to consent
to taking part in a research study. The Mental Capacity Act53 sets out a clear single test for assessing
whether or not a person lacks capacity to take a particular decision at a particular time. It is, therefore, a
decision-specific test. An individual cannot be labelled as incapable purely on the basis of a particular
medical condition or diagnosis. Section 2 of the Act also warns against making unjustified assumptions
about capacity on any grounds but makes particular mention of age, appearance and behaviour.
In those circumstances in which a patient lacks capacity, the Act53 identifies the appointment of a
consultee. This is defined as a person who knows the potential particpant and who must be consulted
about whether or not it is appropriate to involve the person lacking capacity in the research. In these
circumstances, the Act suggests that the researcher must take reasonable steps to identify someone who is
engaged in caring for the person who lacks capacity (not in a professional capacity nor for remuneration)
or who takes an interest in a person’s welfare and who is willing to be the consultee. It is recognised that
the consultee is likely to be a family member or an attorney acting under a lasting power of attorney. For
instances where the researcher is unable to find a carer willing to be a consultee, the Secretary of State
has issued guidance on nominating an individual. In some cases an Independent Mental Health Capacity
Advocate (IMCA) may be the most appropriate person.
The expectation was that the majority of patients would be deemed not to have capacity to provide
informed consent to participate in this study; however, at an individual level, a lack of capacity was not
presumed to exist. Researchers were required to establish, through consultation with staff and relatives,
the patient’s level of consciousness and capacity to make a decision about research participation and to
identify the most appropriate person to act as a consultee.
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Consent process for observations
Appendix 7 provides a flow diagram to explain the complex process for gaining consent for the
observational element of this study. Once a site had agreed to participate in the study, a number of
strategies were adopted to ‘publicise’ the research to staff, patients and relatives in advance of asking for
any individual’s participation. Information sheets based on generic information about the study (see
Appendix 18) and adapted for local use were displayed and made available in accordance with local policy
and procedure. These information sheets provided contact details of the researcher should anyone require
further information about the study. Background information about the research was provided in this way
to give relatives time to think about the research, raise issues and discuss it in less pressurised circumstances.
In the majority of cases, recruitment and consent followed a call from staff to say that a patient in an ICU
or a resident in a nursing home was identified by the multidisciplinary health-care team as entering the
dying phase. Accurately predicting dying is difficult and this is discussed in more detail in the findings, for
example in Chapter 5 (see Physical decline and prognostication), Chapter 9 (see Narratives drawing on
clinical data to justify a transition from cure to palliation), Chapter 10 (see The meaning of withdrawal) and
Chapter 12 (see The Liverpool Care Pathway and withdrawal). For the purposes of this study, in LCP-using
sites, a decision to commence an LCP to support the patient’s care was taken as an identification by the
clinical team that a person was thought to be imminently dying. In non-LCP-using sites, the clinical team
was able to identify deterioration in the person’s condition which suggested that his or her death was
imminent. Once a judgement had been reached that a patient was likely to be in the last hours or days of
life, and this understanding had been shared with the patient and/or their relative or consultee, a senior
member of staff would ask the patient and/or their relative if they would be willing to talk to a researcher
about the end-of-life care study. The decision regarding when and how to recruit the patient and/or
relative was made by the staff member most closely involved with the patient’s care. If there was
agreement to meet the researcher at this time, the member of staff contacted the researcher, who then
travelled to the site.
When the researcher arrived at the site, the first task was to establish whether or not the staff on duty had
any reservations about the research and if any member of staff currently involved in the care of the patient
did not wish to be involved in the study. The next step was to ascertain the patient’s level of capacity to
make a decision regarding participation and the arrangements that had been made for decision-making in
the absence of patient capacity. Among the 25 patients enrolled in this study, there were only two
instances, both in nursing homes, where the patient was conscious and capable of giving informed consent.
The researcher then approached the patient (where applicable) or designated patient consultee
(most often a family member) to discuss the study and give written information and consent forms
(see Appendices 19 and 20). Relatives were asked to take as much time as they needed before making
their decision known to the researcher.
Where a patient was deemed to lack capacity, the consultee was asked to make two decisions. First, they
were asked to decide whether or not the patient would have been likely to agree to take part in the study
had they had capacity to make this decision. If the consultee decided that this would have been the case,
they were asked to sign a consultee consent form to confirm this (see Appendix 20). Second, they were
asked to decide whether or not they themselves were happy to participate in the study and, if this was the
case, to sign a second consent form (see Appendix 21). Staff were also given information leaflets and asked
to provide informed consent for the observation of their care at the bedside and for being approached to
undertake an interview about the observation at a later date, if appropriate (see Appendix 22).

Observation in the vicinity of other patients or residents
In nursing homes there were occasions on which residents had been sharing a room with another resident
for a period of time prior to the deterioration in their health. Consequently, care at the end of life was
often provided in the presence of another resident. A number of strategies were operated by staff to
minimise the distress to the co-resident, including the use of screens and curtains and taking the
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co-resident to the day room for periods of time during the day. When this situation occurred during an
observation, the researcher always introduced herself to the co-resident and any relatives present,
explained her role as a researcher and summarised the research. On the four occasions when this scenario
occurred, verbal consent was obtained.
It was customary in ICUs for curtains to be drawn around the patient’s bedside at the end of life. Relatives
and researchers were contained within this bounded world, which gave little or no access to the care
provided to other patients in neighbouring beds.

Absence of relatives
The research team had anticipated that there would be instances in which dying patients were not
conscious and did not have relatives or family members who were able to act as consultees and give
consent for an observation. In fact, this occurred in two cases in this study. In one case an ICU patient
received visits only from a neighbour. The staff reported that the patient had no other contactable family
or friends. The consultant discussed the withdrawal of the patient’s treatment with the neighbour. The
consultant also asked the neighbour if she would be willing to talk to the researcher about the research.
The researcher explained the research to the neighbour; the neighbour was then asked if she thought,
knowing all she knew about him, that the patient would have been likely to consent to taking part in the
research had he been conscious. The neighbour hesitated and asked the consultant’s opinion. As a result
of the consultant’s answer the neighbour reported that the patient could be enrolled in the study.
However, on reflection, the neighbour later withdrew her consent to the observation. She reported feeling
overwhelmed by all the decisions she was being asked to make and reiterated her status as the patient’s
neighbour and not a family member or close friend. She reported feeling that ‘agreeing’ to the
withdrawal, and then also to the observation, was too much responsibility for her as a neighbour.
In another example, where the patient had no relatives or friends, the staff contacted an IMCA as they
wanted to involve an IMCA in their medical decision-making. Unfortunately, the IMCA representative was
unable to visit the ICU for at least 48 hours. The IMCA consulted the patient’s GP by telephone and faxed
a report through to the ICU regarding the patient’s attitude to life. The consultants agreed that the patient
was dying, that it was not in the ‘best interests’ of the patient to continue treatment and that as far as the
IMCA, via the GP, was concerned, he would not want to be kept alive with a poor quality of life. The plan
was, therefore, to withdraw treatment.
The researcher discussed the patient’s participation in the study with the IMCA over the telephone. The
IMCA was supportive of the research and could not see any reason why the patient might not want to
take part. The IMCA agreed over the telephone to the enrolment of the patient into the study, and a
member of the clinical staff witnessed this telephone call. However, when the researcher asked the IMCA
if she would sign a form confirming the enrolment, the IMCA reported that she would have to check with
her manager. After a number of e-mails and telephone calls, the agency providing IMCA support to this
ICU reported that they had not been commissioned by the PCT to provide IMCA support for anything
other than clinical care. They were, therefore, not willing to provide signed confirmation of what had
previously been agreed verbally in relation to this patient. As a consequence, the patient was not enrolled
in the study.

Process consent during the observations
Process consent44 or ongoing consent was established to ensure that participants (relatives and staff) were
content to continue participating in the research study in the last hours or days of the dying person’s life.
This required great sensitivity, with a balance needing to be struck between checking and assuming that
continued participation was acceptable. As has been noted in the literature,44,45 deciding when and how
often to ask respondents directly if they want to continue participating is a judgement call. The most
natural point in the observations for researchers to check consent arose when the researcher took a break,
roughly every 3 or 4 hours. In addition, when any ‘new’ people (relatives, friends, staff) entered the bed
space, the researcher would, wherever possible, find a suitable time to speak to that person to ensure that
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they were content with the researcher’s presence. The researcher would also check intermittently that
those present were happy for her to continue to be at the bedside, particularly when intimate care was
being given to the patient. The experience of being observed was explored with relatives and staff in the
interviews following the patient’s death.

Rate of patient/relative recruitment
Based on the likely numbers of ‘expected’ deaths in the ICU and nursing home settings each month, and
factoring in the possibility that there would be a low uptake by patients and relatives for the research, a
‘notional target’ was set of up to five observations in each ICU (n = 60) and up to two observations in each
nursing home (n = 24) for the proposed data collection period.
A total of 25 observations were undertaken in the period between November 2011 and May 2013.
Although it is not possible to identify absolutely all of the reasons that the target number of observations
was not reached, several contributory factors are offered in explanation.
First, the project suffered a series of delays. The loss of one researcher for personal reasons and the
organisation of her replacement created a 4-month gap during which only very limited contact with sites in
London and the south-east was maintained. In addition, a substantial amount of work was required within
each site before any data collection could begin. Gaining R&D approval within sites, particularly in the ICU
settings, was slow, with different sites requiring different documentation and contact with different
members of staff. Although it was essential to contact and provide study information to as close to a
majority of staff in each site as possible, this was also time-consuming. Delays in achieving organisational
consent to take part in the research meant that the first observation did not take place until December 2011.
The data collection period was extended until May 2013 in an attempt to maximise the number of
observations. Clearly, this then had an impact on the time that was available to undertake analysis and
report on the data.
Second, the recruitment of patients and relatives was complex. Appendix 23 provides a log of referrals that
were made to the researchers but, for a variety of reasons, did not result in observations. These reasons
included patients dying unexpectedly quickly, staff–relative disputes, patients not meeting the strict
inclusion criteria and researcher issues such as a researcher being contacted about a possible observation
while he or she was undertaking an observation at another site. In only 25 instances, however, did a
patient’s family decline to participate in the study.
Third, over the course of the project there was a marked decline in the willingness of staff to identify
patients for inclusion in the study, and also in the willingness of consultees to give consent for
participation. Interestingly, 14 of the 25 relatives who declined to enter the study (56%) did so between
November 2012 and May 2013. This coincided with a period of intense negative media publicity about the
LCP, which gained momentum after November 2012 when an independent review was announced.40
Sites became unwilling to publicise their use of the LCP. In one site the LCP was renamed as ‘palliative care
guidelines’ requiring the research documentation to be amended and resubmitted for ethics approval
(see Appendix 24).

Strategies to increase the recruitment of patients and relatives
A number of strategies were implemented to attempt to improve recruitment. Two additional researchers
were employed to support the collection of data. These researchers undertook point 1 interviews with staff
and collected retrospective case note analysis data. Importantly, they also made frequent telephone calls to
each site (sometimes daily and sometimes twice weekly, but at least once a week) to ascertain whether or
not there were patients who might be eligible for inclusion in the study. In addition, one of the lead
researchers visited the sites to promote the importance of the study and to ascertain whether or not there
were any specific barriers to the recruitment of patients and relatives. This ‘supplementary’ activity meant
that the primary researchers could concentrate their time on carrying out observations, staff point 2
interviews and bereaved relative interviews. However, despite this increased level of activity, only seven
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new patients were enrolled into the study between November 2012 and May 2013 (a rate of one per
month on average, compared with a rate of 1.6 per month in the preceding 11 months of data collection).

Type 5: interviews with staff following a period of observation
Interviews with staff following the patient’s death formed an important aspect of understanding the care
that was observed to have taken place during the observation. These interviews, referred to as point 2
interviews in this report, were conducted with one of the nurses who was most involved in the care of the
patient during the observation period. The purpose of these interviews was to explore with staff the care
that was delivered (see Appendix 25). Potential staff interviewees received information about the data
collection methods at several stages: before, during and after the observation (see Appendices 22 and 26).
The aim was to conduct the interview as soon after the patient’s death as was possible. In some cases,
interviews took place at the end of the nurse’s shift; in other cases, the interview was conducted the
following day. In exceptional circumstances where the staff member had days off after the patient’s death,
the interview was arranged at the earliest opportunity. Written consent was recorded for all interviews,
which were recorded and transcribed verbatim. Twenty-five staff interviews were undertaken. One
interviewee subsequently withdrew consent, because on reflection they felt uncomfortable about the
interview being recorded, but another staff member who had also been observed providing care to the
same patient agreed to undertake an interview.

Type 6: case note analysis
The third element in the collection of data to support the observations involved the analysis of the
patient’s case notes recorded during the observed period. The structured pro forma (see Appendix 7)
developed for the retrospective case note analysis was used to extract data in a systematic way. The case
notes of the 25 patients whose deaths were observed were examined in this way.

Type 7: interviews with bereaved relatives
The final element in the triangulation of data around the patient’s death was the perspective of relatives
present during the observation. The importance of the views of bereaved relatives about care that was
provided is reported in the literature.54 These interviews were designed to elicit information from the
relatives about the care that was provided in the last days and hours of life (see Appendix 27). They were
not designed to provide proxy data about how the patient might have felt about the quality and timing of
care received.
The timing of the interviews with bereaved relatives was important. Ethical concerns about intruding on
grieving relatives too soon after the patient’s death needed to be balanced with facilitating recall.
The literature suggests that interviews should be conducted 5–6 months following the death of a relative.
In this study we allowed relatives to identify the time frame with which they were most comfortable.
Relatives received information about the proposed interviews as part of the written information given to
them when they initially consented to take part in the study (i.e. prior to the period of observation). At this
time they were asked merely to confirm that they would be happy to be approached after the death of the
patient to consider participation in an interview (see Appendix 21). They were also asked at this time how
soon after the death they were willing to be approached or if they would prefer to contact the researcher
themselves when they felt ready to do so. If they did not specify a time for approach at this point, it was
agreed that the researcher would contact them no sooner than 1 month after the patient had died to seek
their consent for interview. One month was chosen as the time point because this would generally have
allowed enough time for patient’s funeral to take place, but was still soon enough after the death to
optimise the level of recall. When the researcher telephoned or contacted the relative in accordance with
their wishes arrangements were made for the interview. Relatives who gave consent to participate in this
interview (n = 22) elected to be interviewed at time points ranging from 38 days to 148 days after the
patient’s death. The majority of relatives elected to be interviewed between 2 and 3 months after
the death.
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Type 8: economic analysis
The economic element to this study was based on a comparative study design examining the benefits and
costs associated with care using the LCP as opposed to care without the LCP. This element of the study,
including the specific methodology used, is presented in Chapter 13.

Approaches to data analysis
A multistage approach was adopted for the analysis of data.
1. A preliminary analysis of data was conducted as the data were collected.
2. Data from the case notes were analysed in nursing homes thematically, and in ICUs a discourse analytic
approach was applied.
3. Data from the point 1 interviews with managerial and senior nurses were analysed to achieve an
organisational perspective within sites as well as across sites.
4. Data from the observations of care provided at the end of life were analysed and then cross-checked
with data from the case notes and the interviews (staff point 2 and bereaved relative).
5. Economic analysis was applied to the observed deaths using the observation notes and the relative’s
responses to the Bereaved Relative Economic Tool.

Analysis of case-note data
Initially, for each of the case notes from each site (n = 230) relevant patient demographic data were
extracted, including age; gender; religion; ethnicity; diagnosis; time from admission to death; time from
recognition of dying phase to death; preferred place of care; do not attempt cardiopulmonary resuscitation
(DNACPR) recorded; and presence or absence of LCP to support care. This enabled a broad, descriptive
overview to be constructed and a comparison of the sample on key variables in terms of whether or not
the LCP had been used to support care.
A more in-depth analysis of a proportion of nursing home and ICU case-note data was undertaken by HC,
EP and MG. It had originally been planned to undertake a discourse analytical approach to these case-note
data in each of the settings. Critical discourse analysis55 considers ‘language as social practice’ and
acknowledges the importance of the context of language use.56 The analysis presented centres specifically
on the recorded communication between staff and family members regarding the plan of care for patients
in the last days of life. However, as a result of major differences in the nature and depth of data recorded,
including that pertaining to communication between staff and relatives, this was not possible in the
nursing home sites, and a thematic approach to the analysis was adopted in this setting.

Analysis of observations and interviews
The qualitative data derived from the interviews and observations were analysed using the principles of
grounded theory.57 This approach is based on the idea that ‘knowledge’ is constructed and embedded in
human perception and social experience. Studies informed by the principles of grounded theory tend to be
focused on understanding social processes or actions. They presuppose little knowledge of the topics
under investigation and begin with the researcher posing open questions to the research participants. The
topic guides used in this study for the interviews allowed respondents the scope to explore in detail their
day-to-day roles and experiences of end-of-life care. Similarly, the open, narrative-based approach used to
collect the observational data did not impose a framework on the data prior to their analysis.
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Data collection was undertaken by SH, TOB, HC and HM. The analysis was undertaken by TOB, MG, SH
and EP. The data were coded using the ideas of open coding and constant comparative analysis.
Similarities and differences across the data were explored as the data were coded and compared,
sometimes word by word or line by line. Concepts and categories were produced and patterns were
established that helped to explain the development of a range of core categories within the different data
sets. From very early on in the stages of data collection and analysis the researchers SH and TOB met with
EP and MG to discuss ideas and concepts. As analysis progressed these meetings became more frequent.
A strategic decision was taken to undertake an in-depth analysis of all of the observational data and the
accompanying interview and documentary data. A sample of the point 1 interviews was analysed in depth
and the findings from this analysis were then cross-checked with other point 1 informants. Only those
findings which relate to the in-depth data analysis are presented in this report.
The original aim of the study was to compare care with and care without the use of the LCP. This
comparison was based on the assumption that the sites adopting the LCP would have an organisational
approach to care at the end of life underpinned by the LCP. In practice, however, the situation was less
clear-cut. There were some LCP sites in which only certain groups of staff had received formal training and
some non-LCP-using sites in which staff had received some training as part of their previous employment.
There were sites that were reported to be using the LCP but did not use it to support all deaths, as well as
non-LCP-using sites in which individuals did use it. In addition, some of the non-LCP-using sites adopted
the LCP during fieldwork.
The clarity and purity of the original research design was not supported in practice, making the analytical
plan difficult to deliver. Therefore, the decision was taken, in conjunction with extensive peer-review
comments, to focus on end-of-life care in the environments studied with reference made to deaths that
were either supported by the LCP or not supported by the LCP regardless of the site, whenever the data
sets allow. However, particular issues relating to the use of the LCP are reported.

Triangulation of data
Once the observations had been analysed, each observation was matched with the patient’s case notes.
A timeline framework was then developed for the observation and case-note data, enabling a direct
comparison of the observational record with the case-note record. Similarities and differences were
recorded and analysed. Comparisons were also made with the staff interview data. Summaries of all of the
data sources for the nursing homes and ICUs are provided at the end of Sections 2 and 3.

Structure of the presentation of the findings
Given the collapse of the case match design, the findings are reported in two sections: Section 2 (Findings:
dying in nursing homes), and Section 3 (Findings: dying in intensive care units). The data are presented
slightly differently in these two sections to reflect the absence of any non-LCP-using deaths in the nursing
home observations and the presence of both LCP and non-LCP deaths in the ICUs. Quotes from the
participants are illustrative. We have not identified all of the quotes for each point we make and we have,
on occasion, used individual situations as cases which are, again, illustrative of the more general points
we make.
Although it is acknowledged that nursing homes most frequently refer to their occupants as residents,
for the purposes of simplicity in reporting they are referred to as patients in this report.

© Queen’s Printer and Controller of HMSO 2016. This work was produced by Perkins et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

25

DOI: 10.3310/hsdr04200

HEALTH SERVICES AND DELIVERY RESEARCH 2016 VOL. 4 NO. 20

Section 2 Findings: dying in nursing homes
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Chapter 3 Nursing homes: staff interviews
(point 1)
Introduction
Section 2 of this report focuses on the data collected from nursing homes. In England and Wales, one-fifth
of those aged > 65 years die in care homes. This figure rises to more than one-third in those over the age
of 85 years.58 Planning for and caring for people in the last days and hours of life is, therefore, of
considerable importance in this setting. In this chapter of the report we explore how staff talked about
end-of-life care in general. In Chapter 4, we examine what the case notes of patients cared for in the last
days and hours of life tell us about the care that was provided. In Chapter 5, we report the findings from
our observations of patients being cared for up to the point of death and in Chapters 6 and 7 we report
the views of the bereaved relatives and the staff who cared for the patient whose death was observed.
We begin in this chapter by presenting the findings from the senior staff interviewed in order to provide an
organisational perspective on end-of-life care in these nursing homes. This will form the background for
understanding the data derived from the case notes and the specific observations that were undertaken.
These point 1 interviews were undertaken to elicit an understanding of generic views of end-of-life care
and the way in which it was delivered in nursing homes.

Findings
In total, 11 nursing homes participated in this study, which resulted in a total of 66 point 1 staff
interviews. In each home a senior nurse/manager was interviewed and in one home two senior nurses
(a manager and a deputy manager) elected to be interviewed together. The demographic details of the
12 participants are outlined in Table 4. More detailed analysis of the extent to which the organisational
views of these senior staff were shared by staff, usually health-care assistants, providing day-to-day care
will be published in subsequent journal articles. However, the views of more junior staff, primarily nurses,
who supported the care of patients observed as part of this study are presented and discussed in
Chapter 7 of this report.
Six ‘LCP-using’ sites (coded as NNA sites in the north-west and as SNA sites in London and the south-east)
and five ‘non-LCP-using’ sites (coded as NNB sites in the north-west and as SNB sites in London and the
south-east) were recruited to the nursing home sample. However, early on in the data collection it became
evident that the distinction between LCP-using and non-LCP-using sites was not clear-cut. There existed a
more complex continuum of exposure to the principles and experience in the use of the LCP and of other
key end-of-life care initiatives such as the GSF and ACP. Seven of the 11 sites had implemented the GSF
and one had recently commenced the North West End of Life Care Six Steps to Success programme for
care homes.43 Both initiatives focus primarily on the last 12 months of life and aim to support the
development of a coherent system for planned and co-ordinated care. All the senior nurses/managers
reported having a process of ACP in place to support the patient choice agenda, and the seven sites using
the GSF were also using the LCP to support care in the last hours or days of their patients’ lives. In one site
(NNB1) managers reported that although the care provided by nursing home staff was not supported by
the LCP, the district nurses who attended the nursing home used the LCP; another site (NNB6), although
initially recruited as a non-LCP-using home, began to use the LCP during the course of the study.
The presence of these end-of-life care initiatives is summarised in Table 5.

© Queen’s Printer and Controller of HMSO 2016. This work was produced by Perkins et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

29

NURSING HOMES: STAFF INTERVIEWS (POINT 1)

TABLE 4 Demographic characteristics of participants in the NH point 1 interviews
Stated
nationality
(country)

Length of time
working in NH
setting

Length of time
in current post

Site

Current post

Gender

Age
(years)

NNA2S116

Matron/manager

Female

55–64

UK

14 years

13 years

NNA3S116

Manager

Female

45–54

UK

22 years

9 years

NNA5S166

Nurse manager

Female

45–54

UK

22 years

22 years

NNB1S166

Nurse manager/matron

Female

45–54

UK

25 years

8 years

NNB4S133

Care services manager/RGN

Female

45–54

UK

10 years

1 year

NNB6S154

RGN

Female

55–64

UK

1 year 10 months

1 year 10 months

SNA1S166

Manager

Female

45–54

Philippines

25 years

12 years 2 months

SNA2S136

Manager

Female

45–54

UK

20 years

1 year 2 months

SNA3S136

Deputy manager

Male

55–64

Mauritius

12 years

2 years 7 months

SNB1S166

Manager

Female

45–54

UK

20 years

4 months

a

SNB2S136

Manager

Female

55–64

UK

37 years

6 months

SNB2S136

Deputy managera

Female

35–44

India (UK)

10 years

4 months

NH, nursing home; RGN, registered general nurse.
a Jointly interviewed.

TABLE 5 Overview of use of key end-of-life care initiatives: nursing homes
Site

GSFa

ACP

LCP

NNA2

✓

✓

✓

NNA3

✓

✓

✓

NNA5

✓

✓

✓

SNA1

✓

✓

✓

SNA2

✓

✓

✓

SNA3

✓

✓

✓

NNB1

✗

✓

✗
But district nurses do visit dying patients
regularly and use the LCP to support their care

✗

✓

But recently completed the training
for the Six Steps programme

Just started as part of
Six Steps programmeb

NNB6

✓

✓

✓

SNB1

✗

✓

✗

SNB2

✗

✓

✗

NNB4

✗

a This comprehensive quality improvement training programme was developed in 2004; focusing on organisational and
systems change, and improving the confidence of staff in caring for those nearing the end of life, it leads to sustainable
improvements in the quality and co-ordination of care. Since 2008 the training programme has led to a well-developed
accreditation process which acts as an ‘exam’ at the end of the course providing independently recognised quality
assurance: www.goldstandardsframework.org.uk/course-information-2.
b The North West End of Life Care Six Steps to Success programme for Care Homes: www.skillsforcare.org.uk. Step 1:
Discussions as the end of life approaches; step 2: assessment, care planning and review; step 3: co-ordination of care;
step 4: delivery of high-quality care in care homes; step 5: care in the last days of life; step 6: care after death.43
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The use or non-use of the LCP to support end-of-life care used to determine participation in this study was
not a practical or useful distinction. For this reason, in reporting the findings from these interviews we do
not make comparisons between LCP-using and non-LCP-using sites, but we do highlight the end-of-life
care tools and processes, including the LCP, that were in place in these sites.

Views on end-of-life care
There was considerable agreement about the best care for patients in the last hours or days of life within
the nursing home setting. In all homes, a proportion of elderly patients had been referred from the
hospital to the nursing home specifically for end-of-life care. It was generally agreed that dying and death
should be planned for and expected, neither sudden nor lingering, comfortable (without pain), peaceful
(without agitation, fear or distress) and dignified (keeping patients clean and treating them with respect).
Depending on the patient’s wishes, managers reported that patients should be able to die in familiar
surroundings with their family members present.
A good death [is] that symptoms are controlled . . . people aren’t in pain, that people are in comfort
and they’ve got what they want and the family’s supported . . . we still get sudden deaths you know
which are still not very nice but most deaths are . . . good, peaceful.
NNA3S116
She died peacefully in her bed you know with the family aware and visiting . . . and it was what
I would call a nice death. In her own bed, not agitated, not distressed, just you know clean and
comfortable and surrounded by people who knew her and were fond of her.
NNB4S133
From the perspective of the managers the best place for nursing home patients to receive care at the end
of life was in the nursing home. The emergency admission of imminently dying patients to hospital was
deemed unlikely to be in the patient’s best interests and represented a failure to plan and organise
care appropriately.
This is their home and this is where they have lived and this is where I feel they should die.
NNB1S166
However, there was recognition that there were circumstances in which nursing home patients at the end
of their lives were admitted to hospital. To minimise the risk of this outcome and to give the staff the best
opportunity to realise a ‘good death’ for a dying patient and their family in the nursing home, respondents
highlighted the importance of the following principles, structures and processes:
1. ACP – so that the choices of the patient for his or her end of life can be discussed, documented and
shared with all relevant individuals and agencies
2. co-ordinated systems to track and monitor patient status, to recognise imminent death (last hours or
days of life) and support the delivery of appropriate care at that time – so that caregiving remains
responsive and tailored to emergent need at all stages
3. anticipatory prescribing of medications known to be important in the care of imminently dying
patients – so that pain and other symptoms that may be experienced can be controlled in a timely and
effective manner without recourse to emergency hospital admission
4. training and links with other health-care professionals.
Each of these key principles, processes and structures will be explored separately.
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Advance care planning
Patient choice at the end of life
One important element of a ‘good death’ identified by senior staff was the importance of taking the
patient’s stated wishes and choices into account. The promotion of patient choice at the end of life was
reported to be a key objective in ACP.
It’s all about . . . anticipating someone’s death and giving them the opportunity to have the death they
wanted. Discussing it and not being afraid to broach the subject with someone . . . we’ve got to take
away the stigma of death because it’s inevitable. We’re all going to die someday and it should be part
of your own choice. I think we’re trying to include it in the patient’s choice.
NNB4S133
All of these senior nurse/managers reported that they had a process in place to facilitate engagement in
such discussions and there appeared to be a high degree of correspondence across the sample in the
stated purpose, nature and content of these discussions. Offering patients some degree of choice over
particular aspects of their own end of life required managers and nurses to have the confidence and skills
to open up discussions with patients (where they had capacity) inviting them to contemplate their own
death and with relatives to contemplate the death of their loved one. These more experienced respondents
broadly felt that they had the skills to meet this challenge.
I think with being experienced and being mature I am well able for that. I think I can do it
sympathetically and in a language that they understand and I think I’m approachable enough for them
to . . . come to me if they have any questions or anything like that. I think that when you’re running a
shift in nursing homes you have to be prepared for that. It’s an unfortunate part of the job. It’s not the
nicest part of the job but still in all it’s somebody’s job and that’s ours isn’t it.
NNB4S133

Do not attempt cardiopulmonary resuscitation, hospitalisation and preferred
place of death
A major focus of these ACP discussions was to document important decisions about life-saving
interventions and the patient’s preferred place of death.
We try and discuss sort of what they want, whether they want to be resuscitated or not, if they want
to go to hospital and their preferred place of death really . . . so we discuss that with the resident . . .
especially if somebody wants to be resuscitated or not, we try and get that ascertained straight away.
SNA2S136
Although the above example suggests that patients can choose to be resuscitated, this was recognised by
others as being a medical decision.
We discuss resuscitation status you know but it’s the GP’s decision at the very end of it.
NNB6S154
One respondent also spoke about the importance of asking patients and relatives to consider other issues
that might be part of an advance decision to refuse treatment to ensure that the patient received the ‘best
treatment’. While she made it clear that she did not take such decisions on behalf of patients, she
illustrated the strong personal beliefs that underpinned her drive to offer these choices:
We would never assist dying but you know we have to look into . . . do we need an advance directive,
are they choosing not to have antibiotics for their next chest infection . . . that’s where I would come in.
I think people have you know the right to have the best treatment. To prolong someone’s life if they’re
not having very good quality of life does that make a lot of sense to keep giving them antibiotics if they
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have absolutely no quality of life? That’s something they and the family need to decide. I don’t take that
decision at all. I just make sure that that it’s legally written properly . . . I would hope . . . in a few months,
that we could be sure that everybody who is, wants to be DNR [do not attempt cardiopulmonary
resuscitation], it’s signed and it’s written in their chart and it’s on this Coordinate my Care.
SNB1S166
Although the majority of the managers felt that elderly people should be enabled to die in the home, in
familiar surroundings, there was recognition that if a patient decided that they did want to go into hospital
at the very end of life, their choice should be respected.
We have to respect their wishes. If somebody came to you in the home and said ‘oh I’m not well I
want to go to hospital’ we have to record it. We cannot force them, this is their wish.
SNA3S136
At the same time as recognising that patients should be able to make informed decisions about
hospitalisation at the very end of life and understand when death is imminent, some respondents were
clear that hospitalisation did not offer anything that was not available in the nursing home.
But you have the discussion with them that is there anything in hospital that they can do that we can’t
do? Which theoretically there isn’t.
NNA5S166
But then you go and explain to them what would the hospital do that you won’t get in the home?
What is the difference? Then you explain to them that ‘you are better cared for here because you
have got your own room here. Anything you want we can give it to you here. Your family can be with
you here’. So we explain to them afterwards and they will agree. We don’t force them, we don’t
pressure them, but we explain clearly to them.
SNA3S136
An additional component of these discussions involved eliciting those elements of care that patients might
consider to be important to them in the future.
We find out what they like so even down to . . . there’s patients that would love a hug, there’s
patients that would not want a hug, there’s patients who would like to hold their hand, there’s
patients that would like their face stroked, there’s patients who wouldn’t. It’s finding out . . . those
finer things so it’s there at the end. And also all the spiritual bits, you know, because spirituality is very
different, very different to everybody really. So it could be that you want the priest there, you know,
every day saying prayers, it could be that you don’t want that, that you want to make friends with
somebody that you’ve, you know, fell out with years ago. It could be anything erm it could just be
listening to a piece of music, I don’t know. But finding out all that beforehand is really important so
that it’s what their wishes are, it’s what we follow out.
NNA2S116

Timing of advance care planning discussions
The GSF promotes early ACP discussions with all residents. It was reported that, for those patients new to
the nursing home, these conversations took place soon after admission.
Respondent: They [manager and other trained staff] make sure that when they come in . . . we don’t
do it on the day but within a week we have to have finished the plan. We have to complete an
identification form and an advance care plan.
Interviewer: OK so within a week of arrival you have to have completed the advance care form and
the DNAR [do not attempt resuscitation] form?
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Respondent: Yes and the care plan as well.
Interviewer: Right OK so with regards to end-of-life decisions, what kind of things are in the advance
care plan? What are you asking them at that point?
Respondent: Actually asking them if they want to be sedated, the first choice . . . of place where they
want to . . . be you know when they are passing and if they have any special requests or any person they
want to be with them at end of life. Also if they want a vicar or priest to come and give them the last rites.
SNA1S166
Speed in gaining this information was reported to be of particular importance for continuing care patients
who had been sent from the hospital setting specifically for end-of-life care. These discussions, which were
reported to cover arrangements for cremation or burial, would sometimes happen within 1 or 2 days of
the patient’s admission to the nursing home. In the context of a short relationship and from a position of
vulnerability, it is not difficult to anticipate that some residents might find this troubling.
I say ‘where would you like to be cared for in the last days of your life, and your end of life care?’ . . .
So we have to prepare them for that . . . get all the questions answered before and also whether they
are for cremation, for burial, what are your likes and dislikes, who would you like to be with you when
you are at end of life care. We have to get all these clear before [they deteriorate] . . . we do that at
the start, as soon as they come in . . . I mean . . . at an appropriate time obviously. Maybe after one or
two . . . or 48 hours but after that it may not be possible to do that.
SNA3S136
There were examples, however, which illustrated a more sensitive approach, where the timing and pacing of
these conversations took into account the perceived disposition of patients and families at the point of
admission. Some nurses reported visiting the patient and family prior to admission to try to gauge how
appropriate or otherwise it would be to engage in such discussions and when the best time to do this might be.
I usually go out and do the assessments so you get to know the people, OK not that well but you sit and
chat with people in the hospital and with families when you meet them and you know whether you can
broach the subject of end of life or you shouldn’t broach it just yet. Some people don’t like you to you
know, it’s bad enough having to come to a nursing home, they are all distraught, devastated, feel so
guilty and they don’t want me sitting there going ‘so end of life what do you think I should do, what
would you like to happen to your mum when she dies’. I don’t think it’s appropriate. Once you get to
know them a bit better you can sort of broach the subject and I tend to, if you are getting doctor in a few
times and they’ve got lots of things going on with them, then you sort of say ‘look what are we doing’.
NNB1S155
In some sites (e.g. NNB6S154 and NNA5S166) the opportunity to involve patients directly in such
conversations was reported to be limited as a result of issues of capacity through conditions such as dementia.
The drive to include all patients in the nursing home in such discussions sometimes meant that patients
who were not expected to die within, for example, 12 months were participating in ACP discussions.
Undertaking such discussions so far ahead, particularly where they included advance decisions to refuse
treatment, raised issues about the appropriateness of the timing of these conversations.
Now because we are doing some advance care plans quite well in advance the GPs aren’t as happy to
be filling out DNAR forms which I can understand because obviously they need to have a discussion
with the relatives and everything but sort of for the DNARs it doesn’t make sense . . . it’s a bit mixed
up . . . and I also think with the Harold Shipman thing the doctors aren’t too, not all of them are really
happy to be doing a DNAR form for somebody who might die in 3 or 4 years.
NNB6S154
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Refusal to participate in advance care planning discussions
Two instances were reported by staff of a patient and their relative refusing to take part in ACP discussions.
Both patients were male and in their sixties. In SNA3, although there was recognition that the patient and his
brother were finding the discussion difficult, a sense of frustration with this situation was also clearly evident.
So we have a gentleman who is 63 years old . . . he has prostate cancer and we are not able to deliver the
[advance] care plan . . . he does not want the care plan, next of kin do not want the care plan also, they
think he is too young. He is 63 years old . . . so we are in limbo with that. So these things do happen at
times . . . he is not very co-operative at times . . . so we haven’t done the advance care plan we can’t do it.
SNA3S136
In NNA3, the patient and his brother were described as ‘flatly refusing’ to state their wishes. The staff
suggested that the reason for this refusal was either that they did not understand or that they were
choosing not to think about death.
They won’t do it . . . he’s been with us donkey’s years and he is still refusing and we still every so often
say ‘would you like to?’ there’s only him and his brother and they go ‘no, no’ . . . he’s a younger man
. . . he’s one of our younger gentlemen that’s in his sixties but . . . erm no they don’t want to be
involved in anything like that . . . they’ve not understood or . . . they don’t want to think about it . . .
we’re not here to push advance care planning but . . . we do try and do it with the person and the
family as soon as possible. But like I say, some families do try and put it off.
NNA3S116

Regular review and sharing of advance care plans
Nursing staff highlighted the importance of the regular review of these plans, as it was acknowledged that
patients (and relatives) may well change their minds about particular aspects of their care over time and in
response to changing circumstances.
When the time comes that they are poorly . . . they still have that, how they feel and deliberating and
they might change their mind . . . so we say to the family we will review the advance care plan every
. . . year or if there is any significant change.
SNA1S116

Co-ordinated systems to track and monitor patient status
Gold Standards Framework
As illustrated previously in Table 5, the GSF was reported to have been implemented in seven sites.
The GSF aims to promote better quality end-of-life care in nursing homes through proactive planning,
enhanced relationships with GPs and other health-care professionals, working with teams to raise staff
morale and increasing the practice of ACP, all ultimately with the aim of reducing the number of hospital
deaths.59 The respondents in this study agreed with these aims. Where the GSF and the LCP had been
implemented in an organisation, respondents generally believed that they had made a positive contribution
to care delivery, particularly in avoiding inappropriate admission to hospital.
I think the Gold Standard and the pathway has made a massive difference that you can go home now
[at the end of a shift] and know it’s not going to be left to you, that the next nurses won’t be
railroaded and . . . [patients] going into hospital because it’s all organised. Everybody knows what’s
going on, the family knows, the GPs know, the out of hours know and we even had a policy . . . with
the hospital now . . . so if they go in for something quite acute and they sort it but they’re quite poorly
. . . they can fast track them back to us.
NNA2S116
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For others, the GSF (and LCP) have also helped to normalise death and dying and allow staff to feel that
they have done the best for a patient, even when that patient dies.
Here there’s more of a feeling that there’s care of the dying and you did well while you were caring
for the dying and then they died and you reflect on that . . . you know we had someone that came in
for a day and died . . . but here it’s more like, well, that’s OK because that’s what he came in for . . .
so I think it’s part of, because of the Gold Standards and because of the Liverpool Care Pathway
I think it’s just making more people more aware.
SNA2S136
The GSF focuses primarily on patients deemed to be in the last 12 months of their life. The first element it
seeks to address is ACP. Staff are encouraged to undertake an advance care plan with a resident ‘soon
after admission’30 and there is no doubt that this requirement was successfully achieved in a number of
sites; see Advance care planning for further consideration of this element.
The next requirement of the framework is to code the ‘status’ of each patient against a four-stage coding
matrix and then to assess and monitor the progress of all patients against this.
We have this coding, this ABCD and A is kind of everybody, B is when people have started to go
down but you know nothing drastic but you’re seeing them started to deteriorate a little bit, C is
when you think there is only actually a few weeks left which means that they really are going down
now and become very poorly so then you look at the whole, the whole of them and see what needs
they might have that they won’t be able to do themselves and then . . . at D is like days, so we’re on
days, we’re talking about you know getting the GP in and if they’re not eating and drinking, etc.,
which we just follow protocol, that’s when they go in the pathway [LCP] so we’ve actually got
everything in ready.
NNA2S116
Each patient is then to be discussed at a monthly multidisciplinary meeting, which includes professionals
external to the home, for example specialist palliative care nurses. In NNA3S116 the nurse reported that
health-care assistants also attend these meetings.
But every month, everybody in the home as part of our GSF meetings, gets a full review . . . and that
ties in with our care planning as well . . . the carers do come to the meetings as well . . . and it’s just a
bit of an education session as well, especially when the Macmillan nurses turn up as well.
NNA3S116
Staff also reported the presence in sites of a process for monitoring, documenting and sharing any
changes in the coding of the patient’s status that occurred between meetings. Finally, the GSF encourages
critical reflection and discussion between those staff from within the home and those external to it (if
appropriate). In NNA5S166 the nurse reported that this kind of debriefing also takes place after a patient’s
death in order to highlight any lessons to be learned:
On handover we have GSF meetings so we’re discussing there what went well, what didn’t go well.
Because . . . all of our residents that . . . that do pass away, we actually complete a form as to say what
went well, what didn’t go well . . . and that’s open for discussion . . . so we highlight problems . . . and
if we do have problems we can take it to the end-of-life team.
NNA5S166
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The Liverpool Care Pathway for the Dying Patient
As can be seen above, the LCP and the GSF are often seen to be synonymous in settings in which they
have been implemented. As with the GSF, there was an overwhelmingly positive view of the LCP and its
impact on care.
Before, we used to do our best and we used to think we did a really good job, but I really think since
the Gold Standard and since the Pathway . . . I think there’s much more . . . we can do and I think the
confidence that we’ve got now, that we can speak to people . . . we didn’t have the confidence about
people dying and their wishes and what did they want and how would you cope with it, and how can
we help . . . we have now and I think that’s to do with the Gold Standard and with the Pathway.
NNA2S116
Although many respondents spoke of good relationships with their GPs, some described logistical
challenges in gaining timely medical input in the care home setting, particularly out of hours. This was a
concern for respondents, who regarded this as creating the potential for the inappropriate hospital
admission of imminently dying patients. Pragmatic solutions were evident in some sites, for example, to
the process for commencement and use of the LCP and the anticipatory prescribing of medication, which
are now explored in more detail in the following sections.

Process for commencing the Liverpool Care Pathway to support care
Nursing homes were, by definition, situated within the wider health-care environment and were affected
by wider primary care issues in their ability to deliver care at the end of life. Where the LCP was used,
some issues were highlighted regarding its use in everyday practice. The main issues related to the timing
and purpose of the joint assessment, the GP signature on the LCP and the prescribing of prn [pro re nata
(as required)] medication for symptoms that may occur in the last hours or days of life. As with previous
versions, commencement of the LCP (version 12) required the signature of the most senior medical
professional caring for that patient to confirm the multidisciplinary decision that the patient was
imminently dying; that is, they were believed to be in the last hours or days of their life. The use of the LCP
to support care is predicated on the requirement that this assessment be undertaken by both a doctor and
a nurse. The assessment should involve the consideration of any potentially reversible causes for the
patient’s current presenting condition and, where appropriate, should include advice and support from
relevant others.33 After recognition that the patient is imminently dying, the GP should prescribe
anticipatory medication for five key symptoms that may occur in the last hours or days of life. In version
12, it is expected that once the LCP has been started, the GP will visit the patient to undertake a further
MDT review a minimum of every 3 days, or sooner if either a significant improvement or a decline in the
condition of the patient is noted. Three sites (NNB6, NNA3 and NNA5) were using version 12 and four
sites (SNA1, SNA2, SNA3 and NNA2) were using an earlier version.
The nurses in sites that had adopted version 12 reported that the level of involvement of the doctor was
both important and reassuring.
It gives you more confidence that you’ve got a doctor actually going through it with you.
NNA3S116
This respondent, however, also recognised that gaining this level of involvement was a challenge. Here,
and in NNB6, some GPs were reported to ‘struggle’ with the practicalities of a joint assessment of
the patient.
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Similarly, confirmation of the recognition of imminent death outside normal surgery hours involved ‘out-of
hours’ GPs, who were reported to be ‘reluctant’ to make a decision to commence the LCP because they
did not know the patient.
I think the only ones we’ve had . . . problems with . . . are the out-of-hours doctors . . . even though
we’re a GSF home and we go to GSF meetings at the surgeries, the questions that we’re now raising
is the out-of-hours team in that if someone’s condition changes overnight and we’re finding an out of
hours and we want to start them on the LCP, they’re actually quite reluctant . . . because they’ve got
to make that decision is that person dying? Because they don’t know enough information about that
particular resident. It’s not their own GP is it? If it’s something that could be treated. Is it something
that’s reversible? So they’re having to make that decision when they don’t really know the patient.
NNA5S166
Four sites that were affiliated with the GSF (SNA3, NNA2, NNA5 and NNB6) used the assessment made as
part of the GSF process to recode a patient from code B (months from death) to code C (weeks from
death) as a trigger for requesting the prescription of anticipatory medication, rather than on
commencement of the LCP, code D, to support care.
. . . the anticipatory meds we usually do before somebody goes on the LCP, but that’s part of GSF
programme. [They are prescribed] when somebody’s actually recoded as C, where they’ve got weeks
to live. We actually ask for anticipatory meds then.
NNA5S166
There was, however, no evidence in any of these homes that anticipatory medications were used at any
time other than when the patient was later recognised to be in the last hours or days of life and the LCP
commenced (i.e. recoded on the GSF from C to D).
In three of the sites (NNA2, NNA5 and NNB6), although these medications were requested when the
patient was code C, the LCP was commenced at the point of the recoding of that patient from code C to
code D. For example:
. . . at C stage, is where we get the anticipated drugs in . . . that’s when we get those in the cupboard
at C. And then at D is like days, so we’re on days, we’re talking about you know getting the GP in
and if they’re not eating and drinking, etc. . . . that’s when they go on the pathway so we’ve actually
got everything in ready.
NNA2S116
The fourth site (SNA3) which reported weekly MDT GSF review meetings and ongoing practical support
from the local hospice applied the same procedure as the other three sites to trigger the prescription of
anticipatory medication. However, it would appear that a LCP could be signed by a GP but not necessarily
implemented immediately. When asked if the LCP could be started at the weekend (when GP cover might
be compromised), the respondent explained:
We have someone going on ICP [LCP] as I explained to you we have to have a GP to sign it. Let’s say
you are going to start it now, or the next day, maybe next week, maybe 2 weeks’ time. It doesn’t
mean you have to start it straight away.
SNA3S136
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In SNA1, the recognition of imminent death was reported to be made ‘in house’, at which point the GP
could be called to prescribe the prn medication. So, in effect, the LCP could be commenced and the GP
would sign the forms later:
No, no, no actually no. We explain to the family that we have started and then we call the GP and
they have to sign it. We can decide. Because if in case it happened on a weekend then we don’t wait
2 days before we can start the LCP. They might be dead by then . . . if on the weekday, if the patient
is fading and we call them, we are going to say ‘OK doctor can we have the advance medication
because it’s Friday’, over the weekend we are going to need it and we have to start the LCP.
SNA1S166

Formal multidisciplinary team review every 3 days
The LCP version 12 promotes a formal MDT reassessment of the patient a minimum of every 3 days, or sooner
if either a significant improvement or a decline is noted in the condition of the patient. Again, this was reported
to be an important mechanism for the continued medical support of the dying patient.
. . . and the fact it’s got to be reviewed every 3 days by a GP which didn’t happen before . . . so GPs
now have to come out to see a patient that’s been on it for 3 days.
NNA5S166
However, the views of staff and GPs were not always aligned in relation to the frequency with which GPs
should visit a patient supported by the LCP.
I said ‘now they are on LCP you need to visit every 3 days’. ‘No we don’t it’s once a fortnight’. So I
said ‘no, they are on LCP it’s every 3 days’. ‘No you have got it wrong and you have misunderstood it’s
every fortnight we visit’. I said ‘but the point of the LCP is that it’s within the last 3 days or the last
hours of life, is when we implement, you know we make an assessment to see if they meet that
need’. And he said ‘no no you have got it all wrong, she is palliative care’.
NNB6S154

Anticipatory prescribing of ‘as-required’ medications
As we have seen in these respondents’ definitions of a ‘good death’, the ability to control pain and other
symptoms was widely deemed to be central to the provision of high-quality care, and important not only
for patients but also for their attending family and friends.
I don’t think there’s anything worse for somebody to be called in, a relative, to sit with a resident
who’s dying and to see them writhing about in pain or they’re agitated. That’s your lasting memory
. . . to think that your mum or your dad or your husband or your wife has died in pain, I don’t think
that’s acceptable and I think we’ve failed if that happens.
NNA5S166
The prescription and availability of ‘anticipatory’ medication for five key symptoms – pain, agitation,
respiratory tract secretions, nausea and vomiting, and dyspnoea – is promoted in the LCP. The aim of this
practice is to ensure that the care of a patient who experiences any of these symptoms in the last hours or
days of their life is not compromised. With the focus on avoiding the emergency hospitalisation of dying
patients, and the importance of good pain and symptom control in these accounts of a ‘good death’, it
was not surprising that many respondents in this study viewed anticipatory prescribing as essential in order
to have the drugs available for use ‘as needed’.
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Commenting on a time prior to the implementation of the LCP and the GSF in her site, NNA2S116 sums
up the concerns that these initiatives were designed to allay.
If they [the patients] need those drugs, it’s going to be a Friday night, middle of the weekend, a bank
holiday and I’ve not got them . . . [and the GPs said] that they would come back and give it when it is
needed. But obviously that doesn’t work because . . . if you need them in the middle of the night then
you’ve got no option but to send them into hospital.
NNA2S116
In the nursing home setting, drugs purchased for a named patient in anticipation of need, but not
subsequently used, cannot be used for anyone else. Respondents reported that GPs’ attitudes toward
anticipatory prescribing were influenced by the costs associated with throwing away the drugs that were
not used.
And some of it was also the money because they were sometimes saying well [if] she doesn’t need
them . . . then they’re wasted.
NNA2S116
I mean sometimes we have had anticipatory meds and probably 7 or 8 times out of 10 we don’t
actually use any of them and I think that was the problem we had with the GPs when we first started
. . . I think it’s been a barrier . . . we’ve had battles I think on the GSF . . . because that’s what we
wanted and that’s how we’re being taught . . . but obviously GPs have a budget don’t they so they
don’t want to prescribe . . . they don’t want you to get them in stock and then not use them.
NNA5S166
We sort of try and get it a week or two, so when they are a yellow [equivalent to a C on GSF matrix]
and we think they are not going to recover. Now we have had a lot where we need to destroy the
drugs because they have got better and they have not been used . . . so we have them there I mean so
far we have never had to use them. I think the most we have given is two shots of midazolam.
NNB6S154
However, so important was the idea of a comfortable and pain-free death and the significance of the
availability of drugs to enable this to be achieved, that respondents were anxious to ensure that, were
symptoms requiring their use to emerge in the middle of the night, the drugs would be on hand
to administer.
But equally there’s no saying that they’re not going to present [with] something . . . and you’ve not
got anything and its 3 o’clock in the morning . . . you need to get a prescription, where do you get
one from at 3 o’clock in the morning? So they’re going to wait for the next day. It’s not acceptable.
NNA5S166
In one site, in recognition of the potential waste of resources, steps had been taken to reduce the cost by
getting GPs to prescribe smaller quantities of each of the anticipatory drugs in the first instance.
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Training
Within all of the end-of-life care initiatives being undertaken in the nursing homes in this study, there was an
element of training. Training was mentioned frequently but it was very difficult to get a clear picture of who got
trained, how frequently training took place, who provided the training and the exact content of the training.
The examples given of training that had been undertaken did not inspire confidence that it could have
prepared staff for the complexities of delivering care at the end of life. The training ranged from a DVD
(digital versatile disc) in NNA5 to a National Vocational Qualification Level 3 certificate in SNB1.
I have access to training DVDs, that’s been done through the owners.
NNA5S166
For example, when somebody joins here within a year . . . they will go for an induction day training on
palliative care with the hospice, because they have got a team for training there with experts.
SNA3S136
Well the nurses have all been given the choice to go on to it. There’s an end of life what’s it called?
Level 3 End of Life Care and I’ve just finished it myself and there’s two nurses signed up for it this time
. . . all of the staff just because of the dynamics in this particular building needed to be on the Equality
and Diversity course first . . . we don’t have a formal training of any end of life at this moment in the
building for staff.
SNB1S166
The picture to emerge was that all respondents thought that training was very important but there was little
sense that the organisations within which the nursing home staff were working had a planned programme
for training their staff. In some sites, training appeared ad hoc, haphazard and largely informal.
So we tend to be able to free up one or two staff for each training. And a lot of the training goes on
throughout the year. I mean I’ve just been . . . up at the hospice . . . ‘opening the spiritual gateway’.
That was interesting. That’s a full day’s training.
NNA5S166
We have access to the hospice training. They’ve just run some free training sessions for staff. All
grades of staff. I mean it was just a case of turn up. We didn’t have to book it.
NNA3S116
While some of the sites that used the GSF reported training the workforce, those that used the LCP
reported that where training existed it was more often targeted at qualified staff.
Everybody’s had training on GSF from the maintenance to the housekeeping. We’ve all had the same
training. LCP’s only given to the qualified staff.
NNA5S166
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Opinions were divided on whether or not the LCP could be used without training. Some nurses reported
that the LCP framework provided its own training.
I like a plan and the LCP for me is a plan. It’s a good guideline too and you can tick off the boxes . . .
So what I would try to do myself here is to modify that in a sense that we would roll it out, speak to
the GP, do our own training around it as best we can. It wouldn’t be the proper LCP training but
enough to say that, this means this, and that means that, and then we would then have a standard at
the end and we know and you can actually give yourself some sort of guidance.
SNB1S166
Other nurses reported that implementation without training would have been difficult.
I think if they’d have just given us the LCP and no training and get on with it . . . I don’t think we’d
have known what we were doing at all. Because I think when you look at it, it’s quite complicated.
NNA5S166
One nurse, who reported being self-taught with regard to her LCP training, raised a cautionary note. She
was discussing a patient she had ‘put on’ the LCP, ‘taken off’ the LCP and ‘put him back on’ the LCP in
the space of what appeared to be a couple of weeks.
Maybe I am doing it wrong but I have nobody with me doing it.
NNB6S154
Running alongside the rhetoric of training was a view that experience, although not a substitute for
training, was important.
I’m not sure if they have training as such. They do have study days and things and they do erm, most
of them are experienced. You know a lot of our staff have been here for many years so we have got
experienced care staff.
NNB4S133
However, there was some recognition that perhaps more experienced nurses were the very group of
nurses who did require support and training in order to keep up with the changing nursing home
population, new ways of providing care and the requirements of regulatory bodies.
Particularly in nursing homes where you are going to be having that poor nurse in the nursing home
who might have been in that nursing home 20 odd years and now they are bringing in more complex
residents that need more complex nursing needs, they are bringing in the LCP . . . and you know, what
proper support and training is she getting?
NNB6S154
Specialist palliative advice and support was reported to be available in all but one of the sites (NNB6).
Although it was difficult to gain a clear picture of the breadth and depth of such input, for some sites,
collaborations with the local hospice offered the opportunity of specialist support if required.
The local hospice are really actually who we would contact if we have any concerns and they would
help and sort of collate an end-of-life care plan.
SNB2S136
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Summary
The interviews with senior staff in the nursing homes revealed the complexity of end-of-life care initiatives
being introduced into the sector. While there was consensus on what constituted a ‘good death’, there
appeared to be a number of ways in which this could be achieved.
There was a strong belief in the importance of ACP and an allied belief that the nursing home was the
most appropriate place of care for dying patients. Its importance lay in its relationship with a ‘good death’.
The thinking was that gaining an understanding of an individual’s wishes with regard to their own care at
the end of life would enable the death, when it came, to be tailored to these needs, and would ensure
that inappropriate hospitalisation did not occur. However, the principle of reaching an understanding
about what an individual might wish to happen was translated into an imperative which seemed to
operate as soon as or shortly after a person was admitted to a nursing home. In only a few cases did
nurses report that patients objected to the haste with which these preferences sometimes appeared to
be elicited.
The GSF and the LCP were the two most common frameworks used to guide care at the end of life and
both were generally well regarded. However, their implementation and use in practice varied enormously,
as did the training that accompanied them. Particular problems were identified with the requirement that
the GP attend to review the patient for the LCP (version 12) to be commenced and then every 3 days for
further MDT review. The nurses in the nursing homes in this study reported a number of strategies to
ensure that the anticipatory prn medication had been prescribed and was available in the home should
the patient require it. Although the medications were not always used, ensuring that the patient had a
comfortable and pain-free death was a major goal of care at the end of life in the nursing homes.
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Chapter 4 Nursing homes: retrospective
case note analysis
Introduction
In each of the sites in this study case notes of deceased patients were analysed to gain an insight into how
care in different settings was documented and described in the very last hours or days of life. The case
notes provide a written record of demographic information about each patient as well as information
about decisions made, conversations held and care delivered in the last hours or days of life. In 2009 the
Nursing and Midwifery Council (NMC) published detailed guidance on record keeping.60 This document
identified a range of clinical, administrative and educational uses of such records. Essentially, the guidance
suggests that the purpose of the patient’s notes is to record and communicate patient care, ‘Providing
clear, concise documentary evidence of what decisions were made, what care was delivered, what
outcomes resulted and how information was communicated to relevant personnel, including patients
and those close to them’. Accurate recording keeping is also reported to help to manage risk and
improve accountability.
In this chapter we report the analysis of a consecutive sample of case notes from patients who had died
within the previous 12-month period in the nursing homes recruited to the study. Data from the case
notes of 10 patients per home were extracted using the pro forma previously described (see Appendix 7).
Initially, a sample of 109 pro formas was analysed using descriptive statistics to describe the sample of
patients and to provide a summary of some of the main features of care delivered. Sixty patients (55%)
had been supported in the last hours or days of life by the LCP. In only one case was the LCP found
to have been used to support care in a home that had been recruited as a non-LCP-using care home
(NNB6R01) and all of the case notes from homes recruited as LCP-using homes included a completed
LCP document.
In terms of the demographic make-up of the two samples, patients in both were generally very elderly
(median age LCP = 88 years; non-LCP = 89 years) and were more likely to be female (LCP = 62%;
non-LCP = 83%) and to have a diagnosis other than cancer (LCP = 72%; non-LCP = 90%). Religion and
ethnicity were not routinely recorded in either sample. Formal documentation of the patient’s preferred
place of care (LCP = 82%; non-LCP = 43%) and DNACPR (LCP = 70%; non-LCP = 47%), however,
was much more likely to have been recorded for those supported by the LCP.
Although this limited descriptive information was available in the majority of the case notes in this sample,
other information recorded tended to be limited. It had originally been anticipated that discourse analysis
would be used for both the nursing home and the ICU data analysis. However, the limited information
available in the nursing home notes precluded a discourse analytic approach and the decision was made to
undertake a thematic analysis focused primarily on what staff chose to record in a patient’s case notes in
the period up to that patient’s death.
A total of 39 cases were excluded from the analysis, as an early version of the data extraction tool had
been used which gathered data from the patients’ notes in a highly structured format which did not allow
for the recording of any narrative data. Seventy case notes formed the sample for the thematic analysis
of the patients’ notes. These records came from eight of the sites: five nursing homes in the south-east
[three LCP using (n = 30) and two non-LCP using (n = 20)] and three nursing homes in the north-west
[one LCP using (n = 9) and two non-LCP using (n = 11)].
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Findings
The patients’ case notes included some information on many of the aspects deemed important by the
NMC, as outlined above. The information recorded about the patient in the last days and hours of life fell
into three broad categories:
1. decisions about future care made with or on behalf of the patient
2. the condition of the patient, actions taken and subsequent outcomes
3. conversations held with and information given to relatives.

Decisions about future care made with or on behalf of the patient
In line with the findings in Chapter 3, ACP and the elements of care deemed appropriate in advance of a
patient’s deterioration were features of these records. The most common information recorded was the
patients’ preferred place of care and death (72% of cases) and their DNAR status (78% of cases).
However, there were interesting differences in the recording of this information between patients who
were supported by the LCP and those who were not. In all deaths where the LCP was used to support
care, the care home was recorded as being the preferred place of care; where the LCP was not used, this
was the case for under half (39%) of cases. Similarly, for the vast majority (97%) of patients supported by
the LCP, a DNAR notification or completed form was found in the case notes, whereas this was the case
for only just over half (55%) of those patients not supported by the LCP.
These advance notifications were sometimes (although relatively rarely) the result of discussion with the
patient; more usually they were a result of discussions with relatives and were often represented as best
interest decisions made by GPs and nursing home staff. They could be documented within specific forms
(e.g. advance care plans, GSF ‘Thinking Ahead’ or ‘Allow Natural Death’ forms) and/or recorded directly in
the notes, for example ‘No hospitalisation’ (SNA2R04) or ‘Not for hospitalisation’ (SNB1R01); ‘for tender
loving care in the home’ (SNA1R01); ‘discussed with her sister . . . Not for Resuscitation’ (as part of
admission details SNB1R05); or, simply, ‘DNAR’ (NNB6R03).
The main purpose of documenting this information seemed to be to ensure that decisions made in
advance of end-of-life care were clearly articulated and accessible to all staff to prevent admission to
hospital in the event of further deterioration, or inappropriate life-saving interventions being undertaken in
the event of cardiac arrest.

The condition of the patient, actions taken and subsequent outcomes
In the main, regardless of whether the information was documented on the LCP or within the nursing
home notes, a major focus of these written records was to record the physical condition of the patient, the
care that was delivered in response to this and any subsequent outcomes.
Where the LCP was used to support care, the process required that a series of desired outcomes for
patients be regularly assessed (either 4-hourly or 12-hourly) and documented as either ‘achieved’ or
‘variance’. Where outcomes were achieved, it was usual for a staff member to simply insert ‘A’ in the
document. The recording of ‘variance’ should have prompted further explanation, although this was
relatively rare. The outcomes to be assessed included whether or not the patient had pain, agitation,
respiratory tract secretions, nausea and vomiting or dyspnoea. In addition, they included an assessment of
whether or not the patient had discomfort resulting from pressure sores, dry mouth, poor micturition or
bowel function as well as psychological and emotional distress.
Where the LCP was used to support care, variances were recorded for agitation, respiratory tract secretions
or pain. The most common action taken in response to these variances was the use of medication, namely
midazolam, glycopyrronium (or hyoscine) and morphine (or oxycodone or diamorphine), respectively. The
outcome recorded following the administration of medication was generally that the patient was more
comfortable and settled.
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SNA3R01 – 23.30: [patient] looks agitated. Action: Injection of midazolam 2.5 mg, s/c given (@23.35).
Outcome @ 24.00: Settled well.
SNA2R01 – 06.30: awake and restless. 10 mg midazolam and 10 mg morphine sulphate given.
Peaceful and asleep (@ 07.30).
10.30: awake and in pain. 10 mg midazolam and 10 mg morphine sulphate given. Settled and asleep
(@ 10.50).
21.00: looks in pain and calling out. 10 mg midazolam and 10 mg morphine sulphate given.
Comfortable and slept now (@ 22.30).
Where the LCP was not used to support care, information about the condition of the patient and action
taken was recorded as an ongoing narrative within the nursing notes. Although the focus was again on the
physical, much more emphasis was placed on summarising the general condition of the patient and any
resultant actions and outcomes. Phrases such as ‘All care given’ and ‘TLC’ (tender loving care) were much in
evidence within these narratives. Attention was paid particularly to recording staff attempts to administer
food and fluids, undertaking regular mouth care, and washing, changing and repositioning the patient.
Day 1 – night: continues to be restless and agitated, pulling everything away. Repositioned, Fluids
taken, monitored via fluids chart. TLC given. Medication taken.
Day 2 – 13.05: General condition very poor. Agitated at times. Fluids taken better today using syringe.
Dressing to shoulder clean and intact. Cream applied to sore legs and tubi grips. Repositioning
regularly. TLC given . . .
Day 2 – night: Continues to be agitated. TLC given. Fluids taken well, please monitor output.
Day 3 – 13.40: Remains very frail. Refused drink and meals. GP visit booked re agitation. Visited by
wife. Dressing to left shoulder changed. Skin condition very poor – cream applied and tubi grips to his
left. TLC given.
Day 3 – night: All care needs attended to. Very frail. TLC given. Agitated and restless.
Day 4 – 13.40: Poorly, extremely frail. Very thin, writhing in pain. Taking very little fluids or food.
Toileted. Repositioned. All care. BP 106/63.
Day 4 – 16.00: General condition very poor. Vomited x3 yellowish secretions – all care given. Washed
and changed. Pulse very weak.
Day 4 – 19.15: At 19.15 passed away. Family informed. Doctor contacted – phoned back – is
coming shortly.
SNR2R08
In non-LCP notes there were some examples of ‘extended narratives’ which tended to focus on issues or
outcomes that either were contrary to those planned or involved important events or some negotiation
with outside agencies.
SNB2R10, 09.05 @17.15: [name] from [hospice] visited this afternoon and set up the syringe driver for
[patient]. Rang the surgery and asked to speak to [GP] for a prescription for medication to replenish
the driver tomorrow. [name] from the surgery said that I could not speak to the doctor as he was
running a clinic. I left a message with her for more medications and drug administration charts. I asked
her to fax the chart, gave her our fax number but she said that she might not fax the document but
keep it in the surgery for [home] to collect in the morning. I explained the importance and she said she
will do her best to fax it through.
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SNB1R04 – 15.00: At 13.00 he was sitting in an armchair, suddenly heard a big sound and found him
lying on the floor. Examined, no injury or bruise noticed. Assisted him to bed, made him in a comfortable
position. Informed to IMCA about the fall (left voicemail) because no next of kin. Requested for a GP
visit, seen by [GP name] advised to keep him in close observation. NOT For Resuscitation or Not for
Hospitalisation. Needs to refer to Palliative Care Team. Made him in a comfortable position.

Reports of communication with relatives
The recording of information relating to what was communicated to relatives and patients in the last days
of life was generally limited regardless of the type of documentation used. Patient notes were more likely
to capture whether or not communication had occurred rather than the content of that communication or
the relatives’ response to it. There were three types of recording in the patient’s notes: (1) a minimalist
record asserting that relatives had been informed or were aware of some aspect of the patient’s care;
(2) a more fulsome discussion of a more complex situation connected with the patient’s care and its
communication to the family; and (3) the reporting of disagreement between staff and relatives and the
outcome of that disagreement.

A minimalist record asserting that relatives had been informed or were
aware of some aspect of the patient’s care
Although the responses of relatives might have been absent in the case notes, nursing home staff commonly
reported assertions about what relatives understood about the patient’s state of health.
Family visited and they are well aware of his deteriorating condition.
SNA3R04
Family know about his condition.
SNA3R07
Spoken to son, aware of condition.
NNA5R10
In the non-LCP documentation, the data in which we were interested were recorded in the ‘daily report’.
As with the LCP documentation, there was rarely much detail about the content of conversations. The
most common report was that the family had been ‘informed of’ the patient’s deteriorating condition or
care. In common with the LCP documentation, the families’ responses were not recorded.
Relative is being brought completely up to date with all the information.
SNB2R01
Patient appears very frail, not responding to call, laboured breathing, informed doctor for a visit,
informed her family.
SNB1R01
She is nursed in bed at present to gain strength. Family aware of new plan of care.
SNA1R04
Still agitated and a little bit bubbly. Syringe driver put up. Family informed.
SNA1R01
Relative informed of decision to commence LCP. Will contact if any deterioration.
NNA5RO7
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A more fulsome discussion of a more complex situation connected with the
patient’s care and its communication to family
On occasions there was a more detailed account of a discussion about a patient’s condition and how
certain decisions had been reached.
Repeated to the family how patient’s general condition is and the pressure area which is being
monitored as per care plan. Both are aware that due to her deteriorating the area will start to break
down and they are aware of this. Had a care plan discussion. N.O.K [next of kin] would like nature to
take its course. Relative would like her to just fade away naturally. Also she would like patient not to
be resuscitated in case of illness or near death. Both N.O.K. are appreciative of how the staff look after
her well. Therefore, she is to be left to be looked after in a place she’s familiar with than the hospital.
SNB1R05
However, the views of relatives on certain aspects of the patient’s care at the end of life were clearly seen
as important. The possibility of admitting a patient to hospital at the end of life, and associated issues such
as resuscitation, often prompted extensive recording in the notes.
Spoke with relatives regarding the patient. They are concerned that all care should be given to her.
We discussed them coming to the meeting on Thursday to give their point of view on the plan for the
future for the patient. Should we send her back to hospital if she stops drinking? She is not taking
anything except what is being syringed. I explained her quality of life is poor and that she may not
recover from this last illness. Relative said no one explained it to him properly – he just wants the best
for his mum and for her not to be in pain.
SNB1R03

The reporting of disagreement between staff and relatives and the outcome
of that disagreement
Regardless of whether or not the LCP was used to support and document care, where more detailed
narrative was found it was often the case that the views of staff differed from those of the relatives.
Almost certainly, reports of differences of opinion and how these were resolved were, by their very
existence, important. In almost all of the examples identified, the staff member writing the notes
emphasised that the views of staff had been over-ridden by a family member’s view. Occasionally, the
notes explained why the staff over-rode the views of family members.
Catheter removed at 8:30am. [GP] visited at 12:30 noon. Family were present & discussed with family.
[GP] called up & informed that family want re-catheterisation for [pt]. Doctor explained to daughter
about the complications, but still they want to do it. Doctor prescribed ‘for catheter’, awaiting catheter
from chemist.
SNA2R10
Her son said that she wasn’t like this before. She used to laugh with the nurses when she was in
[name] hospital. He suggested to stop her medicines like what he did before, but I said we can’t and
won’t do unless advised by the GP.
SNA1R06
In the following examples, the importance of recording something that had been offered but refused
becomes clear when the outcomes are serious.
According to NOK [next of kin], patient does not want to go to hospital as she had a bad experience
in hospital last December. Ambulance crew wants to take the patient to hospital and spoke to NOK,
who strongly disagreed hospital admission. Informed GP over the telephone. DNAR in place. Patient
became unconscious at 13:10 and passed away at 13:20. Family advised at 13:30.
SNB1R07
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Son was given an option to move his mother to different room (with overhead hoist) but refused.
Wants his mum to have comfort of her own room which she knows and feels secure in it.
SNB2R03
On occasion, the views of the relatives were at odds with those of the doctor regarding the decision to
hospitalise the patient at the end of life. Again, more extended narratives illustrated and formally
documented divergences in opinion, or outcomes of that divergence.
Dr called to confirm to the family re: hospitalization but relative decided – only TLC + stay in the
home- came to sign ACP.
SNA1R09
Patient was breathless and wheezing from 7am. Doctor was informed about her condition and also
her relative. As per relative, patient doesn’t need any more hospitalization, instead would like to leave
her comfortable in Nursing Home. Dr had a chat with daughter and decided to give symptomatic care.
SNA2R04
Deteriorating, family do not want any intervention just TLC. No resuscitation.
NNA5R07

Summary
There were few differences in the demographic make-up of patients whose care was supported by the
LCP and those whose care was not. However, it was interesting that people supported by the LCP were
much more likely to have their preferred place of care documented and to have a DNACPR in place.
The LCP was designed to support the delivery of care by requiring health-care professionals to regularly
assess a series of desired patient outcomes and to take action if any of those outcomes was not ‘achieved’.
The structure of the document and the process for documentation within it means that extended narrative is
encouraged only in the recording of ‘variance’. Here, staff are expected to highlight where a goal of care
was not achieved to illustrate what action was taken and what the subsequent outcome of that action was
on the goal of care. In addition, the reporting of variance is encouraged if the patient is found to be in
discomfort between the regular assessment times. This is very different from the standard non-LCP approach
to recording, which encourages an ongoing narrative approach to the documentation of all relevant
information. Thus, although the information recorded in both the LCP and the non-LCP documentation was
primarily to do with the physical condition of the patient, the focus of interest was quite different. The LCP
narratives were found predominantly for three symptoms (agitation, respiratory tract secretions and pain),
the medications used to alleviate them and subsequent outcomes for patients. The non-LCP narratives, in
contrast, focused less on symptoms and medications, and more on the delivery of basic elements of care,
such as support with eating, drinking, mouth care, repositioning and pressure-area care.
There were few notable differences, however, between the LCP and the non-LCP documentation of
communication with families about a patient in the last days and hours of life. In general, the notes were
characterised by limited detail and a reliance on unsupported assertions. In situations where more detailed
accounts were in evidence, these appeared to reflect the complexity of a patient’s circumstances or a
divergence between staff and a patient’s relatives.
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Many of the clinical and administrative uses identified by the NMC in their guidance on record keeping
were present to a greater or lesser extent in the documentation analysed in this study. Although many
professional bodies have issued guidance on how to maintain good records, the evidence suggests that
practice is hugely variable. In 1995 the Audit Commission published the results of its study of record
keeping in NHS hospitals in England. It reported that records management was given a low priority and
that there was a lack of awareness of the importance of good record keeping. It also found that there was
a tendency to treat records as personal rather than as corporate assets.61
Although the Audit Commission study reported in 1995, it would seem from an analysis of the last 72 hours
of a patient’s life in nursing homes that not much has changed. The highly selective nature of what was
recorded in the notes suggests that the information that was recorded was believed to be significant. There
are a number of possible interpretations; for example, it is possible that once a patient has been identified as
dying the significance of how much and what gets recorded shifts. The type of issues that were extensively
reported might suggest that once a patient is dying the staff focus more on providing justification of events
that have happened, are about to happen or might happen in the future. We return to this later in the
report after analysing the observational data.
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Chapter 5 Nursing homes: observations and case
note analysis
Introduction
A major feature of this research project was the undertaking of observations of care provided to patients
in the last days and hours of life. This provided the researchers with direct access to care at the end of life
as opposed to the self-report present in interviews and the record of care provided in patient records.
However, as previously discussed in Chapter 2 of this report, in the context of end-of-life care conducting
observations was challenging both for relatives and staff and, potentially, for patients and researchers.
Informal observations were undertaken and recorded in field notes, and these field notes form the basis of
the analysis presented in this chapter of the report. In addition, in this chapter we examine how the
corresponding observational periods were recorded in the patient’s notes.

Findings
A total of eight observations were undertaken in nursing homes: six in the north-west and two in the
south-east. In all of these observations, the LCP was used to support the care of the dying patient,
regardless of whether or not the home in which the death occurred had been recruited to the study as a
LCP-using site or a non-LCP-using site. In addition to the LCP documentation found in the case notes for
this sample, there was evidence of GSF documentation in some of the patient files. The absence of any
deaths for which the LCP was not used makes it impossible to draw a distinction between care supported
by the LCP and care not supported by the LCP. These results do, however, highlight the influence and
limitations in practice of the LCP.
It is common to identify the nursing home as the place patients call home. This is often based
on a lengthy period of residence during which the patient’s physical space has acquired layers of
personalisation and is accompanied by the development of friendships and social relations with staff and
other patients. Two patients in the nursing home observations had been discharged directly from hospital
to the nursing home in order to receive palliative support. This was the first time that they had been in the
home and their rooms did not contain any evidence of the lives they had lived. Table 6 shows how long
each of the patients had been in the nursing home prior to their death, along with other relevant
demographic information.
Four of the eight patients in the homes were sharing a room with another person with whom, at least in
the first instance, they had no previous history or connection. Assessing the impact of death in a shared
occupancy room was beyond the scope of this study but it is worthy of further investigation. Patients in
these observations were observed over a period of time ranging from 1 day to 8 days. The majority of
patients died in the evening or in the early hours of the morning. Two patients died in the late morning.
In the following analysis we combine the data from the observations with the data from all of the relevant
available patient notes. It is important to highlight that although all of the case notes analysed included
the LCP, the documentation relating to its use was completed in different ways by different personnel in
different sites. In some sites the LCP documentation was completed in addition to the usual nursing
home charts and recording systems, while in others all documentation had been replaced by the LCP
documentation. The analysis focuses on care that starts from the point at which the LCP is introduced and
ends with the patient’s death. What happens following a patient’s death in terms of the preparation of the
body for viewing and the body’s transfer by undertakers is beyond the scope of this report.
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TABLE 6 Observations: characteristics of the patient sample

Patient ID

Length of
residency
to death

Age
(years)

Gender

Ethnicity

Religion

PPC

DNACPR

Time from
recognition of
dying (LCP
started) to death

NNB6P1

2 years
6 months
3 days

95

F

White British

C/E

Yes

Yes

45 hours
20 minutes

SNA1P1

7 days

86

F

White British

C/E

No

No

63 hours

SNA1P2

13 days

90

F

White British

C/E

No

No

63 hours
45 minutes

NNB6P2

4 months
26 days

90

M

White

R/C

Yes

Yes

46 hours
30 minutes

NNB4P1

28 days

81

M

Not
documented

C/E

No

Yes

68 hours
15 minutes

NNA2P2

13 days

93

F

White

R/C

Yes

No

22 hours
30 minutes

NNA2P3

2 months
30 days

94

F

White British

Christian

Yes

Yes

29 hours
10 minutes

NNA2P1

1 year
6 months
24 days

70

F

White British

R/C

Yes

No

No time of
recognition of
dying recorded

C/E, Church of England; F, female; ID, identifier; M, male; PPC, Preferred Priorities for Care; R/C, Roman Catholic.

The staff involved in the care of the patient
All of the nursing homes employed a combination of qualified registered general nurses (identified as
nurses in the analysis) and health-care assistants (identified as carers in the analysis) to provide care. In the
majority of cases health-care assistants, sometimes aided by a qualified nurse, undertook the physical care.
Nurses were responsible for monitoring the patient and for administering medication. In all cases but one,
a visit by the GP was either observed or mentioned to have taken place during the observational period.

Patient’s level of consciousness
All of the eight patients in the observations were reported by staff to be semiconscious, unconscious or
comatose and none of the patients was reported to have capacity to consent to take part in the study.
However, while recognising that the patient’s consciousness might fluctuate, and that some of the drugs
being administered might interfere with capacity, the researchers observed interactions which suggested
that there were was a higher level of consciousness in seven of the eight patients. The issue of
consciousness was an interesting and important one.
From a research perspective, it raised issues of informed consent. The researchers had been informed that
the patients lacked capacity to understand and discuss their participation in the study and so approval to
observe their care had been negotiated with consultees. However, researchers became uncomfortable with
this approach where they developed a sense that the patient was neither unconscious nor completely
without capacity. In these circumstances the researchers took the opportunity to let the patient know who
they were and the purpose of their presence. In all of these cases the patients were asked whether or not
they were willing to be involved in the research. The research team discussed this issue of fluctuating or
diminishing capacity both as a research challenge and as a research finding.
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There were no formal assessments of capacity or consciousness observed. As the patient’s body became
weaker as they approached death, different staff appeared to view the patient’s state of consciousness in
different ways. Being ‘rouseable’, responding to loud voices and opening eyes were all seen as important
indicators of consciousness and were noted as such. However, the existence of these indicators did not
appear to fundamentally change how patients were viewed by staff. In the excerpt below signs of
consciousness were considered important enough to be reported to the nurse in charge (NIC), although,
interestingly, the subtle signs thought to be important by the carer were not recorded in any of the patient’s
documentation for that time period.
Day 1;
00:00 Two carers come in to the patient’s room to check whether his pad is dry. After they have
turned the patient, one carer says to the other ‘he opened his eyes when we turned him, so I will
report this to [name of nurse].’
NNB4P1ON
Consciousness appeared to play a role in decisions about whether or not to undertake some aspects of
care. On occasions patients were checked and left on the basis that they were sleeping, while on other
occasions patients were checked and provided with care on the basis that they were unconscious.
However, patients defined as unconscious were observed to respond to the care being provided with
facial gestures, with noises or verbally. This variability associated with defining someone as sleeping or
unconscious was reflected in the notes, as will be seen later, where within a short space of time a patient
could be reported as deeply asleep, semiconscious or unconscious depending on who was recording it and
the circumstances under which this was done.
It seemed that a number of things followed from the presumption that the patient was unconscious or
lacked capacity. Rarely were patients accorded any sense of agency. All staff were observed to tell the
patient what they were going to do and were doing in terms of the provision of care, but the patient was
rarely offered choices or asked questions. This approach was in contrast with that of relatives, who, as will
be seen later, despite lacking a clear understanding about the patient’s state of consciousness, were more
likely to ask the patient questions and to respond to the answers given.
Defining a patient as semiconscious or unconscious appeared to change the way in which the ‘body’ was
viewed. Lacking consciousness appeared to allow some observed behaviours to remain unquestioned and
unexplained by both staff and relatives. In the excerpts below, the patient appears very unsettled, but
neither the relatives nor the staff respond in any way.
Day 1;
15:09 Patient’s hand comes up and briefly tries to hold the cot side, and then falls back on her bed.
NNA2P2ON
Over the next few minutes these actions are observed a further three times, and then some time later:
16:01 Nurse knocks and comes into the room and looks at patient holding on to the cot side. She
moves away from the bed and says ‘Do come down and get me if you need me’ and leaves the room
at 16.02
16:23 Patient’s head moves left to right on the pillow briefly.
NNA2P2ON
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Although it is clear that the patient’s movements here are observed, neither the staff nor the relatives
question the movements or seek to understand them; they are simply witnessed by all around the bedside.
While the uncharted nature of dying and death often seemed to leave relatives uncertain of how to
interpret what they saw, for staff it was as though the patient’s very status of being unconscious put
certain things beyond the need for comprehension.
In another observation the researcher had been informed that the patient was conscious but unable to
consent due to dementia. However, on several occasions throughout the observational period this patient
appeared to possess capacity.
Day 1;
15:12 Patient has just made us all roar with laughter as he’s just pretended to be dead – patient
stopped breathing and stopped blinking with his eyes opened and then when he saw the expressions
of alarm, he stopped doing it and grinned. Attending family say that he is always ‘doing
mischievous things’.
15:45 He says he doesn’t want to sleep when his relatives ask him
Day 2;
09:12 Suddenly patient opens his eyes and looks over to me [researcher] indicating by lifting his hand
to his mouth that he wants a drink. There are no sounds of a nurse or carer so I get up and give him
the beaker of juice and watch as he drinks two large swigs.
Day 3;
13:00 The relatives say ‘he can hear us’ they think but is too weak to respond.
NNB6P2ON
Similarly, in SNA1, the patient was described as ‘not conscious’, ‘a bit responsive’, and ‘as though she is in
a coma’.
Day 1;
15:20 Relative says ‘There’s nothing going on right now, patient is just lying there. She’s
not conscious’.
16:00 Nurse comments that patient ‘is a bit responsive’ when they speak to her
16:45 Relative takes a telephone call. He describes patient’s condition saying ‘She’s not doing
anything, her eyes are partially open, it’s as though she is in a coma’.
SNA1P1ON
From the observations it was difficult to assess what staff and relatives meant or understood by someone
being unconscious. The relative above continues to talk to the patient and hold her hand, as do the
majority of friends and relatives attending the bedside. While it was clear that the patient’s body was
failing, there was uncertainty over whether or not the patient could hear or what might be going on in the
patient’s mind. Certainly from the activities of the staff the patient’s identity seemed to have been merged
into the deteriorating departing body.
Nowhere was this clearer than in the conversations that were had over and within the vicinity of the
patient. There were many instances in which, in the presence of the patient, conversations took place
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involving staff and the patient’s relatives which were about the timing of the patient’s death or the
disposal of the patient’s body following the patient’s death:
Day 1;
14:20 (Carer): ‘I don’t think it will be very long, she is very cold to the touch’.
14:40 Nurse to doctor: ‘Her condition has changed twice this morning. I would say she is worse.’
15:00 Relative tells me that that doctor said patient ‘was likely to pass away today, or later on’
15:32 Relative to researcher – Do you know anything about that love?
Researcher – I ask ‘What’s that?’
Relative says ‘Nurse rang yesterday and asked if we wanted her cremated or buried.’
Relative then goes on to discuss his conversation with the undertakers and a non-refundable deposit
is mentioned.
16:51 Relative says ‘Doctor says it could be ages, at least she is not dying on her own.’
19:20 Nurse to researcher: She has about another 12 hours.
NA2P2ON
Day 1;
20:50 Carer – ‘She will not pass this night’
21:12 Carer – ‘She is not going to pass away tonight. Normally when patients are close to the end of
life, it is 8 or 9 breaths per minute so this is okay’.
SNA1P1ON
In all of the patient notes there were references to the patient’s state of consciousness. The initial
assessment recorded on the LCP documentation was always completed, but there was no accompanying
evidence to suggest how decisions were made about the states of consciousness that were recorded.
Moreover, and notwithstanding that a patient’s condition changed over time, the attribution of different
states of consciousness sometimes appeared contradictory.
The documentation completed for SNA1P2ON/CN reported, in different records on the same day, that the
patient was semiconscious, conscious, able to communicate and comatose. Similarly, the case-note record
for SNA1P1ON/CN records the patient as being comatose and unconscious, and as illustrated in the earlier
quote, relatives described the patient as both ‘not conscious’ and ‘as though she is in a coma’. However, a
nurse was also heard to report to another carer during the same 90-minute period of the observation that
the patient was ‘a bit responsive’. In another site, NNB6P2ON/CN, one set of notes reported a patient as
not confused, only for another set of notes at the same time to report the patient as confused.
These reporting differences were interesting in the light of the observations. Although patients’ conditions
were observed to fluctuate during the observational period, these were usually minor and on the whole
patients declined over time. Clearly any intrusive assessment of consciousness would have been
inappropriate for these patients at the end of life. However, it is important to consider whether or not
accurately assessing an individual’s consciousness at the end of life is important. This will be discussed
further in Chapter 14.
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Physical decline and prognostication
Although assessing consciousness did not appear to feature in the nursing home setting, there was an
emphasis on monitoring and assessing the physical decline of the patient’s body. This was evident in the
monitoring that was conducted by nurses, and to a lesser extent, by health-care assistants. The following
extracts reflect the emphasis, particularly by nurses, on recording the pulse rate and the number of breaths
the patient took per minute.
Day 6;
20:25 Nurse feels the patient’s right wrist and looks at her watch and her [the patient’s] chest and
seems to be counting.
NNB6P1ON
Day 1;
18:00 Nurse: ‘I just want to check your pulse’. She checks patient’s pulse by feeling on the wrist and
watching the clock [sic] attached to her top. She comments to the carer ‘It’s 74’
20:50 A new nurse enters the room. She is carrying blood pressure equipment. ‘Hello, I’m (name of
nurse). I’m going to take your blood pressure now, OK?’
21:12 Nurse pulls out her mobile phone and stands next to the patient, after a minute she says ‘She is
doing thirteen breaths per minute’.
SNA1P1ON
Day 2;
09:50 Another carer comes in and feels patient’s forehead and calls her name very softly. The patient
wakes up.
NNA2P1ON
Although the nurses and carers had no influence on the time of death, there was a strong emphasis on
monitoring the patient’s deterioration so that the death could more precisely be expected. As can be seen
from the previous quotes, staff identified time frames within which the death could be expected. In
general, where this was observed to occur the staff were accurate in their predictions. The counting of a
patient’s breaths became such a strong feature of nursing visits in the last hours of life that the researcher
(with no clinical background at all) also began to record the patient’s breaths.
Although there was a strong emphasis on identifying how close the patient was to death, there remained
a focus on care up to the point at which the patient actually died. In some homes the use of hourly charts,
which ran alongside the LCP, reflected the intensity with which patients were checked and the importance
that was attached to preventing pressure sores. In one case a pressure-relieving mattress had developed a
fault which meant that it was not inflating/reinflating as it should have been. The staff decided to swap
this mattress with one they knew to be working (SNA1P2ON). This activity involved three staff – two
health-care assistants and a registered general nurse – as well as the researcher. The patient died
2 days later.

Provision of physical care
The major focus of all care for the patient was the maintenance of the body’s integrity. Containing
leakages, smells and preventing further deterioration of the skin maintained the boundaries of the body.
Maintaining the bounded nature of the body was conflated with keeping the patient comfortable, with
the provision of care almost always being announced by carers as: ‘We are going to make you
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comfortable’ (e.g. NNB4P1ON). At night this verbal introduction was also accompanied by the lights being
switched on fully:
Day 1;
22:05 There is a knock at the door and two carers come into the room. They switch on the overhead
light which startles me [Researcher] but the patient does not react, the resident in the next bed can’t
be seen.
NNB6P1ON
This emphasis on ‘keeping the patient comfortable’ and keeping the body bounded translated into
three activities:
1. assessing pain, agitation and other symptoms
2. ensuring that the patient was clean, dry and turned
3. maintaining hydration and keeping the mouth moist.

Assessing pain, agitation and other symptoms
Freedom from pain at the end of life was identified by many of the patients in their advance care plan
attached to their LCP documents. The assessment of pain and other symptoms took place frequently in the
homes, mostly in conjunction with other activities. This assessment involved both observation and
questioning, directed to any family member sitting by the bed and on occasions directed to the researcher
when the family had gone home.
Given that carers and nurses made frequent visits to the patient’s bedside, ranging from hourly to 3-hourly
during the day, there were many opportunities for carers and nurses to observe changes in the patient’s
demeanour. In all cases but one, patients also had relatives and or visitors at the bedside for long periods
of time during the last days of life. Relatives were often invited to let staff know if the patient’s condition
changed or they thought the patient needed something.
Day 1;
18:35 After a period of silence, friend comments that the patient’s breathing is starting to get bubbly.
Relative asks if patient has ‘had another shot?’. Friend responds ‘Not since last night.’ Friend reports
that staff have told her that they ‘just need to let the staff know if another one is needed and they
can give it’ Friend says ‘It’s just starting now’.
SNA1P1ON
The visible symptoms that prompted either questions of others in the patient’s room or the administration
of medication by staff were associated with adjectives in the following four domains:
1.
2.
3.
4.

bodily discomfort – agitation, twitching, sweating, unsettled, uncomfortable
facial expressions – grimacing and frowning
noises – moaning and groaning
changes in breathing – rattling, bubbly, rasping, wheezy, chesty and rapid.

However, these visible expressions of the body were inconsistently interpreted and responded to.
Sometimes they triggered action, while on other occasions they persisted against the backdrop of staff
moving in and out of the room and relatives sitting by the bedside.
Perhaps not surprisingly, the acts of turning and washing a patient often elicited a response from the
patient, usually in terms of a noise and facial expressions. Whether or not these were deemed to be signs
of uncontrolled pain depended on whether or not they persisted after the patient had been turned or
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washed. Once they had finished providing care, staff were observed to remark that the patient either had
settled or remained agitated. Whether or not medication was administered for patients who remained
agitated depended on when the last dose had been given and what the NIC felt was appropriate.
Carers were heard to remind each other to report the possibility of the patient being in pain to the NIC
(e.g. NNB6P2ON, day 2; 10.35).
There were occasions on which patients appeared to be uncomfortable, moving their arms around,
shaking their head from side to side or making movements of their legs under the bed covers. As
previously mentioned above, it was not always clear why on some occasions these actions were defined as
pain related, while on others they went unremarked. Certainly in a number of observed cases, the labelling
of the patient as unconscious seemed to have a bearing on this. In one set of circumstances the NIC
made the connection of a patient’s agitation with their having a distended stomach. The patient was
catheterised and suppositories were given. As the distension was relieved the nurse reported that the
patient became more settled (SNA1P2ON).
In the majority of cases where it was established, through either questioning or observation, that there was
a symptom that needed relieving, the patient was given medication, with morphine and midazolam being
the most common. The route of administration of these drugs was usually via a subcutaneous injection or a
continuous subcutaneous infusion via a syringe driver. A small number of patients who were able to
swallow were given oral medication. Over the course of the observations the route of administration was
tailored to meet the patient’s requirements; tablets were replaced with liquids, subcutaneous injection or
continuous subcutaneous infusion via a syringe driver.
However, there were some instances in which a clear request for help was not followed up because, in the
eyes of the person who was assessing, the most obvious course of action had already been undertaken.
Day 2;
22:46 Carer and nurse come in. Nurse asks patient how he is and says gently ‘can I check your pad?’
She feels the top of the inside of it with her gloved hand. Patient groans loudly. Carer asks if he has
pain. Patient says ‘Yes’ loudly and with feeling . . . Nurse says ‘I can’t give him anything yet’ to carer.
She seems at a loss what to do about his pain. We all remain in silence looking at the patient who
twitches and scratches his arms and chest. Eventually the carer and nurse leave the room.
NNB6P2ON
Day 1;
18:00 Patient’s mumbling is comprehensible to her son, who responds to her as she mumbles.
Relative told the carer that the patient did not seem settled. Carer said ‘She’s not settled?’ Carer then
addresses patient by stating her name as a question ‘[name]?’ I think I heard patient reply ‘Go away’
but I’m not sure. The carer told the relative that ‘my colleague’ had just topped up patient’s morphine,
approximately half an hour ago . . . she moved to the side of the patient’s bed and checked the place
where the morphine goes into the patient’s arm. She did not appear to find anything wrong. As she
was leaving she re-confirmed that the patient had been given morphine quite recently.
SNA1P2ON
All the homes in the study kept drug charts. These provided the formal means by which the administration
of medication, dosage, route and timing of delivery could be tracked. In some of the homes staff recorded
a narrative which provided the understanding for the administration of prn medication. The routine
administration of drugs, for instance, through syringe drivers once in situ was rarely remarked on unless this
had to be changed or additional pain relief was required. The variance sheets in the LCP documentation
provided support for the administration of pain relief. In NNB6P2ON/CN the nursing notes record on
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1 February 2013 that the patient had become very difficult with medicine and personal care, pushing staff
away and becoming agitated. In the LCP variance sheet the nurse recorded ‘when personal care was given,
was grimacing and became agitated’. The action was recorded as ‘painkillers given 2.5 mls diamorphine’.
The outcome was recorded as ‘settled in about 20–30 minutes and went to sleep’.

Ensuring that the patient was clean, dry and turned
All the staff in the homes appeared to balance the benefits of undertaking an activity with the adverse
effects of doing so, for example the short-term discomfort from being turned versus the benefit of
relieving pressure on the skin. In the last days and hours of life staff were recorded visiting patients hourly
to 3-hourly. There were only a small number of observations in which 4 hours had passed between visits.
This was more usual at night. Ensuring that the patient was dry seemed to be a priority. If a patient was
wet, pads were usually changed. However, if a patient appeared settled and not wet, staff made a
decision on the spot as to whether or not they would do anything. If the patient was judged by staff to be
asleep then they would most often be left sleeping. However, if the nursing care plan identified 2-hourly
turns or repositioning (NNA2P2ON/CN and NNB4P1ON/CN) due to a perceived risk of skin breakdown, this
pattern was usually followed. The majority of patients were being nursed on pressure-relieving mattresses
and there were three patients (SNA1P2ON, SNA1P1ON and NNA2P3ON) who had pressure sores they had
acquired during periods of hospitilisation, and which pre-dated their admission to the home.
In the majority of cases relatives were asked to leave the bed space while the nurses and carers attended
to the patient. This sequestration of the patient’s body by nurses and carers for the purposes of care was a
major feature of care at the end of life. Relatives were not asked or encouraged to play any part in this
and were frequently heard to ask each other, and staff who came into the room subsequently, what care
had been given and how they thought the patient was doing. The patient, however, was always given a
running commentary on the care that was being provided and what was going to happen next.
Day 1;
16:02 Nurse comes in and asks the relatives to leave and checks patient’s pad by undoing it and
looking down. She remarks that it is wet. She asks patient if he has any pain. Patient says ‘No’ Nurse
checks his mouth with a torch and tells him he has a touch of thrush. She says ‘The girls are on their
way to change you.’
NNB6P2ON
Day 1;
16:00 Nurse tells carer that patient does not appear comfortable on her back as she is making sounds.
They should therefore keep her positioned on her side. Nurse tells this to the patient by leaning quite
close to her face and speaking loudly ‘I can sense that you are not comfortable on your back. Don’t
worry we will put you back’ . . . While carer is putting cream on patient’s heel, Nurse combs the
patient’s hair with a brush. She runs the brush through the patient’s hair and then smoothes her hand
over her hair.
Day 3;
13:45 Friend tells me that ‘they have been up and turned her’ I say ‘Oh right and what do they think?
She says ‘I don’t know because I had to leave the room’. She does not sound particularly happy that
she had to leave.
SNA1P1ON
Most patients were washed at the start of the day and additionally if they had been incontinent of urine or
faeces. Although it was common for patients to experience some level of discomfort during the process
of being washed and turned, this was rarely anticipated by administering pain relief beforehand.
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In the following example the carers recognised the need to tailor their care to the patient’s needs but were
unable to respond to the patient’s pain.
Day 2;
08:23 Two carers come into the room. One of them tells the patient nicely they are going to give him
a wash. She asks him if he has pain and he replies ‘I am hurting all over’. She washes his genitals very
gently with a flannel and a bowl of water and then applies some sudocrem [Actavis UK Ltd, Devon,
UK]. Carer A leads the washing routine and takes her time before turning him saying ‘Let’s give you
time to get your breath back’. Patient is saying aargh aargh, but not too loudly. He asks for 5 minutes
and says ‘I’m wet’.
08:35 Carer A says ‘We are going to leave you and come back later’. Patient says ‘Yes. Thanks’.
She re-does the pad up and says to other carer ‘We will wait until he has some pain relief.’
08:40 Carer A looks at his LCP chart and says I am going to ask the Nurse about the painkillers.’
At 9:45 another carer enters the room to try and feed the patient with porridge which the patient
finds too hot. The carer who has gone off to find out whether the patient can be given any analgesia
ascertains that the patient was given something at 5am earlier that morning which means that
according to the prescribing regime it is too early for the patient to be given any more. The patient
finally gets diamorphine at 12 noon according to the notes.
NNB6P2ON
There was a sense that the work of care dominated activity at the end of life in the nursing home setting.
Pain created through the provision of care, although brief, was not uncommon, and this raised questions
about priorities at the end of life. That said, the adjectives used by the researchers in their observations of
care were overwhelmingly positive; they included gentle, sensitive, kind, quiet, caring and soft.
The recording in the notes of the cleaning and turning of patients was largely restricted in the LCP
documentation to whether or not it had happened. Where it had not taken place a rationale was supplied,
but there was rarely much commentary in the notes regarding this aspect of care.

Maintaining hydration and keeping the mouth moist
All visits by the care staff involved an assessment of the need for mouth care and usually the cleaning of
the mouth accompanied by the application of some sort of lubricant to the lips. Attempts at providing
fluids varied, as did opinions on whether or not a patient was able to swallow. There were no recorded
swallow assessments in the notes, which helps to explain why the method of providing fluids and the
consistency of fluids being tried varied according to who was administering the fluids. Staff used specially
designed sipping cups, teaspoons and sponges, and were observed using yoghurt, ice cream and
thickened fluids such as tea, coffee, juice and Ribena as well as plain water to encourage hydration.
Views differed on whether or not a patient at any point in time could suck or swallow. In one patient’s
case carers were heard to offer a patient some sips of water while being uncertain if the patient could
actually swallow.
Day 1;
18:45 Two carers have come into the room to change the patient and clean the patient’s mouth.
Carer 1 gives the patient mouthcare telling the patient that she is doing so. She asks ‘Would you like
some sips of water?’ and I think the patient says ‘Thank you’. Carer 1 tells carer 2 she doesn’t think
the patient can swallow, so she will put some water on a sponge so ‘she can suck’. She does this and
comments to Carer 2 ‘See she is sucking’.
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Day 2;
12:55 The nurse in charge reports that the patient should not be fed ‘otherwise she might choke’. A
point that she repeats at 15.15. This particular patient was reported in the LCP progress notes to have
taken a few sips of water at 12 noon on the 06.12.12 because she had said she was thirsty. By day 2
(07.12.12) the notes reflect the nurses’ direction that food be omitted, the reason given that the
‘patient appears to be semi-conscious, unable to swallow therefore oral intake omitted’.
SNA1P2ON
Mouth care was the only physical care task that was occasionally undertaken by relatives, often of their
own volition.
Day 1;
18:55 Patient opens her eyes a bit. Relative gets a pink mouth sponge and dips it into the pink liquid
on the bedside table and gently rubs it around the patient’s lips.
NNA2P3ON
Day 2;
14:50 After a while friend stands up and walks round to the side of the bed. She comments on how
the patient’s lips ‘appear to be very dry’. Relative stands up and moves to the dresser where the
mouth care sponges are . . . friend runs the sponge over the patient’s lips a couple of times.
SNA1P1ON
Mouth care, although considered to be important by both staff and relatives, was not always welcomed by
the patient. In the following examples patients actively attempted to resist this activity.
Day 2;
13:28 Relative tries to clean patient’s mouth with a glycerine mouth sponge saying that she did this
yesterday . . . the patient shouts at her and pushes her away. This upsets her and other relative present
who both cry a bit.
NNB6P2ON
Day 1;
22:00 The older carer cleans patient’s mouth with a pink sponge and some pink cleaning fluid. The
patient is very resistant, but carer is firm and gets the sponge into her mouth.
NNA2P1ON
Day 1;
19:55 The two carers I observed earlier enter the room. One says ‘knock knock’ and explains that they
are going to do some mouth care before they finish their shift. They both say ‘Hello (patient’s name).
Can I just clean your mouth? Can you open your mouth for me, please?’ The friend still present in the
room says ‘She just closed it, didn’t she!’ and laughs. The carer says ‘She knows what we want to do!’
One of the carers spends a long time cleaning the patient’s mouth. She says ‘This is nice and clean
now, see’. She comments that there is some ‘dry skin inside her mouth, on her tongue’. The carer
uses two sponges and asks the other carer to get her two more because there is still some dead skin
on her tongue. When they are finished, the carers say ‘Thank you (name of patient) and then says
‘See you later’. As they are leaving they ask friend if she would like the door open or closed.
SNA1P1ON
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The desire to keep the patient’s mouth moist and clean was explained in terms of reducing the discomfort
created by the patient breathing through their mouth. Relatives and staff alike also appeared keen
wherever possible to enable the patient to eat and drink for as long as possible. Relatives were often more
successful than staff in achieving this.
Day 1;
15:51 One of the relatives tries to get patient to drink the beaker of coffee; patient refuses it,
grimaces but then drinks it as relative tells him that he needs to drink plenty of fluids.
NNB6P2ON
However, there was little observed discussion between staff and relatives about the strategy with regard to
eating and drinking. Providing food and fluid in the absence of a swallow reflex had the potential to cause
aspiration with its attendant consequences. Instances were observed where carers and relatives tried to
encourage food and fluids but gave up as they could not be certain that the patient could swallow. In the
following example there is a clear uncertainty about the plan for this patient with regard to food and fluids
and it is the relative who, as the patient’s condition declines, restricts the administration of food and fluids.
Day 2;
22:13 Carer gently cleans patient’s mouth with oral hygiene sticks and removes a fair amount of food
(?) yoghurt from her mouth – it seems to have been pocketed inside her cheeks. One carer says to the
other – I don’t know how they can say that she is eating and drinking.
Day 3;
13:00 Relative is giving patient a yoghurt drink which she seems to be swallowing most of.
13:30 Relative finishes giving the patient her drink and sits back from the edge of the bed and sits in
the chair. She strokes the patient’s hand. She asks patient if she would like some music on ‘or are you
not bothered?’ After a while the patient replies in an audible whisper ‘No, I am not bothered.’
Day 7;
09:42 Carer tries patient with a mouthful of porridge, but she is unable to swallow it and so he has to
scoop it out of her mouth, he gives her mouth a gentle clean with a swab. He tries her with a sip of
tea, no joy, so he wipes her mouth clean.
09:50 Relative arrives
09:55 Carer pops in again with something, food I think but I can’t see. Relative says firmly ‘No, she
can’t eat that’.
15:33 Carer comes in with a yoghurt and a beaker of tea and says to relative ‘Shall I give her some of
this?’ relative says ‘No thanks. She won’t be able to take it. Just mouth care from now on’. Carer looks
disappointed, nods and leaves.
17:10 Same carer knocks at the door. ‘Do you want anything for patient? Some soup or some ice
cream?’ ‘No thanks, she can’t eat or drink now’. Carer stands by the screen and looks questioning.
Relative adds ‘People don’t want to eat and drink at the end of life’. Carer says ‘okay’ unsurely
and leaves.
NNB6P1ON
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Interestingly, despite the strong line taken by this relative on eating and drinking there is no direction to
care staff in any of the patient’s notes that the frequent assessment of this person’s ability or desire to take
food and fluids should be replaced by mouth care or by keeping the tongue and lips moist.
The lack of a consistent line with regard to providing food and fluids was observed in a number of sites.
It was not clear what staff were aiming to achieve through the provision of certain foods, for instance
porridge and pureed cauliflower, or whether or not a patient’s reluctance to consume these foods had as
much to do with taste as ability. Clearly, as the patient approached death the likelihood of their being able
to eat reduced. Given that the staff had identified the majority of the patients observed in this study as
either semiconscious or unconscious it was surprising to see the focus on feeding patients.
The notes accompanying these observations did not provide any basis for understanding the goal of
feeding or providing fluids. There were contradictory references to the patient’s ability to swallow in the
same time period and, as previously stated, there were no formal swallow reflex assessments recorded.
The detail of foods or fluids, their type, consistency, quantity and frequency to be encouraged were also
absent. On the other hand mouth care was usually identified as hourly or 2-hourly. Sips of water were
always recorded in the notes. The lack of a shared understanding, between staff and between staff and
relatives, about this aspect of care may be a reflection of the lack of a clearly articulated strategy in the
patient’s notes.
The provision of physical care, as outlined above, continued in some shape or form up to the point of
death. In one case, SNA1P2ON, the patient was washed at 21.25 having had her bowels open. The carers
commented to each other that during this they believed her to have smiled. At 22.27 (about 1 hour later)
the patient died. In another case, NNB41ON, the patient was turned at 02.00 and mouth care was
undertaken and the patient died about 2 hours later at 04.05. One patient (NNA2P3ON) died within
5 minutes of care being provided.

Interaction with relatives
In the nursing homes the patterning of the physical care outlined above provided the framework within
which the dying patient was managed. It also appeared to provide the social framework for the experience
of dying by the patient’s relatives. Friends and relatives occupied an ambiguous role in the care provided in
the homes. They were both at the centre and the periphery of care. Excluded from the hands-on provision
of care they were often left as observers at the patient’s bedside. However, their presence was seen as
central, providing a context for the patient’s identity, reconnecting the patient to their past and warding
off the potential loneliness of dying.
Staff introduced themselves to relatives and always appeared polite and friendly. Staff were also observed
to say goodbye to the patient and any remaining family members at the end of their shift. Relatives were
provided with chairs, offered drinks and, in many homes, food (sandwiches, biscuits and cakes). Much like
the patients, the relatives were well catered for in terms of their physical needs. Relatives appreciated this
and were heard to remark on it to each other.
Communication with relatives varied with the members of staff involved. Staff entered the bed space to
undertake physical care or offer the relatives refreshments, but were rarely seen to spend time with the
patient and or relatives solely for the purposes of communication. ‘Come and get me if you need me’
(NNA2P2ON) was a familiar refrain from staff as they left the bed space.
As previously highlighted, the sequestration of care of the body by staff was reinforced by the exclusion of
the relatives from the bed space while this was taking place. Although there are a number of reasons why
relatives may be asked to leave, the relatives were never given explanations. Once care had been given,
staff made little attempt to report to relatives what had been done or to tell them anything about how
they found the patient’s body. In one case where a patient was turned and then turned back because it
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had become clear that she was struggling to breathe on her back, the lack of communication between the
nurse, the carer and the relative led the relative to ask the researcher what had taken place.
Day 1;
16:00 ‘What did they do? Turn her?’ and I say ‘Yes, they turned her, and washed her mouth, and
brushed her hair’ relative looks at the patient and touches her shoulder as he sits down.
SNA1P1ON
Interactions with relatives were rarely recorded in any of the LCP documentation. All homes identified that
discussions had taken place with relatives about the patient’s deteriorating condition and that an
understanding had been reached that the patient was imminently dying. Where the spiritual needs of the
patient involved the administration of last rites or the visit of a local vicar, this was observed to be reported
to relatives as well as recorded in the nursing notes.

The role of the family
In contrast with the activity of nurses and carers around the bedside, relatives generally sat around the
patient’s bed. Being present in this way took many forms and varied over time. There was only one
observation in which a relative (a daughter), who was a nurse, took part in providing some aspects of
physical care. This particular daughter acted as a co-ordinator as well as a provider of her mother’s care
while she was present. She was observed to initiate and provide care, and in relation to food and fluid
administration she decided the point at which these activities should cease. The care she provided
appeared to draw on her nursing knowledge and skills as well as her knowledge of her mother.
Day 2;
13:05 Relative puts on the patient’s glasses which are in the bedside drawers. She cleans them and
puts them on the patient and says ‘Is that better?’ Patient says clearly and audibly ‘No’ Relative says
‘Let’s keep them on and see if you get used to them’.
NNB6P1ON
Although other relatives were less involved in the provision of physical care, helping patients to drink and
moistening the mouth and lips were the activities most frequently undertaken. Monitoring the patient’s
condition from a lay perspective was actively encouraged by staff, who would frequently ask the relatives
how they found the patient that day.
Day 2;
14:50 Friend comments that the patient’s breathing is starting to sound bubbly again. She moves her
head to the patient’s chest and listens.
SNA1P1ON
Some relatives appeared to feel empowered and almost at home in the patient’s room. These relatives also
appeared more assertive and familiar with the nursing home staff and routines. Other relatives appeared
less certain and more passive. While one set of relatives felt able to adjust the cot sides on the patient’s
bed to get physically closer to the patient, another set of relatives worked awkwardly around the physical
barrier presented.
Day 1;
18:40 The cot side is down where the relative is sitting which means she can lean over and get closer
without being obstructed by the cot sides.
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Day 7;
09:51 Relative puts the cot sides down . . . She pulls her armchair up close to patient and holds her
hand talking to her, telling her information about people they know.
NNB6P1ON
Day 1;
21:20 Both sisters talk over the patient and each holds her hands. I am struck again by the thought
that the cot sides act as a barrier to them getting close to the patient.
NNA2P3ON
In another case, relatives were unable to carry out mouth care for their relative because they were
uncertain about how to resolve the lack of oral fluid.
Day 1;
14:55 The family are wondering about his dry mouth. The relative takes the oral hygiene pack and
looks at it. There are mouth sponges but no liquid so they don’t know what to do. One of the relatives
says ‘I don’t know who to ask’ The other relative says ‘We will ask the nurse when they come.’
NNB6P2ON
The watchful waiting that was observed to characterise the presence of all relatives was interspersed with
physical contact and communication. There were no gender differences observed; sons and husbands
touched, hugged and kissed the patient in the bed as often as did daughters and wives.
Day 1;
18:15 (Male) relative has been standing at the bedside the whole time, looking at and talking to the
patient. Relative held her hand for a while; he commented that this was the warmest she’d been for a
while. He repeated ‘Don’t worry, I’m here. I’m here still.’
Day 2;
14:05 Relative says ‘Hello mum, only me, I’m back, you can’t get rid of me that easily’. Relative tells
patient about his evening dinner plans and then says ‘Shame you can’t be there!’ Patient shrugs her
shoulders and lets out a breath as she relaxes them.
14:20 Her breathing begins to get more irregular and relative says ‘Hello, hello mum.’ Relative
continues to stand at the bedside and patient’s breathing becomes regular again. Every now and then
relative rubs the top of patient’s right arm with his left hand.
SNA1P2ON
Watching the patient in the bed was punctuated by everyday activities such as reading newspapers and
magazines, texting and chatting with other visitors. Occasionally, one of the relatives at the bedside dropped off
to sleep. In one instance the breaths of the sleeping relative overlapped with the audible breaths of the patient.
Day 1;
16:45 Relative sits back down and continues to read the magazine. He taps along to the music on the
radio. Relative puts down the magazine and looks at his mobile phone . . . Relative texts on his phone,
every now and then glancing at the patient.
SNA1P1ON
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There were few conversations around the bedside that reconnected the body of the patient with the life
that had been lived. Occasionally, visitors appeared. The stories that were told in these circumstances
located the visitor’s position in the patient’s life, projecting into the room a character and identity no
longer recognisable as the patient in the bed. On these occasions the body in the bed was brought to life.
Day 3;
11:40 The dinner lady walks into the room and says ‘I’ve bought a visitor’. An elderly lady walks in.
Conversation continues between the friend who is at the bedside and the new visitor. The new visitor
says she’s one of those people who is a good friend of the patient and who could not cope with her
deteriorating condition.
They share stories about the patient and the new visitor says ‘I’ve been a terrible friend over the past
few years’.
12:00 The new visitor says to patient ‘I must love you and leave you. Thank you for everything you
have done over the years.’ She strokes the patient’s hair. She stands up and kisses the patient. When
she turns to leave I see she is crying.
SNA1P1ON
Day 2;
16:17 A woman wearing a winter coat enters the room. She tells me that she is the patient’s
neighbour. After a moment neighbour stands up and walks to patient’s bedside. She says ‘name of
patient’. Patient opens her eyes and appears to look at her. She says ‘It’s (neighbour’s name) . . . she
pulls up the comfy chair so it is angled away from me and towards the patient’s face. After several
minutes she turns to me and asks me if she has ‘been breathing like this all the time you’ve been
here?’ A number of other questions follow about whether the lighting is left on and whether the
patient is more comfortable today than yesterday.
16:40 The neighbour continues to sit in the chair watching the patient . . . She told me that she
wouldn’t be staying long, she just wanted to sit with patient for a bit. She said ‘There’s no point
talking to (name of patient) because she can’t hear, although that’s one of things we don’t know,
how much they take in . . . She says ‘But I got a smile . . . so.’
SNA1P2ON
Although it was rare for patients to receive visits from people other than relatives or religious leaders, it
was the case that some of the patients had friendships with other residents in the home. However, staff
were rarely observed facilitating visits from other residents, with one exception that was notable because
the visit was facilitated only once the patient had died.
Day 8;
12:58 Following patient’s death the nurse asks the relative if the patient’s best friend in the home can
come in and say her goodbyes. Relative nods.
13:03 I follow Sister to patient’s best friend room. Sister sits best friend down in a chair and explains
gently but clearly that patient has just ‘passed away.’ Best friend is really upset and cries and says ‘Can
I see her? She’s my best friend’. We go to patient’s room and best friend says her goodbyes tearfully
to patient’s body.
SNA1P1ON
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The failure to support social relationships where they existed between the dying patient and other
residents in the home reflects the common concern of the nursing home staff with the patient’s body
rather than with ideas of the patient’s personhood.
The notes were largely silent on the role of the family in care at the end of life. Occasionally the notes
referred to the presence of a relative or relatives at the bedside, but more often than not the relatives were
absent from the records. They were identified in the notes in terms of next of kin details and whether or
not they wanted to be contacted during the night should the patient die, and reappeared in the notes
following the patient’s death.

Managing the environment
Although the physical care of the patient received considerable attention from staff throughout the
observations, much less attention was paid to the management of the physical environment. In particular,
temperature control and noise control were inconsistently managed.
Although carers and relatives were heard to pass comment on the temperature of the patient’s room,
most frequently that it was too hot, this rarely resulted in any action. Only once was a window observed to
be opened, and once a fan was switched on. However, staff did respond when the environment appeared
to have a more direct bearing on the patient. On one occasion, during an observation, the researcher
noticed the sun streaming in through a window directly onto the patient. Subsequently, while the
researcher was out of the room, action was taken by one of the carers to remedy this.
Day 2;
14:55 When I walk in carer is pouring some water from the jug on the tray stand into a glass. He puts
the glass down on the tray. I see the curtain is drawn and he says ‘I’ve just pulled the curtain because
the sun was shining’ and he gestures on to his face.
SNA1P2ON
Adjusting the environment to suit the patient at the end of life is difficult because it is not easy to discern
what the patient may like. Relatives and staff reported that at the very least they thought that patients
were able to hear. As a result, attempts were made to talk to the patient. The use of background music,
the radio and the television were in evident in all homes. However, this was not always regulated or
tailored to the individual in the bed.
Day 3;
24:11 Carer comes in with a CD player and starts a CD of an Irish male singer, but as he’s singing
about dying she switches it off, a bit embarrassed and says ‘I’m not sure it is appropriate’ and leaves.
Day 4; Irish male singer CD playing in the background.
Day 7;
10:55 Relative gets up from chair and puts on music – She shows me the holder it is Handel’s water
music. No obvious reaction from patient. Relative sits and strokes patients [sic] hand and forearm.
14.40 Pan pipes are playing in the background.
NNB6P2ON
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Day 1;
15:00 Friend reports that the reception is quite poor and that she had had to tune the radio into a
number of stations before she found one that would stay on without fading . . . Relative says he will
keep radio on. The friend said something like; she liked to dance. The relative now remains on his
own sitting with the radio on his lap, changing the station regularly until he finds a song, listens to it
and then when it ends switches to another station. After doing this twice he settles on one station.
18:35 When friend arrived, straight after the relative left, friend switched the radio off. Friend reported
that it was competing with the TV that was on in another room.
Day 2;
14:50 The radio is on, tuned into a radio station playing what I would describe as light hits from the
past. The song currently playing is ‘Ground control to Major Tom’.
SNA1P1ON
Staff often reported, as they switched a radio on, that they liked to have music on in the background to
foster a sense for patients that they were not alone. However, as the researchers sat observing, they
recognised the incongruence of what was frequently being broadcast; for example, Karen Carpenter
singing ‘Top of the World’ might have been difficult for patients to relate to. The unremitting nature of the
radio textured the physical space like ever-changing wallpaper, at times soft and inviting and at other
times loud and intrusive.
As identified at the beginning of this section, only a few patients were being nursed in a single-occupancy
room. Inevitably, the sharing of a room with a person who was dying required some management and this
usually took the form of taking the other resident out of the room during the day into some communal
space elsewhere. There were times during which the resident sharing the room had visitors who
congregated at their bedside.
Day 1; Patient in next bed – relatives of other patient gathered around bed.
16:02 Patient A in next bed clears her throat behind the curtain.
18:05 Patient A is now not in the room and her curtain is drawn back.
19:05 Patient A goes back to bed.
NNA2P2ON
Day 1;
19:10 The other family are talking to patient in next bed in very loud voices drowning out any
conversation between patient’s family.
NNA2P3ON
The management of noise elsewhere within the home was hugely variable. The noise of the television
emanating from other residents’ rooms, the sounds of patients being escorted from one location to
another, and the everyday domestic noises of cleaning and pots and pans, cups and saucers all penetrated
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the rooms in which people were dying. It is not possible to say what impact, if any, these sounds had on
patients; patients rarely appeared to react to them directly. There was only one instance in which the
researcher wondered if a patient was affected by noises emanating from outside the room.
Day 2;
13:00 Patient moves left arm out from the blanket. She moves it around for a very short period and
then rests it back down. She has begun to make short grunting noises irregularly, or perhaps they are
better described as short moans. She seems to react to sound and there are a variety of sounds
coming from outside the room. The door is propped open and I can hear a couple of people talking,
things being moved about etc. At 13.10 the call bell begins to sound in the Nursing Home. Almost
immediately the patient groans and begins to move both of her arms although she does not lift them
very high off the bed. This stops after a few moments although the call bell continues to sound and
I wonder if the two events . . . are related?
SNA1P2ON
It was interesting that one of the cleaning staff, in acknowledgement of the patient’s imminent death,
used a dustpan and brush rather than the vacuum cleaner to clean the patient’s room.
Day 7; The cleaner is using a brush and dustpan on the whole of the floor. She says ‘It’s not fair to use
a hoover.’ The relative sits on the edge of the bed so that the cleaner can do under the armchair.
NNB6P2ON
Although the nursing gaze was largely focused on the body, the caring staff passed through the space
inhabited by the body, possibly unable to feel the heat and hear the noise that had become the
patient’s world.

Impact of the observations on patient care
As observations continued it became clear, from remarks made following a patient’s death by a few
relatives, that the presence of the researcher had been reassuring. Relatives suggested that the care their
relative had received had been of a higher standard than they might otherwise have received had the
researcher not been present.
Day 4;
01:40 As relative is leaving, he says ‘I think she received better care because you were here’. I say
‘Really?’ He says Well, I don’t want to go into it now, but yes.’
SNA1P1ON

Summary of findings
An important feature of care at the end of life in the nursing home was the focus on the patient’s body.
The patient’s mind was largely presumed to be absent. This presumption was not always supported by the
observations of the researcher and the reporting of consciousness in the notes was contradictory. Patients
who were deemed to be unconscious were observed at different times to respond to questions. There was
no evidence of the formal assessment of consciousness or capacity in either the observations or the notes.
The presumption of a lack of capacity and a belief that the patient was not conscious seemed to
determine the care that was given and the way in which it was given.
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In the last days and hours of life in the nursing home the maintenance of the patient’s bodily integrity
provided the framework within which dying was configured. The activities of containing leakages, relieving
pressure and moistening the lips and mouth were undertaken efficiently and with great care. In only one
instance did mouth care appear to be given in spite of resistance from the patient. Family members were
in the main excluded from the provision of care; in fact, they were almost always asked to leave the bed
space. They were rarely informed of what had been done to the patient and often asked staff or the
researcher about the care that had been undertaken. There was only one situation in which a relative, who
was a trained and practising nurse, undertook a significant amount of her mother’s care.
The issue of the administration of food and fluids was an important one and, along with mouth care, was
seen to drive care right up to the point of death. The absence of any formal assessment of a swallowing
reflex and the lack of a clear strategy for administering food and fluids led to an inconsistent approach to
patient care, occasionally with distressing results for the patient.
Although ‘the body in the bed’ received considerable attention, the management of the patient’s
environment, in terms of noise, light and heating, was varied. Providing music ‘for the soul’ became
translated into ‘background’ radio or TV, the stations and channels of which were switched as different
nurses and relatives appeared and tastes changed.
Once the patient was in the dying phase, little attention was paid to the facilitation and support of
friendships that had developed between residents. Indeed, the single example of the facilitation of a visit
of another resident came only after the death of the patient.
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Chapter 6 Nursing homes: interviews with
bereaved relatives
Introduction
There have been many studies of people who have been bereaved to understand their needs for support
as well as to understand the health and social care circumstances in which a patient’s death occurred. The
views of relatives and carers of people who die have been accessed in research terms in a number of ways,
through questionnaires, telephone interviews and face-to-face interviews. A key consideration in all
research with people who have been bereaved is the length of time which should be allowed between
bereavement and an invitation to participate in a research study. In this study relatives were required to
consent to the patient’s participation in the study before any care could be observed. In addition, relatives
were asked whether or not they would be willing to take part in an interview to discuss the care observed.
Relatives were invited to consider how much time they would prefer to elapse before they were
interviewed, and this proved to be a successful way of involving relatives following bereavement. The
views of bereaved relatives presented in this chapter provide an important understanding of how the care
we observed was interpreted and judged by people close to the patient.

Findings
A total of eight observations were undertaken in nursing homes: six in the north-west and two in London
and the south-east. An in-depth interview was undertaken with a relative of seven of the eight observed
patients: five in the north-west and two in London and the south-east. We allowed relatives to dictate the
point at which the interview was conducted. Although we were keen to interview as soon as possible after
the patient’s death, we were also keen to respect the bereaved relatives’ need to grieve. Table 7 provides
some of the characteristics of the relatives who were interviewed and the length of time after they were
bereaved that they chose to be interviewed.
These interviews varied in length from just over 1 hour to just under 2 hours and were, with one
exception, conducted in the homes of the relatives. As can be seen from Table 7, four sons, two daughters
and one wife were interviewed. All had been present at the patient’s bedside in the hours or days leading
up to the death but not necessarily at the point of death.

TABLE 7 Characteristics of the bereaved relative sample

Patient identifier

Relationship to patient

Age of relative (years)

Length of time after death
relative was interviewed

NNB6P1

Daughter

55–64

1 month 7 days

NNB6P2

Wife

Over 75

2 months 2 days

SNA1P1

Son

45–54

1 month 16 days

SNA1P2

Son

55–64

1 month 17 days

NNA2P1

Son

45–54

3 months 23 days

NNA2P2

Son

55–64

1 month 23 days

NNA2P3

Daughter

55–64

2 months 5 days
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Relatives’ perception of patient’s deteriorating health prior to admission to
the nursing home
The primary purpose of these interviews was to understand relatives’ perspectives of care in the final hours
and days of the patient’s life in the nursing home. For the relatives in this study, however, their perspective
on care at the end of life was heavily informed by the much bigger story of the patient’s deteriorating
health, which began some time prior to admission to the nursing home. These narratives were important
to the relatives and considerable effort was expended in the interviews ensuring that the correct
chronology was recounted. It became clear, given the universality of the presence of these narratives, that
they provided an important context for portraying the circumstances in which the patient was admitted to
a nursing home. A central feature of these narratives was the physical and emotional labour expended by
relatives to support the patient to live independently. The physical decline of the patient was mapped by
doctors’ appointments, emergency admissions and clinical investigations (NNB6P1F1, SNA1P1F1,
NNA2P2F1 and NNA2P3F1). Admission to a nursing home heralded a critical point in an individual’s
trajectory of decline and failed attempts to keep the patient living independently. However, once the
patient had been admitted to the nursing home, the narrative continued to chart repeated infections,
failure of wounds to heal effectively, development of pressure sores, renal failure and the progression of
dementia. So, in some sense, the admission to a nursing home was simply part of the physical decline
associated with old age. What happened after admission was a continuation of the decline that had been
in evidence prior to admission. In another sense, admission to the nursing home became the point at
which relatives were forced to acknowledge that the strategies that had been put in place in the
community were no longer working and that more radical solutions were required to protect the patient.
We sort of looked after her for . . . well as long as you can do in a house . . . we didn’t want her in a
home . . . we ended up having to get carers in . . . me still going and the wife . . . four carers a day . . .
getting near the end of her being at home . . . she was becoming a danger to herself then.
NNA2P2F1
The physical and emotional demands of caring for these elderly and increasingly infirm patients were
present in all of the accounts. The bereaved relatives interviewed in this study were not young (the
majority were over 55 years of age) and often held other caring responsibilities. Nevertheless, the
admission of a patient to a nursing home was undertaken reluctantly and, in some cases, was associated
with a huge sense of guilt and desperation.
I couldn’t cope any more looking after her . . . I couldn’t manage me mum and [daughter’s] baby as
well and . . . me sister who probably would have helped, her husband died . . . She [mother] said ‘you
must really hate me for putting me in here’ . . . I mean I didn’t want it to happen but I just couldn’t
manage any more.
NNA2P3F1
At the point of a patient’s admission to the nursing home, few relatives felt that there were any options
other than admission. Medical professionals were reported to be highly persuasive, largely, it would seem,
as a result of the way in which they framed the risks that the patient posed both to themselves and to
others. ‘A catastrophe waiting to happen’ was how one relative reported a doctor’s view on his
mother (NNA2P2F1).
Three patients had lived in the nursing homes between almost 5 months and 2 years prior to their death
(see Table 6). Four patients were ‘fast-tracked’ under the continuing care scheme, three from the hospital
setting to the nursing home and one from home to the nursing home (NNA2P2F1, NNA2P3F1, SNA1P2F1
and SNA1P1F1). These patients had lived in the home for only a very short period of time before they died.
In the relatives’ accounts of the patient’s death, the age and state of health of the patient were of central
importance. All but two of the patients observed in this study (whose relative was interviewed) were over
the age of 90 years when they died. The reality of death was a feature of discussions between the patient
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and their relatives as their lives became underscored by the burden of physical decrepitude. Relatives
reported discussions instigated by patients about the manner in which they would like to die and the
arrangements for the disposal of their body.
But she told me in the last sort of 3 or 4 months, whatever happens, you must tell people that I’ve
had enough now. I’ve had everything in my life, I’ve had a good life, I’ve had extra years as well and
I’m not to be resuscitated.
SNA1P2F1
The relatives’ accounts of the progressive deterioration and decline of the patient, while sad and
distressing, were tinged with the expectations of a life coming to an end. In short, the death of these
patients was expected, sometimes welcomed, often planned for and in the main accepted to be timely.
It is this lens through which the care in the nursing homes was viewed and should be understood.
Without exception the nursing homes in the study were described as welcoming and friendly. Staff greeted
the relatives, were reported to be courteous and sensitive, offered the relatives unlimited access to the
patient and supported visits with refreshments.
. . . the nurse said anything you want . . . they were bringing tea and biscuits all the time and stuff like
that they were very good . . . I don’t think nothing [sic] was too much trouble for them.
NNA2P2F1
. . . it was quite a relaxed place, I think we felt no pressure when anything like, it felt like we could just
do what we wanted to. I mean we could come in and we could go, we could come and go when we
wanted to and nobody was really bothered about that and uh in that sense you’re not being sort of
shooed out because of visiting hours or anything like that, you just felt that it was very laid back in
that sense yeah, so that was quite nice.
SNA1P1F1
The relatives’ perspectives on care in the final hours and days of the patient’s life in the nursing home fall
into four themes:
l
l
l
l

a comfortable and peaceful death
interactions between staff, patients and visitors
being ‘there’ for the patient
the LCP.

A comfortable and peaceful death
Contrary to the view expounded by poet Dylan Thomas, that death in old age should be resisted and
fought, the relatives interviewed in this study hoped for a comfortable and peaceful death in which the
patient slipped away quietly. The absence of pain and suffering were central components of the deaths
they wanted for the patient.
There didn’t seem to be any need for pain relief or anything because she didn’t seem to be in any
pain. She was just asleep . . . Basically the important thing was that she died peacefully
and comfortably.
SNA1P1F1
Making her comfortable so she wasn’t too agitated which they seemed to do quite well I have to
admit. They knew when she hurt and things like that, it was keeping her comfortable . . . I just wanted
to say ‘I want you to do anything you can to make mum peaceful and happy and not have to suffer,
she’s suffered enough now’.
SNA1P2F1
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She wasn’t in any pain at all. So I think, I think they were basically on top of everything. It wasn’t pain.
I don’t know what will have caused that agitation. I don’t know what will have caused it. It was err . . .
restlessness if you like.
NNA2P2F1
It is important to understand that the deaths in this study were viewed in the context of old age,
increasing frailty and hands-on experience of attempts at staving off progressive dependence. Relatives
recognised the inevitability of death and focused on the quality of care provided to the patient up to the
point of death. The quality of care was measured in terms of the minimisation of physical symptoms (pain,
agitation and distress, breathlessness) and the maximisation of comfort care (turning, washing, dressing
wounds, providing food and fluids and administering mouth care). These were features of all the relatives’
accounts of care at the end of life for the patient. In the main, relatives felt that this was achieved.
There wasn’t much more they could have done for her, I don’t think . . . it was peaceful, it was in nice
surroundings and everybody was nice to her and you couldn’t really ask for more . . . She was given
her dignity, they did look after her . . . because some of the awful things I’ve seen previously, because
they’re so rushed and stressed they just chuck you in a room and that’s it they forget about you
almost, you’re a bit of a nuisance but I never felt mum was like that. I felt they were caring for her,
they were actually coming up and checking her and making sure she was all right, trying to talk to her
‘is there anything you want’ . . . which I think was nice.
SNA1P2F1
There was nothing much else they could do, they did everything. They bent over backwards for
anything I wanted and all I had to do was phone up and they did the rest.
NNA2P1F1
Everything was just superb.
NNA2P2F1
However, there was one exception to this. One of the relatives, who had spent some time at his mother’s
bedside, did not feel that his mother had received enough attention. He reported that from conversations
with other family members they felt that the care had been better when the researcher was observing
than when she was absent. When asked what in particular had been different, the son reported the
regularity and frequency of ‘checks’.
Quite frankly apart from the fact that somebody goes round every now and then, she could have died
and nobody been there possibly . . . I mean that might have been fine if she’d died peacefully but she
might have been in distress and nobody would have known possibly.
SNA1P1F1
Getting the balance right may be easier to achieve where a dialogue exists between the relatives and the
staff. The previous relative’s view is contrasted with that of another relative who felt that, on balance,
the staff (in a different site) did too much checking and turning.
I blamed them for wanting to, sort of, go in (to her room), because it’s a very difficult situation. You’ve
got somebody that’s really comfortable and you don’t want to be disturbing them too much but the
other side to that is you also don’t want to end up with pressure sores if somebody’s going to survive
a lot longer.
NNB6P1F1
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Interactions between staff, patients and visitors
Relatives viewed staff as intermittent visitors to the patient’s bed space. They interrupted the long vigils
adopted by the majority of relatives. Staff were reported to ‘pop’ in, checking the body, offering the
relatives refreshments and encouraging relatives to seek them out if they needed anything.
When I was there they kept popping in and out sort of ‘you OK?’ ‘just let us know if you need
anything’. They were pretty good like that . . . they just said ‘if you need anything just give us a . . . you
know where we are’ and then sometimes they’d pop in anyway just to check her and check her blood
or check everything you know check her pulse or something . . . she had pressure relieving mattress
and things like that.
SNA1P2F1
From what I could see she was never left on her own. Because do you know I went everyday and
(other relative) went at different times. So they didn’t know when I would turn up. But every time I did
go . . . there was somebody there.
NNA2P2F1
The relatives all reported being told that if they wanted anything they should find a member of staff or use
the room’s buzzer if one was available. One relative reported that they had to go and look for a nurse
after they used the buzzer and no one answered.
It was just me and [other relative] at the time . . . what they do they give us a buzzer to buzz ‘em, to
sort of see if my mum does go worse, and we buzzed it, but no-one came so [other relative] went
looking for the nurse.
NNA2P1F1
Relatives reported that once they had found a nurse, either to seek clarification of an observed behaviour
that the patient was exhibiting or to ask the nurse for something, the staff responded quickly. Relatives
reported to staff that the patient was in pain and needed medication or needed to be propped up.
I’d have to ask, ‘can you prop her up a bit?’, she seems to sort of, sometimes she slides down the
chair and . . . So I’ve had to ask, the nurses did it . . . picked her up and pulled her back again and, you
know, but basically they was brilliant, basically you’ve just got to try and catch them ‘cos they’re busy
and it was a bit short staffed and they was all looking after everyone else.
NNA2P2F1
In all cases except one the provision of care by staff was undertaken in the relative’s absence. Relatives
were reported to be asked to leave the room while care was being delivered. Rarely did relatives know
exactly what care was being delivered and rarely did they ask the nurses and carers who were providing it.
There seemed to be a tacit acceptance that the body and its physical needs and care was the remit of
nurses and carers in the nursing home.
We went out of the room and they did something around her tummy area I think because I saw them
pull the sheets back and do something around her tummy area and . . . then when we came back in
my mum was peaceful again.
NNA2P2F1
They must have changed the dressing and things like that . . . yeah generally while that kind of stuff
was going on we were out of the room . . . and that’s fair enough.
SNA1P1F1
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Although relatives accepted that the provision of care was the work of nurses and carers, they reported
receiving little information about the care that had been provided in general.
Really there was nobody else there to ask . . . [you] found out by yourself.
NNA2P3F1
Indeed, in their observations the researchers recorded frequently being asked by the relatives about the
care that had been provided during the period that the relatives had been out of the room.
While the provision of care was dominated by the nurses and carers, relatives reported their own role as
‘being there’ for the patient and not letting the patient die alone. In one exceptional case a member of
staff was reported by relatives to have sat with them, providing comfort and monitoring the patient’s slow
decline into death.
[Other relative] went to get the nurse, the nurse came up she . . . stayed until my mum died . . . I don’t
like saying it but it took an hour for my mum to die . . . and even the nurse . . . she was crying a bit as
well . . . she was just stood at the bed comforting me and [other relative] and just every so often go
and taking the pulse . . . she’s not in any pain, don’t worry about the pain, she said it [the breathing]
will just go shallower and then all of a sudden it will just stop.
NNA2P1F1
As previously mentioned, one relative, a daughter who was a trained nurse, reported orchestrating the
management of the physical and emotional aspects of her mother’s care as well as the hands-on delivery
of it. Indeed, her account reflects what the researcher observed. This relative combined the role of
daughter and nurse in her narrative.
. . .and it was also good that I was able to do a lot of the care for her and they were helping me
almost and I think because again, of my background, I didn’t have to be taught to do it, I was just
doing it and it came second nature to me almost . . . at least I felt I could do things and check on her
and other things that needed to be done.
NNB6P1F1
This daughter portrayed her role as ‘active’, based on her knowledge, skills and training. For her, using her
skill set made her feel useful in an environment in which she could not alter the outcome of certain death.
She reported that ‘it took her mind off things, it normalised things’. She contrasted this with other relatives
who, lacking this skill set, sat, watched and waited.
I’m sure people that haven’t got the background would feel helpless because you’re almost sitting,
waiting and watching . . . Passive relative . . . that’s why I say I just think for anybody else in that
situation it would have been maybe a lot harder for them.
NNB6P1F1
Indeed, sitting, watching and waiting was what the majority of other relatives reported doing. But contrary
to the daughter’s view that this rendered them helpless, relatives took comfort from the emotional support
they believed their presence offered and from their ability to monitor the care that was provided. In
general, relatives accepted the environment in which they found themselves and rarely questioned or saw
the need to try to change it. They did not expect to be involved in the hands-on care of the patient, but
needed to be present for the patient.
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‘Being there’ for the patient
Being there for the patient seemed to represent a complex set of thoughts and feelings which related both
to the relative and to the patient.
I wanted to be present, I was glad I was, I was glad I was there anyway, ‘cos I missed out on my dad
dying, ‘cos I couldn’t get there in time, at least I could hold my mum’s arm, her hand, which I did all
the way until she died. Just sort of saying I’m there for her.
NNA2P2F1
The presence of the relative lent a status to the patient as, for example, someone’s mother, father or
husband. Bringing the identity to the body was important and in the interviews relatives talked at great
length about the person behind the patient. Reconstructing personhood in this way was important
because in the last days of life the relatives were often unsure about the patient’s state of consciousness.
Most relatives struggled to define or understand the patient’s state of consciousness. One relative
(SNA1P1F1) variously described his mother as having been ‘just asleep’, ‘[in] a sleep that went on for a
number of days’ and ‘in a black coma’. He also remarked that ‘it didn’t really feel like she was alive in the
care home’ and ‘they said she was in a coma [but] I’m curious whether she actually was conscious at all
. . . I don’t really know’. Uncertainty over the conscious state of the patient was echoed throughout all the
relatives’ accounts. Interestingly, it did not feature as a concern; it existed as a puzzle to which they did not
have an answer. This confused and sometimes contradictory sense of a patient’s consciousness was always
accompanied by a belief that ‘hearing is the last sense to go’. Relatives reported talking to the patient,
playing them their favourite music and reading to them. All of these activities were designed to provide
familiarity and comfort to the patient, to recreate a connection with past interests and to reassure.
[T]hrough her dementia she seemed to be more and more into music . . . she would be tapping away
. . . we kind of thought . . . if she could hear anything, she’d quite like to hear music . . . if anything
was going to make her do something it might be music . . . but . . . there was no feeling of any
connection really in the home.
SNA1P1F1
I suppose I was managing to get something through to her. She realised I was there . . . and on
Thursday when I came back . . . well, I think she knew I was there, she did sort of say ‘oh hello’. Sort
of startled me and said my name but on the Friday when I went through, I thought she’s not mum at
all . . . [but] because they say the hearing’s the last thing to go . . . I was talking to her normally, trying
to talk to her . . . but she wasn’t really with me.
SNA1P2F1

The provision of food and fluids for patients
The relatives held very mixed views on the appropriateness of providing food and fluids to patients and the
timing of this. There was a general agreement, however, that at the very end of life, patients often neither
wanted nor were physically able to eat or drink, and to force them to do so was ‘cruel’. For many relatives
the acceptance of the patient’s death provided the starting point for understanding this view.
I was asked if I wanted to send her into hospital for subcutaneous fluids by one of the staff nurses. So
I sort of said ‘well no, we’ve got an advanced plan in place and I really don’t think that it’s appropriate
on two counts: (a) because she’s got C. diff [Clostridium difficile] – I don’t think the hospital’s going to
be very impressed at sending somebody in with C. diff and (b) I don’t honestly think it’s going to
improve mum’s outcome or ultimately what’s going to happen. I think this is the inevitable and all it
would do is to prolong the inevitable for her.
NNB6P1
Another relative reported that as a family (SNA1P1F1) they had already ‘made a conscious decision not to
keep feeding, not to keep her alive unnecessarily’.
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Three patients were reported by relatives to have been consuming nothing or very little for some
considerable period of time. For example, two relatives (SNA1P1F1 and NNA2P1F1) reported that their
mothers had not taken any food or drink for the 3 days prior to their deaths, and a wife reported that her
husband (NNB6P2F2) had refused food and drink in the last day or so of his life. The relatives in these
cases were keen to emphasise that it was not a case of staff ‘saying you’re not going to eat any more’
(SNA1P2F1); it was that the patients had come to a point at which eating and drinking was too much
effort or not physically possible.
I think it came to a point where she couldn’t physically do it [feed] herself and she wasn’t accepting
stuff and they were giving her the, you know, the supplement drinks and these sorts of things.
SNA1P2F1
Other relatives, however, reported observing staff attempting to get patients to eat and drink up to the
point of death. There was one occasion when the participant (who was a qualified nurse) questioned
the utility and safety of continuing to try a patient with food and fluids in the face of resistance and a
perceived inability to tolerate it, as there seemed to be little or no agreed strategy for feeding.
Bless ‘em they still kept bringing food in and one day they brought something in . . . I wasn’t too sure
even what it was . . . was it cauliflower cheese? . . . some of the stuff to be fair they were just winging
it . . . there’s no way that’s going down and again I think that was a lack of experience . . . she was
struggling to swallow like 6 months ago but she’s certainly not going to swallow that now.
NNB6P1F1
The issue of food and fluids at the end of life is often an emotive one, but in this study relatives adopted
a pragmatic approach, principally because they had all decided that the patient’s life was coming to a
natural end and they had no desire to prolong the patient’s suffering.

The Liverpool Care Pathway
The inevitability of death and the concomitant desire to promote comfort up to the point of and including
the death provides a useful context in which the LCP can be examined. The care of all of the patients
whose dying phase was observed in this study was supported, to some extent and in a variety of ways, by
the LCP. The relatives’ views on the LCP illustrated a broad spectrum of knowledge, attitudes and beliefs
about the LCP in general and, more specifically, its use in the support of their dying relative. Many of the
homes in the study used the GSF, although rarely did relatives identify it as such. Where it was used
relatives referred to elements of the documentation which are unmistakeably GSF. Most relatives had at
least a vague recollection of ACP, including spiritual and religious beliefs and requirements at the end of
life, preferred place of death, cardiopulmonary resuscitation and the most important issues for care at the
end of life. These conversations also included preferences regarding music and information on key family
members, next of kin and important friends.
In a similar vein the majority of relatives had heard of the LCP but could not really describe it. Three
relatives were unclear about whether or not the LCP had been used to support the care of their relative.
She mentioned the Liverpool Care Pathway, but to be honest I don’t think we got it.
NNA2P3F1
[T]hey weren’t actually using it as such, were they, on my mum at all? I don’t think they were actually
using it on my mum at all.
SNA1P2F1
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Knowledge about the pathway was attributed to the media, to discussions with friends and neighbours
and to health-care professionals.
I had heard about it in the news and things like that and read about it and it’s been in the paper
as well.
SNA1P2F1
Her auntie, she had this pathway thing. And she, well they were very pleased with it.
NNB6P2F1
Relatives also described a range of thoughts and ideas associated with the pathway. These ranged from
general care or TLC, to the administration of drugs and stopping someone eating, through to
assisted death.
Just formalising what we’ve all known as TLC for so many years . . . when you do feel that somebody’s
coming to the end of their life and it’s inevitable . . . that you just make them as comfortable as you
can do without causing them any more distress I think.
NNB6P1F1
What’s different about Liverpool Care Pathway to just stopping . . . somebody eating and it would just
seem common sense. I can’t really understand what’s odd about it to be honest . . . we wouldn’t have
wanted to force feed her . . . we wouldn’t have wanted to have prolonged her life . . . I don’t think
she’d have wanted to prolong her life . . . I mean it’s just common sense . . . it seemed normal to me.
SNA1P1F1
I think it’s good myself, other people might not . . . I have heard some people call it assisted death you
get all different terms don’t you, but I think it’s good . . . it’s something I’d want if it was for me and I
was in the same state as my mother . . . I’m a great believer in things like that anyway . . . whether you
want to call it assisted death or pathway or whatever . . . I think if a person is terminal, my mother at
that stage was terminal without question or doubt and I know what her feelings would be she didn’t
want to die so let her go in her sleep and if that means help her to go to sleep I don’t see a problem
with that.
NNA2P2F1
Interestingly, two relatives emphasised that it was just a pathway and not an irreversible route to death.
However, one of the relatives, whose mother had had previous experience of the LCP in another home,
seemed to suggest that his mother had survived the LCP as though it were a test designed to sort the
survivors from those who were going to die.
But they said . . . they can go on it, but . . . they can easily take them off it.
NNA2P3F1
Because when my mum was on the pathway in that [previous care home]. Totally different. She was
on like a morphine drip; some medication and morphine drip as well but it was tubes going into her
and they explained . . . they said eventually what will happen is basically it will be the morphine that
puts her to sleep . . . [but] she kept jumping up and starting hallucinating I thought she’s not going
anywhere here making her better if anything . . . I felt this isn’t working . . . anyway she survived that
. . . and the doctor took her off it, obviously because she survived it.
NNA2P2F1
These accounts serve to illustrate the complex landscape of knowledge, attitudes and commonly held
beliefs that exist and within which end-of-life care resides.
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Summary
The importance of the interviews with relatives lies in the understanding that they provide of care in the
context of extreme old age and a life that has run its course. For these relatives, the goal was a
comfortable death free from pain and suffering. The care that they observed when they sat by the bedside
in the main fulfilled this goal, leaving them free to be there for the patient.
Relatives had varying levels of insight regarding the LCP. Some did not know whether or not it had been
used to support the care of their relative, and their descriptions of what it involved varied. Interestingly,
relatives reported being in support of care that provided comfort and an absence of pain, even if it
shortened life. It must be remembered that the relatives in this study had watched the patient’s health
decline over a long period up to and including their time in the nursing home, and all but one of the
patients were in their eighties or nineties. In this context death was seen as a natural end to life.
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Chapter 7 Nursing home: staff interviews (point 2)
Introduction
The death of a patient is an event that most nursing and health-care support workers will encounter as
part of their work. Nurses and health-care support staff working in nursing homes will by definition
experience a higher proportion of deaths than those in other areas of health care. The focus of this
chapter is how these nursing staff approached their role and carried out care in the last days and hours of
a patient’s life. In particular, interviews undertaken with nursing staff following observations of a patient’s
death explored the care that was provided as well as reflections on that care. It must be remembered,
however, that although GPs play an important role in the provision of end-of-life care in this setting, it was
beyond the scope of this study to collect their views.

Findings
Eight nursing home staff were interviewed, representing the four sites in which a death was observed,
following the death of the patient. The interviews were usually conducted at the end of the nurse’s shift
and lasted between half an hour and an hour. All the staff interviewed were qualified nurses, whose
characteristics are described in Table 8. They reflected a range of backgrounds, ethnicities and ages. Some
of the nurses were unsure of their banding and simply described themselves as ‘staff nurses’. In addition,
half of the nurses worked on the night shift. This had clear implications, in their minds, for accessing
training and understanding how the patient functioned during the day. This is discussed later. As has been
described in detail previously, the LCP/non-LCP distinction between homes was blurred. In this section
there are two homes which had been selected for participation in the study on the basis that they did not
use the LCP. However, in relation to the patients observed there was evidence of the application of some
or all aspects of the LCP which, as reported previously, makes the comparison between LCP-using and
non-LCP-using sites impossible.

TABLE 8 Characteristics of nurses interviewed

Patient identifier

Grade of staff

Age (years)

Sex

Length of time
working in NH

Length of
interview

NNB6P1S24

Staff nurse

55–64

F

2 years 1 month

52 minutes

SNA1P1S23

Staff nurse

25–34

F

8 months

46 minutes

SNA1P2S23

Staff nurse

25–34

F

1 year 8 months

35 minutes

NNB6P2S214

Staff nurse band 5

45–54

F

4 years 3 months

25 minutes

NNB4P1S24

Staff nurse band 5

35–44

F

9 years 6 months

46 minutes

NNA2P2S224

Staff nurse band 5

35–44

F

2 years 1 month

49 minutes

NNA2P3S214

Staff nurse band 5

45–54

F

7 years 4 months

40 minutes

NNA2P1S214

Staff nurse

45–54

F

2 years 10 months

45 minutes

F, female; NH, nursing home.
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Nursing home philosophy
All of the nursing staff interviewed had a fundamental belief in the benefits of end-of-life care in the
nursing home. They reported that their knowledge of the patient and the fact that it was the patient’s
home was an important starting point. They reported being passionate about ACP and keeping patients
comfortable in the nursing home environment. The nurses talked about making sure that end-of-life care
was pain free and comfortable.
Advanced [sic] care plans are not done just as a paper exercise, but in that we fulfil our promise, when
we do that advance care plan because if the decision is to keep them here and for them to die here,
then we are saying that we will ensure that they have a peaceful death.
NNB6P1S24
Understanding early on what a patient’s wishes would be were they to become unwell was recognised to
be important for staff in achieving the best possible care for that patient.
The majority of the people are on an advanced [sic] care plan; not all of them, because it depends on
the circumstances of the resident and the families on the advanced [sic] care plan . . . Occasionally
we’ll have an advanced [sic] care plan that says I want my relative to be nursed in hospital; it’s rare but
it does happen and people change their minds.
NNA2P1S214
Indeed, the religious and spiritual needs of the patients and their particular preferences for music and
foods were all recorded, and observed in most cases to be delivered.
In NNB6 it was recognised that for people with dementia finding out what the patient might want could
involve talking to a wider group of people.
Most of ours have dementia, so we need to do what we call a ‘best interest advanced [sic] care plan’
and I always like to include relatives or if there is no relatives, a friend who knows the resident before
they came in and would know something about the character and personality to say, what do you
think she would like, just to make what they are calling a ‘good death’.
NNB6P1S24
Although the staff were keen on advance care plans, in the case of NNA2P3 one of the relatives raised a
note of caution. She was reported to have thought these conversations offensive when taking place too
soon after a nursing home admission.
She said it’s something I don’t want to talk about now. Yes, you know, force her mum before her
death to discuss how people would treat her . . . they don’t like it.
NNA2P3S214
Clearly such conversations need to be conducted sensitively and it is possible that the enthusiasm of the
nurses in the sites might blind them to the individual’s fears about death and dying.
The staff were committed to providing a high level of care and believed that nursing homes were the best
environment for elderly and frail people to die.
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Training of the nursing home staff
The staff providing care to the patients in this study reported having received end-of-life care training.
In some of the nursing homes the GSF was used in conjunction with the LCP.
All qualified actually had a day course on the Liverpool Care Pathway at the Hospice and the senior
carers also did the same course the beginning of this year, end of last year. In conjunction with that –
because of us doing the Gold Standard Framework – we would have our study days and then every
2 weeks, one of the GSF trainers – would come to the home and have an afternoon of training, so
that all members of staff knew about the Gold Standard Framework and end-of-life care because it is
important, everybody is included, cleaners, the cooks because they didn’t appreciate what their role
was, in caring.
NNB6P1S24
In one site (NNA2) where three members of staff were interviewed, all three nurses reported receiving
training. The training was repeated because of the sometimes long gaps between patients dying and the
need to keep up to date.
All had training from Sister X several times, because what happens now, maybe one patient becomes
poorly and after that there is long gap, but it’s happened about two or three times. They changed the
set of papers as well so. So we had about 2–3 sessions from Sister X.
NNA2P3S214
Perhaps not surprisingly, there were issues regarding the way in which night nurses got their training. Four
staff were working on nights at the time of the study; not all reported receiving training.
. . . it’s difficult to do on nights, I cannot do the training most of the time because if you’re on night
you don’t get the skills and not the training so I won’t get to do it.
NNB4P1S24

The patient’s deterioration
All of the nurses interviewed talked about the patient’s deterioration and this formed an important context
for the diagnosis of dying and the steps that needed to be taken by the home to provide end-of-life care.
Four of the patients had been admitted with serious health issues and with the expectation that their
health would decline. However, the short length of residency in the home set against this decline was
reported by staff to make the deterioration difficult to judge. Where patients had been resident for
6 months or more staff reported being better able to chart their deterioration.
I knew that slowly, slowly she was deteriorating. We knew when she’d really stopped eating
and drinking.
NNA2P3S214
She was mobile when I came with a frame for short distances and she was quite a feisty lady but
suffered a lot of bouts of paranoia where she would think we were poisoning her with any medication
or any drinks or anything that we gave her, or any food and on those days she would have nothing.
Not a drop of anything because she just mistrusted us. I would say that for a lot of this year you could
see she was beginning to deteriorate.
NNB6P1S24
Alongside the general reduction of mobility and the loss of continence and desire to eat and drink,
level of consciousness was perceived as another key indicator of dying.
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I think her consciousness was starting to go then and she wasn’t fully aware any more then really and
that’s when I decided, in my mind, she was probably truly dying at that point then.
NNA2P1S214
I washed and changed her at one point and she never opened her eyes once. So there was varying
levels of responsiveness from her.
NNB6P1S24
As observed, consciousness was linked to responsiveness rather than to a detailed neurological assessment.
The rule of thumb that seemed to be applied to the definition of a patient’s irreversible decline was their
state of consciousness, the nature of their breathing and the colour of their skin.
I started like checking her nails and checking the soles of the feet because these are usually the
indications if they’re to die in the next few hours if it’s going to happen.
NNA2P1S214
In reporting the patient’s physical deterioration, nurses made a clear distinction between being old and
frail and dying.
There is just a lot of this . . . it’s an attitude – they are elderly, they are frail and it’s immediately they
are end of life and she isn’t.
NNB6P1S24

Recognition of dying
The distinction between the recognition of dying and the commencement of the LCP is an important one,
as the LCP should be used only when this recognition has occurred. The staff realised that recognising
dying was not easy, and in reality a number of things confused the situation.
This is where it’s sometimes difficult with some of our residents. It’s deciding when is the right time.
NNA2P1S214
While the nursing care provided in nursing homes was adjusted to the patient’s bodily decline, the
recognition of dying and the commencement of the LCP required nursing homes to involve the GP.
Considerations around the involvement of the GP appeared to distort the use of the LCP. The majority of
staff reported difficulties getting GPs to visit.
The assessment should be with a doctor but I can’t get the GPs to come out and go through the initial
assessment with me and what happened with patient – and it’s happened with all the others – is that
I have done the initial assessment on my own, and then I think, yes, I will put her on the Liverpool
Care Pathway but then I will get a GP within 24 hours, and when they come I say, please read my
assessment and what my comments are and sign if you agree; now they don’t ever read, they just sign
it, so I could have written anything to be honest.
NNB6P1S24
As a result, many of the nursing home staff reported bringing forward the GP’s involvement, particularly if
the patient’s decline coincided with the weekend.
Before the weekend usually Friday, when the patient is poorly we’ll call the doctor, because if it falls
on Saturday we can’t do much. So because Saturday the pharmacy is closed and sometimes, GP won’t
be there.
NNA2P3S214
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The nurse interviewed in NNB6 reported that she was part of a nursing team involving the local hospice
that had been active locally trying to raise the understanding of GPs in relation to end-of-life care in
nursing homes. In her view the reluctance of GPs to be involved in the LCP stemmed from the requirement
that they reassess the patient at regular short intervals. She reported on several occasions throughout her
interview that she thought GPs found the reassessment ‘too much to do’ (NNB6P1S24).
There is no GP will come every 3 days, as they should do when somebody is on the LCP, because they
should be doing the reassessment with me but there’s nobody and I am on my own – or whatever
nurse is on duty.
NNB6P1S24
Behind the scenes nurses reported talking to people with specialist expertise and taking help and advice
where they felt uncertain. In some cases this was from other staff in the nursing home. In other cases it
was from hospice experts about drug dosages and maintaining a patient free of pain.
I said that she still complains about pain and she looks uncomfortable when attending her and they
said ‘OK you can increase the morphine to 7.5 mg on the syringe driver and keep her with a stat dose
of 1.5, 1.25 when needed’.
SNA1P2S23

Commencement of the Liverpool Care Pathway
There seemed to be a variation across sites and patients as to when the LCP was signed and started.
Unpicking this variation was complicated because staff often talked about the tools they used, the GSF
and LCP in particular, as though they were one and the same thing. In discussing the patient’s
deterioration one nurse was able to create a distinction between what she called a ‘palliative period’ and
the LCP.
If we feel that we are in what I call a palliative period then we will get the doctor in and say, can we
have the four core drugs? We think we are getting within the last few weeks and we will have all that
set up and established and from that point on, we will then request a palliative care review every
2 weeks and the doctors are quite happy to come out and do that; it’s just once they’re on the LCP.
NNB6P1S24
However, there was little consistency about the point at which the LCP was started. Views ranged from an
informal sense that the patient was dying to the application of an algorithm.
I always go through the algorithm very carefully and the algorithm is a good leader in helping you to
make that decision. I found that helpful because I am doing them on my own; it is a bit more support
for me and I do find having done the algorithm, that it does tend to be right.
NNB6P1S24
They have a criteria of going on the Pathway, it usually means being nursed in bed; which we would
have been doing. Sips and fluids still given but it’s at our discretion; medications are stopped, or acting
medications are stopped, although occasionally sometimes antibiotics continue for a few days if it’ll
help with their comfort. But most medications are stopped and we no longer actively try and feed
them. Food is offered if we think that their swallowing is up to it but we no longer actively try and
feed somebody. It gives us permission to say yes this person may be dying.
NNA2P1S214
In the same site in which the nurse reported using the most precise formula for its commencement,
another nurse stated ‘Usually you commence, then do the initial assessment, then the doctor comes
later’ (NNB6P2S214).
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Additional reported difficulties were associated with getting out-of-hours doctors involved who, while
attending, were frequently reported not knowing the patient well enough to know whether or not the
decline that was observed was as a consequence of the patient being at the end of their life. Again, it is
important to remember that it was beyond the scope of this study to collect the views of GPs. As a
consequence, nurses reported that while medication changes might be agreed and signed off the LCP
documentation was not completed or signed at this stage.
The Care Pathway really commenced around 7–7:30 o’clock. I called the doctors, doctor came, but he
has to sign all the forms because he is out of hours and don’t know the patient. So he saw the
booklet, so wrote ‘stop giving orally, stop all the oral tablets’ then he signed that.
NNA2P3S214
In this case the LCP documentation was eventually signed off by the patient’s own GP when he was called
in as the patient’s condition had deteriorated.
Towards the morning on that shift around 6 o’clock she became a bit breathless and a bit cold in her
extremities. Looked very pale, so we called the doctor because the chest was a bit rattlely.
NNA2P3S214

Completion of the Liverpool Care Pathway documentation
Few staff were able to report exactly how the LCP documentation was completed. However, in one site
the nurse interviewed reported issues with the completion of the LCP documentation by the carers.
They don’t appreciate that they are not showing what intervention and what care that we are actually
giving . . . if they go in and see if she’s wet and they go in and change her then for them that is an A
(Achieved), because she is nice and dry. They don’t understand that it was a variance when they went
to do the checks and then they have to write down what they did because it just looks like the patient
has been laying in bed and not had anything done to her because everything was achieved every time.
It is just getting those messages across but they are better than what they were when I first came here.
NNB6P1S24
I would say it is a straightforward thing knowing where to document what and when. Like if there is
anything, like if she was restless, I would come and assist or if one of my carers noticed that before
me they would tell me and I would go in and assist . . . then I would come back and I would
document that she is restless.
NNA2P2S24
All of the staff interviewed thought that the LCP facilitated a comfortable and peaceful death.

Involvement of relatives
The assessments of the patient that brought staff to the understanding that the patient was dying also
triggered a review of the knowledge and understanding of the relatives.
So I called her daughters and informed them that there are changes with patient generally because
she’s not taking anything orally, also the level of consciousness, very cold, very pale, so far there was
no breathing distress or anything, but I told them. So I told them also doctor has signed the
medication if needed I’m going to give.
NNA2P3S214
We had informed the daughter of the infection and everything and she could see how down she had
gone as well so she started visiting daily and each day she had gone down a little bit, gone down a
little bit.
NNB6P1S24
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A nurse working on a night shift underlined the importance of the records kept by the home. In observing
the decline of the patient, the nurse reported being uncertain about when the patient’s son had last visited
and whether or not he was aware of his mother’s deterioration.
If anything happened I had to talk to son; which I knew like last Saturday when I nursed her because
I wanted to make sure you know like when you’ve got a very ill patient you’re trying to really
familiarise yourself with knowing who’s family, when they die and in case anything happens who you
contact and all that . . . Anyway, like, yesterday I was a bit concerned because that’s when she was
commenced on the Pathway and there wasn’t nowhere (in the notes) like they said the son came to
see his mum, so I was worried thinking that he hasn’t seen his mum.
NNA2P2S224

Anticipatory drugs
One of the most surprising aspects of the interviews with the Nursing Home staff was the importance of
the anticipatory drugs and the timing with which they were acquired. In the interviews, getting the GP to
prescribe the LCP drugs was seen as important. However, because of the lack of faith expressed by all
nursing home staff in the timely arrival of the GP, there was a tendency to acquire the drugs in advance of
their need and sometimes in advance of the implementation of the LCP.
Sometimes the medication and Pathway don’t always come together at the same time.
NNA2P1S214
As long as all the medication is in place, you’re not rushing you know. Because if that’s the time, you
know that’s the time of death you know, everybody knows that that’s the last few hours or few days,
everything’s all in place . . . as long as the syringe driver is in place because we want the death to be
peaceful and not in pain . . . If it’s all in place, the medication, it’s fine.
NNB4P1S24
Interestingly, a number of nurses also reported that very few of the deaths in their nursing home had
required the administration of the drugs that had been prescribed.
Most of the deaths we have had here, have been symptom free. There has only been two occasions
on two different residents where they might have had one dose of morphine and that has been it. But
it is very rare that we actually use any of the four core drugs. They are dying from frailty, they are
dying from old age; they’re not dying from anything nasty that is causing pain or anything.
NNB6P1S24

Care in the last hours or days of life
Care at this time in a nursing home was a nursing task rather than a medical one. Relatives were only
rarely involved in the provision of care and in the interviews, with the exception of one family member a
daughter who was also a qualified nurse, it was not felt appropriate that the relatives should undertake
nursing tasks. During the observations a number of aspects of care were done frequently. These included
mouth care, feeding and encouraging drinking, pressure area care, checking for secretions and
pain assessment.
In the interviews, nurses were asked about the relative importance of these tasks and how judgement was
applied to the frequency with which they were undertaken. Nurses juggled two different ideas in their
answers. The first was the notion that certain things should be assessed, if not carried out, at regular
intervals. The second was that discretion and the application of expertise should be allowed to define the
frequency with which assessments were made and care was conducted. In relation to the patients whose
care was observed, a combination of these two approaches was adopted. However, it seemed that in the
fusion of these two ideas some oddities emerged, one of which was explored in the interviews: the
relatively common practice of putting the room lights on fully during the checks of a patient at night.
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I think the lights should be on because staff are observing as well, you can’t observe breathing and
changes or anything in the dark but then always what happened in that room I think the regulator is
not perfectly working so the light is quite bright. We can’t reduce it, it was a bright light but as soon
as you put off also it was coming on, like then they thought there was a ghost or something because
as soon as they put it off it was coming up light.
NNA2P3S224
The frequency with which a task was undertaken and how it was undertaken often reflected the views of
the staff rather than the views of the patient or their relatives.
This can also be seen in the pressure area care undertaken for the patients.

Pressure area care
All of the patients observed in the study received regular visits from care assistants to turn the patient.
Carers were observed to use their judgement about whether or not to turn a patient but in the interviews
there remained an emphasis on 2-hourly turns, reducing to 4-hourly at night.
It’s 2-hourly usually once they go on the Pathway, which is roughly about the same otherwise. Some
of the night staff were saying that on their shift . . . if they’re actually on the machine, they go down
to 4 hours, they’re not disturbing them too much.
NNA2P1S214
You know the one who is really ill or bed bound we need to do it to prevent the pressure sore . . .
most of the residents here we check 2-hourly. We check 2-hourly the residents who move themselves
but the one you know, they cannot move they need to be turned 2-hourly to prevent the
pressure sore.
NNB4P1S24
In relation to the observed death in NNB4 the nurse reported that she had instructed the staff to reduce
the frequency of the turns as it was clear that the patient was dying.
4 o’clock I told them, don’t touch him because I know that’s the last, when I go I told them don’t
touch him again because it looks now. So . . . because as long as he’s comfortable not to worry to
turn every 4 hours . . . not to turn every 2 hours.
NNB4P1S24
Nevertheless, there was one site in which the nurse seemed to suggest that the prevention of a further
deterioration in the patient’s pressure sore demanded frequent turns, despite their painful consequences
for the patient.
Always it’s very painful for the patient but we have to do it to prevent pressure sores as we can’t
prevent the pressure sore totally. It’s impossible and it’s very painful for patients in the last days . . .
and we use a lot of cream to protect the skin but it’s not working, it’s not working and I see the
expression on their face when we turn the patient side by side, that expression looks painful.
SNA1P1S23
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Food and fluids
The provision of food and fluids was another area in which the goals of care were observed to be
inconsistent. In one site care staff were observed to make frequent attempts to get a patient to eat and
drink. It appeared that there was no coherent or consistent approach, with different members of staff
adopting different strategies. The interview with the member of staff was important because it revealed
the various attempts made by the nurse to get the staff to desist from feeding the patient.
The biggest issue is feeding and drinks, and they can’t seem to grasp that the patient wasn’t able to
swallow, which she hasn’t been all this week. But they would still go in and because they might get
response from her they will try and feed her or give her drinks. So, I have to say, ‘No, you come to me
and I will say yes or no whether to give her anything’ and I find that the best way.
NNB6P1S24
The nurse recognised that the actions of the care staff did not match the patient’s ability.
I was doing her mouth care this morning and I was going quite a bit way down her tongue to try and
clean it and there was no gag reflex whatsoever, yet one of the girls came to me and said, ‘Patient
opened her eyes, shall I give her her breakfast?’ And that was this morning . . . and I just think it’s
some guilt.
NNB6P1S24
Despite the nurse’s exhortations, the observations recorded the frequency with which the care staff
entered the patient’s room to provide food and fluids. On the patient’s last day of life, her daughter, who
was a trained nurse, repeatedly told care staff that her mother was not able to eat or drink.
The nurse’s explanation for the staff’s persistence was interesting.
It does distress them. It is their nature, caring, and they’re thinking she has gone all these days without
food and they don’t really grasp that she can’t swallow and it might be a cultural thing because we
have quite a few foreign carers and nurses, and I just think they feel they are neglecting if they are not
feeding; they don’t see the mouth care and everything like that as part of what the patient needs at
that time, if you will.
NNB6P1S24
The nurse went on to report that, for a small group of nursing home staff, there remained a belief that not
providing food and fluids right up to the point of death was ‘quickening the death’.
In another site (NNB4P1S24) the nurse reported that, as a member of the night staff, the lack of clear
reports in the notes had left her uncertain about whether or not the patient we were observing in the
study was able to eat or drink.

Checking for secretions
In all of the sites, nurses reported the importance of managing secretions, as these were uncomfortable for
the patient and distressing for the relatives to observe. This was not straightforward, as nurses weighed up
the use of the suction machine versus the use of drugs.
If you see them dying so you know, all that suction, it’s not fair to be suctioned regularly. It’s not fair
to be suctioned all the time.
NNB4P1S24
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In NNA2P1 the nurse reported the difficulty of disentangling the discomfort of secretion from pain and
from the agitation associated with dementia.
The main problems I had was excess secretions then, as she moved to the next stage we were unsure
whether it was a pain or whether it was an agitation because she’s got dementia it was hard to work
out exactly what the signs were so we went down the sedation line first of all with her.
NNA2P1S214

The management of pain
All nurses talked about a pain-free and peaceful death as the goal of care, and the ability to administer
pain relief was seen as an important element in achieving this. Staff reported using a range of drugs and
routes of administration, and in their accounts staff relied on both the patient’s self-report and the
assessment of the patient by the care staff.
On that last day as well to try to keep her comfortable I was the one making decisions, there was
definitely more secretions, so she got extra glycopyrronium and there was definitely some sign of pain.
I’d decided it was pain because my colleagues, the girls, when they had turned her they said she
seemed to be a bit uncomfortable on turning.
NNA2P1S214
She was kept comfortable for quite a while. Then she went on and that’s when we put the syringe
driver on . . . because no two people are the same, we have minimum doses we start on and then we
. . . obviously decide what this is doing for the patient and if not, we increase it and if then if it’s
something we can’t increase, we phone the GP and if it’s something not within our scope . . . but we
didn’t need to involve the GP because we managed OK.
NNA2P1S214
The nurse in NNB6P2 talked in detail about the way in which the dosages of pain relief were escalated for
the patient in the study. Initially managed on codeine and paracetamol, the patient was believed not to be
in any pain. However, it became clear to the care staff that the patient had begun to experience pain and
so they began to administer the diamorphine written up in conjunction with the LCP.
He never says he’s got pain . . . but you could see from the face especially facial expressions. That he
was in pain . . . They wanted to turn him and he said to them ‘I am in pain’ so they just leave him.
NNB6P2S214
The staff left the patient because the NIC reported that she was unable to increase his diamorphine at that
time and it was deemed to be poor nursing to continue while the patient was suffering.
There was a belief that the ability of the nursing home to take care of the patient’s pain had removed
some of the incentive to have patients at the end of their life admitted to hospital.
So the patients don’t need to go hospital in a rush, their wishes will be followed, also that they want
to stay in their own rooms with their families and everything. Because in the hospital also at an elderly
age they don’t want any interference with the resuscitation and everything. It’s like a natural death
and with the medication after the doctor has prescribed, after the family agree and the patient has
stopped eating and drinking when generally they deteriorate.
NNA2P3S214
However, the administration of drugs often left nurses feeling uncomfortable, particularly if the patient
died soon after their administration.
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Dying alone
None of the staff thought that their patients should die alone. Two nurses were present at the bedside
when the patient died and for one of these nurses this was the first time she had actually seen a patient
die. The nurse in NNA2P1 had been summoned by one of the patient’s sons, who had noticed that his
mother’s breathing had changed. When the nurse arrived she recognised that the patient was dying and
communicated this to the sons.
As soon as I walked in the room I thought she’s dying because I could just tell because of the sort of
change because she was blue. She was blue and at that point she wasn’t breathing either, and
I thought . . . she was taking her last breath, this was the impression I got because she wasn’t
breathing, she went like . . . and her chest was still . . . I said to the boys ‘I think she’s going . . . So the
boys both got by her side and then she took a breath.
NNA2P1S214
Having alerted the sons that their mother would die very soon, the nurse stayed in the room and the
patient died an hour and a quarter later.

Summary
The interviews with the nursing staff revealed important behind-the-scenes insights into how care at the
end of life was organised.
While staff recognised the decline of patients, they reported that this was easier to judge where there was
a longstanding relationship with that patient. The recognition of end of life and the commencement of the
LCP, although conceptually distinct, were inextricably linked in this study. Unusually, and not observed,
the role of the GP was reported to distort the way in which the LCP was commenced. The importance to
the nurses of having the anticipatory drugs to hand, were they to be required, was influential in the timing
of contacting the GP. All of the nurses reported making sure that medication was in place before the
weekend and highlighted issues with the lack of familiarity of out-of-hours doctors with their patients and
the implications of this for the signing of the LCP.
There was variation in the way in which the LCP documentation was used. There were reports of it
(1) being in place well in advance of the need to use it, attributed to the reported difficulties of getting
GPs to visit; (2) being started without the GP’s signature; and (3) being used following discussion with the
GP and relatives at the point of need.
The interviews also raised issues of how principles and beliefs, particularly about end-of-life care, are
cascaded down to care staff on the ground. The examples provided by staff of a disconnect between the
patient’s ability to swallow and the desire for staff to sustain life to its end through feeding and fluids
demonstrates the difficulties of implementing end-of-life care even where there is a good understanding of
its principles and goals.
All of the staff interviewed thought that the LCP facilitated a comfortable and peaceful death.
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Summary of Section 2 findings
Nursing home data
Some interesting convergences and divergences emerged when examining the findings from all the data
sources used within this study (interviews, case-note reviews and observations) in relation to care in the
final hours and days of life for patients in the nursing home setting.
There was consensus, supported in all interviews and observations, that the nursing home was the
patient’s home. Achieving a good death for the patient meant allowing the patient to die in familiar
surroundings, free from pain and in contact with people who cared about the patient. Caring for a patient
in the place they call home is a desirable goal and there is evidence from many studies that admission to
hospital adversely affects the patient. In one study, about one-third of nursing home patients did not
survive admission to accident and emergency (A&E), a figure which rises to over half dying within 6 weeks
of admission.62
Establishing the patient’s wishes for their end-of-life care, and in particular agreeing and documenting ‘do
not attempt resuscitation’ and ‘not for hospitalisation’ decisions, was reported by staff in the interviews to
be important and was evident in the patient’s case notes. Such was the sense of urgency to record these
advance preferences that conversations about end-of-life care were reported by staff to take place within
days of the patient entering the nursing home, and often months and years before a decision needed to
be implemented.
There was considerable emphasis in the interviews, in the observations and, to a lesser extent, in the
patient’s notes on the physical care of the patient. This was viewed as taking the form of keeping the
patient comfortable and maintaining their dignity up to the point of death. However, there was a sense
that the care of the patient’s physical needs formed part of the daily rhythms of the home, while the
patient’s emotional and mental needs were rarely addressed.
The extent to which the patient case notes reflected the physical care provided at the end of life was,
perhaps as expected, limited. The lack of a clear record of care given and to be given could underpin some
of the confusion which arose over the management of the patient at the end of life: in particular, the
extent to which patients were or were not conscious and the basis for that judgement, as well as whether
or not the patient was able to swallow and the nursing plan associated with the administration of food
and fluids.
There were no records of formal assessments of consciousness and yet in the observations there were
constant assertions about the state of the patient’s consciousness. It appeared more common for patients
to be labelled as not conscious, despite evidence observed by the researcher to the contrary. Explanations
given by staff to patients as they went about the physical care of the patient were delivered in a routine
ritualistic way which neither invited nor expected an answer. This presumption that patients were not
conscious resulted in conversations taking place over the patient; these were felt by the researcher to be
insensitive and removing the patient’s agency. It was left to relatives to restore the identity to the body in
the bed. This lack of formal assessment of the level of consciousness served to reinforce the focus on the
body and a presumption that the patient’s mind was largely absent and, therefore, did not need to be
engaged or catered for.
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Although staff were well versed in the benefits of the LCP and other end-of-life care pathways this was
not matched in the views of the bereaved relatives, who were vague about what it entailed and were
often unclear about whether or not it had been used in relation to their relative. The use of the LCP in the
nursing home setting was interesting. Given that staff faced difficulties in identifying the point at which a
patient’s deterioration had become irreversible, there was considerable uncertainty about when the patient
might be in the last days and hours of life. In order to achieve a pain-free death for the patient, staff
expressed anxieties about ensuring that the anticipatory drugs were available in case of requirement.
This frequently led the nurses to start the LCP some time in advance of its need because of the perceived
difficulties of getting a GP to visit who knew the patient. Although considerable effort was expended in
getting the anticipatory medications prescribed for the patient, the drugs were not often observed or
reported to be used; this was supported by the patient’s clinical records.
In Chapter 8 we turn our attention away from death and dying in the nursing home setting to focus on
dying in the ICU setting.
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Section 3 Findings: dying in intensive care units
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Chapter 8 Intensive care units: interviews with
staff (point 1)
Introduction
Technological advances have enabled intensive care facilities to support life during critical illness without
modifying the underlying pathology or the process of dying, according to Ravenscroft and Bell.63 The challenge
they identify is not so much the application of those techniques, but the objective defensible decision-making
in the initiation, maintenance or withdrawal of support, not only for the patient’s benefit, but to ensure
effective and efficient use of resources. Deaths in the ICU setting frequently follow limitation of life-supporting
therapies. As a result, ICUs have had to develop expertise in the provision of the care to dying patients and
their families.64 Coombs et al.’s study26 demonstrated how the transition from curative intervention to
end-of-life care was the most challenging and complex part of professionals’ work in this setting.
In this chapter we focus on an analysis of the interviews undertaken with the senior clinical and nursing
team to provide an understanding of the organisational context within which end-of-life care was observed.
In particular, we focus on the way in which decisions about withdrawal were made and conveyed to
relatives, as well as the withdrawal in practice. The interviews include views of staff who used the LCP as
well as those who did not. The distinction between these two groups is discussed where relevant.

Findings
In common with the approach adopted in the nursing homes we undertook interviews with a range of
staff to provide a general understanding about how end-of-life care was practised within ICUs. A total of
72 interviews were conducted prior to undertaking observations in the ICU: 11 doctors and 61 nurses
were interviewed. In all but one of the ICUs, a consultant was interviewed. In one site a junior doctor was
interviewed (Table 9).
In addition, in each ICU, at least one senior grade nurse was interviewed as part of the study. These nurses
were either band 6 or band 7 nurses who undertook both clinical and managerial work as part of their
role as unit sister, charge nurse or senior staff nurse; unit matrons were excluded from this sample as their
role tended to be entirely managerial (Table 10).

Dying in intensive care units
In ICUs, death often followed a decision to withdraw or withhold life-sustaining interventions. For this
reason, judgements about the point at which interventions were no longer effective received considerable
attention in the interviews with doctors and nurses in ICUs.
Doctors viewed the ICU as a specialist resource most appropriately reserved for patients for whom there was
an expectation of recovery and survival. Admission to ICU was rationed on the basis of a prospect of
recovery; doctors reported that they were effectively labelling those not suitable for ICU admission as ‘dying’.
I would say, particularly when we see referrals . . . from other specialities from medicine or surgery or
something like that, and say ‘will you come and see this patient, will you take them to intensive care’
and we go up there and say ‘no that’s not appropriate because this patient is dying’ . . . OK, and dying
is a sort of natural physiological process. And sometimes to try and intervene in that isn’t the right
thing to do.
SIA2S161
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TABLE 9 Characteristics of senior ICU doctors

Participant

Gender

Age (years)

Ethic group

Years
in posta

Years
in careera

LCP used
in principle

LCP used
in practice

NIA1S141

F

35–44

White British

8

10

Yes

Yes

NIA2S161

M

35–44

White

6

10

Yes

Yes

NIA6S111

M

35–44

White

3

5

Yes

Yes

NIB3S131

M

45–54

White

18

28

No

No

NIB4S112

M

35–44

White British

0.5

4

No

No

NIB5S161

M

45–54

Asian

12.5

12.5

No

Yes

SIA1S158

M

55–64

White British

20

32

Yes

Yes

SIA2S161

M

35–44

White English

1.5

10

Yes

No

SIA3S141

M

35–44

Mixed Anglo/Asian

8.5

16

Yes

Yes

SIB1S121

M

45–54

White British

12

20

No

No

SIB2S131

M

45–54

White

10

20

No

No

F, female; M, male.
a Rounded to the nearest half-year.

TABLE 10 Characteristics of senior ICU nurses
Participant

Gender

Age (years)

Ethnic group

Years in posta

Years in careera

NIA1S113

F

45–54

White British

23

23

NIA2S113

F

55–64

White

30

30

NIA6S153

M

25–34

Asian

6

12

NIB3S153

F

55–64

White British

35

35

NIB4S133

F

35–44

White

4

13

NIB5S153

F

45–54

White British

28

30

SIA1S143

F

35–44

Asian Indian

12

12

SIA2S113

F

Declined

Declined

30

30

SIA3S163

F

45–54

White British

11

21

SIB1S143

M

45–54

White British

10

17

SIB2S113

F

35–44

White Australian

5

21

SIB3S153

F

35–44

Asian Filipino

4.5

10.5

F, female; M, male.
a Rounded to the nearest half-year.
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End of life care is really quite difficult in intensive care because generally speaking one has admitted a
patient into the intensive care unit because you think they’ve got a chance of survival. And you believe
that with the appropriate support, to whatever level, that that patient will then survive . . . If we think
someone’s not going to survive, we really shouldn’t admit them.
SIA1S158
The doctors described dying as ‘recognisable’ and ‘obvious’ and generally based their assessment on
factors such as the patient’s history, current condition and prognosis, including the patient’s lack of
progress, deterioration or reduced prospect of recovery. Nurses were not responsible for the admissions to
ICU but, like doctors, reported being able to judge an ICU patient’s failure to respond to treatment.
Although nurses reported that the formal acknowledgement of dying was based on repeated medical
assessment, they also reported that, as nurses, they were in a prime position to recognise a patient’s
deterioration and treatment limitations.
. . . because the nurses are at the bedside 24/7, we are the ones that see the subtle changes in the
patient so we are going to pick something up a lot quicker than a doctor will. So I mean, from that
point of view they [doctors] do ask for our input during the ward round but at the end of the day the
final decision is a medical decision.
SIB2S113

Decision-making about withdrawal
There was agreement between doctors and nurses that decisions regarding withdrawal of treatment were
primarily medical but usually drew on the views of the wider team. Although what constituted the ‘team’
varied between sites, and indeed between patients within sites, minimally the consultants reported seeking
nurse input. Depending on the unit, such decisions might involve two or three consultants, junior or
middle-grade doctors, the senior nurse and the bedside nurse, as well as the patient’s surgical or medical
team if applicable.
Doctors were agreed on the importance of collective decision-making, for a number of reasons. There was
a view that seeking a range of perspectives from colleagues resulted in more balanced decision-making,
‘balanced’ because the views that contributed to the decision-making were often reflective of different
ways of seeing the patient. Medical staff outside the ICU tended to be seen as bringing a more optimistic
perspective than their ICU counterparts. Although these views were invited, ICU doctors tended to locate
them in ‘unrealistic expectations’ of what could be achieved in ICU. ICU nurses’ views were identified as
the ‘most realistic’ in relation to patient outcomes because nurses were at the patient’s bedside every day,
observing and recording the patient’s condition. ICU doctors reported having less face-to-face contact with
the patient than ICU nurses and, as a result, being more likely to be ‘overly optimistic’ and more willing to
keep treating. Where doubts were expressed or opinions were divided, active treatment was more likely to
be pursued. However, doctors and nurses agreed that disagreement between staff was rare.
Nurses emphasised a decision to withdraw was often arrived at only when treatment options had been
exhausted and that MDT meetings, both formal and informal, ensured that these decisions were
thoroughly explored.
Often there’s two consultants nowadays on a ward round, because it’s a like a handover period or
whatever, plus senior registrars, nursing staff including senior nursing staff. Physios are nearly always
there, dieticians and pharmacists; MDTs every day. So I suspect that’s why that kind of conversation
starts to take place because of the volume of expertise . . . and a microbiologist is there.
SIA3S163
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While doctors and nurses agreed that decisions to withdraw were usually unanimous, the nature of
withdrawal and the speed with which it occurred was reported as hugely variable and often influenced by
the senior doctor in charge of the patient’s care. Nurses recognised the individual variability between
doctors regarding withdrawal decisions.
People are individuals, consultants are individuals, and they are the ones ultimately making these
decisions. Even as a group their name is going to be there so they have think carefully. And I’m never
for one minute saying it’s an easy . . . it isn’t easy, but some consultants or intensivists can be much
more decisive and others kind of play at the edges a bit. I’m not sure if that’s a kind of defeatist – like
‘I’ll just give them 24 hours, we’ll just give them 24 hours longer’, so it can be . . . I think variability can
be unsettling. But then you’ve got to perhaps understand where they’re coming from and talk to them
about it. So people think that’s when they’re slow in making that decision when it’s screamingly
obvious but then you say to someone ‘well it’s not you making the decision’. You know, you have to
talk to them about it.
SIA3S163
I think that sometimes certain consultants go too far and I have actually said to one consultant ‘look
you are flogging a dead horse. What exactly do you hope to gain by this? You know this patient is not
going to survive. What we are doing is cruel’ [. . .] They just, you know, there comes a point when you
know the outcome is not going to be good no matter what you do but some doctors will persist in
doing everything, even though you know that outcomes are never going to be positive, and it’s cruel.
SIB2S113
There was a consensus that withdrawal was a doctor-led clinical decision, and that the MDT, family
members and relatives, although part of discussions, were not ultimately responsible for the decision.

Ascertaining the views of the patient and their relatives
Involving patients and family members in discussions about withdrawal was considered to be of
paramount importance. Within the ICU setting, it was unlikely that patients could be questioned directly,
as they were generally either unconscious or heavily sedated and unable to take part in discussions.
Doctors reported starting from the premise that where the medical evidence indicated that treatment was
not effective there was a default option of withdrawal.
We kind of have a default opinion really where most patients wouldn’t want to be entirely dependent
on full time nursing care and be severely mentally impaired and we would generally withdraw
treatment, unless we were hearing something very different about what that particular patient would
have wanted, but if they had expressed I want that at all costs no matter what the disability, we
would change our position in their best interests.
NIA6S111
This default option was reviewed in the light of evidence about what the patient’s wishes might have been
in these circumstances. While doctors talked about the patient’s best interests, the determination of best
interests was a complex fusion of general and proxy ideas. It did not conform to the definition or test laid
out in the Mental Capacity Act (2007).65 Best interests was constituted in terms of a generalised negative
default option: what patients in general would not want as opposed to the considerations each individual
might have liked applied to their situation. In determining the patient’s best interests, doctors were reliant
on people who had known the patient well and who had some idea about the patient’s views. These
people were usually deemed to be the patient’s relatives. Doctors described strategies that they had used
with relatives in identifying what a patient’s wishes might have been.
I usually say ‘the decision is made in their best interests but I didn’t know [the patient] and could [you]
speak to me, and offer me an opinion, I just wonder what [the patient] would say if he/she was
watching us now and knew what we knew now, whether he would offer an opinion to carry on with
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whatever’. So I try and make it specific that I’m using them as a conduit for the patient’s opinion,
whether they’ve either specifically expressed it or what they would think he/she would say in the
circumstances and so that is so I am very explicit with it, that ‘it’s our decision but you can help us
reach that decision’.
NIA6S111
I try and make it very clear that I’m asking their views on what the patient would want, not because
I want them to make a decision about what we want to do long term, but because my decision, our
decision on the unit of how we manage that patient must be based on what we think that patient
would want us to do. An informed decision of what they’d want us to do.
SIA3S141
Nurses recognised that, in consulting relatives in this way, there was a risk that relatives might begin to
feel that they were getting involved in making a decision.
We listen to their [relatives] . . . but we do make it clear that it isn’t their decision at the end of the
day. That it is ultimately a medical decision because it’s the doctors that have the knowledge . . . it’s
knowing how to kind of say to them ‘I’m sorry but it isn’t your decision’. I think if you can get that
over to your relatives it kind of puts the ball back in our court then, therefore we are in control
of the decision-making and some of them are grateful for that, it takes the pressure off them.
NIA1S113
Only one nurse reported experience of doctors who routinely involved relatives in decisions about withdrawal.

Pre-withdrawal communication
Medical and nursing staff reported that, prior to the ‘withdrawal conversation’, they worked as a team to
establish what information the patient’s relatives understood about the situation and to ensure that the
relatives knew that the patient’s condition was deteriorating. Consultants reported that having conversations
‘early on’ with relatives was particularly important in cases when the patient was not improving despite
receiving treatment. Much like the nurses, doctors believed that preparatory conversations provided an
important context to lessen the shock should the delivery of bad news be required. Erring on the side
of pessimism and being proved wrong was seen to be better than giving relatives ‘false hope’. Early
conversations were believed to facilitate relatives’ understanding, providing a basis for wider discussions
with other family members as well as preparation for discussions about withdrawal. Only one of the
doctors interviewed adopted an optimistic approach right up until the time that deterioration was seen as
irreversible. He argued that a 20% mortality rate equates to an 80% survival rate (SIA1S158). Most of
the doctors, however, felt that it was important to be ‘realistic’ about a patient’s poor prognosis.
I’ll always give them a heads-up early on that things aren’t great.
SIA3S141
As discussed above, the point at which withdrawal was decided was often preceded by a period of
deterioration on the part of the patient, during which staff would prepare the relatives for the ‘bad news’
of withdrawal via teamwork and a series of ‘realistic’ conversations. Nurses placed considerable emphasis
on communication with relatives that was continuous, honest and consistent.
If they are hearing from each successive person that the condition is deteriorating that the patient is
not getting better, eventually it sinks in [. . .] if they are getting people telling them the same thing,
on successive days and they are seeing the monitor and the numbers are going down and the support
is going up and machines are being added, they know. I mean they might not want to know but
they know.
SIB2S113
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In the context of ongoing discussions about a patient’s deterioration, doctors and nurses recognised that
some relatives might have already come around to the idea of withdrawing treatment before it was
actually raised as a possibility. Several of the doctors reported that on occasions relatives ‘jumped at’ the
decision to withdraw because they believed that it was in the patient’s interests and that the situation
was irreversible.
Sometimes it’s the relatives who want you to stop and it’s us that’s saying ‘well we’re not quite at the
hopeless stage yet, it’s very likely that I will be talking to you tomorrow and telling you that we are
now, but he might still get better, so we’re still trying’.
NIB3S131
On the other hand, some doctors identified instances in which relatives did not accept that the point of
withdrawal had been reached. In line with the strategies reported by the nurses, doctors tended to draw in
a second opinion from a colleague in order to confirm both diagnosis and prognosis.
Our job then is kind of to present the information as clearly as possible and from different angles really
so they don’t feel they’re just getting one opinion, they’re getting a clear consensus from several
doctors ideally of what’s occurring.
NIA6S111
Following the decision to withdraw treatment from a patient, it was the senior doctor’s responsibility to
communicate this to the patient’s relatives, and this generally occurred within the context of a formal
meeting. Nurses reported that it was important that they attend this meeting in order to provide support
and advice following the meeting. If the bedside nurse was inexperienced or the relatives were ‘difficult’,
a more senior nurse might replace the bedside nurse.
Mostly the nurse will go, the bedside nurse, will go into the meeting with the consultant. To see the
family and also if they expect any problems from the family then the nurse in charge – you know, if
it’s a junior bedside nurse – nurse in charge will also go in.
SIA1S143
Depending on the nurse at the bedside, or if it’s a family that we’ve had issues with, then a senior
member of the team would often go in with the consultant to be there, rather than maybe a brand
new Band 5.
SIB1S143
Nurses were keen to emphasise that the senior doctors were in charge of discussing withdrawal with the
relatives and all had different approaches. Doctors reported that these conversations should be clear and
free of the use of jargon.
And you say, ‘look, they are dying. We have the ability . . .’, and one of the phrases I commonly use is
‘we have the ability to prolong people’s death as well as their lives’.
NIA1S141
So my technique would be that I would say that the patient, if they were dying, that we need to move
towards making him comfortable rather than trying to make quality of life rather than quantity of life.
It doesn’t mean we are going to withdraw care it just means we are stopping for example antibiotics,
fluids, and explain why.
NIB4S112
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Then we would get the family in and then we would explain to the family what the situation is and
say that we would not – ‘it is not in the patients best interest to carry on’ [. . .] The majority of the
cases they agree because they can see what is going on. And if they don’t agree it’s our job to
convince them really to be honest with you. It’s not a decision that they have to make. The GMC
[General Medical Council] is very clear as to that you don’t have to offer treatment which you think
is inappropriate.
SIA2S161
Although doctors reported the importance of being honest, clear and careful not to provide ‘false hope’ in
their communications with patients, nurses reported observing communication which fell short of what
doctors themselves recognised as important. Nurses reported that their role in the aftermath of the
consultant’s discussion with the relatives was to make sure the relatives had understood what they were
being told, answer any questions that might arise and provide comfort.
We have got a particular doctor who really talks way over their [relatives’] heads. And you can see it
on their face that they are so confused by what is going on, that they come out of it and they go . . .
I have actually had a relative say to me ‘so what exactly did he just say to me?’ And that’s when I say
to them, ‘OK look, this is what was just said. We have done everything we humanly can; there is
nothing more we can do. And they are like ‘is that what he just said?’ and I am ‘yeah, that’s what he
just said’.
SIB2S113
The families always tend to ask questions from the nurse afterwards rather than the doctor. That
often happens.
NIA2S113
Then the nurse can back that up again after the meeting. We go over it again. Because sometimes
when they’re in the meeting, and they’re upset, they don’t always take everything in.
NIB4S133
Although nurses reported the importance of clear direct communication with relatives, they themselves
shied away from using the term ‘dying’ when talking to relatives.
Well, we think of a different word that we can still convey this message you know, ‘because the
treatment is not making any better’, and ‘we are going to stop the treatment and make him
comfortable’. These kinds of words will give: ‘at the end of the day he is going to die’. And many
times, we may probably also tell them ‘we don’t know how long he is going to last’.
NIA6S153

Delays in withdrawal
A number of the consultants interviewed described circumstances in which they would agree to delay the
commencement of withdrawing treatment. Agreement to delay treatment withdrawal was contingent on
the patient’s condition, as long as the patient remained comfortable, it was not to the patient’s detriment
and their best interests were not compromised. Staff framed delays in withdrawal as a means of ‘looking
after’ the relatives and of ensuring their well-being. A common reason to agree a delay of withdrawal of
treatment from the patient was to allow important relatives to get to the bedside ‘to say goodbye’. Another
reason for delaying withdrawal was to give relatives time to hear a second opinion on the patient’s condition;
this might be from another ICU consultant, a surgical specialist or other outside specialist. More generally,
consultants reported that sometimes relatives needed more time to ‘come to terms’ with the decision.
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Some of the doctors reported in the interviews that, although they understood the need to delay
withdrawal for the benefit of relatives who needed more time, they would implement a treatment plan of
non-escalation rather than maintaining active treatment. Thus, although they would not withdraw active
treatment straight away, they would not escalate existing therapies, and should the patient’s condition
deteriorate further, staff would not move to redress the deterioration through treatment:
So the main situation when I would go for a non-escalation is when the family just need more time.
To get their head around it. It can’t be open-ended because otherwise you are then potentially acting
against the patient’s best interests. You may be prolonging their death, rather than prolonging life,
but I do think there are periods where you just need a pause for thought and so, ‘OK we’re going to
meet again in 12 hours’ time, in the morning, after the ward round and we can discuss this again.
You talk amongst yourselves, and if there are signs of improvement by then, we’ll keep moving
forward. But if there’s a deterioration overnight, we won’t increase, we’ll let them know, and if we‘re
in exactly the same place in the morning then we’ll need to consider.
SIA3S141
I would allow the family who weren’t happy with a withdrawal decision to delay the withdrawal
process but I would be very explicit with them that, ‘OK fine we’ll wait and see but we’re not going to
increase support if the patient shows signs of deterioration’ and, whilst I wouldn’t say it to the family,
I would hope that they would read that as a sign that you know, our reading of the fact that this was
futile would be supported by the fact that the patient deteriorated despite ongoing support.
SIB1S121

Relatives’ responses
Nurses, perhaps rather simplistically, identified relatives as either accepting of the patient’s condition or in
denial of it. For example, some nurses interpreted relatives’ questions about the length of time it would
take for the patient to die as an acceptance of the patient’s irreversible condition and inevitable death:
Sometimes they approach us and say things like: how long’s this going to go on for? Well, quite often
it is when they’re not close relatives. You know, when they’re nieces and nephews and they say: ‘how
long’s this going to go on for’? Erm, so they’re, quite often they are quite accepting.
NIB3S153
We are talking to the relatives every day, every minute, every hour of the day, over the phone, straight
to their face. We’re continuously telling them how their relatives are doing. Yeah? So we have no
problem. We can understand. They might tell us first: ‘we don’t [want] them to be treated any more’.
SIA2S113
On the other hand, staff also had to negotiate situations in which relatives were defined as being in denial.
Either the relatives were not ready for, not understanding or not in agreement that the patient was
deteriorating and/or with the decision to withdraw active treatment. In the nurse interviews, the most common
approach to managing relatives who did not agree with the withdrawal of active treatment was to ‘give them
time’. This allowed nurses time to talk to the relatives, and the relatives time to process the information.
We will just discuss it with them, find out what their worries and concerns would be and see if we
could just address it and just get them to understand the process that we are going through and why
we’ve reached that decision.
NIB5S153
They just don’t grasp it, even though you know I have explained to them many times. And that could be
difficult really. All you can do is just sit down and then just basically, just try to explain that they’ve come
to the point that, you know, they will be able to, you know, understand it, try to understand it better.
SIB3S153
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Very occasionally over the years, you’ve had a family that’s said ‘no’. And if they say no [then] there’s
no point proceeding with it really, we might as well just back off a bit. Because they will go home and
think about it and they will come back ready, either the evening or the next day, they’ll come back
and we’ll have the discussion again and they’ll say yes.
NIB3S153
Although the goal of discussions between the medical and nursing team and the relatives was to come to
a consensus on the withdrawal of active treatment, there were occasions on which relatives disagreed with
the decision. In these very rare cases the nurses reported that the consultant might simply state that the
decision was a non-negotiable medical one or that a ‘ceiling of treatment’ had been reached, beyond
which there was nothing left.

Withdrawal of active treatment in practice
Moving patients from the category of ‘active treatment’ to ‘withdrawal of treatment’ implied a number of
changes in care. However, the degree to which active treatment was actually withdrawn varied between
sites and between patients. In very few cases did consultants report the implementation of complete
withdrawal of active treatment. In practice, withdrawal ranged from non-escalation, to limitation, to
consultants imposing a ‘ceiling’ of treatment for the deteriorating patient. In general, variation in the
nature of withdrawal appeared to be based on the individualised nature of care within ICU. For patients
on a high level of support – for example, maximum inotropic and ventilator support – it was reported to
be unnecessary to withdraw all treatment; simply reducing the inotropes on a patient might bring about
the patient’s death before anything else was withdrawn. For patients on lower levels of support, active
treatment might be withdrawn in a progressive or step-wise manner. Withdrawal of active therapies
included limiting or stopping inotropes, filters, antibiotics, intravenous (i.v.) fluids, nasogastric (NG) or other
feed and/or ventilation. If the patient was ventilated, their ventilatory support might be reduced, changed
or stopped altogether, with or without subsequent extubation.
I think for us on ITU [intensive therapy unit] it’s easy because you say well, you can do things to bring
the end to its end, you know, not continuing infusion or making adjustments to ventilation. You know
what you do would in terms of withdrawal of care.
NIA2S161
Decisions about what to discontinue were not straightforward; the ‘grey’ area of (dis)continuing food and
fluids was particularly mentioned by doctors. The decision to withdraw food and fluids from patients who
did not die quickly was viewed as ‘tricky’.
I don’t feel that maintaining fluids is going to delay death necessarily. There are similar situations we
find in ITU and there are patients who do have some sort of consciousness and awareness that
sensation of thirst isn’t a very pleasant symptom. I’ve got less of a problem with withdrawing feed
because . . . and again, this is in an ITU environment, with sedated patients I’m not sure that . . . I
don’t know, can you perceive hunger through sedation? I’m not sure. I suppose just from a personal
point of view I’ve got more of a problem with withdrawing fluids than I have with withdrawing feed.
SIB1S121
The withdrawal of active treatment did not mean removing everything; drugs to ensure the patient’s
comfort could be commenced, altered or continued if these were already in place. For the doctors,
changing from active treatment to the withdrawal of treatment signified a fundamental shift in the care of
the patient, namely from medical to nursing care. Typically, good post-withdrawal care was described by
consultants as being about patient comfort, dignity, sympathy and peace. The use of such concepts
reflected the consultant’s view that withdrawal was also about a shift from intervention to ‘softer’ nursing
care. For example, several of the doctors stated that, following the decision to withdraw treatment,
patients left the sphere of medical treatment and became ‘nurse level’, with little consultant input unless
there were subsequent problems.
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But it basically becomes a talk with the nurse looking after the patient ‘Is everything OK? Is the LCP
running okay?’ and that will be the ward round for that patient. There wouldn’t be anything active,
it’s more ‘is there a problem? Do you need the data changed or anything?’ So it all becomes . . . so it
no longer becomes medical it’s all nurse led and then only gets fed up to a doctor if there is a
problem with it. So that patient sort of drifts into the background for us and it takes a specific effort
almost to remember and at least check in. I remember to check in but I haven’t . . . not everyone
checks in on that patient.
NIA6S111
Yes I feel I would be tending to step back [. . .] once that conversation has been had with the family,
I would talk with the nursing staff, particularly talking to them or sort of senior experienced sisters
who’ve got a lot of experience with this sort of situation, and we would agree a plan, a course of
action. Then, if there were any specific complications, talk through them at that particular time . . . and
I would expect really then not to have very much input other than say there were problems during the
course of that.
SIB1S121
It was clear from the doctor interviews that the ‘withdrawal of treatment’ was a complex directive which
took its precise meaning and shape from the individual context in which it was being used.
The nurses supported the idea that once withdrawal of treatment was planned it was their responsibility
to manage that withdrawal. The ‘process of withdrawal’ depended on the severity of the patient’s illness
and the current level of drug support, and the consultant’s views on the needs of the patient and family.
In general, depending on the patient’s condition, the ‘steps’ of withdrawal might include:
1.
2.
3.
4.
5.

stopping inotropes (e.g. noradrenaline)
reducing oxygen (e.g. from 100% to 21% room air)
extubation (if possible)
stopping all other active treatment (e.g. NG feed, i.v. fluids)
introduction, or continued provision, of i.v. drugs to control pain and ensure comfort.

The order and degree of withdrawal of active treatment was a main focus of discussion for the nurses
because they were the staff responsible for providing patient care once the decision to withdraw active
treatment was made. In particular, the nurses differentiated between ‘quick deaths’ and ‘slow deaths’, and
described how controlling different elements of the withdrawal facilitated a degree of control over the
patient’s death and the relatives’ experience of that death.

Not too quick and not too slow
Controlling the speed of death was a feature of the nurse’s narratives. The aim was to reduce or withdraw
support so that death came neither too quickly nor too slowly for the relatives. Depending on what was
being withdrawn, dying might take from 5 minutes, to a few hours, to several days. Some of the nurses
interviewed identified the control of inotropes such as noradrenaline as a significant element relating to
the speed of death in ICU. When a patient was on a high or maximum level of inotropic support, its
reduction or removal was linked to patients having a ‘quick’ death, which was variously identified by the
nurse interviewees as desirable or not desirable, depending on the circumstances.
Inotropes are at such a level that if you turn them off they would die within minutes and sometimes
you have to give that family that time. You know it, you can see it in them, they’re not ready for
someone to die within 3 minutes of everything being turned off. But you have to make that clear
beforehand because if you’re seen fiddling, turning things off in front of them, that can be quite
distressing. So you have to make that decision to keep them on because their systolic is so low their
heart is going to stop.
SIA3S163
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Nurses reported that doctors might request that a syringe pump was allowed to run out rather than be
turned off and removed, particularly where the patient was on a high dose of noradrenaline delivered
through a syringe driver. However, nurses reported that this had the effect that relatives sat watching the
syringe run out in the belief that death would ensue at the last drop.
If that’s [noradrenaline] on a high dose, we usually let the syringe run out. Which I don’t always agree
with because the family sit there and watch the syringe till it gets to the last . . . I think it should be
done, you know, when everyone’s ready. Rather than ‘the syringe is ticking away’, you know, the
family can see. I see them all getting really anxious watching the syringe.
NIB4S133
I can never see much point in having relatives sitting here hour after hour after hour, whilst the syringe
pump’s run out. I don’t think that’s fair on relatives. It’s all very well them sitting here by the bed while
there’s hope, but once there’s no hope I can’t see the point in dragging it out. ‘We’re going to wait’:
I can’t see the point of saying well when that syringe pump runs out in 14 hours. We won’t replace it.
I don’t think that’s fair on anybody. Once that decision’s been made, I think it should be done.
NIB3S153
In some sites the reduction of inotropes was accompanied by a reduction in oxygen support.
So we reduce oxygen from 100% to 21% oxygen and stop inotropes. So within 45 minutes there was
no blood pressure. And I think death was confirmed within 2 hours.
NIA6S153
If they’re on high ventilation, lots of pressure and that, we leave them on it. But towards the end you
might chip the oxygen down. Just to help – I won’t say ‘help’ – but it just sort of stops the dragging
on of the death because you’re oxygenating the heart and stuff. So sometimes that is knocked down.
Sort of, it’s a feeling, you know, a point where you’re going 3 or 4 hours and there’s still, things are
still happening. Then we can put the oxygen down 21% to stop prolonging the inevitable really.
NIB5S153
Nurses reported a delicate balancing act with regard to controlling the speed and nature of the death.
They tried to balance the needs of the relatives with the needs of the patient.
Sometimes when patients are dying, they’re gasping. They [relatives] don’t want the ventilator to
pump into them. And they get distressed. Then if the doctors agree, we take it off, and put them on
oxygen through a [tube], so that they [patients] don’t get distressed or deprived of oxygen.
SIA2S113
The topic of extubation was of central concern to nurses in controlling the speed of death and
its presentation.
If I have to decide, I would take the tube out. You know, just leave the patient in peace, and with
dignity. And if I’m in charge, and we get a patient that’s still ventilated, and we have withdrawn
treatment, I usually suggest to the doctor: ‘I think it’s more dignified if we . . .’ and we’re just like
prolonging the inevitable really, which is not fair for the patient and for the relatives.
SIB3S153
While for some nurses extubation allowed the patient to appear more natural and comfortable at the
point of death, other nurses felt that extubation could be distressing for the patient.
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For the multiorgan failure patient, because it would be uncomfortable sometimes, you know, even if
they are sedated if you take them off the breathing tube, they could shock and it would be
uncomfortable and cause other difficulties.
SIA1S143
So often we leave the tube in to make it look comfortable for the family. Because you keep them
sedated. Which makes the patient more comfortable.
NIB4S113
As with many aspects of end-of-life care in the ICU, there was an acceptance that each case needed to be
considered individually. Regardless of the speed of death, nurses were keen to emphasise that nursing
care continued.
You’re still giving basic care, you know they still will need mouth, eye care, hygiene needs. If it’s a
short thing, you’ve turned the norad [noradrenaline] off and . . . you ain’t going to have a lot of time to
do any interventions. All you’re going to do is be there and be supporting the family. I suppose that’s
where it does change: if you know it’s going to be quick, you go to more supporting family members,
OK? Also ensuring that they are comfortable . . . some people you withdraw treatment on, you know
that they’re not going to die straight away, they’re still going to need all their basic care as well.
SIB1S143
However, as identified above, there was a slight shift in focus to incorporate the family and relatives as the
patient’s death became more imminent. Relatives were allowed open-access visiting and in some cases
were provided with a key to a relative’s room if they needed to stay overnight. In a few cases nurses
reported encouraging family members to take part in the provision of care to the patient.
During the care if they [relatives] want to do mouth care or help . . . we don’t let them obviously help
much with turns because obviously there’s moving and handling implications. But you know, they can
certainly stay in the area. They don’t have to go out, and I think that’s quite important if you are taking the
tube out because very often your parameters of your patient changes, sometime the blood pressure drops,
or obviously the way they breathe changes, so I think it’s important, possibly if they’re happy to stay, to let
them see that you haven’t done anything else other than what you’ve said you were doing. I think if they
stand away and then come back and things have changed quite a little bit . . . well, they may well wonder.
NIA1S113
Other nurses reported being selective about the care that relatives were allowed to see.
[W]hat we do now in our intensive care unit is whenever we’re doing patient care or turning patients
or mouth care and things like that, we just ask the relatives to sort of leave and we would continue to
do that.
SIB3S143
Nurses also had mixed views about privacy and dying, and not all of the ICUs had the facility to create a
private space for the patient and relatives.
The rooms are very small. We have no ventilation and no windows. So as you can imagine, if you get five
or six people in there it becomes quite claustrophobic. So, as horrible as it sounds, if you have a dying
patient you either want them to be in [rooms] 1 or 5 because you can have the relatives around. And it
doesn’t matter if five or six or seven relatives come in, there is still room. But some of the smaller rooms, it
gets a little bit tricky when there is a huge family and they all want to come in all at once. Then, you have
to be horrible to them and say no: ‘look, sorry there is too many people, you have to break it up into
groups’. But it does afford some privacy, so there is good and bad about how our unit is set up.
SIB2S113
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Where side rooms were not available in some units, patients were separated from other patients in the last
days of life by the curtains around the bed space. While there were different views about how effective
these were at creating private space, nurses sensed that the patient’s predicament drew the family in to a
private world that needed no physical barriers.
Pull the curtains round, if the relatives want. Sometimes they feel claustrophobic, so we’ll keep it open
for them. It’s up to them how they want. They want privacy, that’s the only way we can provide
privacy. And there will be a nurse there anyway, allocated to that patient, so that they can look after
the relatives and the patient’s condition.
SIA2S113
Given that patients were typically heavily sedated or unconscious by the time treatment withdrawal had
been discussed and actioned, their religious requirements were often discussed with the patient’s relatives.
Although the nurses identified that it was sometimes difficult to assess whose religious needs were being
met, they considered the relatives’ needs to be as important as those of the patients.
Well I would ask to see if maybe you know are they Catholic, have they got a particular faith or
something like that. Is there anything you want us to do? Would they like a minister or something like
that and just see what the relatives say. Sometimes it’s ‘oh I know he would want it’, ‘I’m not
particularly bothered’ as a relative, but I know my dad/wife/husband whoever, would want say the
priest or whoever. So in that case, or else it could be ‘well he’s not particularly religious but I’d feel
comfortable if we had some prayers’. So whatever they want really.
NIA1S113
We would always speak to the family and find out if they [patient] were a religious person, if they
would want anybody from the church or a priest or anything to come. We would be guided very
much by their family because we don’t know what their religious needs are outside. They might be a
very religious patient and we’re not aware of that.
NIB5S153
Although staff aspired to accommodate whatever the patient and their relatives needed, they reported
that the ICU design did not readily accommodate religious rituals involving large numbers of people,
wailing, crying, religious music chanting and praying.

Doctor and nurse views on the Liverpool Care Pathway
Six sites, three in the north-west and three in London and the south-east, were recruited to the study as
LCP-using sites. However, as we have already reported, sites recruited as LCP-using sites did not always use
the LCP to support care, while some LCP documentation was evident in some of those sites recruited as
non-LCP-using sites. Regardless of whether or not their sites had been recruited as LCP-using sites, the
majority of the doctors and nurses interviewed knew about the LCP and were supportive of it both as a
document and as a pathway of care. The views of the doctors and nurses about the LCP demonstrated
that there was no single or clear-cut understanding of the LCP as either a document or as a plan of care,
except perhaps that it was ‘too long’.
On the one hand there were examples of doctors who were signed up to the principles on which the LCP
was based.
I firmly believe what we’re doing is a significant advance on managing dying patients and in their best
interests and making the dying process a comfortable and dignified process rather than uncomfortable
and undignified.
SIA3S141
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On the other hand there were doctors who reported that the LCP was ‘just a piece of paper’.
What makes the difference at the end of life is people and not paper and the people aspect of it, they
give that personal touch.
NIA1S141

The relationship between withdrawal and the Liverpool Care Pathway
Doctors who had some knowledge or experience of using the LCP reported a conceptual separation
between commencement of ‘withdrawal of treatment’ and commencement of the LCP. It was common for
doctors to state that one activity took precedence over the other. One doctor described a stepwise process
involving the decision to withdraw, and implementation of the LCP prior to the commencement of
withdrawal or treatment limitation.
The consultant will have seen the patient and made the decision, will then fill the LCP in at that point
having spoken to the family, obviously first.
NIA2S161
The LCP pathway doesn’t teach you to withdraw treatment. LCP pathway tells you and prompts you
once you have made that decision.
NIB5S161
For some doctors it seemed that use of the LCP prompted withdrawal of treatment, while for others
withdrawal of treatment preceded commencement of the LCP, if indeed the LCP was commenced at all.
It was suggested that if the use of the LCP was not separate from and conditional on a decision to
withdraw, there was a danger that, almost by default, the patient would be deemed to be dying.
If somebody is sort of being sort of lined up for the LCP 2 days in advance of the decision to withdraw
treatment in people’s minds, they may be viewing it as an inevitable end product. It is inevitable that
this patient is going to be on the Liverpool Care Pathway; they are already in their minds a dying
patient and may stop treating them or having the same degree of vigilance that they would for
another patient and I worry about that a little bit.
NIA6S111
For one doctor, the use of the LCP was further qualified by time. This doctor reported that the LCP was
not usually commenced unless the patient was still alive half an hour following withdrawal of treatment.
This was because it was ‘administratively cumbersome’ to undertake half an hour of paperwork for a
patient who would die in 5–10 minutes.
Not a lot of our dying patients go on it. Well, putting them on the Pathway administratively is
cumbersome. Signing the Pathway and signing all the drugs and so on takes about half an hour and
. . . this is purely a practical consideration but there are a group of patients that would probably die
within 5 or 10 minutes of stopping life-sustaining treatment and they will require no medication or
anything from the Pathway, so very often they don’t formally get instituted on the Pathway, those
patients that appear that they’re going to die within 5 or 10 minutes, because they’re in such a
degree of life sustaining treatment, that they are overwhelming likely to die almost instantaneously.
Though occasionally they do get formally put on it, but they don’t actually receive any interventions
from it. They don’t get their lines removed and so on because they just die within 5 or 10 minutes
really, and so pragmatically, what quite often happens is that life sustaining treatment has stopped
and then about half an hour or an hour they get put on the LCP . . . then if they’re still alive at half an
hour they’re then generally get put on the LCP, simply because of the administrative burden of filling it
all in.
NIA6S111
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Nurses were more likely than doctors to have been involved in dealing with the completion of the LCP
paperwork. For those nurses who had used it, the LCP was regarded as a useful tool for encouraging staff
to think about the processes of withdrawal.
I find it useful because it kind of makes you think about, think more about, what levels of care are
needed. And it’s kind of indication to think about organ donation, you think about all the comfort of
the patient, you think about the relatives, you think about the spiritual care and sometimes you could
forget, you know, when you are busy we could, but that paperwork is actually good reminder on all
the other areas.
SIA1S143
Another nurse emphasised the way in which the LCP allowed individual level care within a standard of
care. Some doctors in this study also reported the LCP as a way of standardising care. It was common for
the ICU staff to report the use of the LCP as a checklist and as a reminder to explore a number of domains
with the individual patient in mind.
I like it. I think it’s a good tool for people, it has consistency, it’s almost like a checklist to make sure
that you do things that’s in the best interests of the patient and the relatives. But maybe that comes
from getting experience.
SIA3S163
It allows any variances to be documented so it’s quite nice in the fact that a lot of it is tick box. So you
can tick to say ‘yes, I have done that’, ‘yes, I have spoken to relatives’, ‘yes, I have done this, I have
considered that’, and then, if I’ve said there’s a variance, then you document at the side why it is
different from the actual LCP.
NIA1S113
Some nurses, however, thought that there was a trade-off between tick boxes, which facilitated speedy
use of the documentation, and accountability.
Some of it’s good because it’s tick boxes, but it’s got the disadvantage of tick boxes that some of the
tick boxes are not signed. If you’re just ticking it, you don’t know who’s ticked it. Really it should be
signed because then you know who’s signed it off and who’s done what. Whereas if you’re just
ticking it and then sign the bottom and then you come on the next shift, and some of it’s not ticked,
the next nurse wants to make sure it’s filled in. But it’s half been done through a shift. There’s no
accountability for the ticks except for the line at the bottom of the page.
NIB4S133
This nurse also took issue with the ‘communication’ sections of the document, stating that the information
recorded in these sections varied because staff understanding of what constituted ‘communication’ in itself
varied. There were broader concerns expressed about the relevance of some of the domains to a setting in
which many people died very quickly and as a result of withdrawal of treatment.
In my experience, the patients die so quickly once you stop treatment, then it doesn’t really matter:
you’re never going to get through all those aspects of care.
NIB3S153
If the patient is likely to not maintain their own airway and you take the ventilator away, they’re just
going to die. And so all the protocols involved in the Liverpool Care Pathway, there would not be time
to implement any of those. If the patient is likely to maintain their own airway, then they’re going to
be able to be sort of cared for, for a little bit longer. But the idea would be that you wouldn’t then be
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doing intensive monitoring, and that they may have what was considered to be treatment drugs and
the necessary medications discontinued, and just need to have medications for palliation. And that’s
where that framework seems to be appropriate, to me.
NIA2S113
We try to use it [LCP] but obviously . . . I think if they die very, very quickly, so that we haven’t really
had a chance to fill it all in and you’d be doing it retrospectively [then no point] really no, because
some of them, as soon as you withdraw they can die within minutes. Depends on how much support
you see we’re taking from them.
NIA1S113
The amount of time required to complete the LCP documentation was discussed in all the doctor and
nurse interviews. The documentation was perceived to be too long and an ‘unnecessary distraction’ for
which consultants did not have time. There were some doctors who considered that the benefits of using
the LCP outweighed the length of time it took to complete the documentation, but these doctors
were unusual.
We have to fill out a whole bunch of paperwork when we do any form of intervention in intensive
care. It’s a shame if there’s a reluctance. I mean, one must try and advocate practice that limits
paperwork wherever possible, but if this is paperwork that occurs around discussions of withdrawal of
therapy that will end up in someone dying, and the incrementation [sic] of drugs and therapies that
could, in the wrong hands, contribute to the speed of their dying, then it’s appropriate that it’s done,
there’s time taken and it’s carefully documented.
SIA3S141
As discussed previously, there was a general view that patients who were expected to die quickly were not
considered to receive any benefit from the use of the LCP to support care. In the context of ICU care, the
LCP was not considered by most doctors to be a useful tool, being too long and cumbersome. Perhaps
ironically, one doctor reported that when the LCP was first introduced into the unit there was ‘initial
resistance from the medics’ until they realised that it was mainly to be completed by the nursing staff, and
then it got better’ (NIA1S141).
Few of the consultants felt it important, or indeed practical, when talking to relatives to identify the LCP by
name as the plan of care to be used to support withdrawal of treatment. In fact, it was common for
doctors to report that they referred to the LCP as a ‘protocol of palliative care’ or an ‘end-of-life care plan’.
The clinicians reported avoiding use of the term ‘Liverpool Care Pathway’ because of the negative
associations with the name reported in the press.
Up and until the press got onto the Liverpool Care Pathway, very few relatives, in my experience, really
wanted to go into the details of what is meant by ‘palliative care pathway’. They were happy, they
had trust in us to say ‘OK you’ve been looking after my relative to the best of your abilities, we’ve
failed to get them, or we’ve not been successful in going through this illness, we don’t have the
technology to do it, so we trust you to palliate them as necessary’, but I think that trust has been lost.
So the way we’re going to move forward because we’ve identified that it is a problem, we’ve had
families proving it’s a problem, we think the problem is with the name. We think the pathway itself is
appropriate, but what we must highlight every single time is the communication.
SIA3S41
In ICU the management of pain, secretions and hydration is a central clinical concern for all patients. This
is therefore an area in which doctors considered themselves to have developed considerable expertise.
Although the majority of clinicians reported that, in general, the LCP as a tool was too cumbersome and
lengthy, for some it came into its own in relation to the drug algorithms, which were reported to provide
an important structure for drug provision.
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We don’t use it from a philosophical point of view, we use it as a purely practical tool to establish
what is acceptable and what’s not acceptable. It feels like it gives you, in terms of using drugs, purely
to treat, stressing symptoms rather than giving drugs to shorten life. It makes you feel that you are
doing the right ethical thing, treating symptoms rather than giving drugs to shorten life. It makes me
feel more confident in a way – dare I say, medically, legally – more protected that I am operating
within an established framework and, retrospectively, somebody might . . . would not be able to say
‘Why did you give that diamorphine? Was it to shorten their life?’ I said ‘No, it was to treat their
symptoms of breathlessness’, so it makes me feel confident that I am acting within medical norms,
and to be honest, that’s why I’m using it really.
NIA6S111
In addition, one senior consultant reported that the LCP framework communicates the clinician’s intentions
regarding drug administration, which may enable a nurse to react in a timely and responsive manner to
the needs of the patient:
It’s been sanctioned as a best practice pathway guideline because we’re not restricted to it in any way;
we can deviate from it at any point if we feel the need to. But it means there are clear parameters as
to what the nursing staff can do in terms of providing comfort care, which is what they want and
what they need in order to make sure it happened. The problem otherwise, without set guidance, is
you can have a patient who’s distressed but because a drug isn’t written up or the nurse isn’t sure
whether she can give it, the patient doesn’t get the drug and therefore they continue in a state
of discomfort.
SIA3S141

Summary
The interviews with staff support the findings of other studies of ICU care which highlight the importance
of establishing a prior consensus that the patient’s status is terminal before a decision to withdraw or
withhold active treatment can be implemented.26,66 There was strong agreement between nurses and
doctors in relation to care at the end of life on an ICU. In terms of diagnosing dying, both groups drew on
factors specifically related to the patient’s medical condition and prognosis. In particular, the patient’s lack
of progress and deterioration in spite of ongoing treatment were seen as significant. Both groups also
identified that the decision about whether or not a patient was dying was a medical one, although the
processes described usually involved collective or team decision-making. Relatives were usually involved in
these discussions in some way as doctors reported attempting to discover what the patient might have
wanted. Doctors described a rigorous and unhurried process of information gathering at the point when
such decisions were made. Nurses also described the consultants’ decision-making process as unhurried,
insofar as multiple views were sought and further tests might be tried. The nurses highlighted variability
among the consultants with regard to their willingness to make end-of-life decisions, and expressed the
difficulty this caused in terms of the well-being of the patient.
Both professional groups identified the pre-withdrawal period as a significant period of communication
with relatives. Overall, staff emphasised the importance of providing relatives with ‘realistic’ messages of
the patient’s poor prognosis so that relatives were not given ‘false hope’ and were prepared for the
eventual bad news of dying, which should then not come as a ‘shock’. This information was disseminated
to relatives repeatedly and by different members of staff, with an emphasis on consistency and the
presentation of a ‘team front’. Staff felt that this facilitated both relatives’ understanding and their
acceptance of the proposed course of action. It was generally agreed that it was the doctor’s responsibility
to discuss the withdrawal of life-sustaining interventions with relatives, while it was the nurse’s
responsibility to clarify and answer questions once the conversation with the doctor ended.
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Both doctors and the nurses were emphatic that, although it was important to provide relatives with open
and honest communication, and to invite their opinions, the decision to withdraw treatment was
categorically a medical one. Throughout both sets of professionals’ interviews, the justification for this was
identified as being for the benefit of the relatives: the onus of making such decisions might weigh heavily
on relatives and this was not something the staff felt relatives should have to live with. The discourse of
‘onus’ was a consistent theme from all of the staff interviewed.
However, the doctors described willingness on their part to delay the commencement of withdrawal in
order to accommodate relatives; to receive a second opinion; to allow relatives to ‘come to terms’ with the
decision; or to await non-present relatives who were travelling from elsewhere – as long as the ‘best
interests’ of the patient were not compromised. Like the decision to withdraw, the decision to delay
withdrawal was a medical one and might include a change in treatment provision from ‘active’ to
‘non-escalation’ or ‘limitation’.
Doctors identified post-withdrawal care as the domain of the nurses, with little or no further medical input
unless there were complications. They described a fundamental shift in care provision from ‘aggressive’
medical interventions to ‘softer’ nursing care that was about the provision of comfort. Doctors talked little
about other aspects of end-of-life care in ICU once withdrawal had begun. The nursing staff, on the other
hand, had a lot to say about it. Although a patient’s ‘basic’ nursing care (identified predominantly as
hygiene and comfort care) was considered relatively standard regardless of the speed of dying, if the
patient’s death was slower or more protracted nurses extended their care beyond the patient specifically to
include the management of the relatives’ experience. This might include moving the patient to a side room
for privacy, facilitating religious rituals, extending visiting hours or providing relatives with overnight
accommodation. This might also include allowing relatives to observe elements of care that might
otherwise be shielded from them. With regard to the LCP documentation, both professional groups
identified it as a good protocol for end-of-life care, although its use was reported very differently. Both
doctors and nurses expressed concerns about the LCP as a practical tool, with a focus on its length and its
relevance for patients who died very quickly.
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Chapter 9 Intensive care units: retrospective
case note analysis
Introduction
Following on from the analysis of the interviews of ICU staff, in this chapter of the report we turn to
end-of-life care in the ICU through analysis of a patient’s case-note data. The patient case notes highlight
how doctors and nurses carefully constructed a narrative to support their decisions to withdraw or
withhold active treatment in order that relatives could support a transition from cure to palliation.
There are many types of patient records for a patient being cared for in an ICU. They all have a different
purpose and although there is often some overlap they contain a very detailed and complex account of the
clinical care observations, medication and treatment provided right up to the patient’s death.

Findings
In a similar set of procedures to the data extraction in the nursing homes, data were extracted from
120 patient case notes using a CNAF (see Appendices 12 and 13). This included a sample of 10 recent
deaths from each of the participating ICU sites, half of which had been recruited as LCP-using sites and
half of which had been recruited as non-LCP-using sites. However, as for the nursing home sample, these
distinctions did not always hold up in practice. For example, three sites in the north that had been
recruited as non-LCP-using sites (NIB3, NIB4 and NIB5) provided a total of eight cases for this element of
the study that had been supported by the LCP. Similarly, a total of 32 cases were received from six sites
recruited as LCP-using sites (NIA1, NIA2, NIA6, SIA1, SIA2 and SIA3) that had not been supported by the
LCP. For this reason, Table 11 illustrates the demographic make-up of the sample according to whether or
not the LCP was used to support the care of the patient in the last hours or days of their life rather than
whether the site was recruited as a LCP-using or non-LCP-using site. Descriptive statistics were initially used
to describe the sample and some of the main features of care delivered. Thirty-seven deaths (31%) had
been supported in the last hours or days of life by the LCP.
Table 11 illustrates that, on several demographic indices, the sample whose care was supported by the LCP
was similar to the sample for whom this was not the case, in terms of the age of patients and the
proportion of patients for whom a DNACPR statement had been documented. However, several
interesting differences were highlighted, although caution must be exercised owing to the small sample of
those supported by the LCP and the high proportion of missing data for these variables. For example, a
greater proportion of patients who were other than white and non-Christian formed part of the non-LCP
supported sample. The preferred place of care, although documented in only one-fifth of patients in the
sample supported by the LCP, was much more likely to be documented here than in those deaths for
which the LCP was not used to support care in the last hours or days of life.
For the purposes of this report we focus mainly on the documented communication between ICU staff and
family members regarding care at the end of the patient’s life. Of the total of 120 CNAFs, only 104
provided sufficient data for the analysis of communication. There was a focus on the communication
between medical staff and family members regarding the care provided to patients who were either
unconscious owing to the severity of their condition or heavily sedated. The data were analysed using a
discourse analysis approach. What was reported and how it was reported were of interest.
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65 (56–73) (n = 36)

67 (55–80) (n = 83)

Yes (n = 37)

No (n = 83)

IQR, interquartile range.

Median age
(years) (IQR)

LCP

51% (n = 83)

41% (n = 37)

Gender = female

34% (n = 47)

20% (n = 30)

Religion = other
than Christian

40% (n = 25)

11% (n = 18)

Ethnicity = other
than white

TABLE 11 Demographic comparison of case note information (LCP and non-LCP documentation)

10% (n = 83)

5% (n = 37)

Diagnosis = cancer

1% (n = 83)

22% (n = 37)

Preferred place of
care documented

86% (n = 83)

92% (n = 37)

DNACPR
documented
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The ICU data draw on a number of different professional records including:
1. critical care unit information given to relatives/communication with relatives document/family
communication sheet
2. medical notes/clinical notes/clinical history book
3. critical care daily record/daily assessment sheet/continuing progress/daily observation sheet
4. nursing notes/nursing evaluation/sometimes split into day evaluation and night nursing notes
5. patient care plan
6. multidisciplinary record/multidisciplinary communication sheet
7. LCP documentation
8. drug sheets.
The LCP documentation is not designed to capture large amounts of narrative; rather, it invites
consideration of goals which are then marked as achieved or variance. Any recorded variance is then
explained briefly on additional variance sheets within the documentation.36
Three aspects of communication were identified from analysis of case notes regarding care at the end
of life:
1. a detailed narrative drawing on clinical data to justify a transition from cure to palliation
2. reports of what relatives were told and relatives’ responses to that information
3. the plan of care.

Narratives drawing on clinical data to justify a transition from cure
to palliation
The narratives that underpin the transition from cure to palliation provide the backdrop for communication
to relatives regarding care of the patient at the end of life. The discursive components shown in Table 12
draw on a number of linguistic repertoires.
Some or all of the Table 12 categories of information formed the narrative argument that justified the
transition from cure to palliation in the ICU notes. While there was variation between sites, there was also
variation within sites, and this may relate to individual doctor/nurse styles of record keeping and to the fact
that a range of documentation was evident (LCP and non-LCP) regardless of the category in which these
sites were recruited to the study. For this reason, distinctions between LCP and non-LCP documentation
are not drawn. There also appeared to be an overarching logic behind the ways in which the categories
were employed in the descriptions of the conversations held with the patient’s relatives. Usually the record
of these conversations started with A, the patient’s overall state of health, and/or followed by B, the
patient’s disease progression. These two categories of information were used separately or together to
orientate family members towards the ‘bad news’: C, physiological markers of the patient’s disease, and/or
D, the futility of active treatment. These last two categories, C and D, were used, again either separately or
together, to back up or reinforce A and/or B, and to introduce E, the patient’s prognosis. All of the notes
contained category E information, perhaps not surprisingly as the patient’s prognosis was a fundamental
pre-requisite for F, the withdrawal or withholding of active treatment. Of the last two categories of
information conveyed to the relatives, G, the notion of palliative care, was most often discussed in terms of
freedom from pain and suffering as well as the promotion of peace and comfort. The types of information
subsumed under category H related to the need to place the patient’s medical and legal considerations at
the heart of decision-making.
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TABLE 12 Categories with their discursive components relating to communication to families extracted from
patient notes
Main categories

Linguistic repertories

A. Patient’s overall
state of health

critical condition/situation
(very, gravely, critically) unwell

Examples
I explained that [patient] was extremely
unwell . . .
SIB3R03

(very, gravely) ill
gravity of situation
(very, extremely, desperately) sick (very) poorly
B. Patient’s disease
progression

(catastrophic, significant, sudden, worsening)
deterioration

Patient’s condition has progressively
deteriorated over the course of the day
SIA1R02

(continue to) deteriorate (further, profoundly,
rapidly, quickly, progressively)
deteriorating condition/situation
C. Physiological
markers of patient’s
diseases

Although this is individualised and specific to a
particular patient, the most often recorded
physiological markers include multiple organ
failure (at least 3 organ failures) and
irreversible neurological damage (brain injury/
damage)

Explained that he has severe sepsis with
multiorgan failure and is on maximum
multiorgan support
SIB3R08

D. Futility of given/
ongoing/potential/
active treatment

futile

Currently treatment is looking ineffective
and futile with patient being peri arrest as
we speak . . .
NIB5R01

ineffective
not possible
inappropriate
not working
not helping
(more often indirectly proven as discussed in
the following section)

E. Patient’s prognosis

(poor, bleak, extremely poor, extremely bleak)
prognosis/outlook/outcome
(no likelihood of, no prospect for, no
meaningful chance of) recovery
(80%, high, extremely high) mortality
(rate/risk),
(unlikely to, will not, cannot, low potential to)
survive
(5%, unlikely chance of, no likelihood of)
survival
(at risk of) dying
(could suddenly) die
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I explained that [patient] is very sick,
and may well not survive this hospital
admission
SIA1R09
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TABLE 12 Categories with their discursive components relating to communication to families extracted from
patient notes (continued )
Main categories

Linguistic repertories

F. Withdrawal and
withholding of active
treatment

(not be for, not to attempt) resuscitation/CPR
DNAR
Withdraw/withdrawal of (therapy, treatment,
care, active management, aggressive
therapies)

Examples
He [patient’s brother] is aware that we will
not escalate care on grounds of ethics, and
that if there is any deterioration we will
embark on sole comfort care
SIA1R02

not escalate (care, treatment)
extubate/not intubate
ventilate/ventilation
G. Palliative care

comfort care/(keep) comfortable
palliative care

Plan to withdraw from active treatment &
measures to be put in place to ensure
optimum patient comfort is achieved
SIB3R07

pain free
die peacefully/naturally
(maintain) dignity
End-of-life care
(no, avoid) distress
(maintain) privacy
TLC
(allow, let) nature (to) take its course
H. Medical and
legal grounds for
decision-making

best interests

It is not in [patient’s] best interests to
continue treatment . . .
NIB4R09

CPR, cardiopulmonary resuscitation.

Extracts from NIB3R09 case notes demonstrated the logic outlined above in the medical note record of the
conversation with relatives:
Medical note: ‘30/10/2012 09:25 . . . speak to relatives – I think we’ve come to the end.
[consultant]
30/10/2012 11:40 Spoke to mum + others. Staff nurse [name] present.
Told that [patient] is very unwell and getting worse all night and all organs are failing. I told them she
is on the maximum O2 and the O2 is not getting through. Pressure on the ventilator is high any more
will cause more harm such as a pneumothorax. Her inotropes are back again and gone into very high
amount and we cannot give her more since her leg (Lt) is going more purple. So we have to leave it
like this.
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She has got infection which is getting worse despite changing the antibiotic and I have added another
one today.
I also told them her kidneys are not working and overall she is much worse + in these circumstances it
is better not to resuscitate if she has a cardiac arrest. This is not in her best interest. I also informed
them that I have changed some treatment and going to restart the filter. If she is not responding to
the treatment, we should call it a day and keep her comfortable.
They seem to understand this + asked how long she will last. I said ‘I do not know’. We will give her a
few hours if she deteriorates, we will discuss again with the view to keep her comfortable.
DNAR form completed. Signed [consultant].
31/10/2012 11:00 42 F bifida/severe CAP + sepsis
(Day 10 in ITU)
Condition worsened yesterday + continued to decline overnight.
DNAR completed yesterday + ceiling of care initiated . . .
31/10/2012 – 11:25 Discussion with family (mum) consultant + SN [staff nurse].
Explained [patient] has deteriorated further + hasn’t responded to maximum treatment overnight. I
discussed withdrawal of inotropes and family agreed that we will not renew the adrenaline infusion
when it runs out in a few hours- Family will contact other relatives.
These discursive categories were used strategically to prepare the ground for the difficult news that a
patient was dying and that medical intervention had reached the limit of its powers. It was clear from the
data that doctors’ discussions with a patient’s relatives about the patient’s imminent death reflected a shift
from cure to care. This was not just a linguistic device but a very real change in the nature of the patient’s
care. The requirement for relatives to make a cognitive shift away from the survival and recovery of the
patient to symptom control and death has been discussed elsewhere.26,67 The speed with which these
conversations progressed varied in line with the patient’s condition. This is demonstrated in the cases of
SIB3R08 and SIA2R04, below:
D/W partner/son [name]/children. They themselves can see that [patient] is dying. And are in full
agreement that we have come to [the end]. Curative Rx [radiotherapy] is not possible. New focus of
care will change to palliation.
SIB3R08
I explained to the wife + 2 daughters that the LCP is a comprehensive pathway whereby a medical
team identify that a patient is dying and their care switches from active management to palliation. The
LCP is designed to ensure the patient is kept calm, pain free and comfortable during the dying
process, and that unnecessary/potentially distressing treatment is avoided. The reason for starting the
LCP is that [the patient] has a systematic bacterial infection (sepsis) which has affected all his organ
systems. The infection + its systemic effects have failed to respond to 72 hours or more of aggressive
ITU care and his condition has deteriorated to the point where we do not feel he can ever get
better . . .
SIA2R04
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Despite the careful construction of a narrative which was designed to lead to the conclusion that the
patient was dying, notes often also revealed a glimmer of caution, a small degree of uncertainty which
could hold out to a patient’s relative the slim hope of recovery. In some of the notes the use of terms such
as realistic, significant recovery, meaningful recovery and significant possibility left some linguistic room for
recovery against all odds:
No realistic chance of improving and his deterioration is worsening.
SIA2R09
Dr explained likelihood of significant recovery is poor.
NIA2R10
Without prospect for a meaningful recovery.
SIA3R04
There is a significant possibility he might not survive.
NIA6R04
Will more than likely not recover from this and is most likely at the end of her life.
SIA3R06
While this lack of absolute certainty in the language used to communicate information about prognosis
may reflect a wider problem with evidence and its interpretation,68 it is generally considered to be very
difficult to predict accurately that a patient is dying.22,26,45,69 It is clear that despite medical evidence to the
contrary there are cases which defy medical expectations; these are often framed as the ‘miracle’.
In this study, the most commonly identified physiological markers used to support the decision that active
treatment was no longer of benefit included multiple organ failure (involving at least three organs) and
irreversible brain injury/damage. Ravenscroft and Bell’s survey in ICUs also reported multiple organ failure
as one of the most common reasons for withdrawal of therapy.63 In the cases of SIA1R01 and NIB4R03,
the role of organ failure supported the notion of a poor prognosis:
Overall, very poor prognosis given 5 organ failures. Family aware of this; DNAR form completed today.
SIA1R01
Discussed end-of-life decisions: – if signs of multi organ failure – esp renal failure this will be indicative
of terminal prognosis -will likely withdraw at any time.
NIB4R03
In this study, examination of the notes suggested a multipronged approach to defining the limits of
treatment in relation to each individual patient. First, it was reported that staff had done their best, with
the limits of active treatment reached or there being no possibility of doing more. Expressions such as on
maximum treatment, our best efforts, full treatment and most aggressive therapies were commonly
contextualised by disease progression or lack of response or improvement from patient. This is exemplified
in the following extracts:
She is going to die regardless of what we do because she has deteriorated despite extremely
aggressive treatment on ICU, but also on ward X.
NIB5R07
Advised he is receiving maximum support possible + any further deterioration + we may not be able to
support him.
NIA6R04
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I explained that his condition has deteriorated further today and we are reaching the limits of our
supportive therapies.
SIA3R04
Despite maximal multi-organ support his condition was not improving.
SIA2R10
Told that any attempts to improve [patient’s] health did not help – he is deteriorating rapidly . . .
explained that despite all the treatment given there has been no improvement in her condition.
NIB5R06
In many cases, the notes revealed how the concept of futility was actively tested by allowing a trial period
during which treatment was continued or given to see if patients improved, responded or deteriorated.
The Intensive Care Society’s guidance suggests that ‘when outcome is uncertain, it is worth considering a
trial of intensive care treatment on the understanding that it will be withdrawn if ineffective’.70 However,
the nature of active treatment and the length of time allowed to assess efficacy were frequently discussed
in the notes, as shown in the following extracts.
[Information Given to Relatives Form] 29/7/12 09:30 Present at interview Son, Daughter + Staff Nurse.
I explained the surgical procedure + the serious nature of a hole in the [-].
Her organs are failing + she is not responding to our treatment. We will continue treatment but I think
it is likely that in the next few hours we will reach the limit of our treatments + if she is still continuing
to deteriorate continuing Rx [radiotherapy] at this point would not be in her best interests.
Family understand. No further questions. [Signed by the consultant]
29/07 12:05 Present at interview Daughter, Staff nurse, Consultant
I explained that BP is continuing to drop.
Continuing Rx is futile.
I discussed withdrawal of Rx.
[Medical notes] Daughter upset but understands. [Signed by the consultant]
NIA6R09
14/6/12 12:14 Spoke to the relatives at 10:15 Notes written later because of other patient unwell.
Told the daughter that [patient] is unwell with multi organ failure + ischemic bowel. Surgeons to
have a look at it to see whether they can do anything. If they feel all the bowel is dead it will be
open + close + we will withdraw treatment and keep her comfortable. In case of cardiac arrest we will
not do CPR [cardiopulmonary resuscitation].
I told her that the decision is a medical one and in all probability she will die.
She accepted the fact.
Pt [patient] returned from theatre. Myself + the medical SPR [specialist registrar] spoke to the whole
family + told them that we cannot do any surgery since the entire bowel is black. So we are going to
withdraw treatment + keep her comfortable. They agreed. For TLC.
NIB3R06
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Reports of what relatives were told and relatives’ responses to
that information
Interactions between staff and patients were much in evidence in the ICU patients’ notes. There was
lengthy consideration of the families’ responses to what had been communicated and in particular, where
there were divergent opinions, how these differences were resolved.
A consistent line was articulated with regard to the relatives’ role in decision-making. Families were not
expected to make medical decisions, as this was defined as the doctor’s responsibility. This was evident in
the notes:
Aunt informed me that there were more relatives travelling from [name of city] & they were not able
to make any decisions until then. I reassured them that there was no decisions for them to make –
that once the family were here we would put [patient] onto a ‘t-piece’/macrophon + [patient] would
be kept comfortable.
SIA1R06
I have mentioned that we (ITU team) along with medical team have made a decision of DNAR in view
of maximum therapy and 4/s organ failure. The outcome is going to be very poor and no further
questions from husband.
Have explained that we may make the decision to withdraw active management in next 24 hours . . .
[Consultant Anaesthetist].
NIB5R07
[Patient’s] friend spoke to the consultant regarding [patient’s] chances in theatre. [Friend] was very
upset following consultation stating that he felt that if there was a chance that the operation could
work he should have it irrespective of the likely outcome. I apologised to [friend] and told him that he
shouldn’t feel like he has to make the decisions re his friend’s health, that the decisions are for the
Drs. NIC also spoke to [friend] and said the same. ITU consultant also spoke with [friend]. I wasn’t
present at the time.
SIA1R07
However, although families were not expected to take medical decisions, the voice or opinion of the
relative was not absent from the notes. There were three ways in which families’ views were represented
in the notes: (1) family agreed to care plan made by staff; (2) family provided proxy views on patient’s
preferences for care; and (3) family suggested care plan which was accepted by staff.

Family agreed to care plan made by staff
Not surprisingly, doctors constructed the narratives of the patient’s deterioration with a view to eliciting
the relative’s agreement for particular courses of action. Terms such as ‘in (full) agreement with’, ‘agree
with/to’ and ‘happy with’ were very often used to convey families’ consent to the doctor’s decision to
switch care from cure to palliation and the care plan suggested (see also the following quotes):
Mother and sister spoken to. Emphasis made on fact that there is no likelihood of recovery.
Withdrawal discussed. They are all in full agreement. Comfort care at all times. Not for CPR.
SIA1R03
ECG [electrocardiogram] showed brain damage and it was clear we could not help him further to
recover back to his old self. Family agreed to withdrawal of all treatment.
NIA2R04
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Family provided proxy views on patient’s preferences for care
Some notes recorded that families had ‘expressed’ or ‘stated’ what patients would have wanted in
the circumstances:
They [mother and sister] expressed their belief that [patient] had ‘had enough’, his time had come.
He has been through so much. [consultant] assured them that we would sedate them for
comfort + analgesics if needed.
SIA1R03
Approached by daughter [name] who stated that the family have had a discussion and they were
saying [patient] wouldn’t want this invasive support. Therefore discussed regarding how we would
keep [patient] comfortable as it was the main issue discussed.
SIA3R02

Family suggested care plan which was accepted by staff
In some notes, families were reported as initiating plans to withdraw/withhold active treatment and
provide palliative care. The views and actions of the staff were reported in this context as ‘respecting the
family’s wishes’ and responding to family’s preferences:
Following the update the family expressed their wish for pt [patient] to be moved to a side room due
to the levels of noise and disturbance in the unit, NIC + Dr agreed to move pt to the side room. In
addition to this family requested for the ventilator to be removed. Consultant + NIC informed family of
the events that could happen once the ventilator is removed. The family accepted this and NIC and
myself removed ventilator. Family requested for endotracheal tube to be removed. NIC explained the
events that could take place if tube removed. Family understood NIC confirmed this with consultant.
We subsequently removed ET [endotracheal] tube.
SIA1R06
Dr [name] discussed with family that treating was now ineffective. Family expressed wishes that
ventilator + tube be removed, so they could spend time with [patient].
SIA1R07
Many notes showed a combination of all three examples:
Consultant Notes 14/06 18:05[Name] – ICU Cons Discussion with [wife] and her son.
We have spoken a couple of times over the past few days and they are well aware that despite
aggressive therapies his condition is deteriorating.
I explained that his condition has deteriorated further today and that we are reaching the limits of our
supportive therapies. The only cause that we have readily identified is that of infection; yet he has not
responded to antibiotic therapy. Currently he continues to have extremely high ventilatory and oxygen
requirements and he now also needs cardiovascular support and his renal function is deteriorating.
[Wife] and her son stated that [patient] has always said he would not want a protracted death.
We discussed renal support, escalating inotropic therapy and chest compressions in the event of
cardiac arrest. I stated that [patient] would not benefit from such therapies on the grounds that they
would be futile in the face of continued deterioration. His family stated that he would not wish for
such attempts to prolong his life to be attempted.
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We also discussed what we would do if his condition deteriorated even further and agreed that in
such an event we would call [wife] and her son and would withdraw the supportive therapies while
they were present; this based on his previously expressed wishes (above).
SIA3R04
The data suggested that one of the major goals of communication with relatives at the point that
treatment was no longer considered beneficial was to get support for decisions that were being
formulated or made by the medical team. As already highlighted, the notes were explicit in demonstrating
that clinicians did not want relatives to feel responsible for making decisions, particularly those that related
to withholding or withdrawing active treatment. These findings are strongly supported by the work of
Seymour, who also suggests that families’ participation in decision-making may not be a central aim of
clinicians in intensive care.45 She suggests that the communication with relatives is designed to bring
families to a point where they will agree with decisions that have already been taken. Seymour also
suggests that sharing responsibility between staff and relatives regarding a patient’s preferences for care
provide a way of broadening the basis for withholding or withdrawing treatment. Seymour observed in her
study that the views of the family became most important when there was a degree of uncertainty over
which way to proceed.
In the majority of notes, families were represented as a single unit, with individual representatives singled
out where they had been involved in particular conversations. This created the impression in the notes that
families were unified in their understanding of and responses to information that had been communicated.
Only occasionally were divergences of opinion between family members recorded.
Nursing Notes 19/05/12 – 14:10
I spoke to the family today after the ward round, explaining how sick their mother is and how dialysis
is not an option for her. She has 4 system organ failure, which is not going to improve. There seems
to be a slight difference of opinion in the family whether to continue treatment, but at the moment
this is not resolved. I emphasised to all the family that the problems with their Mum’s liver is not going
to resolve. It appears that they have only recently realised that she was suffering from liver failure.
I think they need a little more time to come to terms with the situation.
SIA3R06
In the UK, doctors carry the legal responsibility and accountability for decision-making according to the
law, the standards imposed by the General Medical Council and published guidelines. However, it is widely
acknowledged and emphasised that families are an intrinsic part of end-of-life decision-making26 and help
to make the process of decision-making open and accountable.71

The plan of care
As Billings points out, in intensive care facilities, deeply anxious patients and families are thrown into a
hospital setting that is often strange and frightening, and must work with unfamiliar health-care
professionals.72 In order for families to cope with and accept a terminal prognosis, they need effective and
empathetic communication.73,74 Seymour’s study45 and the study by Cosgrove and Bari74 found that both
nursing and medical staff in ICUs saw the delivery of information to families as a major aspect of their role.
Nursing and medical staff portrayed their role in giving information as a means of enabling families to
adjust to the likelihood of death and facilitating the primary grieving process.
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While focusing on communicating the patient’s condition to relatives, the notes also portrayed a narrative
around the care that was being provided. Keeping families ‘updated’ and ‘informed’ was invariably
recorded in the notes. The word ‘reassure’ or ‘reassurance‘ was used frequently in the notes across all sites
and there appeared to be a clear and consistent line articulated in the notes as to what the relatives were
told. Once the plan of care had been communicated and was being put into practice, the notes
highlighted the relatives’ response, usually in terms of their acceptance of it. There was frequent use of
terms such as:
l
l
l
l
l
l
l
l
l

they (the relatives) are [(well) aware of]
they have clear insight of
they (appear to) understand
they are (very) understanding
they have a good understanding of
they (appear to, seem to) accept
they (seem) accepting of
they are happy with
they seem at peace with.

Just as clinicians appeared keen to get the relatives’ support for their treatment decisions, so clinicians also
appeared keen to reflect conversations they had had with relatives about a proposed plan of care:
Have explained that we may make the decision to withdraw active management in next 24 hours.
Husband was initially very upset to which I have reassured that the ITU management is always to
maintain organ support to allow the recovery and in view of the both: had very poor nutritional and
very poor natural immunity due to alcoholic liver disease and multiple nutritional deficiencies and ICU
outcome is likely to very poor. Husband had no further questions, left the interview room to contact
his daughter [Consultant Anaesthetist].
NIB5R07

Summary
The analysis of case notes in relation to the communication between staff and relatives supports other
research on end-of-life care in ICUs.26,45 Limited though they are, the notes revealed the importance to
clinicians of building the relatives’ understanding of the treatment and care of the patient in the context of
an overall narrative of deterioration and death. The separation of the act of medical decision-making from
support for medical decision-making was a very real and important one. Medical staff appeared keen to
present in the notes the decisions that were taken as objective evidence-based decisions. They recognised,
however, that the emotional connection between relatives needed to be harnessed to the patient’s best
interests, even though from the relatives’ point of view this did not necessarily serve their own best
interests. It seemed from the notes that as the technology that saved lives became redundant, the efforts
of the clinicians became focused on convincing relatives that cure needed to be replaced with care. As the
practice shifted, so did the nature of the discourse. Staff of all professions and grades writing in the notes
adopted the new discourse of care which was both consistent and persistent. In the next chapter we
report the findings from observations undertaken in ICUs.
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Chapter 10 Intensive care units: observation and
case note analysis
Introduction
In this chapter of the report we focus on the observations of end-of-life care undertaken in the ICUs
participating in this study. Although the detailed conversations between clinical staff and relatives about the
patient’s condition were not observed prior to a decision that the patient was in the last days or hours of
life, subsequent discussions about these conversations were observed between staff, between relatives and
between staff and relatives. They were also reported in the case notes which also form part of the data set
being analysed here. In all cases the researchers observed the withdrawal of treatment and/or interventions
from the patient but not necessarily the patient’s death.

Findings
The sample of ICUs for the study was designed to reflect care in both LCP sites as well as sites that did not use
the LCP. However, the opportunity to observe care in each of the 12 sites participating in the study did not
occur. In the north-west the observations were undertaken in three LCP-using sites and one non-LCP-using site,
and in London and the south-east observations were undertaken in two LCP-using sites and two non-LCP-using
sites, making a total of five LCP sites and three non-LCP-using sites. Thus, the 17 observations reported here are
based on eight different participating ICUs (Table 13); 10 were undertaken in London and the south-east and 7
in the north-west.
Of the 17 observations, 6 were undertaken in organisations which did not use the LCP, with the remaining
11 taking place in LCP-using organisations. The patients observed had been in an ICU bed from a range of
1–59 days. However, the majority (76%) had been in the ICU for ≤ 5 days (Table 14).
In two cases, patients did not die on the ICU during the observational period. One of the patients whose
care was observed ceased to be supported by the LCP and was transferred to another unit as her condition
improved (NIA6P3ON). This patient eventually died in a hospice 26 days later. Another patient was
transferred off the ICU to a ward but continued to be supported by the LCP. This patient died 4 days after
being transferred. The researcher did not observe the deaths of these two patients. The discussions
reported during the observation in which the LCP was withdrawn (NIA6P3ON) provide an important insight
into the way in which bodily responses are interpreted differently within lay and medical knowledge and
the implications of this (see Divergent views between staff and relatives, later in this chapter).

TABLE 13 Care observed in LCP-using/non-LCP-using sites
LCP sites

Deaths observed

Non-LCP-using sites

Deaths observed

Total observations

North site 1

1

North site 1

1

2

North site 2

2

2

North site 3

3

3

South site1

4

South site 1

3

7

South site 2

1

South site 2

2

3

Total

11

6

17
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TABLE 14 Characteristics of patients in the ICU sample

Patient
identifier

Age (years)
of patient
at death

NIA2P1

83

NIA1P1

Length of
time in
ICU bed

Length of
time observed
to death

LCP documentation
not fully completed

3 days

12 hours
4 minutes

Bowel obstruction

69

✓

3 days

35 minutes

Cerebral infarct, MI

NIB3P1

67

✗

1 day

55 minutes

Rheumatoid arthritis, liver
disease, sepsis

NIA6P3

47

✓

17 days

a

26 days after
transferb

Hepatitis C, drug and
alcohol poisoning

NIA6P2

71

✓

2 days

a

4 days after
transferc

Brain stem infarct

NIA6P1

45

Started after 2-hour
wait

4 days

3 hours
10 minutes

Alcoholic liver failure

NIA2P2

72

✓

4 days

2 hours
30 minutes

Seizure, perforated colon,
brain tumour, multiple
organ failure

SIA1P4

50

✓

9 days

1 day 1 hour
43 minutes

Variceal bleed, alcoholic
liver disease

SIA1P3

77

✓

2 days

39 minutes

Respiratory failure, sepsis

SIA1P2

58

✓

1 day

15 minutes

Sepsis, cardiac arrest,
pneumonia

SIA1P1

77

✓

5 days

6 hours
39 minutes

Bradycardia and cardiac
arrest

SIB2P2

74

✗

59 days

3 days

Multiorgan failure

SIB2P1

84

✗

4 days

5 minutes

Acute renal failure

SIB1P3

55

✗

21 days

2 hours
36 minutesd

Sepsis, metastatic
leiomyosarcoma

SIB1P2

67

✗

5 days

91 minutes

Type II respiratory failure,
multiorgan failure

SIB1P1

81

✗

2 days

12 hours

MI, end-state COPD

SIA3P1

76

✓

1 day

55 minutes

COPD

LCP used (✓) not
used (✗)

Diagnosis

COPD, chronic obstructive pulmonary disease; MI, myocardial infarction.
a These patients were transferred out of the ICU and ceased to be observed after transfer, as follows:
b 19 January 2013 transferred to ward; 4 February 2013 admitted to hospice; 14 February 2014 died in hospice.
c 19 September 2012 transferred to ward.
d Not for escalation of treatment from 14 September 2012.
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Apart from the two observations which did not result in the patient dying on the ICU, from the time at
which an observation was begun to the point at which a patient died ranged from 5 minutes (SIB2P1ON)
to 3 days (SIB2P2ON). All of the observed patients were defined as unconscious, attributed to the severity
of the underlying disease processes or the effects of sedation and analgesia.

The use of the Liverpool Care Pathway in Liverpool Care
Pathway-using sites
For non-LCP-using sites, there was no evidence to suggest the presence or influence of an end-of-life care
pathway. However, for LCP-using sites, the use of the LCP varied enormously between sites and on
occasion between patients in the same ICU. The data reported here relate to the 11 observed deaths
in five sites which were recruited because they reported using the LCP. Despite the finding in the
retrospective case note analysis (see Chapter 9) that some LCP-using sites did not always use the LCP to
support care, and that a minority of non-LCP-using sites had supported deaths using the LCP, all
11 observed deaths in LCP-using sites were supported by the LCP.
This section begins by examining the use of the LCP, and in particular the relationship between decisions
about care and the use of the LCP. All of the sites used the LCP in different ways.
The major differences in the use of the LCP were:
1.
2.
3.
4.

timing of the use of the LCP
perceived purpose of use of the LCP
the use of documentation
communication of LCP use to relatives.

Timing of the use of the Liverpool Care Pathway
The LCP is structured to support care once a person has been recognised to be in the last hours or days of
life. In ICUs this is a complicated decision arising from a detailed review of the clinical evidence.
All of the sites using the LCP had access to the ICU LCP documents. Through the retrospective case note
analysis (see Chapter 9) it was clear that the LCP was available and used frequently in these sites. However,
it was not always used with every dying patient, and, when it was used, it was not always used in the
same way. From the notes it was possible to see that a decision to stop active treatment was swiftly
followed by the recommendation, ‘for LCP’. However, different ICUs and their staff adopted different
approaches to the point at which the LCP forms started to be filled in and consideration was given to
achieving the goals outlined in the LCP documentation.
In NIA6P1ON (27 July 2012; 20.15) a nurse reported that it was the ICU’s policy to wait 2 hours after a
decision had been made that the patient was not for active treatment before implementing the LCP. In the
case of NIA6P1ON, the patient was extubated at 17.45, the LCP documentation was signed by a doctor at
20.15, and a nurse began to complete the LCP assessment elements shortly afterwards. Two months later
in the same site, the LCP paperwork was started for another patient as soon as the findings of a magnetic
resonance imaging scan and a lumbar puncture revealed a large and irreversible infarct in the patient’s
brain stem (NIA6P2CN 18 September 2012; 17.30). The ICU MDT discussion sheet recorded ‘Relatives not
present when LCP commenced, but they were aware of patient being extubated and that patient is for
TLC. Family finding everything too distressing so have gone home and will return in the morning’.
In NIA2P2ON (7 March 2012) a decision was made at 10.30 for a patient to ‘be put on the LCP’ with the
caveat that the LCP would not be ‘started’ until the family arrived, which they did at 13.00.
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In SIA1 there was a consistent time lapse between the decision to put a patient on the LCP and its
implementation (SIA1P3 and SIA1P1). In the case of SIA1P2 (14 September 2012; 19.30) the nurse was
heard to report that it would be unlikely that that they would even get the LCP paperwork started, as the
patient was on such a ‘high level of support’ that it was likely that as soon as they started withdrawing the
‘patient would go quickly’.
In the instances outlined above, the variation in the timing of the LCP was associated with the timing of the
cessation of active treatment, the likely speed of death once the patient had had active treatment withdrawn
and the desire to allow the patient’s relatives and visitors to be present before the patient died. This last point
was of considerable importance as clinicians preferred to discuss withdrawal and what would happen after
withdrawal with the patient’s family. Clearly, this could not happen unless the family was physically present.
In one site (SIA3P1ON) the consultant had started to complete sections of the LCP documentation prior to
the arrival of the patient’s relatives. The consultant sought out the researcher (25 July 2012; 12.55), to tell
her that ‘although the family had not yet arrived’ he had decided to start the LCP because the ‘patient was
deteriorating’. This decision was based on a clinical judgement but was not associated with any immediate
change in the management or treatment of the patient. In fact, the consultant gave explicit instructions
that the relatives ‘might need some time at the bedside first, before starting withdrawal’.
Across the ICU sites the intention to use the LCP did not translate automatically and immediately into its
implementation. Timing of the use of the LCP reflected its position in the order of priorities. It was
considered only once the clinical team had discussed and decided that ‘active’ treatment was no longer of
benefit to the patient. Once this decision had been reached the LCP was seen as a flexible response which
could be implemented as and when the clinical team felt the circumstances were appropriate. There was a
common perception (see staff point 1 and point 2 interviews) that the LCP was seen as a nursing tool. It
was a pathway that came into play once the medical and clinical team had decided that active treatment
was no longer of benefit to the patient. Some of the delays experienced in LCP implementation were
attributed to the difficulties associated with getting doctors to sign the forms.
In the next section we explore what clinicians appeared to think the LCP offered, based on what was
observed and what was written in patient case notes.

Perceived purpose of use of the Liverpool Care Pathway
Given the variation in timing of LCP implementation it was not surprising to find that, across the sites, the
LCP meant different things to different people. It was common across all sites for the LCP to be associated
with ‘withdrawal’. This is not surprising as the decisions that had to take place before the LCP was
implemented involved an assessment of the patient’s response to treatment. By definition, the LCP was
used only where the clinical team believed that the patient was not deriving any benefit from active
treatment. Withdrawal, what is meant by withdrawal, and what happens in practice is hugely complex and
is discussed later on. Its importance here, however, is its association with the LCP in the minds of the
clinical staff and in their conversations with relatives. Clearly, the decision to cease active treatment is a
precursor to withdrawal as well as to the implementation of the LCP. Both stem from a recognition that
the patient is entering the last days and hours of life.
In SIA3P1ON (25 July 2012) the nurse was heard telling the relatives as the observation monitors are
switched off at 13.20 that ‘they have begun the LCP’. This is curious. The consultant notes, and the
conversation held with the researcher by the consultant, indicated that the LCP was started at 12.55.
One interpretation of the nurse’s statement could simply be that the use of the LCP had begun earlier.
However, the juxtaposition of telling the relatives that the LCP had begun and turning the monitors off
seemed to convey the idea that treatment had changed and things were being stopped. In fact, the only
thing that had changed at that point was the privacy setting on the monitor, which had been activated to
prevent the patient’s relatives from seeing the patient’s vital signs. Intentionally or otherwise, the nurse
seemed to be signalling that the LCP was associated with ‘equipment being turned off’.
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Discussions between the clinical team revealed that while the LCP was associated with the decision to
withdraw active treatment, the implementation of the LCP was not necessarily a trigger for withdrawal
(see SIA3P1ON, above). A nurse reported (SIA1P2ON 14 September 2012;19.00) ‘We have done all the
(LCP) paperwork but have not withdrawn anything yet’.
Occasionally, in the observations and, less often, in the notes, staff explicitly associated the LCP with
‘palliative care’. This was observed in SIA1 in relation to two of the observed patient deaths. A consultant
reported in the notes (SIA1P3CN) that ‘Our plan is to use the LCP in order that comfort needs are met’.
While there was a clear association of the LCP with care, and in particular care provided by nurses, the
strongest message to emerge from the observations was the association of the LCP with withdrawal.
This will be explored in more detail later in this chapter.

The use of documentation
All of the LCP-using sites ran the ICU documentation alongside the LCP documentation, so for each
patient an account of the care provided was recorded in a number of places. The names of the documents
varied from site to site, but the content was broadly similar and can be grouped into the following types:
l
l
l
l
l
l

critical care unit information given to relatives/communication with relatives document/family
communication sheet
medical notes/clinical notes
critical care daily record/daily assessment sheet/continuing progress/daily observations
nursing notes/nursing evaluation/sometimes split into day evaluation and night nursing
multidisciplinary record/multidisciplinary communication sheet
drug sheet.

In order to assess how the LCP was used in practice, we compared the completion of the LCP
documentation with what was observed, and what was observed with what was recorded in the various
case notes.
Where deaths occurred very soon after the start of the LCP, the LCP documentation was often incomplete.
The ICU notes provided a much more detailed account of the patient’s deterioration and what was done
by the staff. Although variances were marked on the LCP form, often they were not explained, actions
were not described and outcomes were not identified (SIA1P2). Given the short timescales involved,
perhaps these discrepancies are not surprising. However, there was one case in which the discrepancies
between the LCP documentation, what was observed and what was recorded elsewhere in the notes were
quite extensive. Conversations were observed between the clinical team about moving the patient to a
ward, and the suggestion that the patient might not die very quickly. In NIA6P2, in section 2 of the form –
LCP ICU day 1 – all of the goals were marked hourly as achieved (except Goal f: respiratory support; Goal
i: the patient does not have other symptoms; and Goal q: the well-being of the relative or carer). When a
patient continues to be supported by the LCP for a second day, the time intervals for recording change
from hourly to 4-hourly (for goals a–j) and 8-hourly (for goals k–q). These were completed for the time
period 12.00–00.00 (midnight) for goals a–j and for 12.00/16.00 and 00.00 (midnight) for goals k–q.
The major discrepancies in the completion of the documentation related to:
(a) the timing of care
(b) the assessment of pain and the administration of drugs
(c) communication with the relatives.
The nature of these discrepancies are outlined in the case study in Box 1.
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BOX 1 Case study: reporting discrepancies with the LCP document for NIA6P2ON

(a) The timings of care recorded on the Liverpool Care Pathway
When matched with the observational data, none of the times at which turning/rolling, mouth care and
assessment of pain were undertaken matched the data recorded on the LCP. The importance of this is simply
that as a result of undertaking these activities, observations and decisions were made which were not recorded
anywhere. A NG tube that was observed to be removed was also omitted from the record.
19 September 2012; 21.29 Nurse says to Dr ‘Shall I take this out’ (touching the N/G tube) ‘he’s on the LCP, we
don’t usually continue feeds when they go to ward’ (NIA6P2ON).

(b) The assessment of symptoms and the administration of drugs
An assessment of a patient’s symptoms (in this case agitation, pain and secretions) would usually be recorded
on the variance sheet if the patient was found to be symptomatic and action was required/undertaken. In this
case, despite three assessments of pain and the subsequent administration of paracetamol and diamorphine,
and three attempts to remove thick sputum using suction, the variance sheets were all left blank.

(c) Communication with the relatives
A considerable amount of communication with relatives was observed. This ranged from discussion about
arrangements for feeding the patient ‘because the family thought it would be better’ (19 September 2012;
14:35); the name that the patient responds to ‘They keep calling him J’ and that the relatives have told the
staff many times that that was not what he was known by (19 September 2012; 14:02); and moving the
patient to a ward. None of this communication was recorded on the LCP documentation.
In this patient’s case the LCP records appeared incomplete and, as a result, misleading. It seemed important
that a decision was made to move the patient to a ward. Interestingly, the LCP documentation that was
completed after the patient’s move off the ICU and on to the ward was more complete, with variances detailed
and records made of the communication between staff and family members.

Communication of Liverpool Care Pathway use to relatives
As the study progressed, the environment changed significantly. Negative media coverage of the LCP
created huge reluctance on the part of staff to talk to relatives about the use of the LCP. This was openly
discussed between staff, observed and reported in the notes. Sites adopted different strategies to
discussing the use of the LCP in the care of the patient with the family. At one site (SIA3P1ON 25 July 2012;
11.55) the consultant told the researcher just prior to talking to the family that he discusses the LCP with
the family ‘so they know that the patient isn’t just being shoved in a corner’ but is ‘still being actively looked
after’. In other sites discussion about the LCP was more restrained, varying from a nurse who reported in
SIA1P1ON (15.10) that the patient’s family had not been told that the LCP is being used because of the bad
press, to a consultant in NIA2P1ON (19 January 2012; 14.30) who reported ‘it’s another pathway we don’t
need to bother relatives with’.
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Withdrawal
As has been highlighted, in addition to the initiation of the LCP, the concept of withdrawal was central to
the care of these patients in ICU. The following section focuses on the issue of withdrawal in all observed
cases regardless of whether or not the LCP was used to support care. It focuses on four specific elements
in the process of withdrawal:
1.
2.
3.
4.

the
the
the
the

decision to withdraw
management of withdrawal
meaning of withdrawal
observed process of withdrawal.

The decision to withdraw
Before discussing in detail what is meant by withdrawal we explore how the decision to withdraw active
treatment was communicated and implemented. From the observations of discussions with relatives and
the case notes, clinicians presented decisions about the withdrawal of active treatment in terms of the
‘best interests’ of the patient. Death was constructed as preferable to life, and staff did not see prolonging
death through active treatment as being in the patient’s best interests.
Patients were explicitly informed, usually by the ICU consultant, that the ‘decision-making’ about
withdrawal was clinical and not a decision to be made by relatives.
18.05.12;
10:20 Consultant responds ‘we’re not asking you to make a decision. It’s not a decision the family
makes. It’s a decision for consultants to make. The question is: would he be able to sustain life in the
long term and the answer is no.
SIB2P2ON
The emphasis on medical decision-making was always explained to the relatives in terms of their benefit,
so that they would not have to live with the burden of feeling ‘as though they’d had to choose to end
(name of patient’s) life’ (SIB2P2ON). It was also the case that the decision to withdraw had already been
made prior to conversations with the family, often during a ward round or MDT meeting. The basis for this
decision will be explored in detail in subsequent publications in peer-reviewed journals.
Usually, but not always (see SIB2P1ON), the decision to withdraw was conveyed to the relatives prior to
any withdrawal taking place.
25.07.12;
10:18 The nurse told me they had not yet spoken to the relatives, but they were going to. She also
told me that they had already had a preliminary conversation about the patient’s deteriorating
condition, but they hadn’t yet discussed withdrawal with them, but that withdrawal was likely to be
the next step.
SIA3P1ON
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The presentation of the decision was carefully constructed. It was almost always preceded by a detailed
narrative of the patient’s deterioration, including treatments that might have been tried and complications
that had developed.
10.05.12;
13:35 The consultant started the meeting by asking the two relatives what they understood about the
patient’s condition. The consultant listened to what the two male relatives reported and at one point
checked the patient’s notes, which he had with him. He then explained that, although it had
previously appeared that the patient was suffering from a chest infection, for which they had
unsuccessfully tried to treat her, they had done an ECHO [echocardiogram] earlier in the day and
discovered that, in fact, the patient had cardiac failure. Consultant explained that the symptoms of
cardiac failure can sometimes present as respiratory failure for various reasons (which he discussed),
but that having done the ECHO they could see that her heart was very damaged and was not
pumping properly. He explained that, given the severity of her problems, which he identified as
‘multiple organ failure’ that the treatment they were currently providing was ‘prolonging death, not
saving life’ and that the humane thing to do was to ‘let her die’. Consultant said that what they would
now do is withdraw the treatment that was ‘prolonging death, rather than saving life’ and that that
was the best thing they could do for her.
SIB1P2ON
In only one site (SIB2P1ON 23 April 2012; 12.10), a non-LCP-using site, did the clinical team begin to
reduce the patient’s medication without any prior discussion with the patient’s relatives.
In general the issue of withdrawal was always presented in the context of the patient’s decline and the
futility of further treatment. The nature of the decline portrayed, in the clinicians’ minds at least, left very
little room for doubt that the patient was at the end of their life. For example:
27.7.12;
15:25 Consultant explained that she has continued to deteriorate and in his opinion is not going
to survive.
NIA6P1CN
18.9.12;
17:30 Consultant informed family that this is an irreversible process and his clinical condition is unlikely
to improve.
NIA6P2CN
15.05.12;
19:15 Consultant explained patient is in decline. Despite all the intensive efforts the patient has failed
to improve and nothing we do is likely to change his survival.
SIB2P2CN
Clinicians then focused the discussion with the relatives on the management of withdrawal.

The management of withdrawal
A decision to withdraw active treatment did not mean that everything was just stopped. Different sites
adopted different strategies in relation to each patient. Withdrawal was contingent on a number of factors
and was deployed to accommodate these factors.
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The factors included:
(a) the presence of key relatives
(b) waiting for the specialist nurse for organ donation
(c) allowing the relatives time.

The presence of key relatives
Many instances were observed and reported in the notes of withdrawal being on hold until relatives
arrived at the bedside. For example:
17.12.11;
14:20 Staff were waiting for sister-in-law to travel from [name of city].
NIA1P1ON
10.05.12;
15:45 Staff were waiting for relatives to return from putting money in the parking meter.
SIB1P2ON
17.02.12;
12:50 Staff were waiting for the whole family to arrive.
SIB1P1ON
Staff recognised the importance of giving relatives the opportunity to ‘say their goodbyes’ before the
patient died and in so doing reflected the delicate balance between the needs of the relatives and the
interests of the patient.

Waiting for the specialist nurse for organ donation
There were a few examples in the data where a withdrawal decision was not immediately executed
because the staff were waiting for a decision on whether or not the family would be approached
regarding organ donation. The policy adopted in most sites where approval for organ donation was
considered involved the specialist nurse for organ donation (SNOD) reading the patient’s notes and then
calling other sites to see if there was a demand for any of the patient’s organs. This often resulted in quite
considerable periods of seeming inactivity.
14.9.12;
20:00 I was introduced to the SNOD at the Pt’s bedside. There was no family present. Curtains are still
open as withdrawal hasn’t begun yet. The SNOD told me this Pt [patient] is unlikely to be suitable for
organ donation but that it’s her duty to ring round her colleagues just in case ‘there is someone in a
worse condition than this Pt is’.
20:20 Am now waiting while the SNOD wanders around the unit trying to get mobile reception. She
told me she will need approx. 1–1½hrs. She also told me that she hasn’t yet spoken to the family
about donation. She will only do so if there is a potential recipient identified. She said she doesn’t
think it would be right to approach them about donation if there’s a chance there won’t be a suitable
recipient because sometimes families see donation as a ‘condolence’ in future months, and it wouldn’t
be right to offer them that if she couldn’t then follow through.
21:15 Still waiting [for SNOD].
SIA1P2ON
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In the end, the SNOD took the decision not to pursue donation because she felt that the family was
getting distressed and a picture was emerging that centres were not interested in this patient’s organs.
She reported that she would ‘get flack from her manager’ for arriving at this decision but she nevertheless
was prepared to stand by her decision in recognition of the needs of the patient’s family.
A similar scenario occurred in the case of SIA1P3ON (14 October 2012; 17.45). The SNOD reported
discussing the benefits of donation and the timescales with the neighbour, who had lasting power of
attorney in this case, and the patient’s vicar. They felt that they could wait no longer for the SNOD to
make enquiries and at 19.30 at their request ‘withdrawal was started’.
Tensions between the interests of the patient and their family and the potential donor recipient were
discussed in the interviews by staff (see Chapter 12) who often reported that end-of-life care should mean
end-of-life care, not supporting and maintaining life in order to keep the organs functioning for donation
(SIA1P4ON, 11 February 2013; 11.50). The detailed analysis of organ donation will be explored in
subsequent publications in peer-reviewed journals.

Allowing the relatives time
In the majority of cases staff created the impression that even though a decision had been made to
withdraw active treatment, there was no rush to actually make it happen. There were many instances in
which staff were observed to check with relatives if they had had enough time with the patient before
withdrawal was begun to ‘say their goodbyes and said what they need to’ (SIA1P1ON 19 March 2012;
16.00). In SIB1P2ON (13.35) the nurse asked if there were any other ‘family that they wanted to ask to
come in’ before withdrawal began. The relatives were also asked if they would like more time before
withdrawal is commenced.
10.05.12;
16:05 The two male relatives return. They walk around the desk at patient’s right-hand side. The son
walks up to his mum and kisses her somewhere on the face, though I don’t see where. I also see
the husband stroking her chin, between the tube and the strap holding it in. Nurse asks the
two relatives if they would like ‘a few more minutes.’
SIB1P2ON
The length of time between a decision to withdraw and the actual beginning of withdrawal varied, but at
its maximum it was 6 hours.

The meaning of withdrawal
Withdrawal was described to relatives in different ways. The description of withdrawal prior to its taking
place was designed to give relatives a general view of what was involved and what might happen. Phrases
such as ‘limiting treatment to keep the patient comfortable’ (NIA6P3ON); ‘not escalating treatment so we
won’t replace meds as they run out’ (SIA1P1ON 19.03.12); and ‘not filling syringes when they go through’
(NIB3P1 29 August 2012; 12.10) were all descriptions given to relatives about withdrawal before it
took place.
17.02.12;
Noon Consultant continued to explain about what would occur following switching off the ventilator.
He said that it was hard to say: sometimes patients ‘slipped away’ within the hour, sometimes it took
hours and sometimes it took days or weeks. He said ‘hopefully, in this case, it won’t take long
and will be quick’. He said he realised how tired the patient’s wife must be.
SIB1P1ON
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Consultants and nurses were observed informing relatives of the difficulty in predicting whether patients
would ‘die quickly or over hours’.
17.02.12;
22:15 One of the daughters asked ‘how long will it be now?’ The nurse responds that she doesn’t
know, it could be hours or days. The daughter says ‘so it could be days?’ and the nurse responds ‘yes’.
SIB1P1ON
Once withdrawal had started and the patient’s decline was closely monitored, predictions in general
became more detailed and more accurate.

The observed process of withdrawal
Withdrawal was a highly complicated and individualised matter. Although some principles emerged about
what was withdrawn and when, there were rarely two cases that were identical. In all cases withdrawal
was a process in which different treatments and support were reduced or turned off and the patient’s
body was monitored to assess its response to the changes. Underlying this process appeared to be a desire
to control the speed of the final period of dying so that it was not too quick but also not too slow, and to
‘create a death’ that appeared natural.
Items were withdrawn sequentially but the sequence varied according to the patient’s level of support and
condition. The evidence from this study suggested that the tailored approach adopted by all ICUs was
designed to withdraw the support on which the patient was most reliant last of all. If the nurse deemed
that ‘once the norad is stopped, he’ll go’, other things would be stopped before the noradrenaline so that
the patient’s decline was gradual, rather than appearing to be immediate. In line with this was the early
removal of support or equipment, which was defined by nurses as ‘not doing anything’.
14.09.12;
21:45 Nurse 1 told the family that she will be reducing the medicine supporting the patient’s heart
because it’s not doing anything. She will also reduce the level of oxygen and change the ventilator so
that it is only supporting her natural breath.
SIA1P2ON
19.03.12;
17:00 Nurse puts on a green apron and gloves. She then goes to the side of the bed where the
ventilator is. The first thing that she does is disconnect one of the bags. She removes the tube and
takes it off the hook. I think it’s the bag of feed. She tells the relatives ‘this isn’t actually doing
anything’ and says she’s just taking it away to ‘tidy’ the area.
SIA1P1ON
Where possible, it seemed important for staff to construct the withdrawal in a way that meant the
patient’s death was not directly attributed to something that had been removed. The next best thing was
to create as natural a death as possible while removing the technology that had supported the
patient’s life.

The creation of a natural death
The failure of intensive support to save the patient’s life changed the way it was discussed in the case
notes. Rather than continuing the narrative of treatment aimed at cure, the interventions were framed as
artificially sustaining the physiological functioning of life. In this context the removal of technology was
articulated in terms of ‘letting nature take its course’ (SIA1P3ON 14 October 2012; 14.40).
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Echoes of this new discourse were seen in the observations as nurses tried to create or manufacture a
‘natural death’ using the slow retraction of support. Nurses appeared to be trying to create a situation in
which the removal of technology and certain medications allowed the body to function on its own as a
body, even for a short while, until it expired ‘naturally’. The idea of a natural death seemed also to
embrace a smooth, calm and peaceful exit.
11.02.13;
15:55 Nurse 1 said that the patient has now taken some breaths on his own, and she’s hoping he will
get to the point when all of his breaths are spontaneous; then, she will be able to switch the ventilator
setting so that if he naturally stops breathing, it will be natural rather than as a result of her turning
the ventilator off. She told me that Relative 1 understands this, and doesn’t want to ‘prolong the
agony’, which Nurse 1 thinks is a ‘very brave’ position to take.
SIA1P4ON
The notion of a natural death was appealing to relatives. The family in SIA1P1 decided that an airway tube
should remain in situ in the belief that a more natural death would ensue.
19.03.12;
22:30 They decided no, to leave him so that he could go naturally. They were told that if they did take
the tube out, he would stop breathing straight away.
SIA1P1ON
Where it was thought that the removal of support might be accompanied by a distressing noise relatives
were offered the option of leaving the bedside.
19.03.12;
17:20 Nurse 1 comes back in carrying a large green tube that has a white circular disc at one end. She
tells the relatives that [the patient] is now taking very weak breaths and that the machine is finishing
the breaths off. She says that at this point, this is no longer natural, so what she is going to do is
unhook the ventilation and cap the end of the tube off with the white disc, explaining that this does
not block the tube. She explains that the machine will make ‘a noise’ when she does this. ‘Not a
terrible noise, but a noise’ and tells them that they do not have to stay while she is doing it.
SIA1P1ON
Nurses often gave relatives an indication of the time frame within which they expected the patient to die
once adjustments were made to the supporting technologies.
17.12.11;
15:01 The nurse comes in and puts her arm/hand on the back of the son on the right, says ‘I don’t
think it will be long now.’
NIA1P1ON
10.05.12;
15:45 Nurse says when they start to withdraw, she will turn the filter off first, then she will turn the
various infusions off. Nurse says that when they turn the noradrenaline off, she will ‘go’ straight away.
SIB1P2ON
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The death, however, was not always controlled in the way that the clinical team wanted. Dying too fast or
too slow disrupted the expectations and plans of the clinical team. Where it appeared that the death was
taking longer than expected, nursing staff progressed their withdrawal to elements which were more
critical in the hope that this would ‘move things along’.
11.02.13;
13:30 Nurse 1 enters the bedspace and says ‘Right. I’ve just spoken to the doctor, and we’re going to
extubate him.’ She says that at this point, ‘the kindest thing is to take the tube out’. She tells the
family: ‘I can’t guarantee that it’ll hurry things along, and I can’t guarantee that it’ll slow things down’
but ‘at this point, it’s cruel to keep him like this.’ She also says ‘I want to be clear that we’re not doing
this to hurry things along. We’ve got all the time in the world.’ Relative 1 says: ‘You do what you
think is best.’ Nurse 1 asks: ‘Is everyone alright with that?’ She looks around the group, and they all
appear to concur. Relative 1 also asks the various members if they are okay with this decision. Nurse 1
turns and asks Relative 2 if he is okay with this, and he nods his head. Various members of the group
begin to cry.
SIA1P4ON
There were a number of observed instances in which relatives felt that the death was not proceeding
quickly enough. While sticking to the plan of withdrawal, staff often felt the need to justify their actions
both to the relatives and to the researcher who was sitting observing.
16.01.13;
19:16 Relative 1 wonders if staff might give the patient an injection to finish her off. Nurse 1 explains
that’s not what is going to happen . . . Looking at other Relative 2, Relative 1 asks ‘how long is she
going to be like that?’ and ‘You wouldn’t let a dog go on like this’. Relative 2 says ‘Well she’s not a
dog is she?’ Nurse 1 explains they are just seeking to keep her comfortable and not much intervention
is needed, and as she is young, she could go on like this for some time.
NIA6P3ON
11.02.13;
23:30 Nurse 3 reports they have switched the ventilation to ‘pressure support’, meaning that he is
now breathing spontaneously. She tells me that he was ‘dribbling’ a bit and this upset Relative 1. Also,
she tells me that Relative 1 has been asking when they can make it happen.
SIA1P4ON
Just as some patients seemed to take an unexpectedly long time to die once withdrawal began, some
patients died very quickly. This was also observed when patients were being recruited to the study. In
SIA1, a patient who had been identified as ‘for the LCP’ ‘took matters into his own hands’ according to
the nurse and declined very quickly: ‘too quickly to even start the LCP paperwork’. The researcher had not
reached the site by the time this death occurred. In an observed case a nurse reports to the researcher that
she did not even have time to turn the noradrenaline down before the patient died.
14.09.12;
22:08 The nurse tells me that all she did was turn the ventilator down, she deliberately didn’t do the
noradrenaline as ‘That’s usually the quick one’.
SIA1P2ON
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Divergent views between staff and relatives
It was surprising that the researchers observed few cases in which staff and relatives were observed to hold
divergent views. There were, however, two very different cases in which the relationships between staff
and patient’s relatives became difficult. At the root of these difficulties was a fundamental difference in
views about the management of care and the interpretation of the patient’s response to treatment.
In the case of NIA6P3ON (16.05.12) the family reported understanding the severity of the diagnosis and
were heard to say that they understood that the patient’s care was supported by the LCP and that this
indicated that she was nearing the end of her life. Despite this, the patient’s mother made a number of
comments to staff that suggested that she retained the hope that her daughter would recover. To the
clinical staff these views seemed incompatible.
16.05.12;
18:28 I am sitting here day after day willing (name of patient) to open her eyes.
16.05.12;
19:06 I want her to wake up and prove you all wrong.
NIA6P3ON
Over a period of 2–3 hours, shortly after these comments were made the patient sneezed and blinked and
gradually opened her eyes for longer and longer periods. When the relatives asked the staff about the
meaning of these signs the nurse responded that she ‘does not know’. The researcher subsequently heard
the nurse confiding in another nurse that she ‘hates it when relatives ask you about why the patient’s eyes
are blinking’. The other nurse said that if she was asked she should say ‘it’s usually just a base function
and the body’s way of shutting down’ (NIA6P3ON, 17 May 2012; 13:00).
Although the clinical team continued to incorporate these behavioural signs into the clinical history of
decline, the relatives began to feel optimistic. When they expressed their hopes for recovery, the staff
relabelled them as false hopes, emphasising that the patient’s vital signs suggested permanent damage to
her vital organs. In the absence of a rational clinical explanation the family started talking about miracles
and their previous experience of things that had happened against all medical odds.
As the clinical staff’s explanation began to fail to match up to what was being observed, the team drew
back from the certainty of decline. They called in neurological experts and began to undertake their own
tests of neurological functioning. They moved into an intensive ‘monitoring’ phase. Eventually they
recognised that that the patient was recovering some function. She was transferred to a ward and ceased
to be supported by LCP.
The clinical staff in the case of SIB2P2ON also found it difficult to deal with the apparent incompatibility of
beliefs articulated by the family. Like the relatives in NIA6P3ON above, the family reported understanding
the clinician’s view that the prognosis was poor and that the patient was dying. They also appeared to
understand the notion of withdrawal. However, the family endlessly frustrated the clinical team with their
requests for active treatment, which to the clinical team made no sense at all.
17.05.12;
15:17 Daughter told researcher ‘we understand he is likely going to die, and we accept that. However,
we don’t understand why he is not being actively treated.’
SIB2P2ON
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The family wanted the patient to be fed, they wanted Holy Water to be put into his i.v. drip, they wanted to
make sure he had his insulin as per usual and they did not want him to be given gabapentin as they believed
that it made him drowsy and uncommunicative. All of these requests, they felt, would contribute to enabling
the patient to remain as communicative and engaged as possible to the point of death. Within the medical
paradigm the family’s views made no sense to the staff and little attempt was made to explore them further.
In fact, the case notes seemed to suggest that the clinical line regarding withdrawal needed to be held.
17.05.12;
11:00 The daughters seem to think that the pain killer is making him drowsy which is why they don’t
want him to have it, but the doctor has explained to them that this pain killer has no effects of
drowsiness. Nurse says ‘he’s drowsy because his blood is circulating less strongly and getting less
oxygen to his brain’.
SIB2P2ON
At the change of shifts the day nurse in her handover reported:
17.05.12;
19:55 The family have been requesting treatments every hour or half hour and it’s important to be
clear that this patient is only for TLC’. The nurse explained that the doctor had spoken to the family
and explained why he is not well enough for any kind of active treatment. The nurse said that ‘they
understand this, but still ask’. The nurse said that she had been told by a senior nurse to emphasise to
the night staff that the family will ask, but treatment will not change.
SIB2P2ON
A number of clashes were observed between the staff and this family, the worst of which resulted in the
daughter reporting to the researcher that the consultant was ‘truly the rudest person she had ever met’.
The precursor to this clash resulted from the doctor asking the daughter whether or not her father was
responding to her. She reported that, ‘at this time he was not’. The consultant said to her ‘then he is no
longer with us’ which triggered the following response:
18.05.12;
09:00 In India, doctors keep treating right up until the end. They let the patients die naturally. They do
not withdraw, like you’re doing here. They would never do that. Trust me, they never would. My
brother, who has come from India cannot believe what you are doing.’ While she is talking, the
consultant’s phone rings. He pulls it out of his pocket, turns and starts to leave the room as she is
talking. He says ‘How do they die then?’ and she responds ‘Naturally!’ He leaves the room
SIB2P2ON
This family placed great emphasis on the manufacture of a natural death, which made little sense to
the clinical staff. They suggested as an explanation that the daughter felt angry and possibly guilty.
Conversations that the family held with the researcher revealed that the family were not being deliberately
disruptive; they just wanted what they saw as the best for their father.
18.05.12;
09:00 The daughter tells me they want their father to die ‘naturally’, and withdrawing the ventilation
is not natural. I asked if she considers the ventilator support to be natural, and daughter says that he’s
still got a heart rate, and while there’s a heart rate, there’s hope.
SIB2P2ON
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In the main, relatives accepted the clinical accounts of the patient’s decline and the plan of care. However,
the two cases cited above demonstrated the gulf between the clinical team’s view of the patient’s body
and the relatives’ view of the patient as a person.

Summary
The observations in the ICU were designed to provide an understanding of care once the patient was
considered to be in the last days or hours of life. The concept of withdrawal was central to the care of all
patients in ICU as well as to the initiation of the LCP.
In general the issue of withdrawal was always presented in the context of the patient’s decline and the
futility of further treatment. A decision to withdraw active treatment did not mean that everything was just
stopped. Different sites adopted different strategies in relation to each patient. Withdrawal was contingent
on a number of factors and was deployed to accommodate these factors.
The factors included:
(a) the presence of key relatives
(b) waiting for organ donation
(c) allowing the relatives time.
Withdrawal was described to relatives in different ways. The description of withdrawal prior to its taking
place was designed to give relatives a general view of what was involved and what might happen.
All of the sites used the LCP in different ways and, as previously mentioned, it was observed to be used
differently within the same site. The major differences in the use of the LCP involved the timing of its use;
differences in perceptions about its purpose; different approaches to completion of the documentation;
and variation in the extent to which the use of the LCP was communicated to relatives.
Even though the LCP and withdrawal of active treatment were two separate considerations in practice,
they were often conflated and used interchangeably. This is interesting in the context of the interviews in
which consultants were keen to maintain a conceptual separation between them. It was not clear whether
the LCP was used to reflect what had been done in practice or whether it was used to guide care. Both
the implementation of withdrawal and the use of the LCP were portrayed as flexible responses to the
patient’s current circumstances. Staff were keen to control the speed of the final period of dying so that it
was neither too fast nor too slow and to ‘create a death’ that appeared natural. Only rarely were
divergences between staff and relatives views observed. In the two cases reported here the views of the
clinical staff seemed to be more important than understanding the basis for this divergence.
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Chapter 11 Intensive care units: interviews with
bereaved relatives
Introduction
Intensive care units are quite unlike hospital wards; relatives are frequently unprepared for the impact on
them of the environment in addition to the psychological stress of the patient’s condition. This chapter
focuses on a number of aspects of the care provided to the patient from the bereaved relatives’ point of view.
In this chapter on the interviews with bereaved relatives, we begin by exploring the way in which relatives
viewed the patient’s deterioration before going on to examine the impact of the decision to withdraw and
the withdrawal process on family members. An important element of these findings relates to their recall
of events and their interpretation of what they were told and saw.

Findings
In conjunction with our gaining consent to observe the care of the patient, relatives were invited to be
interviewed after the patient had died to explore their perceptions of the care delivered to the patient and
to them as the patient’s relative. With the exception of two patients, for each of the observations
undertaken in ICUs one relative was identified and agreed to be interviewed: 15 interviews took place.
Interviews varied in length between 50 minutes and 2 hours and 15 minutes. In four of the interviews
there were a number of relatives present who wanted to comment and contribute to the study. For the
purposes of simplicity the primary carer is identified as the main interviewee (see Table 18).
The interviewed relative’s relationship to the patient varied: relatives comprised a husband (n = 1); wives
(n = 3); sons (n = 2); daughters (n = 6); a niece (n = 1); a friend (n = 1); and a female cousin (n = 1). Table 15
shows all of the participants present in each of the interviews and the length of time that had elapsed
between the patient’s death and the interview. Four of the interviews involved patients who had died in
non-LCP-using sites: three in the south and one in the north.
Although the majority of the relatives were interviewed within 3 months of the bereavement, they
experienced difficulty reporting the detail of events. While stating that they had understood things at the
time they were told, many struggled to reconstruct that understanding, and this is explored in detail
throughout this chapter. Related to this is the importance of understanding the variances between what
relatives recalled and what was observed and reported by clinical staff.
The bereaved relatives talked at length about the history of the patient’s illness, about how they learned
and understood that the patient would not recover and the discussions they had with clinical staff about
the withdrawal of active treatment. Despite 11 of the deaths taking place in ICUs which used the LCP, the
bereaved relatives’ knowledge about the LCP and its use in relation to the care of their relative was almost
non-existent. Only four of the patients whose relative was interviewed died in ICUs which did not use
the LCP.

Deterioration of the patient
All of the bereaved relatives were keen to reconstruct the patient’s history of deterioration. Two types of
deterioration were described. The first was a slow decline in the patient’s health; the second was a fast
and sudden episode resulting in a speedy admission to ICU. The nature of the patient’s deterioration
created different expectations and held very different implications for the relatives.
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TABLE 15 Demographics of the Interviewed relatives

Patient identifier

Relationship of
interviewee to patient

Age (years) of
relative interviewed

Time from death of
patient to interview

NIA2P1F1

Husband

> 75

2 months 28 days

Daughter
NIA1P1 F1

Wife

55–64

4 months 24 days

NIA6P3 F1

Mother

65–74

1 month 11 days

Sister
Son
NIA6P2 F1

Wife

65–74

2 months 14 days

NIA6P1 F1

Daughter

35–44

2 months 23 days

NIA2P2 F1

Son

25–34

2 months 18 days

55–64

1 month 18 days

Son
Son
SIA1P4 F1

Female cousin
Partner

SIA1P3 F1

Friend

35–44

1 month 13 days

SIA1P2 F1

Daughter

25–34

1 month 11 days

SIA1P1 F1

Wife

≥ 75

1 month 15 days

SIA3P1 F1

Niece

35–44

1 month 9 days

SIB1P2 F1

Son

45–54

4 months 25 days

SIB1P1 F1

Daughter

45–54

4 months 3 days

SIB2P1 F1

Daughter

45–54

1 month 18 days

NIB3P1 F1

Daughter

35–44

3 months 14 days

Slow deterioration over time
For over half of the bereaved relatives, the patient’s admission to ICU represented another episode in a
history of declining health and increasing dependency. Many of these relatives reported that, on the
patient’s admission to the ICU, they felt that recovery was unlikely.
So we kept on having to say ‘look do you realise how poorly dad is mum?’ You know ‘he’s got
another chest infection and . . .’ So he was very poorly. We knew he was very poorly. And we knew
the chances he would never come out.
SIB1P1F1
Over the years she’s been told she was going to die many times, and she kind of survived . . . but this
time, as soon as I saw her I knew, you know, that was probably the end.
SIB1P2F1
What I was worried about even more was had she recovered. She clearly wasn’t looking after herself
and she was very determined to stay at home and I just could not see how she was going to
return home.
SIB2P1F1
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For these relatives, the realisation that death was imminent was not a shock and their accounts bypassed
discussions of recovery and moved into a discourse of keeping the patient comfortable and avoidance
of suffering.

Rapid onset
At the other extreme were accounts that involved a rapid decline, or the onset of symptoms which may
have been present in the past but had been concealed from relatives. These relatives were shocked by the
patient’s admission to ICU. Some also reported feeling guilty that they had not known that the patient was
so seriously ill and their accounts reflected their hopes of recovery and the difficulties of coming to terms
with the patient’s death.
It’s like the day before he was taken in hospital, he was walking around like, joking, and then the next
day that happened and we didn’t talk to him no more. You know sort of very quick and I think that’s
where it’s sad for some people because you didn’t have time to say goodbye to him, you know,
like properly.
SIA1P4F1
Nurse said, she’s got alcoholic liver disease. I was like, no. I thought she doesn’t drink. I’ve never
known her to drink. Never seen any evidence of her drinking . . . if she’d of told us she had a drink
problem, we might have been able to have done something. But because nobody ever said what it
was, we weren’t able to speak to her about this.
NIA6P1F1
We weren’t expecting to lose him. We didn’t have an inkling that we’d lose him and it happened
overnight. In a blink of an eye he died.
NIA2P2F1
What I wasn’t happy with was the incredibly rapid change from her being on the ward and just on a
drip and suddenly she was in Intensive care.
NIB3P1F1
In this group of bereaved relatives, for whom the patient’s deterioration was fast, the speed of death was
reported to have had a lasting impact on some family members, some of whom reported spiralling into
depression and requiring counselling as a result.
One relative felt, with hindsight, that her husband’s health had been deteriorating over a long period. It
was only once her husband had been admitted to the ICU that she began to piece this deterioration
together. Over the previous year her husband had stopped going out and had begun to experience
problems with his bowels and breathing, but she had not linked any of the incidents. So for this wife,
despite the probably long-standing nature of her husband’s deterioration, she experienced his admission as
a big shock and his very poor health status as sudden and unexpected.
I’m trying to remember now exactly what happened because . . . you see he never said anything. He
wouldn’t complain about this or say ‘I’m not feeling well today’ . . . all I can remember is that he slept
all the time.
SIA1P1F1
This last example is important. It highlights the possibility that medical staff and relatives might not share
the same understanding of the patient’s health, even where the patient had been living with a partner for
many years and had previously experienced episodes of ill health.
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Preceding events
Just as the nature of the patient’s deterioration affected the relative’s perceptions of admission to ICU,
so did significant preceding events. In this study, significant preceding events included resuscitation
(three patients) and transfer to ICU from a medical ward (one patient).
Three patients were resuscitated: two in hospital (SIB1P1F1 and SIA1P1F1) and one initially in an
ambulance and then again in A&E (SIA3P1F1). In one case the patient had had an agreement with
relatives that they did not want to be resuscitated and the relatives reported that these wishes had been
recorded in the notes as a DNAR directive (SIB1P1F1).
The use of resuscitation in the context of a DNAR is serious. The DNAR acts as an advance directive and
supports a patient’s autonomy in circumstances in which the patient is not able to express a view. In this
case the relative, a daughter, being interviewed about her father’s death was extremely angry about his
resuscitation. She reported that her father had had two previous admissions to hospital and that on his
most recent admission to hospital the previous year she, along with her father and mother, had had a
discussion with the consultant about not resuscitating and that this had been recorded on his notes. This
was confirmed in the patient’s case notes and was reiterated by a consultant on ICU.
The daughter reported that:
My dad was fine with that. He was and that’s why I think he’d got it all in order, in his mind, he knew
what was happening. So, like most things, a lot of people do things when they know what you’re
dealing with.
SIB1P1F1
Her father was being looked after at home with a significant amount of support from chronic obstructive
pulmonary disease (COPD) nurses. Unfortunately, his condition worsened significantly and the nurses had
him admitted to a medical ward. It was on a medical ward that he had a heart attack early one morning,
was revived and admitted to ICU.
But obviously then they resuscitated, that was hell . . . You know I think if we had got a phone call
on that Saturday, to say ‘he’d had a heart attack, he’s passed away’ I think we would have all dealt
with it a lot better . . . apart from my mum in some ways not wanting to own up to it, I think we had
it all clear in our mind.
SIB1P1F1
The daughter reported that the family felt ‘beaten up with guilt’ about the father’s resuscitation even
though it had been beyond their control. She then described a series of events which she reported
deepened the family’s guilt. The father had been transferred to ICU at 05.00 (17 February 2012). The
patient’s family began to arrive at the hospital, with a total of about 15 relatives present at the patient’s
bedside by late morning. The daughter reported that despite being told that the doctor needed to talk
to them, they were all kept waiting for the doctor, who, according to the daughter, was dealing with
emergencies. The daughter reported that the doctor finally had a meeting with them all at about
14.30/15.00 to discuss withdrawal of intervention. In addition, over the course of the morning the family
struggled to keep their car parking tickets valid and to get refreshments, which added to stresses they
were already experiencing.
We were saying ‘we should be worrying about dad’ But we were going ‘Oh I’ll go and see what time
your car expires. Well if I go and see dad will you put some money in my car in 20 minutes . . . I felt
disloyal to my dad that we were worrying about other things.
SIB1P1F1
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The daughter blamed the protracted wait on the medical staff, describing them as too busy, off-hand and
lacking in care. However, the daughter’s description of this long wait does not tally with what was
observed. According to the observational notes and the record of meetings with the consultant and the
nurse, the family had wanted to wait until all of the members of the family had arrived before the
conversation with the doctor took place. Indeed, in the interview the daughter confirmed this.
Whatever choices we make, it’s got to be unanimous . . . so we felt we all needed to be there.
SIB1P1F1
Some of the family members had had to travel a considerable distance to the site and it was these relatives
who were awaited before the consultant could address the relatives. Although this was a site which did
not use the LCP, the delay in the withdrawal discussion was, according to the medical and nursing staff
and from the observational data, attributable to the wait for all the relatives to arrive followed by a short
wait to locate a room big enough to accommodate all the relatives. The daughter went on to praise the
communication from the doctor, describing it as excellent. It is difficult to be confident about why there
was such a mismatch in the accounts relating to the wait. It is possible that the distress caused by the
inadvertent over-riding of the DNAR played a role in this. Its importance here lies less in the divergence of
accounts and more in the way in which accounts are constructed and then interpreted by others. The
methods adopted in this study enable these differences in accounts to be recognised, even if they cannot
always be fully explained.
The second resuscitation example involved an elderly lady who lived alone, sustained by her niece, friends
and paid carers. This woman was resuscitated twice, once by the ambulance crew and once in A&E,
despite having a long history of COPD.
But in hindsight the doctor said ‘at the time of the ambulance coming out to this call, if they would
have had all of her diagnosis in front of them, they would not have resuscitated her at all’ . . . But of
course they revived her, they went to the hospital then the casualty department revived her and then
when she was sent up to intensive care, they got more of the picture of what was wrong with her and
they contacted her GP.
SIA3P1F1
Despite being surprised at the lack of information accessed by the ambulance crew, the niece who was
interviewed about this patient’s care did not experience this as either positive or negative. It simply ‘was as
it was’; it happened.
In the case of the third resuscitation, the relative (a wife) was grateful for the resuscitation. She had been
surprised at the severity of her husband’s condition even though there was some evidence in her account
of its longstanding nature. The resuscitation gave the wife a little more time to accommodate the severity
of her husband’s condition and to say ‘goodbye’.
By the time I came in and washed all the cups and swilled them, the phone rang, and they said ‘Come
at once because his heart has failed – his heart has stopped’. And when I got back there I thought
I would have found him dead . . . but he wasn’t he was still awake.
SIA1P1F1
Her husband’s heart failed again the following day.
The doctor said to me ‘his heart has stopped twice and we have resuscitated him twice. If it stops a
third time we won’t be able to do any more’ because the resuscitation damages the heart so I knew
that after they’d said that, they were not expecting him to pull through.
SIA1P1F1
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When the ICU nurse telephoned her at home to tell her that her husband was in his last hours, the relative
decided not to await his death at his bedside, choosing instead to see him again when he had died.
So I said to them ‘I’m not coming, it’s too late and I’m very tired so I will come in the morning and see
him in the chapel of rest’.
SIA1P1F1
Resuscitation, therefore, was viewed differently in different circumstances. For some relatives, it was
entirely negative and created the circumstances in which decisions about withdrawal had to be made. For
others, the experience offered the relatives the opportunity for more planned closure.

Admission to the intensive care unit
All of the relatives reported high expectations of the patient’s admission to ICU. The nature of the
one-to-one care and the observable complexity of equipment inspired confidence. Relatives reported ICU
as providing the best possible chance of recovery.
At that stage I was reasonably hopeful that . . . taking him to intensive care would probably prolong
his life . . . I am just grateful that they gave him a chance because it was touch and go whether he did
actually go onto ICU . . . But I was just so grateful that they gave him that chance that ultimately
wasn’t there.
NIA6P2F1
We were grateful that he got a bed. He’d been treated and we were there with him.
NIA2P2F1
They done all they could do basically for her and, you know, obviously they said it takes time, it
doesn’t happen straight away, you know, it has to take time, we have to see if these would work . . .
I suppose it was them doing their job, it’s what they are trained for innit to try to save people’s lives so
obviously they don’t want to end people’s lives.
SIA1P2 25
For the majority of relatives the clinical picture of the patient’s health emerged quickly. In a few cases
diagnosis took some time and relatives reported being unable to form such a clear picture of the
patient’s progress.
It kind of meandered. He [the doctor] was very worried initially, and I thought, it doesn’t look good.
And, then he . . . there was kind of a bit of hope building up and a bit of momentum, that she was
getting a bit better . . . she was deteriorating. They weren’t really specifying anything. They weren’t
sort of saying, she’s going to get better. They weren’t saying she isn’t going to get better.
SIB1P2F1
Although the relatives reported that the consultants usually provided very clear messages about the
patient’s health, one reported that her mother could not process the information about her husband’s
health. She described it as ‘hitting a brick wall’ (SIB1P1F1), with her mother ‘talking about what they’d be
doing in a month’s time’ when her husband got out of hospital. Although the family had heard all of the
same information, there was a clear divide within the family in terms of how this information was received
and understood.
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Withdrawal of active treatment
In the observations the withdrawal of treatment was a critical point. Withdrawal represented, for staff and
relatives, the failure of treatment, the irreversible decline of the body and the imminence of death. The
dependency of the patient on medical technology for life meant that its removal was highly symbolic in the
eyes of the relatives.
. . . but in their eyes your mum’s no longer doing anything by herself . . . It’s all the machinery doing it,
you know.
SIA1P2F1
However, the fine detail around withdrawal was absent from the relatives’ accounts of the patient’s care in
ICU. This was curious. The act of withdrawal was presented almost as less significant than what had gone
before and what came afterwards. Clearly the relative’s accounts regarding the withdrawal of active
treatment were filtered through the patient’s death. This is important to understand because the accounts
provided were highly selective when compared with the observations. Some aspects of care that were
observed to be discussed or argued over in the period up to the patient’s death, and in relation to
withdrawal in particular, were absent from the relatives’ accounts. Further, without exception, the relatives
interviewed were unable to remember some aspects of the care provided and there were some very clear
examples of what was remembered being inaccurate.
At first it seemed that the time between death and the point at which the relatives were interviewed had
allowed elements of the accounts to become simplified. However, it also became apparent that in
reconstructing the death with hindsight, the aspects of withdrawal that may have seemed important at the
time had been replaced by other elements.
The narratives of withdrawal were structured around three key stages: the decision to withdraw, the
process of withdrawal and the outcome – waiting for death.

The decision to withdraw
Irrespective of whether relatives reported a rapid onset or a slow deterioration, all reported that the clinical
staff had been unequivocal about the patient’s condition. Relatives could not always remember the precise
details of the patient’s condition but they were clear about its implications. The clinical basis for the
discussion with relatives was reported to be the patient’s deterioration or the result of a surgical
procedure, radiographs or other tests and investigations.
The surgeon came to see us and explained how bad it was when he had actually opened her up . . .
I can’t tell you what his exact words were . . . but he made it very clear to us, no doubt about it.
NIA2P1F1
She just said that they’d done the MRI [magnetic resonance imaging] scan, it had revealed this and
basically there was nothing they could do . . . I think deep down I knew, he wasn’t going to get better,
he was going to be a vegetable, as a family we said we didn’t want that, but I don’t think I realised
the implications of how quickly it was likely to happen.
NIA6P2F1
So then the doctor explained to me, the consultant, explained to me that it was really not looking
good . . . so they explained that he’s got organ failure, they were watching, monitoring that . . . But
what I clearly know is that they told me that they didn’t think he’d survive the weekend.
SIA1P3F1
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In many cases the clinical account of the patient presented by doctors and nurses, according to the
relatives, matched the visual image presented by the patient in the bed.
His legs and his feet were enormous . . . all the toxins just built up. His feet they looked like hands they
were so fat and his hands were like, you know stress balls as you held his hand it was just water
wasn‘t it. Every time you touched him it was like touching fluid. It was like his kidneys were gone . . .
and his lungs were filling up as well.
SIA1P4F1
He couldn’t talk, he couldn’t walk, he couldn’t sleep, he could not speak, he couldn’t see. He was just
a heart beat on a bed.
NIA2P2F1
It was like something off one of these hospital programs on television . . . she was obviously in a bad
way. She was coughing up lots and lots of blood . . . her eyes were getting round, sort of popping out
a bit and yellowing.
NIB3P1F1
In the context of irreversible bodily deterioration, ‘suffering’ was viewed as unnecessary. The concept of
suffering used by relatives encompassed more than pain. Indeed, relatives recognised that for the most
part pain was very well controlled. Suffering related to the altered state the patient was now in, the
absence of faculties that had been important to the patient and the loss of dignity.
So it was really hard to see him sort of suffering like that so much. He wasn’t constantly like that,
whenever I would come he would always recognise me and talk a bit but he really wasn’t himself . . .
So then he was just kind of long silences peppered with him pleading that he was like floating on
the ceiling.
SIA1P3F1
I used to say Lord, if you can help him, don’t leave him to be punished. You know because I thought
that was just suffering with all those tubes . . . so when he died it was a sort of relief, and I thought
well now his troubles are over . . . that was enough for me to say that, that’s what I said ‘if you can’t
make him well don’t leave him to suffer.
SIA1P1F1
I knew, she didn’t have no brain activity when they first done it then why prolong something. Why
keep on going? That is not the way my mum would have wanted it. My mum likes her pride and
dignity, you know what I mean but my mum wouldn’t want to be, no disrespect to you, but my mum
wouldn’t want to be laying there alive, but no brain function looking like a fish in a goldfish bowl, she
wouldn’t want that. My mum was a very proud woman, so you know she liked her dignity . . . I think
my mum had enough suffering throughout the whole years, why let her suffer any more.
SIA1P2F1
In highly complex cognitive manoeuvres, relatives in the interviews reported being clear that the patient
was dying while at the same time watching for any sign that might indicate recovery. This sense of
hopefulness seemed to sit in some compartment in the human imagination separate from the knowledge
of the patient’s physical condition. Not surprisingly, perhaps, so strong was the desire for the patient to live
that hope for recovery could be unleashed from sometimes small events that might otherwise appear to
be insignificant. Although relatives talked about the clinical ‘team’ and generally reported all members of
staff as ‘talking with one voice’ there was an occasion on which the comments from a liver specialist
inadvertently raised hopes of recovery and questions about the terminal nature of the patient’s condition.
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The liver specialist was like well her liver’s the best it’s been while she’s been in hospital . . . So, we
then thought hold on a minute. Is he saying something different from what the other doctor’s said?
It made you think, God! They’ve got it wrong. She’s going to be all right.
NIA6P1F1
The example above shows the importance of clear communication and an understanding of the way in
which information in this highly emotional environment may be received. In another case a father and
daughter were approached by two consultants following a discussion of their relative’s care. Although
highly risky, the proposal was to amputate the patient’s leg.
‘It is up to you but I am willing to try if that’s what you want us to do’ he said and the option is to
first of all amputate her leg below the knee to try and just get rid of any infection that is coming from
there and secondly to put her on dialysis to see if we can just help the kidneys. ‘It is a glimmer’
he said . . . I think if you are given a glimmer of hope you’re just going to go for it because you would
never forgive yourself if you didn’t.
NIB3P1F1
Although the operation was reported to have ‘gone as well as could be expected’, the dialysis did not
work, and the patient ‘never came round’ from the operation. In the interview the daughter reported that
they did not regret the decision they took.
In another case, the relative, a niece, reported that despite knowing about her aunt’s very poor state of
health she retained the hope of recovery.
Where there’s life there’s hope . . . I’m not going to say don’t resuscitate, because it seems like you
really don’t care about them getting better, you’re really telling us like there’s no quality of life there
. . . She did have a really nasty disease, it was killing her and the only comfort you could get was that
she did pass away peacefully, that she wasn’t struggling to breathe. And so I had to take comfort
from that. Selfishly you just want the person. You just want them whatever. But when you speak to
anybody that loved her, the first things they say is ‘she has suffered a lot’.
SIA3P1F1
Although stating that they were clear about the patient’s state of health, and anxious not to let the patient
suffer, relatives varied in how they presented their involvement in the decision to withdraw active
treatment. Some relatives reported signalling that they did not want to be asked to make a decision, while
others reported that their agreement was sought by clinical staff. A very small group of relatives reported
that the decision to withdraw was theirs.
The largest group of relatives agreed that the decision to withdraw active treatment had been taken by the
clinical staff on the basis of the clinical evidence. This matched what was observed and recorded in the
patient’s clinical notes.
You know they don’t leave it up to you. They know when it’s time to turn off or whatever, so you’re
not making that decision.
SIA1P1F1
The decision wasn’t there for us to make . . . they just started telling us . . . she isn’t going to improve
she isn’t going to get better.
NIA6P1F1
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She wasn’t really offering any alternative like well if we did this you might have a chance, it was like
he’s really, really unwell. He’s not going to make it.
SIA1P3F1
Again, it is important to emphasise that although relatives reported agreeing with a decision, this did not
remove doubts about whether or not this was the best course of action.
I know it wasn’t our decision to make but you just sort of agree to it. And you think, you start to
doubt yourself. Did you do the right thing? Because part of you is thinking No! Inside you are thinking
do whatever it takes to make her better. But another side’s thinking, you know she’s not going to
get better.
NIA6P1F1
Although withdrawal was observed to be a clinical decision, in the interviews three relatives clearly saw
themselves as both instrumental in the decision and responsible for the act.
This was before I turned the machine off . . . even when I turned the machine off. I couldn’t stay.
I turned the machine off but I couldn’t stay. They never left his side.
NIA1P1F1
They didn’t actually make a decision about anything. They left it up to us as far as I can remember . . .
they asked us to; we actually made the decision based on their advice.
NIA2P1F1
Because I was my mum’s carer it was my call if I wanted the machines turned off or not . . . And
because it is such a big family, you know, it takes time, and I was like a couple of hours just to think
about it.
SIA1P2F1
There was a slight difference between the views of family members and friends when it came to these
decisions. Close family were more likely to adopt a shared decision-making approach, with some family
members being allocated more weight; for example, in SIB1P1F1 the patient’s wife was given the final say
ahead of his children. The way in which these decisions were portrayed by the relatives located the
decision in the wishes of the family member as opposed to what the patient might have wanted.
It’s not about a majority decision, it’s got to be unanimous, but the ultimate decision is my mum’s.
SIB1P1F1
However, the friend who was interviewed (SIA1P3F1) located the decision in what they thought the
patient would have wanted and aimed to respect their wishes.
We’re making the decisions that we think are in his best interests as his medical team. Which is what
I understood to be the legal position as well . . . we have to make the decisions we think are best for
him but I did feel very consulted and I actually felt they were the best decisions as well.
SIA1P3F1
Only one friend of a patient was interviewed in this study, so further research would be required to explore
subtle differences in the way in which friends and family approach these decisions.
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Divergent views of family members
There were many instances in the observations where family members articulated different views about the
purpose of care and the lengths or limits to sustaining life. These differences resurfaced in the interviews
with the bereaved relatives.
My younger sister wasn’t ready to say goodbye um me and my older sister was ready to say goodbye
because we didn’t want my mum suffering no more. I said ‘you don’t want to see an animal suffer’,
she said ‘no,’ so I said ‘why let mum suffer?’ I said ‘don’t you think she has been through enough.’
She said ‘yeah, but I’m not ready to say goodbye.’ I said ‘no one ever is ready to say goodbye’ I said to
her ‘it’s no disrespect to you, but,’ I said, ‘I can’t go through this no more.’ I said ‘I was mum’s carer,
I had to see her suffer’, I says, ‘My mum wants to be at ease now’. I said ‘let her go with her dignity,
let her go by herself now’.
SIA1P2F1
There was one very clear case in which a patient’s mother and sister (interviewed together) discussed their
different views on withdrawal. As the interview progressed their views merged and diverged,
demonstrating the complexity of care at the end of life. For example, on the subject of food and fluids
they were agreed.
We said ‘She needs fluid, she needs fluid, you’ve got to give her fluids’. And we all said the same
thing, so they put fluids back on.
NIA6P3F1
The sister reported that the response of the staff to this request was that ‘we were prolonging life by
doing this’. Although the sister thought that this ‘were a bit shit for them to say’ because the sister was
‘quite happy to prolong her life’, the mother did not want to prolong her daughter’s life.
Patient’s sister: I was quite happy to prolong her life. I didn’t want her to die.
Patient’s mother: I didn’t want her to die but I didn’t want to prolong her life how it was, because she
wouldn’t have liked it . . . As a mother I just wanted her life to end, quietly and quickly.
NIA6P3F1
The incompatibility of these views meant that agreement was not realistic, but, as it turned out, it was not
necessary either. As withdrawal progressed the patient began to show signs of recovery and the expected
death did not occur.

Organ donation
Organ donation is usually considered by clinicians prior to withdrawal and discussions were observed
between SNODs, clinicians and relatives. All of the patients dying in the ICU were considered to some
degree for organ donation, but not all relatives reported being approached by a SNOD.
Again, the recall of relatives was not always accurate, with one relative suggesting that the question over
organ donation had been raised once the patient had died.
There was a conversation with, that was after he passed away, there was a conversation about
donation, organ donation.
SIA1P3F1
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The researcher suggested that the relative might have been mistaken over the timing of this conversation,
leading the relative to comment:
It’s weird isn’t it, I can’t really remember the course of events, but there was this feeling of no we
don’t want to prolong something, so we said no to organ donation, if it was us we would have
donated our own organs but we didn’t know what he wanted so we felt like we couldn’t somehow
do it.
SIA1P3F1
Organ donation will be discussed in more detail in subsequent papers. However, one of the few relatives
who reported being approached for organ donation refused permission on the grounds that his organs
were probably not worth using.
I mean he’s old already and the rest of his organs aren’t any good. What’s the point in getting him cut
up just to take tissues. So that was that and he was very nice, he apologised. He said ‘I’m sorry’
you know?
SIA1P1F1

The process of withdrawal
Relatives all reported the willingness of clinical staff to delay the process of withdrawal until relatives were
gathered around the bedside. This was appreciated by the relatives and considered to be important.
They said ‘What we’ll do is let all your family know and then we’ll, once you are all together, then
we’ll take it off’.
NIA2P2F1
They wanted us to be happy with who was there and have time to sit with him and say goodbye and
you know pray and all the things that he wanted and that we could do it at our own pace because
they were able to sort of gradually withdraw. So that was all really explained. Again I can’t remember
the medical aspects of it, it’s weird isn’t it?
SIA1P3F1
The nuanced and subtle process of withdrawing different aspects of support from a patient on ICU,
however, was largely absent from the relatives’ accounts. Invariably these accounts defaulted to switching
off ‘the machine’, without any clarification of which machine was being switched off, or to just switching
everything off.
I think we just took it that they were going to switch everything off and not give her any medication.
NIA6P1F1
He’d come off everything and obviously if you are not getting anything you are going to pass on at
some point aren’t you?
NIA6P2F1
Such was the dependency of the patient on the medical technology that one relative referred to switching
the patient off.
That they were switching her off. That they were switching everything, everything were coming off.
NIA6P3F1
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Occasionally, relatives reported a more complex withdrawal of different interventions, but a level of
confusion and misunderstanding frequently accompanied these accounts.
So that gradually they started taking off the different things . . . the nurse says ‘we’re taking all the
things slowly one by one and see how he does’ and then his heart kept going down and then up
again. Down and up again. And she told me what she is doing. Then she’d take a few of the things
that they had plugged in and I remember her saying that erm she’s going to take, switch off the
machine but she’s going to leave him with oxygen. And he had a thing like a pipe for his oxygen.
SIA1P1F1
There were mixed views about the tubes and lines linking the patient’s body to sources of support.
Relatives made a distinction between tubes and lines that were in place while the patient was dying and
those that remained once the patient had died.
Some relatives were able to see past the tubes and, while sitting at the bedside waiting for the patient to
die, did not report any issue with how the patient looked with tubes in situ. Other relatives reported that
withdrawal should involve the removal of all the tubes, restoring the patient to the body and divesting its
presence from medical mechanics.
We said to the nurses well could we take the tubes out because he’s going now and they were saying
well it could be really uncomfortable um, you know, just that process of getting the tube out, so then
I was thinking I don’t want it out then because you know I don’t want to cause him, if there’s even a
chance that it would cause him more discomfort then . . . you know, we should leave it.
SIA1P3F1
I didn’t like seeing him with the tubes.
NIA1P1F1
Right up until the end was that silly tube that was down his nose . . . you know it just didn’t look
comfortable. I know if he could he would have gone and sort of took it off or been saying this is
really irritating.
SIB1P1F1
Relatives, taking their lead from the clinical staff, all reported leaving the room while patients were
extubated to avoid witnessing the patient’s possible distress.
A number of relatives were confused about the role of the equipment attached to the patient. They were often
unclear about the distinction between equipment that monitored the body and equipment that supported the
body. Relatives in the LCP sites commonly reported monitors at the patient’s bedside being turned off or
turned down. On the whole relatives understood the reason for this and were supportive of it. In the interviews
they reported how they had become distracted by or ‘fixated on’ (SIB1P1F1) the flickering monitors, blindly
watching numbers and lines moving up and down without really understanding what they meant.
It stopped us focusing on it, then you’d watch him rather than the monitor . . . you missed it, first of
all, you kept looking up there and then you thought . . . Oh but you don’t understand it all anyway.
Sometimes like it might shoot up but . . . there was nothing to panic about . . . so they didn’t really
mean an awful lot to us. You just found yourself looking at them but afterwards you could
concentrate more on the patient.
SIA1P4F1
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So they definitely turned the monitor around because they wanted to monitor him but I don’t think
they wanted us to see. They sort of explained that sort of we’re going to turn this around so you
could be with him, but we could obviously hear the noises.
SIA1P3F1
You’re looking at the machines, the machines tell you a lot of what’s going on don’t they. Even
though they’d turned all the machines off there was one left on.
NIA6P1F1
Relatives acknowledged that although equipment had been withdrawn the nurses continued to monitor
the patient from a distance, enabling the nurse to alert the family to a decline in the patient’s functioning.

The outcome: waiting for death
Relatives reported being well informed about what would happen once active treatment was stopped.
While some relatives were told that the patient would die very quickly, others were provided with less clear
and certain information.
Patient’s daughter: They told us that they’d switch her off and then . . . she’d die within 2 hours,
I’m sure it were 2 hours.
Patient’s mother: Yes, they said it could be 2 hours, it could be 2 days.
NIA6P3F1
Although machines might have been disconnected and active treatment ceased, relatives reported that
care continued. The care reported by relatives during this period in the ICU was without criticism: ‘faultless’
(SIA1P2F1). Relatives commented on a number of aspects of this care.
In the majority of cases the nurses undertook all physical care of the patient. Relatives reported being
asked if they wanted to leave while some aspects of care were carried out, but they also felt that if they
had wanted to stay in the room this would not have been a problem. One relative reported having been
asked if they wished to be involved in washing the patient and combing the patient’s hair. They felt that
this had been both appropriate and really important for them. In the observations, this was seen to have
taken place. Two relatives, a wife and a niece, reported watching a nurse clean the patient after he had
his bowels open. Both were impressed by the nurses’ attitude and the way in which the patient’s dignity
was preserved.
I remember going in there and his bowels had opened. And then she went in and she cleaned him . . .
she did treat him with dignity nothing less . . . Because the way she used to handle him and stuff like
that she would be talking to him and . . . she was very, very good.
SIA1P1F1
I think the treatment was particularly good because you know, he was helpless, he couldn’t do
anything for himself and one particular time . . . I mean he had his bowels open and I don’t know how
she could stand it but she cleaned him and turned him over and all that sort of thing with no fuss you
know. I think that was very good because you see so many other things like on television how people
get treated and there was nothing like that, it was all really good. I think he was treated with lots
of dignity.
SIA1P3F1
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Relatives reported recognising the evidence of good care which had taken place when they were not
there, for instance the fact that patient was not lying in the same position on each visit. Relatives reported
that nurses were supportive and communicative and explained what they were doing and, in some cases,
why they were not going to do things.
Every time you went in there he was in a different position . . . they was always turning him . . . then
the last day they said ‘We won’t pull him about any more’ . . . they did wash him.
SIA1P4F1
The relatives were impressed by the way in which the nurses talked to the patient while they were
undertaking care and they noticed the small things that were done to personalise and individualise the
care that they were giving. The administration to one patient of a chocolate mouthwash took place
following a conversation with a relative and was held out as an example of the lengths to which nurses
went in tailoring the care to the person.
I thought that was a nice gesture actually. That was treating her like a person and not just someone
lay there . . . she went to a lot of trouble to find out what she likes and then went to get it.
NIA2P1F1
In one case, although the nurses were not able to provide a CD player requested by the patient’s friend,
the friend did feel that their request had been taken seriously:
They did go and try and find a CD player but then they said ‘Look we just don’t have any and we
can’t find one’ and ‘really sorry’ but I mean they didn’t, they weren’t like ‘oh look sorry guys’. I got
this sense it was like, ‘we’re really sorry’, but I felt a bit bad for them that we’d asked them to sort
of find a CD player when they obviously you know, it’s not what they normally do.
SIA1P3F1
Relatives reported that there was little to do with their time at the bedside other than watch the patient,
pray, if it was appropriate, and reminisce. The loosening of restrictions on the number of people at the
bedside enabled families to be together both at the bedside and off the ICU.
We had more time to talk and when we went to get coffee while they were giving personal care and
stuff we were sharing stories and like laughing and crying and that felt like a good time actually
to be away from the patient. Have a bit of a breather but still be really focused on it and kind of
preparing ourselves.
SIA1P3F1
The nursing staff were variously reported to have accommodated the needs of relatives by allowing
unlimited visiting, providing drinks, sandwiches and overnight accommodation, pleading with security staff
over relatives’ over-running parking tickets and securing parking permits.
For those relatives who wanted to be present at the patient’s death there was huge anxiety about leaving
the bed space and possibly missing the death.
We so didn’t want to move, you had to be desperate for the toilet before we would leave because
your mind is telling you, she is going to go when you go down the corridor and that would have been
just awful.
NIA2P1F1
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You wanted to be there with him and it’s like you was waiting for him to die, but you was hoping
that wasn’t going to happen and the longer it went on, the more time you has to think it’s not going
to happen.
SIA1P4F1
Relatives reported the importance of the nurse communicating an observed decline in the patient’s
functioning and a broad prediction about the timing of death because it enabled them to organise
themselves. Relatives reported attempts by nurses to establish whether or not they wanted to be present
when the patient was actually dying. As already identified, not all relatives wanted to be there for the
patient’s death.
The gentleman who was looking after her did say ‘You can stay, you’re welcome to stay, or you can
go and I’ll call you’ . . . They were pretty sure it would be in the next sort of 12 hours, she’d die and
neither of us – and everyone’s different though – and we didn’t want to be there.
NIB3P1F1

Moving the patient
For three patients, withdrawal coincided with a move off ICU, in one case to a side room and in the other
two cases onto another ward. Relatives reported understanding the reasons for the move but found it
difficult coming to terms with the quality of care that accompanied the move.
Well he was taking up a bed wasn’t he? If I’m bluntly honest, other people would need that bed . . .
you’re freeing up that bed and the equipment that somebody else that could use with more chance of
staying alive.
NIA6P2F1
The only seriously negative criticisms of care arose in relation to these patients, who, once moved,
experienced a dramatic reduction in attention and care compared with that provided in the ICU.
It is worth examining in some detail the case of the patient who was moved into a side ward to
accommodate the large number of relatives who visited (up to 22 at one point). The patient had been
resuscitated despite having a DNAR recorded in his notes, and was admitted to a non-LCP-using ICU and
then provided with a side room just off the main ICU area. The relatives had voiced early criticisms about
the length of time they had had to wait to speak to a consultant but the daughter’s account differed
sharply from the circumstances that had been observed. Once the consultant had discussed the patient’s
case with the relatives, care proceeded with very few complaints. However, the patient was moved into a
side room, which the relatives, at first, thought was a good idea. It provided sufficient space for all the
family to congregate and initially they ‘thought it was fantastic, but it turned out the worst mistake that
was ever made’ (SIB1P1F1). The daughter reported that staff did not come in and check on the patient,
and when they needed a member of staff, as when a cannula became disconnected, ‘spurting blood
everywhere’, they struggled to find anyone. The bedclothes were not changed despite being covered in
the patient’s blood from this episode, and there appeared to be no plan of care and no named nurse as
perceived by the daughter in the following quote: ‘no-one had my dad as his nurse’ (SIB1P1F1). As time
went on without a nurse attending to ‘an increasingly agitated patient’, the family became more stressed
and unhappy. A cup of tea for their frail elderly mother had to be requested several times before a cold,
stewed cup of tea arrived.
The nurses when he was on the larger ITU ward . . . used to come in and say ‘I’m just going to check
that monitor’ or ‘I’m just going to check’ . . . but in the room I just felt there was no conversation at
all. They never spoke to my dad at all . . . whereas in the main ward we felt there was a happy mix of
staff leaving us alone to say what we needed to say, and being around if we wanted to ask questions,
we felt we were just left.
SIB1P1F1
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The criticisms voiced by this daughter were extensive and forced her to consider the consequences of the
failure to correctly apply the patient’s DNAR.
If he hadn’t been resuscitated that morning we would have been happy . . . I’m sorry he just didn’t slip
away and that was all down to being resuscitated.
SIB1P1F1
This relative was the only one in the study to report that the patient died without dignity.
But those last 6 hours lost it for me for dignity. You know my dad was very much for the NHS, and my
mum was exactly the same. But we felt the little touches weren’t there.
SIB1P1F1
The daughter’s account of the care in the side room was supported by the observation undertaken by
the researcher.

The patient’s death
Perhaps surprisingly, relatives did identify some confusion about the point of death (this will be explored in
detail in a paper focusing on the point of death and the patient’s last offices).
When really they sort of turned the last thing off and we were just waiting. I do remember this tension
of has he died or not? You know, I don’t know if he’s actually gone, is he still breathing? And it was a
bit like um obviously all those emotions are running really high.
SIA1P3F1
He wasn’t breathing but she needed someone to tell her. Someone in the medical profession to turn
around and say ‘he’s died’. ‘He’s gone.’
SIB1P1F1
All of the relatives except one (see SIB1P1F1, above) reported that the patient’s death had been dignified.
I think the staff were amazing and that he did have a dignified and a good death because we were
able to do that for him and we were all able to gather there. It was very good, very supportive, very
calm, very giving, very compassionate. They gave me as the person that was there, because I was the
executive [sic] of his will so gave me a leaflet on next of kin about what to do and explained it so I had
a really clear explanation of what to do and they said it’s all in the leaflet. I remember asking at the
time it’s all in here isn’t it so my head was a bit like all over the place obviously. So I felt like I knew
what to do.
SIA1P3F1
I’m just so glad, my overwhelming thing is I’m so glad he wasn’t on his own. I’m so glad we had that
time to say goodbye to him, I’m so glad the staff were so good and that we knew what was
happening and that we could be there. So, so glad but it’s so emotionally demanding isn’t it, and then
you are kind of grieving, and then you’ve got all this stuff just to do.
SIA1P3F1
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Use of the Liverpool Care Pathway
The majority of bereaved relatives (n = 11) had been present in sites which used the LCP. The standard of
care described by the relatives was very high and it was difficult for researchers to elicit from relatives ways
in which the care could have been improved. However, very few of the bereaved relatives had heard of the
LCP. The most common response was that relatives could simply not remember whether or not they had
been told anything.
I think two of the doctors went into more lengthy discussion but I really can’t tell you now because
I just can’t remember.
SIA1P1F1
I’d never heard of it. It was sort of said that he’s going to be on this Liverpool Path Care, but, now
whether the lads knew I don’t know.
NIA6P2F1
I just couldn’t take it in. They were trying to . . . I just didn’t take it in.
NIA1P1F1
When I picked up the belongings, I took a card and some chocolates to the ITU staff because I was so
kind of grateful for how they’d looked after him. Um yeah, yeah, it was I think . . . it was called the
Liverpool Care Pathways.
SIA1P3F1
Two sets of relatives reported hearing something about the LCP. In the case of NIA6P3F1, the patient’s
mother and the sister reported that they thought it had been mentioned but it had not been explained to
them at all. The two relatives discussed it between themselves in the following excerpt:
Patient’s mother: But they didn’t actually explain it to us . . . the only thing they kept saying was that
she was being starved to death . . .
Patient’s sister: Somebody, and I forgot who it were now, he wasn’t in the hospital, it was somebody
that said to me. They said the Liverpool Care thing, if you’re old and nobody goes, they give you an
injection and you die. That’s what they were told.
NIA6P3F1
Another relative reported that the LCP had been mentioned but she could remember very little about it.
He also mentioned ‘Have you heard of the Liverpool Pathway?’ He was talking and it was, it was all
over my head a bit and I’m thinking ‘Is this to do with euthanasia? Oh my God what is this? . . .
I thought it was a new way of dying. You know that it was similar to letting somebody go.
SIA3P1F1
This relative went on to explain:
And of course I was crying as well because I was upset and I was trying to be brave. Because I didn’t
want to go back and upset everybody else. So I was trying to stop. And he was, he did talk about it
but I don’t know what he was saying.
SIA3P1F1
Although all the relatives in the LCP sites reported a high standard of care and attention, they knew little
about the LCP and its relationship to the care provided.
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Summary
In the complex world of end-of-life care in an ICU, very different views emerged from the interviews with
bereaved relatives. With one major exception, care was thought to have been very good, with bereaved
relatives reporting that the goals of dying free from suffering and pain and with dignity were achieved.
The nature of the patient’s deterioration and preceding events affected how relatives viewed the admission
to ICU and their hopes and expectations of the care that would be provided. When interviewed a
comparatively short time after the patient’s death, the relatives appeared to offer a distilled version of the
patient’s stay on ICU. Some events which were observed and seemed significant were not mentioned, the
chronology of events was occasionally awry and new accounts appeared to be constructed. In many ways
these findings are not new but serve to underline the importance of trying to understand these highly
emotional stressful events from as many perspectives as possible.
The interviews with relatives highlighted the way in which views within families diverged and converged,
and underlined the importance of consistent, clear communication. This was particularly important, as
relatives described their ever-present but often muted hopes for the patient’s survival which ran alongside
the medical information and clinical appearance of the patient.
Finally, few relatives had heard of or understood the LCP, but all identified the elements of care that made
them feel slightly better about the patient’s death.
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Chapter 12 Intensive care units: staff interviews
(point 2)
Introduction
Caring for the families of patients who are critically ill is an essential component of the nurse’s role on
ICU.60,75 However, little is known about how nurses view this role or about what effects it has on their
‘person’. The aim of the interviews was to provide an opportunity for nurses to talk about the care that
had been provided to the patient whose death had been observed and to discuss some of the components
of that care. Inevitably, these interviews covered the broader area of end-of-life care and staff views on
care in an ICU environment. The sample of deaths observed in the ICU included both those supported by
the LCP and some not supported by the LCP. The similarities and differences between these deaths are
explored where possible. It is important to note, however, that almost twice as many nurses working on
LCP ICUs are represented in the sample and these are drawn from five of the total sites recruited.

Findings
Interviews were undertaken with staff who had provided care to the patients whose death had been
observed. As can be seen from Table 16, the majority of the staff interviewed were female and were staff
nurses. The majority of the senior staff were working on the ICUs which did not use the LCP. The
interviews were conducted as soon after the patient’s death as possible. In the majority of cases the
interviews took place at the end of the shift during which the patient died. This in some cases accounts for
the short length of the interview. On occasions the interview took place during the nurse’s next shift.

Deterioration of the patient: the clinical context
When discussing the care of the patient who had died on ICU, all of the nurses framed their accounts in
terms of the patient’s deterioration. This seemed to be important as all the patients had been admitted to
ICU on the basis that there was some hope of recovery.
While you’re still treating them there’s still that sort of glimmer of hope. And when you’re actually
withdrawing treatment, you sort of feel like . . . Not that you’ve failed but . . . I don’t know. Like I say
just a bit helpless really.
NIA6P1S214
The interviews were undertaken after the patient’s death and this may have influenced the structure of
these accounts which described the interplay between the patient’s clinical decline, the clinical
interventions instituted to address the patient’s decline and the outcome of these interventions.
His heart was restarted in Casualty and he came up to intensive care at 7 o’clock in the evening for
monitoring and to see what we could do about this slow heart rate. We needed to give him an
infusion of something that’s quite caustic, so it’s only done here, not in general wards . . . And I was
taking handover . . . his heart stopped again. And we had to restart it another two times in that
episode. By 11 o’clock that night he was then intubated, ventilated, sedated. So, we could get a good
look at what was going on with his heart and kidneys. He was on as much noradrenalin as he could
be on. Which was maintaining his blood pressure and his blood pressure was still falling. And
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TABLE 16 Intensive care unit nurses’ demographics

Patient identifier

Grade of staff

Age (years)

Sex

Length of time
working in ICU

Length of interview

NIA2P1S24

Staff nurse band 5

25–34

Female

3 years

23 minutes

NIA1P1S24

Staff nurse band 5

25–34

Female

4 years

18 minutes

NIA6P3S224a

Staff nurse band 5

35–44

Female

3 months

1 hour 5 minutes

a

Staff nurse band 5

25–34

Female

4 years

1 hour 2 minutes

NIA6P1S214

Staff nurse band 5

25–34

Female

3 years 9 months

58 minutes

NIA2P2S24

Staff nurse band 5

25–34

Female

1 year 2 months

47 minutes

SIA1P4S23

Senior staff nurse band 6

45–54

Female

10 years

1 hour 14 minutes

SIA1P3S24

Staff nurse band 5

25–34

Female

9 months

1 hour 24 minutes

SIA1P2S23

Sister band 7

35–44

Female

18 years

55 minutes

SIA1P1S21

Sister band 7

45–54

Female

1 year 6 months

38 minutes

SIA3P1S24

Staff nurse band 5

18–24

Female

3 months

1 hour 9 minutes

SIB2P2S21

Staff nurse band 5

35–44

Female

2 years

59 minutes

SIB1P3S24

Staff nurse band 5

25–34

Female

1 year 3 months

1 hour 14 minutes

SIB1P2S21

Junior sister band 6

25–34

Female

6 years

40 minutes

SIB1P1S21

Senior sister band 7

35–44

Female

1 year 6 months

10 minutes

SIB2P1S21

Senior sister band 6

35–44

Female

5 years 2 months

31 minutes

SIB2P1S22

Student nurse

35–44

Female

1 month

43 minutes

NIB3P1S2D

Charge nurse band 6

45–54

Male

12 years

52 minutes

NIA6P2S2D

a Patient did not die on the ICU.

ventilation-wise he wasn’t really able to get enough oxygen into his blood in spite of his ventilation so
it became very apparent that his, his lungs were failing, his heart had failed, his kidneys had failed, he
had too many organs failed for us to be able to make him better. But we carried on and on and on,
still for full care though if his heart stopped we had said we wouldn’t resuscitate.
SIA1P1S21
She was very severely sick on admission and got intubated because she wasn't able to breathe by
herself, she was on a ventilator. And then she became very, very unwell over the last few days where
she had maximum treatment of care, ventilation wise and also on medication to support her blood
pressure, kidney function, yesterday she had a CT [computerised tomography] scan. She ended up
having a multi-organ failure, all her organs failed and . . . she ended up in heart failure, she had a left
right sided heart failure and so the heart wasn’t pumping enough and the treatment we were giving
was just supporting her blood pressure and the cardio output but she wouldn’t be able to live
to survive.
SIB1P2S21
These accounts existed across all sites and formed the basis for discussing detailed aspects of the
observed care. In these discussions there were similarities between nurses working in LCP ICU sites and
nurses in the non-LCP-using sites, but there were small but subtle differences between the LCP-using and
non-LCP-using sites. The differences lay in the role of the nurse following withdrawal. The nature of this
distinction will be discussed in the context of the LCP-using and non-LCP-using ICUs.
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Liverpool Care Pathway-using sites
Training on end-of-life care and views on the Liverpool Care Pathway
Staff were vague about the training in end-of-life care they had received. None of the staff interviewed in
the LCP ICU sites reported receiving formal training in the use of the LCP and it was rare for nurses to
report receiving more general end-of-life training.
I have never been trained on it personally but I think there is training available . . . I think I have had
general teaching on the main Liverpool Care Pathway. The in-house one is kind of done with a team
of in-house so to speak, so it’s not official training. There are some link nurses for bereavement. But
we haven’t had any official training actually off them.
NIA1P1S24
I didn’t really do any, you know, training exactly. I didn’t get any teaching on it.
NIA2P2S24
Before I came to this trust I had end-of-life care training and in the rest of the hospital they use a
different pathway, it’s a lot more lengthy.
NIA2P1S24
Despite this, the nurses reported that the LCP documentation offered them a framework that they could
apply on their own in clinical practice.
I think it gives you a good framework. It gives you a good guide to make sure you’re doing what you
should be doing. To make sure that it’s obviously appropriate.
NIA6P1S214
It gives you a prompt really and for peace of mind really even though you know what care to give; it
gives you peace of mind.
NIA1P1S24
Whereas we might think about one or two things in the subsection. There might be another two that
you might not necessarily automatically think of. So I think it’s good to bring them to your attention,
to all the things that are in the subsection. Because you cannot remember 100 things.
SIA1P4S23
In the observations it had been unclear exactly how the LCP documentation had been used. Nurses were
observed with the documents in their hands as they moved between the nurses’ station and the bedside,
writing on the forms at the end of the bed, and we analysed completed LCPs. But it was unclear whether
the forms were being used in real time or were being completed retrospectively at 4-hourly, or longer,
intervals. The interviews highlighted that the completion of the forms was secondary to the provision of
care; sometimes they were completed contemporaneously just after care had been provided and
sometimes this was done retrospectively when nurses were less busy. The act of completing the forms
created the prompts for future care. Where nurses reported barely having time to complete the initial
assessment page of the LCP documentation, a scanning technique was adopted which took the form of a
quick check of the LCP domains.

General views on the Liverpool Care Pathway
Perhaps not surprisingly, given the lack of training received, the interpretation of the LCP documentation
and its application varied as nurses applied their judgement to its use. There was a consensus that the LCP
was nurse-led, allowing nurses to use their experience and judgement within certain parameters to provide
care to the patient at the end of life. We return to this again later.
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The LCP for nurses is quite nurse-led and although they have the part where the doctors come in and
write we then take over and we use it to our ability and use it for our benefit as well, ultimately for
the patient’s benefit but it helps guide us and I think we use it probably a lot more than the doctors
use it. I don’t know whether they don’t see it as maybe as important as the nurses do because they
have got their medical notes.
NIA2P1S24
Some of the consultants prefer not to, because they don’t really know that much about it probably,
it’s not that they have got anything against the LCP, because they have always been intensive care
doctors they haven’t used it that often . . . It’s definitely more nurse-led.
NIA1P1S24
The nurses reported a number of (mis)conceptions about the LCP, all of which were grounded in the idea
that the LCP required certain actions to be undertaken in a certain way at a specific time. The removal of
‘supportive treatments’ was the most commonly mentioned.
The LCP states that you should remove all supportive treatments. With some patients we could remove
the tracheostomy tube but there is a chance that they will occlude their airwave and it’s not a very
nice death for the families to witness.
NIA1P1S24
On the Liverpool Care Pathway it specifically says to take the person off monitoring.
NIA2P1S24
Despite its use to some extent in all the deaths observed in LCP-using ICU sites in this study, nurses
questioned whether the LCP was always useful in the ICU context, as some patients died very quickly once
a decision to withdraw treatment had taken place. This provided staff with less time to go through the
documentation and make their assessments.
There have been some cases where I have seen them not go on the LCP but in those cases it would be
where the process of them dying was quite rapid.
SIA1P4S23
You start implementing it and often well often you might not even get to the first hour to record
anything because they’ve passed away that quickly but I think I can’t recall any time when it’s not
been used.
NIA6P1S214
I have got limited experience with the LCP. Some people are put on it promptly, but I do find that in
general it probably does take a little bit longer to get it started. Maybe not as long as in this case, but
I do find sometimes the nursing staff are maybe wanting to maybe start it possibly quicker than
the doctors.
NIA2P1S24
Interestingly, one nurse reported that although they used the LCP in their site, they had adapted it
precisely for the cases identified above, namely where a patient was going to die quickly.
A lot of it wasn’t really appropriate so we have adapted it. We tend to use it when patients sort of die
very quickly.
NIA1P1S24
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The use of the Liverpool Care Pathway
All of the staff acknowledged the controversial nature of the LCP and, while not agreeing with the adverse
publicity, the majority of staff chose to talk to the patient’s relatives about the care to be provided without
making reference to the LCP.
I made it very clear what was going to happen, what my practices would be, but I didn’t use the word
LCP or Liverpool Care Pathway because of the recent poor press. And that wouldn’t have crossed my
mind usually except for two or three of my friends have said to me ‘Here do you know anything about
this Liverpool business where they starve people to death’ and I was ‘no that’s not what they do . . .’
but of course they have read this bad press.
SIA1P1S21
There was one site, however, where a nurse reported a very frank conversation between the consultant
and the patient’s family about the proposal to use the LCP. Interestingly, the nurse’s account of this
conversation reflects the impact of the negative media publicity, as the use of the LCP is framed in terms
of what it does not mean for the care of the patient rather than what the care entails.
He explained that in this trust we implement the Liverpool Care Pathway. He said that it’s a tool to
ensure, not his exact words but . . . to ensure basically that patient’s aren’t left . . . that just because
somebody’s passing away or dying, that . . . it doesn’t mean we stop care. It doesn’t mean that we
don’t go to them. It doesn’t mean we don’t assist their pain needs. It doesn’t mean that we don’t
actively treat certain areas for them, such as pain, agitation, nausea and such, making
people comfortable.
SIA3P1S24
Nurses dismissed the LCP’s association with death by starvation, dehydration and oversedation as media
hype. In their minds, it simply helped them to give good care.
In relation to the observed deaths, nurses reported that the use of the LCP had been appropriate and, in
most cases, timely, with only one nurse suggesting that it might have been better for the patient if the LCP
had started sooner (NIA2P1S24).

The Liverpool Care Pathway and withdrawal
The nurses reported that the decision to withdraw treatment was a team decision which preceded the
implementation of the LCP. There was recognition that any limitation of treatment, or decisions of not
for resuscitation or no active treatment, had become associated with the LCP and that, in practice, they
were linked.
He didn’t improve, the consultant came in and he reviewed him and what he said was ‘he’s not
improving, we can’t seem to do anything else and we should have that conversation on LCP with
the family’.
SIA1P4S23
Once a decision to withdraw had been made and the LCP was started, the nurses felt able to manage the
care associated with withdrawal. However, they reported that while they were responsible for this care
they were supported in a number of ways by (1) taking advice from consultants and other experts where
they felt it was needed, (2) keeping the relatives informed about what they were doing and gaining their
views on how certain things were handled, and (3) assessing the impact of the withdrawal process on
the patient and making adjustments in their care accordingly. These three elements were present to
some degree in all the nurses’ accounts, but constructed differently by nurses in the LCP-using and
non-LCP-using sites.
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Taking advice from consultants and other experts
Although the nurses viewed care after withdrawal as their domain, they reported involving, and were seen
in the observations to involve, consultants and other experts. Consultants were also brought in if the nurse
felt that the relatives would benefit from the medical view, with nurses setting up meetings between
relatives and the consultant to discuss a change in the patient’s condition.
I said ‘I am afraid he is not going very well today, he has not been very well, I think you should come
in and talk to the doctor about how he is’.
SIA1P1S21

Keeping the relatives informed
All of the nurses reported the importance of their conversations with family members regarding the
proposal to withdraw active treatment. It provided nurses with an opportunity to impart information as
well as to receive information. This dialogue was important because it enabled nurses to identify how the
relatives were responding and their understanding of the patient’s condition.
They knew his prognosis was very poor and they knew that to start his heart again would be futile
and possibly cruel. And in fact his wife was already saying you know ‘don’t let him suffer. Don’t let
this go on forever’. I spoke to her and said ‘he is taking very, very small steps forward at the moment
but I don’t know if they will be, if those steps will get him home or if they will just be the only little
steps’. And she seemed very comfortable with being able to talk about that.
SIA1P1S21
In the majority of cases the patient being observed in this study had a number of visitors at the bedside.
While it was common for patients to have two or three visitors, there were occasions when very large
families, for example of more than 10 people, were present at the bedside, which made communication
complicated. Selecting a way of communicating with family members at the bedside was an art which
sometimes needed refining. The ever-changing bedside population often meant that nurses had to identify
key family members and repeat information a number of times in order to ensure that the information
reached parties equally.
Because the patient lived with the cousin . . . So, it kind of felt like I should be communicating with her
first. But I didn’t. I actually communicated with mum and dad because . . . that just seemed the right
thing to do . . . But whatever I told mum and dad, I then told her as well.
SIA1P4S23
Nurses reported that the way in which family members remembered and interpreted what they had been
told varied enormously, was not solely a function of family size and was difficult to control. In one case the
frequent attempts by the nurse to correct a relative’s misunderstanding left the nurse wondering whether
or not she was understanding the point the relative was making.
So I tried to explain to her that he wasn’t breathing enough to take off the mask, he had to be
breathing enough to do that. And then he would be weaned onto pressure support, down to pressure
support, down to . . . We had to say it a few times for her to realise ‘we’re not taking it away . . .’ She
kept on saying ‘so when he’s breathing, you take it away’. To keep bringing her back to saying ‘no
when he’s breathing we will wean it down’. ‘Not take it away’. And we kept on seeming to be
getting stuck on that point and then after a while I wasn’t sure if she was, if I was understanding
what she was asking me. But her understanding was . . . that we would take the ventilator away.
SIA1P4S23
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In another case a nurse, overhearing the patient’s granddaughter talking on the telephone, realised that a
discussion she had had with the granddaughter had been misinterpreted and/or misreported.
The granddaughter then got on the phone to ring her uncle who had said he wasn’t going to come
back, and interestingly she said to him ‘they are going to start turning all the machines off do you
want to be here for that’. So that was her perception that we were going to turn off all the machines.
And I had already explained to them the day before that there is no such thing as a life support
machine to be turned on or off.
SIA1P1S21
These differences between relatives were referred to in other accounts: ‘some family members want to
hear; others don’t want to hear’ (NIA6P3S224). In part this was attributed to a relative’s reluctance to
accept the patient’s imminent death.
Some relatives can be quite angry with you and sort of blame you in effect . . . You have to try and put
yourself in their shoes really and imagine how you might feel if this person was telling you that your
relative was dying. And your first emotion might be anger and unfortunately it is directed at the first
person you come into contact with which is the nursing staff.
NIA1P1S24
Although nurses in the LCP sites usually managed to resolve these differences, there was one case, in a
non-LCP-using site, that became the basis for very strong disagreements between staff and
family members.
An additional complication for nurses in their communications with relatives about withdrawal was the
unpredictability of the timing of death. Nurses were unable to give a time scale with any degree of
certainty. Perhaps because of the clinical picture provided to the family by the clinical team, nurses felt that
families expected the patient to die very quickly after withdrawal, which they usually did. However, there
were instances in which this did not happen, and a few cases in which the nurses reported the
patient ‘rallied’.
His numbers looked better for a while completely off everything, better than they had when he was
being treated. And I discussed this with the family because he was making a fool of me and I said to
them ‘well in spite of everything I told you he seems to be carrying on a bit longer’.
SIA1P1S21
In these instances, some nurses reported that there was a suggestion from the relatives that they were
prolonging the patient’s life in a way that was perceived to be cruel. The relatives’ desire for a natural and
quick death, on occasions resulted in subtle requests to the nurse to hasten the patient’s death. Nurses
reported their response to this as one of shock and a reiteration that the ‘patient makes the decision in the
end’ (SIA1P1S21).

Assessing the impact of withdrawal on the patient
All of the nurses in the LCP sites described withdrawal as a process tailored to the patient’s clinical state.
While this process was primarily adjusted to meet the patient’s needs, it also took into account the needs
of the relatives.
You can’t get someone to extubation . . . in a flick of a switch. So he was fully ventilated so he needs
to be able to breathe himself, for himself without the machine, before you can pull that tube.
SIA1P4S23
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This nurse provided extensive detail about the process of withdrawal in the patient whose death was
observed in this study. It provides an important example of the way in which assessment informed the care
that was given. The initial step required of the nurse was to get the patient on continuous positive airway
pressure (CPAP). CPAP is a treatment that uses mild air pressure to keep the airways open.
One of the senior bands was looking after him and she handed over to me that they wanted him to
be on CPAP, CPAP is like the lowest amount of ventilation you can have. You have to be able to
breathe to do that. So he wasn’t at that point triggering his own breath. So she couldn’t do that.
So what she did was she reduced his sedation to a bit, so that he could breathe a bit for himself . . .
So that’s what was happening when I came on. So, probably by about sort of 11 or 12 o’clock he was
triggering enough breaths for me to then take the mandatory ventilation off . . . I took him to pressure
support and to see what he did and then I just brought it down gradually . . . And by 1:30 I [sic] was
on CPAP.
SIA1P4S23
At the same time as monitoring the patient’s breathing, the nurse described her visual assessment of the
patient’s comfort.
I wanted to see if he was sweaty, was he uncomfortable? Was he moving around? Was his breathing
fast? Was he tachycardic? Did his blood pressure shoot up in the air? So . . . all those things would
make me think ‘if I started say on 3 mg and he was doing all this what I’ve just said. I would think he
needed a bit more’ . . . That’s what I would look for.
SIA1P4S23
In the course of her assessment of the patient she reported that there were some unusual readings on the
monitor to which he was attached.
So he was fine for a while and then he was doing that funny little line again. So I thought ‘maybe
there’s secretions there again’. Had a little, a little feel and he’d obviously collected it again. And so
I suctioned him and obviously when I’m doing this I’m telling him what I’m going to do despite that
he’s unconscious . . . I suctioned him again and he did exactly the same so I cleared his chest, that
funny line had gone, I couldn’t hear a vibration down the tube, but his respiratory rate kind of went
up but didn’t come back down to what is was . . . So I waited a bit because it kind of didn’t go back
to lower than normal so . . . I went up with the morphine again.
SIA1P4S23
This account by the nurse provides a useful insight into the considerations that underpinned the
adjustments to the care that was observed.
In the process of ‘withdrawing’ the nurses talked at considerable length about the impact of tubes on
relatives and on the care being provided. They reported understanding the impact of the environment on
the patient’s relatives but, by their own admission, they were sometimes slow to adapt.
There was some equipment that wasn’t even being used which I could have taken away. Sometimes
when you walk on intensive care all you see is all the machines and it is quite frightening. If I could
have just moved some of those away it might not have been as frightening for her. If she had told me
beforehand that these things were frightening her I could have done something about it but she
didn’t tell me until afterwards.
NIA1P1S24
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The tubes connecting the patients to equipment of varying descriptions were seen by nurses as hugely
significant. Although nurses found capping or spigotting tubes and lines relatively straightforward, the
removal of these presented some issues. Actually removing tubes that had been discontinued involved
weighing up the consequences of doing so. Nurses across all sites reported a requirement for tubes to be
left in for a minority of patients for whom a coroner and a post mortem might be involved. There was a
tendency, however, to act conservatively, with the majority of all patients in this study dying with some
tubes and lines left in.
If the patient needs a post mortem the tubes have to stay in situ and then they will be removed
I presume if they are not needed when they leave here. But we do leave every line and every tube in
situ including drains and catheters and just make sure they are bunged or spigotted off . . . I think you
have to explain why to some extent they do stay in. Because if they don’t know why they have to stay
in then they won’t be able to rationalise the reason why we are keeping them in and it is a bit
disfiguring when you have got a tube poking out of your mouth.
NIA2P1S24
There was a perception that the visual impact of the tubes disrupted the essence of the patient and
created a barrier for relatives. At the same time, withdrawing tubes and lines was not considered to be a
quick task, and there was a fear expressed by a number of nurses that the patient might die during the
time it took to send the relatives out of the bed space and disconnect the lines.
The family were present when she was extubated, nurse 1 sort of took the tube out and then came
out to let the family have some time. Not, not knowing how quickly obviously she would pass away.
Erm . . . so hence she still had the lines in. You’ve sort of got the dilemma, do you say to the family
after a little while ‘can you leave’, take some of the lines out for the patient’s comfort. And because
it’s more pleasant for the family . . . They often retch quite a bit and . . . it’s not particularly pleasant.
So in that situation what I’d normally do is just quickly take the tube out and then you just quickly
remove some of the monitoring and . . . any lines that I can do quickly. And then let the family come
in and see . . . In case they do pass away quickly.
NIA6P1S214

Monitoring
All of the nurses interviewed in the LCP settings reported turning the monitors off or down at the bedside
while keeping the monitor at the nurse’s station functioning. The monitors were reported by the nurses to
be useful for two reasons. The first reason was that the monitor enabled nurses to be absent from and
present at the bedside at the same time. Remote access to the monitor enabled the nurse to track the
patient’s physiological functioning. This was considered by nurses to be important so that they could
intercede to calm agitation or remove secretions should the monitor alert them to the need. They were
enabled to do this at the same time as giving the relatives space and privacy of sorts to be with the patient
in their dying hours.
I mean they couldn’t see me and you couldn’t see me but I was watching him through the curtain
some of the time to see how they were and what was going on, which is how come I managed to
come in just after he did the gurgling noises . . . that wasn’t luck that was because I was keeping an
eye, and also I had his vital signs on my monitor outside.
SIA1P1S21
Surprisingly, and despite some views to the contrary, the point of death was not always easily discernible.
Nurses saw themselves as interpreting the monitor to get relatives back to the bedside if they wanted to
be present at the death and also to confirm or not that the patient had died.
When I looked at the monitor she was actually . . . she still had a heart rate. It was very, very slow.
NIA6P1S214
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Nurses in the LCP sites identified a strong nursing role for themselves in this period of withdrawal which
involved being there for the relatives and keeping the patient comfortable.

Non-Liverpool Care Pathway-using sites
Six staff were interviewed who were working on ICUs where the LCP had not been used to support a
patient in the last days and hours of life. In addition, a student nurse, present during the observations and
being mentored by a senior sister, was also interviewed. All of the staff interviewed, with the exception of
the student nurse, were aware of the LCP and some had even used the LCP in the past. The more senior
members of nursing staff were more likely to have reported using the LCP before.
As previously mentioned, all of the nurses described the clinical context of the patient’s decline and this
seemed to be as important for understanding the care in the non-LCP-using sites as in the LCP-using sites.

Training on end of life care and views on the Liverpool Care Pathway
Few members of staff on the non-LCP-using ICU sites reported receiving any training on end-of-life care.
One staff nurse, when asked about the provision of end-of-life care training in her ICU, said:
To be honest I really couldn’t tell you. My gut instinct is no.
SIB2S113
Sometimes during the course of other training sessions, for instance on organ donation, the ‘care of the
bereaved’ or care of the dying might have been mentioned, but formal, in-depth training on care of the
dying was not reported to have been received. Nurses in the non-LCP-using sites had heard of the LCP and
some had actually used it in previous jobs, again without being trained to use it. One charge nurse with
considerable experience had used the LCP on occasions in the distant past.
My experience of the Liverpool Care Pathway is that it works best in people whose death is not
imminent. In intensive care, when you’ve got somebody sedated, ventilated, they are invariably already
receiving some dose of opiate . . . the Liverpool Care Pathway does seem to concentrate on the
delivery of medication using syringe drivers subcutaneously, and there seems little point to discontinue
intravenous opiate, only to start again with subcutaneous opiate.
NIB3P1S213
Clearly, this is a particular interpretation of the LCP and not one which was recognised or implemented in
any of the LCP-using sites in this study. Paradoxically, the charge nurse also identified that the length of
time it would take to complete the paperwork was a disincentive for using the LCP, while identifying one
of the advantages of its use as having the patient’s documentation contained in one place.
I have used Liverpool Care Pathway before and one of the advantages from a purely nursing point of
view, in terms of time and so on and so forth, is once you’ve done the work, once you’ve set it up,
once somebody is on that pathway, that’s all the documentation that you need. You can tidy
everything away and just use that.
NIB3P1S213
In his view, patients who were identified as not likely to recover died very quickly in ICU. Indeed, the
patient he was looking after died within 1 hour of withdrawal and the majority of deaths that we
observed within the ICU took place on the day of withdrawal, most often within a few hours.
When people are on intensive care and when people are dying on intensive care, they don’t tend to
hang about really, they tend to be at the point where as soon as you stop doing something, or even if
you continue doing the things that you’re doing, people die anyway . . . I think it’s less useful in
intensive care.
NIB3P1S213

174
NIHR Journals Library www.journalslibrary.nihr.ac.uk

DOI: 10.3310/hsdr04200

HEALTH SERVICES AND DELIVERY RESEARCH 2016 VOL. 4 NO. 20

This charge nurse reported that it was useful as an aide memoire: ‘It means that you don’t have to sit
there thinking: “Oh, have I done this?” ’ (NIB3P1S213). He reported that the downside of using the LCP in
this way was that it could also stop people thinking. Interestingly, this was one of the few sites in which
the religious and spiritual needs of the patient whose death was observed were not considered. In
response to the question from the researcher about the patient’s spiritual needs, the charge nurse
demonstrated the reason why some sort of aide memoire might be useful.
I always forget the religious bit . . . because I’m not religious at all. So I always forget that bit . . . It is a
timely reminder to me to say oh yeah, do you want to get a priest or a such-a-body . . . But otherwise
I would tend to forget all about that, just because it doesn’t really apply to me, which is perhaps a
failing on my part.
NIB3P1S213
As the discussion progressed his reply became more confused, moving from his failure to remember
(above) to a reluctance to raise it (below).
I didn’t feel comfortable bringing it up, in that they were already aware that she wasn’t going to
survive and I kind of thought well I don’t really want to bring the subject up now . . . possibly it was an
omission. And again, that would be my fault. It’s not something that occurs to me very often. Had we
been using the LCP there would be a box to tick and that would have reminded me to do it.
NIB3P1S213
There were many contradictions about the LCP in the account provided by this charge nurse, but, perhaps
more importantly, in his discussion of the LCP he raised questions about his own practice.

Withdrawal
Communication of patient’s decline to relatives
It was in relation to withdrawal that some subtle differences between LCP-using and non-LCP-using sites
emerged in the nurses’ interviews. In common with the LCP sites, considerable discussion was reported on
how the patient’s decline was communicated to the patient’s relatives and the way in which the nurses
interpreted the relatives’ response.
I rang the husband and told him that she hasn’t improved, that she had actually deteriorated
overnight and I told him that we have a diagnosis of why she is so unwell and the consultant would
like to speak to him. I said ‘When would you be able to come into the hospital’ and he said ‘well
about 2 o’clock’ and I said ‘could you make it any earlier?’ and he said ‘no I need to have a shower
first, I need to clean the house first’. Right so trying to prolong it a bit. He knew she wasn’t well
because he had been spoken to by the doctor yesterday twice.
SIB1P2S21
In this respect the nurses across all sites were very similar. However, it was in the nurse’s role after
withdrawal that small differences emerged between the LCP-using and non-LCP-using sites. Nurses in
the non-LCP sites reported that the time after withdrawal was ‘a very grey area’ in terms of their role.

Taking advice from consultants and other experts
According to the nurses in the non-LCP-using sites, the consultants were responsible for the decision to
withdraw, and on occasions they would take the nurses’ views on board. But the nurses reported that,
thereafter, their role was influenced by the consultant; the nurses described the care after withdrawal as
consultant led rather than nurse led. In large part what happened depended on the consultant on duty
at the time. Nurses took their lead from the consultant, and this might vary depending on who the
consultant was. The charge nurse in the following example highlights the prescribed nature of consultantled care and its consequences for withdrawal and for the nursing care that accompanied it.
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Some consultants will say ‘OK, stop that, stop this, take that off’ in that kind of prescriptive way of
withdrawing treatment. So, I was told to deal with it in a certain way and that was the way that I
dealt with it . . . on occasion it is left to me, it depends on the relationship that you have with the
relatives, it depends how much interest your consultant or the doctor may take.
NIB3P1S213
That was the consultant’s decision to keep the ventilator on . . . he wanted her just to feel the same,
so we just turned the oxygen down from 28 to normal room air of 21% and that was it. What I would
have done differently next time is that, she was on a monitor where she was given the manual press
. . . in hindsight I should have just put it on spontaneous mode straight away. She wasn’t lying there
for very long but she would have gone quicker, she would have died perhaps earlier . . . the consultant
came back and put it on the spontaneous mode and within 10 minutes she passed away.
SIB1P2S21
As can be seen, the nurses’ accounts of the care referenced the consultant’s decisions more frequently
than did the accounts provided by nurses in the LCP sites, where care was reported to be more nursedirected, with experts brought in where the nurse thought it was appropriate. In this context it might not
be so surprising that a junior sister of 6 years’ experience expressed a high level of discomfort regarding
treatment withdrawal.
I never liked this, withdrawing treatment . . . I always feel uncomfortable by doing it, ‘cos I never know
what is the right thing. What would be the right procedure? I think it is necessary to do so but the
actual action I am a bit apprehensive about it.
SIB1P2S21
The role of the consultant appeared to dominate the decision to withdraw, the way in which treatment
was withdrawn and, to some extent, the care that followed. Nurses in the non-LCP-using ICUs did not
identify themselves as leading end-of-life care for the patients whose care was observed in the course of
this study. One charge nurse described their role as that of stage management.
I think the longer you’ve worked in critical care, certainly people I know who’ve worked here for a
long time, would tend to have quite a business-like approach to it, in that once that decision has been
made, then effectively all you’re doing is stage managing it.
NIB3P1S213

Keeping the relatives informed
Communicating with relatives and keeping them informed was as much a feature of non-LCP-using sites
as of LCP sites. In common with reports from the nurses on the LCP-using ICUs, there was a view that
relatives wanted patients to go naturally and quickly. However, as the interviews with bereaved relatives
demonstrated, there were circumstances in which relatives wanted to prolong a patient’s life in the hope
of recovery. While a quick death was generally regarded as a good death, where a patient was not
deemed to be suffering, there was less emphasis on a speedy death.
Personally for me, if it was me or if it was one of my relatives, I would get it done and dusted as
quickly as possible. Not in an unseemly haste, but erm, I would carry on and get everything done . . .
probably sounds a bit, erm, uncaring or a bit brutal maybe, but I think once you’ve decided that this
person is not benefiting from the treatment and the end result would be death, then, you carry on.
NIB3P1S213
I pulled the curtain and I did ask them if they want to wait a bit longer or if it was OK to stop it now.
And he said ‘he didn’t want to wait any longer’ so he was fine for me to stop all the machines.
SIB1P2S21
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The managed slow withdrawal of equipment, which was a feature of LCP ICU care, was not much in
evidence in the accounts of nurses in the non-LCP-using sites. A slow death was seen as an uncomfortable
experience for patients and relatives and to be avoided if possible.
She died in a relatively short time. That’s not always a positive thing, but I think it is when you’re
expecting somebody’s death. One of the uncomfortable things about occasionally withdrawing
treatment, or being in an end of life situation in intensive care, is that it drags on for 24 or 48 hours,
until everybody, even the relatives of the dying person, are sat at the end of the bed thinking: well
how much longer is this going to go on for?
NIB3P1S213
Similar problems were reported across all sites in enabling relatives to come to terms with the patient’s
imminent death.
What I find happens most of the time, is not so much the family don’t want the treatment to be
withdrawn, it’s almost that they feel that they’re the one making that decision, that’s where the
problem comes, sort of thing. So, often times, like for example, we call a family, and if I’m the bedside
nurse, myself, the doctor, and the consultant, after telling them, or showing them what’s wrong with
the patient in terms of letting them know this is failing, that’s failing, I think the next thing is, they feel
like they’ve got that switch in their hands, kind of thing, and so nobody wants to turn that switch off.
SIB1P3S24
However, in two cases in the non-LCP-using sites, relationships with relatives became antagonistic, with
formal complaints against the staff being threatened.
The first case related to a very large family of Indian origin. The nurse reported in the interview that in
India care is purchased. You can have as much or as little treatment as you can afford to pay for. Active
treatment to the point of death was more common where families had the resources to fund it. Against
this backdrop, staff were struggling to explain to the family that active treatment was not going to
be continued.
After half an hour they asked the same questions. It was difficult to deal with that family . . . I think
they didn’t understand what you were saying to them. The doctor three or four times explained to
them the same thing, the matron spoke to them, the senior doctor spoke to them, but still another
family member came and asked the same questions. The doctor did explain to them we can’t restart
him . . . the next day they wanted the same, to restart treatment, the patient might even recover. They
did understand, but they didn’t.
SIB2P2S21
All nurses were able to identify families in which understanding was impaired by the desire to keep
someone alive; in this case a prolonged and bitter argument broke out between staff and relatives with no
real resolution.
When the other daughter had a fight with the senior doctor here, I spoke to them and they said ‘We
do understand what is happening. He is going to die, he is not going to make it, but she (the
daughter) is the one . . . she is not understanding’. They were saying ‘she gets upset because of his
dying’ and ‘she’s not understanding as well’. She’s not like accepting it you know fully, so she is just
getting frustrated.
SIB2P2S21
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In analysing the problems that had arisen with this family the nurse felt that communication had been
difficult as a result of the number of family members and their ever-changing presence at the bedside.
In the second case, the relatives were extremely unhappy about the patient’s resuscitation prior to his
admission to ICU. The profound impact of this resuscitation on the family was explored in the bereaved
relative’s interview. In her interview, the nurse who had provided care to the patient on the ICU provided a
very different account of the relative’s response to this event. She seemed unaware of any negative effects
it had had on the family.
The family were happy that in a way, even though they didn’t want him resuscitated, they felt like . . .
the fact that he’s got lots of children, um, you know if he had died suddenly, they wouldn’t have had
the opportunity to come back, you know, and be with him when, he’s, you know . . . So they felt like
they were . . . not angry because we resuscitated him, um, and they felt that it gave them opportunity
to tell all the family members to come in and see him before he actually passes away.
SIB1P1S21
This was not the view that the bereaved relative reported to the researcher. There are a number of
possible explanations for this discrepancy which will be explored in a subsequent paper examining the use
of multiple perspectives on events. Further, the nurse’s account of the patient’s transfer to a side room did
not reflect the anger and frustration felt by the family, whose interview account and observational record
suggested that they felt that the patient had been abandoned.
I think it went well in a lot of sense. I think the only thing I, I could say was the fact that we got to
move him to a side room, and the fact that it was little bit of confusion as to who’s looking after him
in terms of relatives. When I obviously handed over to them that [name] was gonna be looking after
him, but [name] wasn’t within . . . reach for the relatives to, to sort of ask him questions or, get stuff
from him. And, um, obviously the nurses at the desk there are coronary care nurses, so they don’t
usually look after our patients, so they don’t know anything about him. I felt like, um, at times when
the relatives needed stuff, or they wanted to ask a question or something, no one was available. And
I think that’s partly the fact that we were quite busy with three admissions in one go and everyone
was quite busy.
SIB1P1S23

Assessing the impact of the withdrawal process on the patient
While withdrawal presented many opportunities for nurses in the LCP sites to demonstrate their range of
skills and expertise, withdrawal in non-LCP-using sites was presented as a quiet time.
Because all we were doing, all I was doing, essentially while that was going on, was sitting and
waiting for things to run out. So essentially, just twiddling my thumbs and waiting for things to run
out that were going to run out. It went fairly smoothly I suppose. I would be content that she didn’t
suffer any unnecessary interventions, she was sedated, she was on a large dose of morphine, so
I think, hopefully, from her point of view, it was a reasonably pleasant way to die.
NIB3P1S213
It was only natural for me to step back at that point, rather than standing and watching over her.
Because I wasn’t doing anything physical for her, just making sure, glancing at her, making sure
she’s comfortable.
SIB1P3S24
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I usually leave the family as much as possible to themselves because this is their last moment, the last
time they are with their loved ones so I tend to not to disturb them, I find it’s not appropriate so I do
the bare minimum. I am accessible to them, I say ‘I am behind the curtain’ if they need me but I leave
them to themselves.
SIB1P2S21
While the nurses in the LCP-using ICUs reported trying to achieve a balance between being present at and
being absent from the bedside, the nurses in the non-LCP-using sites reported a more hands-off approach.
This was also in evidence in relation to the use of the monitor. In all sites nurses reported that the monitors
were a distraction for the relatives and in the majority of cases the monitor was turned off, down or onto
a privacy setting. In the LCP-using sites the nurses reported using the monitor to continue their clinical
assessment of the patient remotely. In the non-LCP-using sites the nurses reported that the monitor was
not needed, although it might be left on.
I think everything sort of went, in terms of him, it was quite peaceful. The other thing that doesn’t
normally always happen is monitoring someone that’s dying. We don’t always do that . . . I think that
just carried on and no one else just thought, ‘oh we need to take the monitor off’. Since the monitor
wasn’t . . . in any way, I don’t think it was . . . a big problem. But normally we would take the
monitoring off because we don’t now need it, to, you know, to know that the patient’s died.
SIB1P1S23

Goals of care: Liverpool Care Pathway-using and non-Liverpool Care
Pathway-using sites
The goals of nursing care in the LCP-using and non-LCP-using sites were identical: keeping a patient
comfortable and pain free and ensuring their dignity. In all but one of the non-LCP cases, the religious and
spiritual needs of the patient were reported to have been considered by the nurse.
I make sure that the patient is comfortable and is pain free and I am sure there is no distress, so once
that is sorted and I see that then I, then I can focus on the family and make sure they are happy how
their loved one died.
SIB1P2S21
From active treatment to withdrawing treatment, the main thing is to just ensure that she’s
comfortable really, at that point . . . She had the priest came in.
SIB1P3S24
Achieving privacy for dying patients and their families on ICU was recognised to be a challenge, which all
nurses reported managing in the same way, by using the curtains around the bedside.
Men don’t like to be emotional in public. So I drew the curtains just to give him some privacy and also
some time alone with his father . . . And then they can let their emotions out and not feel that
everybody else is watching them.
NIA1P1S24
She was in an open bay, so I tried to pull the curtains round to get that bit of privacy, even though it
wasn’t probably ideal as such, but I feel that it was probably good enough though.
SIB1P3S24
We don’t like anybody to think that anybody dies, we pull all the curtains round all the beds and,
everybody kind of looks the other way and pretends that nothing’s happening. Then magically as the
curtains are drawn back, there is an empty bed space there . . . it’s a bit like a pantomime really.
NIB3P1S213
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Summary
The interviews with the nurses identified some small and subtle differences between nurses working on
LCP-using ICUs and those working on non-LCP-using ICUs. It must be remembered, however, that there
were many more interviews with nurses in LCP-using sites and the consistency between their views may
derive in part from their employment in a small number of ICUs. Nevertheless, the differences in the role of
the nurse following a decision to withdraw were interesting and the distinction between nurses leading
care and stage-managing care is worthy of further research.
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Summary of Section 3 findings
Intensive care unit data
There was incredible consistency across all data sources regarding care at the end of life in ICUs. In the
main, the interviews prior to observations reflected the general approach to end-of-life care which was
reflected in the care actually seen to be provided in the observations and reported in the case notes. The
relatives’ views on the care that was provided did not differ in substance from what was observed but it
was selective in certain important respects. We return to this in Chapter 14.
There was agreement that the withdrawal of life-sustaining interventions was ultimately a medical
decision. This was what doctors and nurses reported and recorded and what was observed to happen.
Relatives confirmed that this was also their experience. However, there were a small group of relatives
who, while making reference to the medical decision to withdraw treatment, also reported that they had
made the decision to or had been in control of switching off certain machines. Drawing on the interview
data it is possible to forward an argument that relatives had been so well informed of the patient’s
deterioration or lack of response to interventions and that doctors and nurses were so keen to get relatives
on board with the decision to withdraw that relatives felt in control of the withdrawal even though they
had not been.
Reaching agreement on a decision to withdraw life-supporting interventions did not automatically lead to
withdrawal. Delays in actually implementing the decision were recorded in the patient case notes and in
the interviews and were observed. Relatives welcomed the opportunity this presented to make
arrangements for other family members to be present and to prepare themselves for the patient’s death.
Laying down a narrative of a patient’s deterioration was seen as an essential precursor to any decision to
withdraw or withhold treatment or life-supporting interventions. This appeared to be as important to
doctors in the interviews and the records of their contact with the patient as well as in their
communication with relatives. The ultimate goal was to ensure that the patient’s physical health was
widely understood between the clinical team and the relatives so that there was a shared view of the best
course of action. Relatives reported the importance of understanding this deterioration as a basis of their
agreement for withdrawal. The physical reflection of a patient’s deterioration, laboured breathing and
changes in skin tone, were taken by relatives as signs of suffering, which reinforced the appropriateness of
the chosen course of action to withdraw treatment.
There was agreement between doctors and nurses that once a decision to withdraw had been made the
physical care of the patient was very much left to the nurses. Relatives communicated principally with
nurses once the withdrawal was under way. The nuanced and sensitive steps taken by nurses to achieve a
natural death were largely lost on the relatives but there was recognition that the experience for the
patient was dignified and respectful.
The role of the LCP in care at the end of life in an ICU was extremely difficult to ascertain. Doctors and
nurses were sensitive to the negative media reports about the LCP and did not want to raise unnecessary
concerns about the management of these patients in the last hours of life. For this reason, not all relatives
were aware of whether or not the patient was being cared for on the LCP. Some relatives expressed some
negative views of the LCP, but they did not appear to relate these views to the care of the patient at
whose bedside they had sat. Although the principles underpinning the LCP were generally viewed
positively by all staff, the documentation was reported and observed to be difficult to operate in practice.
This was particularly so in instances where the patient died very quickly after life-supporting interventions
were reduced or removed.
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Chapter 13 Integrated care pathways: economic
evaluation of end-of-life care
Introduction
The purpose of the economic component within this study was to assess the costs and benefits of
standard care versus the care supported by the LCP. The study was designed so that, all things being
equal, any differentiation between ‘using’ and standard ‘non-using’ sites should be attributable to the care
pathway adopted.

Aim
The aim of the economic evaluation was to evaluate the effectiveness with which inputs, processes and
outcomes are combined to provide care for patients entering the last days or hours of life. Undertaking
such an evaluation presents significant problems for health economic evaluation, as standardised
approaches and existing methodological ‘tools’ that can be engaged to produce meaningful outcomes are
largely not fit for purpose in this context.

Considerations of the health economic evaluation in this study
In order to assess the cost-effectiveness of the LCP in the ICU and nursing home environments, it was
necessary to measure both the difference in costs between the sites using the LCP and the non-using sites,
and any variation in a quantifiable outcome. As a general rule, the outcome in an economic analysis is
based on the quality-adjusted life-year (QALY).76 QALYs are a function of the quality of life of a patient and
survival. However, as a patient nears the very end of life, survival and quality of life may be of less
importance and quality of dying and death may take priority. In particular, the use of the QALY framework
requires a detailed analysis of the comparative quantity and quality of life experienced by patients. Such a
framework is of limited value in evaluating care provision in the last days of life given that survival is strictly
limited and comparative quality of life is largely driven by control of symptoms and distress alongside
support for the family.
Many of the adverse consequences resulting from deficits in service provision in the last hours of life are
likely to be hidden from view and hence do not directly have a ‘cost’ or ‘price’ associated with them. For
example, what is the cost associated with a patient being placed in an isolated room by staff who are
unable to correctly deal with the needs of a dying patient? A principal aim of the LCP is to ensure the
delivery of a ‘seamless’ service in which care is delivered in a co-ordinated manner to optimise the quality
of patients’ remaining life.
The economic analysis attempted to assess, using the data collected around the 25 observations of patient
care, the costs of end-of-life care in nursing homes and ICUs with and without the use of the LCP.
Bereaved relatives provided their views about the care of patients while in nursing homes or ICUs
specifically for this economic evaluation and these data were built into the analysis.
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Methodology
There have been a number of studies authored by the National Audit Office7 and Marie Curie Cancer
Care77 that have attempted to account for the costs accrued during end-of-life care. However, it is rare
that the different care environments and the approaches used have been taken into consideration while
also looking at costs. Accordingly, in this study identification of comparative quality of life and resource use
was undertaken in close collaboration with health professionals involved in the provision of end-of-life
care. Staff and family members were observed giving treatment and care to the patients recruited to the
study by the researchers. Notes were recorded about the care delivered, which included timings. Later, the
costs associated with each task were calculated and applied. The economic evaluation was based on three
data sources:
1. patient observations
2. review of drug charts and interventions
3. bereaved relative economic tool.

Patient observations
For the purposes of the economic analysis the patient observations were used to understand the quality of
care provision and the resources used for each patient. Only in this manner could sufficient detail be
generated of the broad range of public and private resources utilised by patients in their final hours or
days of life. It is well recognised that effective communication between staff and patient/relatives is
fundamental to the provision of optimal end-of-life care. In addition a range of subjective elements, for
example ‘did the nurse smile and interact positively with the patient and the relatives?’, are likely to be as
important in determining ‘quality’ as objective elements such as drug regimens. Equally, accurate allocation
of the most important resource (staff) between individual patients requires a detailed knowledge of
interactions between staff and patients. All of these aspects featured in the patient observations.
All staff costs were taken from a combination of NHS salary data and allocated in relation to the level of care
provided, as measured by the interaction between each staff member and each patient in relation to hospital
stay, and Unit Costs of Health and Social Care [Personal Social Services Research Unit (PSSRU)]78 costs.
l

l

l
l

l

l

For nursing time in ICU we assigned two different costs: one for contact with the patient, which is
£1.62 per minute, and the other for nursing duties for the patient or family without direct contact at
£0.67 per minute. These costs are £97 and £40 per hour, respectively. Registered general nurse costs
were based on the PSSRU costing document; see Appendix 29 for full costing details.
Nursing home nursing staff costs were accounted for at the same level as the ICU nursing staff (£1.62
per minute) for the purpose of the study, in order to keep both sets of costs equal; therefore, if there
was a true difference in care it would be due to the amount of care rather than cost differences. In
addition, this method was adopted because nursing home providers around the country have varied
pay structures and rates, making comparisons difficult. Similarly, costs relating to auxiliary nurses/
health-care assistants and carers were calculated at the same rate throughout both sites, assigning a
wage of £9.77 per hour, as per NHS Agenda for Change79 band 2 salary structure.
Costs assigned to porters within the ICU observations were based on band 2 point 1 in the NHS
Business Services Authority, at a cost of £9.77 per hour.80
The school-aged assistance in the south nursing home was paid help; therefore, for the purpose of this
study costs have been applied at the National Minimum Wage for 16- to 17-year-olds, which in 2013
was £3.68 per hour.81
In one of the sites the nursing home manager was involved in giving care. For the purpose of the
study, the cost applied is at PSSRU rate for a nurse team manager with patient contact at £2.37 per
minute. However, we acknowledge that this would vary depending on the nursing home and location.
One of the nursing home sites had a sister in the unit. This has been costed at PSSRU rates for a nurse
team leader, with patient contact at £2.03 per minute.

184
NIHR Journals Library www.journalslibrary.nihr.ac.uk

DOI: 10.3310/hsdr04200

l

l

HEALTH SERVICES AND DELIVERY RESEARCH 2016 VOL. 4 NO. 20

An important part of end-of-life care is care of the family; during the observations it was noted at times
that their family members were brought drinks (tea and coffee). It was not always known which member
of staff carried out these hospitality duties, although in some cases it was known, for instance, that
volunteers were responsible for this role. For the purposes of consistency it was assumed that individuals
who provided tea and coffee in the ICU were hospital volunteers and hence costs have not been assigned.
For a number of the resource use items, it has been assumed that they can be separated easily; for
example, mouth swabs come in packs of 25, with three swabs in each pack (75 swabs in a box).
Therefore, for the purpose of the study it has been assumed that one item can be individually costed.
This process has also been carried out for items such as gloves and incontinence pads that come in
bundled packs.

The primary analysis was derived from the observational notes captured by the researchers during the last
few hours or days of life. Once all observations had been completed, an eligible sample was selected
(i.e. had complete data for all of the sources of data being assessed) from each LCP-using/non-LCP-using
ICU/nursing home. The information relating to resource use was entered into a Microsoft Excel® table
(Microsoft Corporation, Redmond, WA, USA). From this, and using the times noted down by the
researchers, a time period was assigned to each action that required resource use.
The final aim was to micro-cost all of the actions observed, using the data sources available. The costs
chosen to allocate to the resource use are current NHS figures and recently published costs, although some
assumptions still had to be made throughout, and these are outlined later in this chapter (see Limitations
and assumptions).

Drug charts and interventions
A detailed analysis was undertaken of drug charts to identify comparative use of medications. In addition,
all other diagnostic or therapeutic interventions were identified for each patient. Drug prices were taken
from the British National Formulary.82 Using the drugs charts gathered from the hospitals and nursing
homes, any medication that the patients were administered was recorded and costed to the nearest
amounts assigned.
When costing drug usage we have costed the whole value of the nearest dosage, therefore not
accounting for waste or vial sharing, as it is assumed that the remainder of drug would have been
disposed of. All of the drug costs used were sourced from the British National Formulary online 2013 list.
For a detailed list of resources, see Appendix 29.

Bereaved relative economic tool
The aim was to review existing measures and identify a suitable quality of dying and death tool for use in
this study. If no suitable tool was identified, the next objective was to develop a tool suitable for use in
the study.

Suitability of previous outcome measurement tools
Three tools were identified as potentially relevant and were evaluated for use in the study.

Quality of Dying and Death
The Quality of Dying and Death (QODD) questionnaire is a 31-item questionnaire and was developed in
order to assess the quality of the dying process. It is completed by family members or clinicians after the
patient has died.83 The QODD questionnaire comprises a number of quantitative questions. The responses
from the questions are totalled to a value between 0 and 100, with a higher score denoting a better quality
of dying and death. Although there were some elements of the tool that were relevant to this study, such as
how the family members’ needs were assessed and their views were taken into consideration in the care of
the patient, in this study we were concerned only with care in the last days and hours of life.
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Views of Informal Carers – Evaluation of Services

The Views of Informal Carers – Evaluation of Services questionnaire contains 158 questions in eight
sections.84 Section F asks questions specifically about the last 3 days of life and the care given over that
time period. The majority of the questions have the options to respond ‘yes’, ‘no’ or ‘don’t know’ and
there are spaces to add comments to some questions. Degrees of preference are not measured, which
limits the use of this questionnaire for an economic assessment of the quality of care at the end of life.

Evaluating Care and Health Outcomes – for the Dying

Evaluating Care and Health Outcomes – for the Dying has 94 questions divided into nine sections.85
The time frame of focus is the last days of life and the period immediately after the death of the patient.
As the tool was developed based on the LCP domains of care, there was some concern that the use of this
tool in the study would be biased towards the LCP-using sites.

Overview of available tools
None of the tools was deemed suitable for use in this study. There were elements within each instrument
that would have been inappropriate to the two clinical settings and any attempt to use a subset of
questions would have compromised the validity of the tool. As a tool that was sensitive enough to
adequately capture the effects of the presence or absence of LCP in supporting care could not be sourced,
it was decided that a de novo outcome tool would need to be developed and piloted within the study.

Elements of a good death
Before developing a tool it was important to consider the conceptual and practical elements of a good
death that are important to patients, their families and carers at the end of their life. Two key studies have
been undertaken to this end.
Steinhauser conducted focus groups and interviews with patients, relatives and individuals providing care
to patients at the end of life to establish a list of the components contributing to a good death.86 Six key
factors were identified, which included the management of symptoms and pain; clear communication
between health professionals, patients and their families which enabled collective decision-making; being
prepared for death; enabling the patient to participate in any spiritual rituals or being able to settle
conflicts and say goodbye (termed ‘completeness’); the ability of patients to play a role for the benefit of
others (this may be in the form of gifts or spending time with other people); and treating the patient as an
individual no matter their level of illness or consciousness.
Low and Payne87 developed a questionnaire to obtain the perceptions on death of health-care
professionals working in palliative care. They were concerned specifically with the factors that were
perceived to contribute to a good and a bad death. The authors produced a factor analysis of the survey
results and found a patient dying without distress to be of fundamental importance to a ‘good death’. This
factor encompassed aspects such as a lack of pain and anxiety, as well as family members accepting the
prognosis and being at peace. The factors that contributed to the perception of a bad death included
elements such as the patient dying without people whom they are close to being around them. In general,
the health-care professionals perceived a good death to address any physical or psychological distress
of the patient while preparing both them and their family members for what was to come. Aspects of
spiritual and cultural rituals were deemed an important contribution to the holistic care of the dying patient.

Development of a de novo outcome measurement tool
Given that most patients at the very end of their life will not be able to complete an outcome
measurement tool, it was decided that the views of the patient’s family would be sought. For this reason,
the tool’s design needed to take into account the sensitivities of patients and close family members.
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The tool in its piloted format contained seven factors which family members were asked to rate on a scale
from 1 to 10. This scale was chosen to provide the ability to vary the answers to different elements
of the questionnaire by a number of points; in addition, a 1–10 scale is commonly used, which provides
familiarity to the assessor and prevents introduction of unnecessary complexity. The poles of the scale
represented extremely bad care (1) and care as good as it could be (10).
In line with the layout of the QODD questionnaire, there was an additional box within each question
which enabled the responder to discount the domain as an issue, that is, that the patient did not
experience the problems identified in the domain.
The relative weight of each of the factors that play a role in enabling a ‘good death’ is thought to differ.88
In order to apply variable weights in this quality of dying and death outcome tool, the precise magnitude
of each of the weights, and their contribution to the estimation of the quality of dying and death as a
whole, first needed to be developed. Members of the research team and a convenience sample of relatives
were asked to allocate weights to each of the elements in an initial attempt to quantify the preference
weights. In this way, it was hoped that the preferences and experiences of the bereaved relatives would
contribute to the development of a more sophisticated weighting of the contributing factors.
The information generated from these exercises does not enable precise quantitative weights to be
determined. It does, however, allow a form of sensitivity analysis to be conducted, which overcomes the
issue of all the factors being weighted with equal importance.
The bereaved relative completed the revised tool at the end of the interview. Respondents were also asked
to talk through their response to each item as they made it, and their answers were recorded to provide
additional feedback on how the relatives understood and completed the tool.
The final component was then to use the tool to evaluate the quality of dying and death of the patients as
perceived by the relatives/carers. A simplifying assumption of linearity was made by which each increment
(1–2, 2–3, etc.) was held to have equal value. In this manner the individual values assigned for each
patient could be summed and averaged.
Once a detailed cost table for each of the patients sampled had been developed (see Appendix 30 for an
example of the detailed cost table for case study 4), a summary of the resource use was derived to show
the individual amounts of each resource consumed during the period observed.
It is important to note that the costs accounted for in each of these case studies are not directly
comparable, as the length of observed periods differed between cases. Resource use can be calculated
only for the time periods that were actually observed, and, similarly, the costs accounted for are not the
whole costs of care in the final hours or days of life. The purpose was to focus on the time periods
observed to assess any extra care undertaken, including staff care, and time that may have been driven by
use of the LCP to support care.

Results
Bereaved relative economic tool results
Data from a total of 22 complete observations and the bereaved relative economic tool formed the focus
of this analysis. The challenges to recruitment have been detailed elsewhere in this report, but it is
important to highlight that the limited resultant sample has also had a negative effect on the economic
analysis. Table 17 shows a breakdown of each of the questionnaires filled in by location and site type.
It is important to highlight that the observations in the north non-LCP-using care homes were from the
same site, and, although at recruitment this site did not use the LCP to support care, by the time the
observations were undertaken the LCP was being used.
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TABLE 17 Total bereaved relative economic tools completed
Location

Site type

LCP using or non-using

Number

North

Nursing home

LCP using

3

North

Nursing home

LCP non-using

2

North

ICU

LCP using

6

North

ICU

LCP non-using

1

South

Nursing home

LCP using

2

South

Nursing home

LCP non-using

0

South

ICU

LCP using

5

South

ICU

LCP non-using

3

In order to analyse the results by institution type and whether or not it was a LCP user, a series of tables
were created. This allowed for assessment of overall trends to establish what (if any) were the most
important factors to the patient’s family.
The first set of results shows the north nursing home LCP-using sites. As identified in Table 18, the pain
management scores are quite varied between patients even though all three observations were undertaken
at the same site. The relative of patient NNA2P3 scored pain management at 3 because they believed that
the patient had trapped wind and the nurses did not attend to this, although they thought that the pain
management through the use of drugs was controlled well. It is interesting to see that the relative of
patient NNA2P2 scored 10 across all areas except for breathlessness, which they believed was not an issue.
They also believed that the spiritual issues were most important and were pleased with how this was
managed. The relatives of patients NNA2P1 and NNA2P2 allocated a score of 10 to personal care and
dignity/respect as well as the staff keeping them informed, demonstrating that they felt that both they and
the patients were treated well, which was particularly important to the relative of patient NNA2P1. The
lowest-rated score from the three observations was for the pain management of patient 3. However, the
narrative data collected during the relatives’ allocation of this score reflects uncertainty about the time
period to which the pain management question was relevant. In this particular case the patient had been
treated on a ward as well as in ICU. Pain management was also the most important factor to this relative,
which may account for such a low score. Of the 17 numbered results, nine were scored at 10, two at 9,
three at 8, two at 6 and one at 3.
Looking at these results in line with the LCP-using nursing home in the south of England, shown in
Table 19, we can see that in these two observations there were no scores of 10, although the results were
still at the higher end of the scale. All of the results given (except for the three ‘not an issue’ responses
and one declined to answer) were between 7 and 9. It was interesting to see that the relative of patient 2
thought that the management of the patient’s dignity and respect had been very good, although the item
was only allocated a score of 8.
Ideally, the results for the LCP-using nursing homes should be contrasted with the results for those not
using the LCP. However, as we have seen, this home began to use the LCP during the course of the study.
For the purposes of analysis this site had to be referred to as a LCP-using site in order to avoid introducing
bias. Additionally, there are no data at all for the south non-using LCP site.
Table 20 shows the results from the north non-using LCP site (evaluated as a LCP site). There were some
interesting reasons given for the scores that were allocated. In the case of the management of pain,
breathlessness and agitation, the relative of patient 2 chose not to score 10 because she was not rating for
herself and did not really ‘know for sure the way her relative was feeling’. No two of the aspects were
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P1

P2

P3

NNA2

NNA2

NNA2

NI, not important.

Patient ID

Site

3

10

8

Pain
(question 1)

NI

NI

6

Breathlessness
(question 2)

NI

10

6

Agitation
(question 3)

8

10

10

Personal
care
(question 4)

TABLE 18 North nursing home LCP-using bereaved relative economic tool results

9

10

10

Dignity/respect
(question 5)

NI

10

9

Spiritual
(question 6)

8

10

10

Staff kept
family
informed
(question 7)

Having
satisfactory pain
and agitation
control for the
patient

Response of
staff to patient’s
religious beliefs

Having staff
support patient
and her needs

Most
important

For pain question relative
was asking to which
period this meant in the
dying process. Other NIs
not an issue. In addition,
score of 3 was given for
pain management
because patient had
wind and relative
thought that doctors/
nurses did not do
anything good to help

Relative answered NI to
breathlessness as patient
did not have any
breathing symptoms. All
other questions talked
through no issues

Relative felt that making
sure her mother was not
in pain and being looked
after by staff for both her
and her mother were
constantly the most
important factors. Her
answers were justified as
‘what felt right’

Comments
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P1

P2

SNA1

SNA1

NI, not important.

Patient ID

Site

8

NI

Pain
(question 1)

NI

8

Breathlessness
(question 2)

7

NI

Agitation
(question 3)

8

6

Personal
care
(question 4)

TABLE 19 South nursing home LCP-using bereaved relative economic tool results

8

7

Dignity/respect
(question 5)

No answer

9

Spiritual
(question 6)

8

8

Staff kept
family
informed
(question 7)

Keeping her
comfortable/not
too agitated

That the patient
died peacefully
and comfortably

Most
important

Relative commented that
patient was not
breathless until she was
trying to do things and
she did not try and do
much, so it is difficult to
answer – NI. Family
member does not really
know about spiritual
needs, but would not like
to say no. For dignity
they say this was very
good and are a little
more positive than for
some of the other
questions but give an
8 also

Relative did not think
patient was in any pain
so it was just not an
issue. Also agitation not
an issue because patient
did not appear restless

Comments
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P1

P2

NNB6

NNB6

NI, not important.

Patient ID

Site

9

NI

Pain
(question 1)

9

NI

Breathlessness
(question 2)

9

NI

Agitation
(question 3)

10

9

Personal
care
(question 4)

9

10

Dignity/respect
(question 5)

8

10

Spiritual
(question 6)

TABLE 20 North nursing home non-LCP-using bereaved relative economic tool results (LCP was implemented)

9

8

Staff kept
family
informed
(question 7)

The seven
elements of care
were all of
equal
importance to
the relative

Maintaining
dignity,
individuality and
personal care

Most
important

The relative believed
that particularly for the
management of pain,
breathlessness and
agitation she could
not put 10 because
although she saw what
care was taking place
she did not really know
and did not believe that
she could put 10

Daughter interviewed:
she thought questions
1–3 were not an issue
as relative was looked
after well, so instead of
putting 10, she chose NI

Comments
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scored the same by the relatives, although the scores were always relatively close by 1 or 2 points. The
relative for patient 2 believed that all of the care aspects were equally as important, while the relative of
patient 1 believed that dignity and personal care were the most important.
The results from the family tool for the ICU LCP-using sites are shown below in Table 21. There were
six observations of this kind from three sites. As can be seen, the lowest score on any of the care
characteristics was 7, which occurred twice: once for keeping the family informed at site NIA6P2 and
the other for the management of agitation at site NIA1P1. Observations NIA6P1, NIA6P3 and NIA2P1
all received scores of 10 where rated. The relative of patient NIA6P1 reported being certain that pain
management had not been an issue because she had consulted the patient about pain at the time. This
relative also reported that the quality of personal care was important to her. The results for patient NIA6P3
were rated as 10 across all care aspects with no ‘not an issue’ given; the results here for this patient were
interesting as both the mother and the sister were present during the interview to answer the family tool.
As the mother was the primary and intended respondent, her results are shown in Table 21. The sister
mostly agreed with her mother’s scores; however, she would have answered 7.5 for ‘staff keeping
the family informed’ because she felt that she had not known what the LCP was or how it worked. The
relative of patient NIA2P1 believed that breathlessness and agitation was not an important aspect,
although all of the other aspects were scored a 10. The relative of patient NIA1P1 believed that all of the
aspects being scored were of equal importance, and scored the care 7, 8, 9 and 10, with personal care
the best and agitation the worst. Likewise, the relative of patient NIA2P2 scored 8, 9 and 10 as the results
for care, with a 10 score for pain management, agitation, dignity and keeping the family informed as the
highest results, and for this patient keeping the patient pain free and comfortable were the most
important aspects.
The data from the south LCP-using ICU are shown below in Table 22. More observations were undertaken
in the south sites than in the north. Results here are more varied; for example, the lowest score was 0 for
spiritual care for SIA3P1, in which the family member would have liked some spiritual care for the patient,
but had not been asked about this. The relative scored breathlessness, agitation and dignity as 10; however,
for breathlessness the relative contemplated answering 8, as they did not know exactly how to respond
because the patient was on a ventilator and it was hard to assess breathlessness. The next overall lowest
scores were from the relative of observation SIA1P1, who graded pain as 5 and breathlessness as 6.
The relative, however, commented that as they did not know the level of pain (if any) that their relative was
in they did not want to score it any higher. The remaining aspects – personal care, dignity/respect, spiritual
and staff keeping the family informed – were rated 10. This relative believed that keeping the patient out of
pain and clean and comfortable were the most important aspects. Observation SIA1P2 also scored 10 for all
aspects except for agitation, which was not an issue; the relative believed that all of the aspects were
equally important, but so was patient self-respect. For observation SIA1P3 the relative said it was difficult to
tell if the patient was in pain, but that they were satisfied when the nurses told them their relative was not
in any pain. Overall, they responded with scores of 9 and 10.
Only one observation was undertaken in the north non-LCP-using ICU (Table 23). The results were varied
and no scores of 10 were awarded, although the relative commented that they were unsure how best to
score pain management as their relative had been heavily sedated. The patient did not have breathlessness
issues and they were not religious. The relative scored personal care as 6, pain, agitation and dignity as 9
and keeping them informed as 8.
Three observations were undertaken in the south non-LCP-using ICU sites (Table 24). The lowest score
assigned was from SIB2P1 for agitation, to reflect that fact that the relative felt that patient had been
uncomfortable. On the other hand, the relative believed that dignity, respect and staff keeping the family
informed were all good enough to be scored 10, while the management of pain and breathlessness
scored 9 and personal care scored 8. The relatives of SIB1P1 rated 8 for all of the aspects of care overall,
with ‘not important’ for spiritual aspects. However, they explained that if they had been asked to rate only
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Patient ID

P1

P2

P3

Site

NIA6

NIA6

NIA6

10

8

NI

Pain
(question 1)

10

8

10

Breathlessness
(question 2)

10

8

10

Agitation
(question 3)

10

9

10

Personal
care
(question 4)

TABLE 21 North ICU LCP-using bereaved relative economic tool results

10

9

10

Dignity/respect
(question 5)

10

No religious
needs

10

Spiritual
(question 6)

10

7

10

Staff kept
family
informed
(question 7)

The patient’s
mother and sister
both answered
as the sister
was there when
the interview
was being
undertaken:
both believed
that personal
care was the
most important
factor

That patient
was kept
comfortable and
in no obvious
pain

Maintaining
patients dignity
up until death
and that staff
treated patient
like a person,
not just a
patient

Most
important

continued

Although the mother was
the primary interviewee, the
patient’s sister would have
liked to know more from
the staff, particularly in the
ICU, about the LCP and
what it was about. Both the
mother and sister agreed on
all of the care points, with
the exception of question 7
about staff keeping the
relatives informed; the
mother thought 10 while
the sister thought 7.5

Relative put 8 for pain as
they did not think patient
was in pain but saw
morphine and so said
maybe 8. Also question 7
was answered in two parts
for ward 8/9 (‘I would say
9′) and in ICU (‘I’d say 7–8,
or 7′)

Daughter interviewed and
said pain was not an issue
as she asked patient who
was able to say they felt
none. Also that the personal
care was excellent and was
the first time she had seen
her mother being washed
(i.e. she never saw this in
the normal ward)

Comments
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P1

P2

P1

NIA2

NIA2

NIA1

NI, not important.

Patient ID

Site

NI

10

10

Pain
(question 1)

8

9

NI

Breathlessness
(question 2)

7

10

NI

Agitation
(question 3)

10

9

10

Personal
care
(question 4)

9

10

10

Dignity/respect
(question 5)

TABLE 21 North ICU LCP-using bereaved relative economic tool results (continued )

No religious
needs

8

10

Spiritual
(question 6)

9

10

10

Staff kept
family
informed
(question 7)

Relative thinks
all of equal
importance

Keeping patient
comfortable and
pain free

Treating the
patient as
someone who is
going to survive
and not just a
body that is
going to die
soon. NB
Spirituality was
the least
important
aspect

Most
important

Information unknown

Information unknown

Information unknown

Comments
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5

10

9

SIA1 P2

SIA1 P3

Pain
Patient ID (question 1)

SIA1 P1

Site

9

10

6

Breathlessness
(question 2)

10

NI

NI

Agitation
(question 3)

9

10

10

Personal
care
(question 4)

TABLE 22 South ICU LCP-using bereaved relative economic tool results

10

10

10

Dignity/respect
(question 5)

10

10

10

Spiritual
(question 6)

9

10

10

Staff kept
family
informed
(question 7)

Pain
management,
dignity and
communication

All of them. Then
they go on to say
self-respect and
talking to the
dying patient
and telling them
what is going on

That suffering
was not
prolonged

Most
important

continued

Relative said it was
difficult to know if the
patient was in pain, but
the nursing staff told
them he was not.
Breathlessness answered
as 9 because patient was
intubated

NI for restlessness
although the family say it
was an issue they were
not pressed to choose a
numbered response. 10
for staff keeping them
informed although family
members feel that a
liaison officer may be best
placed to talk with the
family leaving the nursing
staff to care for the
patient

Relative did not know if
patient was in any pain;
therefore, they answered
5 although they did not
think he was in any pain.
Oxygen did the patient
good in terms of his
breathing. Agitation and
restlessness were not a
problem so relative put
NI. Personal care is a 10
because nurses brushed
his teeth

Comments
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NI

SIA3 P1

10

10

Breathlessness
(question 2)

10

10

Agitation
(question 3)

8

10

NI, not important.

P1

NIB3

9

Pain
Patient ID (question 1)

Site

NI

Breathlessness
(question 2)
9

Agitation
(question 3)
6

Personal
care
(question 4)

TABLE 23 North ICU non-LCP-using bereaved relative economic tool results

NI, not important.

10

Pain
Patient ID (question 1)

SIA1 P4

Site

Personal
care
(question 4)

9

Dignity/respect
(question 5)

10

10

Dignity/respect
(question 5)

TABLE 22 South ICU LCP-using bereaved relative economic tool results (continued )

No religious
needs

Spiritual
(question 6)

0

Not religious

Spiritual
(question 6)

8

Staff kept
family
informed
(question 7)

9

10

Staff kept
family
informed
(question 7)

Pain
management
and that the
family was kept
informed

Most
important

Information
and care

Keeping the
patient out of
pain, clean and
comfortable

Most
important

Owing to the patient’s
sedated state, relative
was unsure how to best
score pain management

Comments

Patient was not in any
pain so NI. Breathlessness
was a 10, but that was
because the patient was
on a ventilator and the
family member also
considered answering
with an 8. Spiritual is 0
because staff did not ask
at all

Relative thought that
making sure patient was
attended to quickly was
important and liked how
staff responded quickly
when family said patient
needed checking

Comments
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Patient ID

P1

P2

Site

SIB1

SIB1

10

8

Pain
(question 1)

10

8

Breathlessness
(question 2)

10

8

Agitation
(question 3)

10

8

Personal
care
(question 4)

TABLE 24 South ICU non-LCP-using bereaved relative economic tool results

10

8

Dignity/respect
(question 5)

No answer

NI

Spiritual
(question 6)

8

8

Staff kept
family
informed
(question 7)

Pain is most
important to the
patient and
communication
is the most
important to the
family members

Communication
and care

Most
important

continued

No spiritual needs to be
addressed. A score of
8 for communication
as there was some
inconsistency in what
family were being told
by the clinical staff

The results shown are
for the whole stay.
However, the relative
said for the last 6 hours,
when the patient
became more
distressed, the scoring
should be separate:
question 1 = 3; question
2 = 3; question 3 = 3;
question 4 = 1; question
5 = 1; question 6 = NI;
and question 7 = 1. The
answer of NI for
religious and spiritual
needs is because the
patient did not have
any. The relative also
felt there should have
been more compassion
shown towards the
patient as she thought
he might have heard
what was happening
around him

Comments
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P1

SIB2

NI, not important.

Patient ID

Site

9

Pain
(question 1)

9

Breathlessness
(question 2)
6

Agitation
(question 3)
8

Personal
care
(question 4)
10

Dignity/respect
(question 5)

TABLE 24 South ICU non-LCP-using bereaved relative economic tool results (continued )

10

Spiritual
(question 6)
10

Staff kept
family
informed
(question 7)

All of equal
importance.
There may be a
desire to rank
highest the
thing in which
you felt was
managed least
well but it is the
whole package
of care that is
important

Most
important

A score of 6 for
agitation to reflect that
the patient was
uncomfortable. Staff let
the priest come to
address all of the
patient’s spiritual needs
so this was very good

Comments
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the last 6 hours of the patient’s life, the scores would have been much lower: breathlessness, pain and
agitation would have been scored as 3, and personal care, dignity and being kept informed as 1. For site
SIB1P2, the relatives scored all of the management aspects as 10, except for spiritual, which they did not
feel comfortable answering, and staff keeping the family members informed, which they gave an 8, as
they believed there were some inconsistencies in what the family had been told by the staff. Overall, the
family believed that pain management was most important to the patient, but communication was most
important to the family.

Case studies
The data collected for this study are both exploratory and unique and, as can be seen from the preceding
findings, hugely complex. A sample of patient observation cases was analysed in more detail to assess the
additional costs of care using the family proxy tool results.
The initial costs and outcomes for the non-LCP-using sites were to be compared with those for their
LCP-using counterparts given the site type (nursing home or ICU). However, owing to the nature of the
research and the skewed nature of the sample, it was not possible to directly contrast the sites as exact
opposites; instead, they were examined as individual case studies.
In order to assess the costing aspects of the analysis we will look at seven case studies in depth, one
representing each geographical location, setting and condition (LCP using or not), with the exception of
the south non-LCP-using nursing home.

Case study 1: north Liverpool Care Pathway-using nursing home
The cost table for the LCP-using nursing home identifies an overall observation period of just under
9 hours. This time period covers 1 day and the observer’s breaks have been removed. The results from this
site highlight the different levels/types of staff that were employed and the structure of the nursing home
itself. Here, most of the care was undertaken by the carers; there were also sisters employed in this nursing
home who had more contact with the patient than the nurses over the period of the observation. The
death occurred in the nursing home and a doctor was called in relatively early, but at the point of death
the observer did not see a doctor. The total additional cost of care over the 8 hours 55 minutes was
£157.03. However, had the nurses or sister provided as much care for the patient as the carers had, this
would have been much higher, owing to the wage rate. If we look at the cost table in relation to the
family questionnaire results, the scores were all 10, indicating that the family was happy with the care and
attention given to the patient (Table 25).

Case study 2: south Liverpool Care Pathway-using nursing home
The observation for the south nursing home LCP-using site took place over 2 days, with much shorter
observational periods. In total this amounted to around the same number of hours as the north LCP-using
nursing home. The cost of care here was much lower than in the north site, although this could have been
due to the two short periods as opposed to one full observational period. During the first day, the observer
had just missed the administration of morphine to the patient, which cannot be included as, although we
knew about it, it was outside the observational period. Similarly, on day 2 of the observations, midazolam,
morphine sulphate and haloperidol had been administered 30 minutes before the observer arrived, and so
could not be included in the observations. The staffing of this nursing home differs from that of the north
as there are more registered general nurses working with auxiliary nurses/carers. There were also no
doctors or sisters seen during this time, although the nursing home manager herself took care of patients.
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Patient ID

P2

Site

NNA2

10

NI

Breathlessness
(question 2)

Observed
doctor time

10

Agitation
(question 3)

£3.24 20 minutes

Cost

Pain
(question 1)

NNA2P2

Observed
nurse time

2 minutes

08:55

Site

1

Overall
observation Number of
period
days observed

TABLE 25 Additional costs of care: case study 1

Observed
sister time

10

Observed
carer time
Cost

Porter
time
Cost

Resource
use list

Cost

Drug use list

10

Dignity/respect
(question 5)
10

Spiritual
(question 6)

10

Staff kept family
informed
(question 7)

Conti-pad

Response of
staff to
patients
religious
beliefs

Most
important

£64.96 208 minutes £33.69 0 minutes £0.00 Mouth
£0.54 Midazolam
swabs (× 2)

Cost

Personal care
(question 4)

£54.00 32 minutes

Cost

Total
cost

Relative
answered NI to
breathlessness
as patient did
not have any
breathing
symptoms. All
other questions
talked through –
no issues

Comments

£0.60 £157.03

Cost
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The total cost of care for this case was £70.42, although as the patient died overnight the cost of postdeath care could not be included as it was not observed. The cost of care for day 1 was greater than for
day 2, although the observation time for day 2 was longer; this was due to the level of staff time spent
with the patient. In this site a school-aged helper was employed to bring drinks to the family and patients.
Assessing the cost of care against the family tool we can see that the results are primarily 8, except for
agitation of the patient, which scored 7, although it is known that the patient was prescribed medication
to ease this. It is also noted in the costing table that the nurses performed mouth care and so maintained
personal care (Table 26).

Case study 3: north non-Liverpool Care Pathway-using nursing home
The north non-LCP-using nursing home was actually a LCP-using site by the time the observation was
commenced. The observation was undertaken over 4 days and the combined observation time was
17 hours and 20 minutes, after the break periods were removed, and the total additional cost was
£137.67. The greatest costs were incurred on the second observation day as a result of more nurse time
and drugs being administered. Once again, the lower than expected cost for the time period could have
been because of the short observations over a few days and the time of visits undertaken. A point to note
in this site was that it was observed on day 2 that prednisolone and cyclizine were administered, but that
they could not be found on the drugs charts and were not therefore included in the costing. In addition,
on the first day the observer was told that the patient had received diamorphine hydrochloride, but we
also could not include this in the cost, as it was not observed. Nurses and carers predominantly undertook
the care in this site, but no sisters were employed and no doctors were observed to provide care. The
nursing home environment meant that there were no porters, but undertakers were observed to attend to
the patient following death.
The costs in relation to the family questionnaire table show that the family rated personal care as the
highest and we can see that the nurses/carers attended to mouth care and making sure that the patient
was clean and dry (Table 27).

Case study 4: north Liverpool Care Pathway-using intensive care unit
The north ICU LCP-using site was observed over 1 day. This was a relatively short observation, although,
perhaps not surprisingly, the costs were greater than those for the nursing home. The difference between
the two settings makes comparisons futile. The principal costs were nursing staff and doctors, rather
than the lower-band nurses or carers employed in nursing homes. Two different cost levels were attributed
to the ICU nurses depending on whether or not they had direct contact with the patient.
The costs depicted in Table 28 shows that the largest component of the total £221.93 cost came from the
time that the nursing staff spent with the patient directly, at £152.28, and also the doctor’s time spent
with the patient at £48.60. The time spent with the patient by staff appears to coincide with the family
member questionnaire results given by the relative, as all of the answers were 10, except for pain, which
was not an issue.
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P2

SNA1

All 2 days total

SNA1P2 09:20:00

Patient ID

2 of 2

SNA1P2 06:10

Site

1 of 2

SNA1P2 03.10

Site

£9.72

0 minutes

8

Pain (question 1)
NI

7

Agitation
(question 3)

£0.00 0 minutes

£0.00 0 minutes

Breathlessness
(question 2)

23 minutes £37.26 0 minutes

6 minutes

8

£0.00

0 minutes £0.00

1 minute

8

Dignity/respect
(question 5)

No answer

Spiritual
(question 6)

8

£0.00 £70.42

£0.32 0

Relative commented
that patient was not
breathless until she
was trying to do
things and she did
not try and do much,
so it is difficult to
answer – NI. Family
member does not
really know about
spiritual needs, but
would not like to say
no. For dignity they
say this was very
good and are a little
more positive than for
some of the other
questions but give an
8 also

Comments

£0.00 £10.91

£0.00 0

Keeping her
comfortable/not
too agitated

Staff kept
family informed Most
(question 7)
important

£0.06 Mouth
swabs
(× 2)

£0.06 0

Total
cost
£0.00 £59.51

Drug
use
list
Cost
£0.32 0

Resource
use list
Cost

£0.00 Mouth
swabs
(× 2)

Observed
school
helper
time
Cost

£5.34 67 minutes £10.85 7 minutes £16.59 1 minute

£1.13 0 minutes

Personal care
(question 4)

£0.00 33 minutes

£0.00 7 minutes

Observed
auxiliary
nurse time Cost

Observed
nursing
home
manager
time
Cost

£4.21 67 minutes £10.85 7 minutes £16.59 0 minutes

Observed
health-care
assistant
time
Cost

£0.00 26 minutes

Observed
sister time Cost

£0.00 0 minutes

Observed
doctor time Cost

17 minutes £27.54 0 minutes

Overall
observation Number of
Observed
period
days observed nurse time Cost

TABLE 26 Additional costs of care: case study 2
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02.22

04.25

07:30

03:03

17:20

Patient ID

P2

Site

NNB6P2

NNB6P2

NNB6P2

NNB6P2

NNB6P2

Site

NNB6

9

a Gloves are numbers of pairs of gloves.

9

Breathlessness
(question 2)

Pain
(question 1)

0 minutes

0 minutes

0 minutes

0 minutes

9

Agitation
(question 3)

Observed
sister time

10

Observed
carer time

Porter
time
Cost

Resource
use lista

£3.48

£1.46
Funeral
directors
(external
cost)

£0.00 0

0 minutes £0.00 Mouth
swabs (× 2)

£13.77 0 minutes £0.00 Gloves (× 2)

£13.53 0 minutes £0.00 Gloves (× 3);
Conti-Pad

Cost

9

Dignity/respect
(question 5)

8

Spiritual
(question 6)

9

Drug use list
£0.00

Cost

The seven
elements of
care were all
of equal
importance to
the relative

£137.67

£38.31

£13.12

£53.00

£33.25

Total cost

The relative believed
that particularly for
the management of
pain, breathlessness
and agitation she
could not put 10
because although
she saw what care
was taking place
she did not really
know and did not
believe that she
could put 10

Comments

£3.01

£1.99 0

Most
important

£0.00

£0.00
£0.00 0

£0.32 0

£0.58 Furosemide
£3.01
20 mg tablet,
ranitidine
150 mg tablet,
salbutamol
100 ml,
spironolactone
50 mg tablets,
Sudocrem

£1.09 0

Cost

Staff kept family
informed
(question 7)

£0.00 199 minutes £32.33 0 minutes £0.00 Mouth
swabs (× 2);
gloves (× 5);
Conti-Pad

£0.00 21 minutes
30 seconds

£0.00 9 minutes

£0.00 85 minutes

£0.00 83 minutes
30 seconds

Cost

Personal care
(question 4)

£0.00 0 minutes

£0.00 0 minutes

£0.00 0 minutes

£0.00 0 minutes

£0.00 0 minutes

Observed
doctor time Cost

£100.44 0 minutes

£34.83

£11.34

£35.64

£18.36

Cost

62 minutes

21 minutes
30 seconds

7 minutes

22 minutes

11 minutes
30 seconds

Observed
nurse time

All 4 days
total

4 of 4

3 of 4

2 of 4

1 of 4

Overall
Number
observation of days
period
observed

TABLE 27 Additional costs of care: case study 3
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P1

NIA6

10

a Gloves are numbers of pairs of gloves.

NI

Breathlessness
(question 2)

Site

Observed
nurse time
without
contact

10

Agitation
(question 3)

£152.28 20 minutes

Pain
(question 1)

Patient ID

NIA6P1

Cost

94 minutes

04.57

Site

Observed
nurse time
with
contact

1

Overall
observation Number of
period
days observed

TABLE 28 Additional costs of care: case study 4

Observed
doctor time

10

Personal care
(question 4)

£13.40 18 minutes

Cost

Porter time

10

Resource
use lista
£0.61

Cost

10

10

Staff kept
family
Spiritual
informed
(question 6) (question 7)

£2.27 Mouth Swab
pack (× 2),
gloves

Cost

Dignity/respect
(question 5)

£48.60 14 minutes

Cost

Maintaining
patients
dignity up
until death
and that staff
treated patient
like a person,
not just a
patient

Most
important

Hyocine
Hydrobromide,
Midazolam

Drug use list

£221.93

Total cost

Daughter interviewed
and said pain was not
an issue as she asked
patient who was able
to say they felt none.
Also that the personal
care was excellent and
was the first time she
had seen her mother
being washed (i.e. she
never saw this in the
normal ward)

Comments

£4.77

Cost
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Case study 5: south Liverpool Care Pathway-using intensive care unit
The south LCP-using ICU site observation was undertaken over 1 day (as was the case in the north site);
this observation was 4 hours and 20 minutes longer, at a total time (after breaks) of 9 hours and
30 minutes. The total additional cost for this site was £306.64. Similar to the north site, the biggest cost
driver came from the nursing time spent with the patient, which accounted for £288.36 of the total cost.
In this case there was no observed time spent from the nurses without direct contact, or from a doctor.
There were porter costs, which were for two porters taking 10 minutes each. In this case, in addition to
the drugs prescribed, the patient was given cream for dry skin, mouth swabs, mouth wash and eye drops,
which is reflected in the results for personal care and dignity. The responses for pain management and
breathlessness were scored lower, but the relative justified this because they did not know what the
patient’s level of pain was and so they gave a score of 5. The family member also responded with scores
of 10 for spiritual and being kept informed by staff (Table 29).

Case study 6: north non-Liverpool Care Pathway-using intensive care unit
The non-LCP-using ICU site for the north in Table 30 is the shortest observation of all the case studies
(3 hours 15 minutes), but despite this the costs are quite substantial. The majority of these costs were
derived from two nurses spending 23 minutes each to clean and care for the patient for post-death care.
There was only 6 minutes less nursing time spent with the patient that was not direct. In this short period
of observed care, the patient was given morphine for pain control. The results from the family tool show
that the family thought pain management was high, but were unsure as how best to answer. The relative
did not rate personal care during the patient’s end-of-life stage as high, scoring only 6, although we do
not know why this is. The remaining results were varied, and owing to the short observation period we
cannot be certain of the results in line with the costing. It is important to note that in the absence of
attending relatives the nurse remained present at the patient’s bedside until the patient died.

Case study 7: south non-Liverpool Care Pathway-using intensive care unit
The final non-LCP-using ICU case study, in contrast to the north non-LCP-using site, was relatively long.
Conducted over 1 day, the observation period is 10 hours and 40 minutes after breaks were removed. This
also had the highest costs of £415.87, attributable to the length of the observational period and the
involvement of nursing care. The most interesting point to note, however, that is both the doctor and
the nurse spent 47 minutes each with family members to explain the patient’s care. Surprisingly, it is
questionable if this is reflected in the family’s scoring of being kept informed by staff, as they rated this
aspect of care as only 8, the same as the results given to the other aspects of care that were rated. The
relatives were not pleased with care in the last few hours during the period close to the patient’s death
(Table 31).
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6

a Gloves are numbers of pairs of gloves.

5

Breathlessness
(question 2)

Site

Observed
nurse time
without
contact

NI

Agitation
(question 3)

£288.36 0 minutes

Pain
(question 1)

Patient ID

SIA1P1

178 minutes

09:30

Site

Observed
nurse time
with contact Cost

1

Overall
observation Number of
period
days observed

TABLE 29 Additional costs of care: case study 5

Observed
doctor time

10

Personal care
(question 4)

£0.00 0 minutes

Cost

Porter time

10

Resource
use lista
£3.60

Cost

10

10

Staff kept
family
Spiritual
informed
(question 6) (question 7)

£3.24 Mouth swab
pack (× 2),
gloves (× 2),
mouthwash,
E45 cream

Cost

Dignity/respect
(question 5)

£0.00 20 minutes

Cost

That suffering
was not
prolonged

Most
important

Saline 2-ml
ampoule,
hypromellose
eye drops,
hyoscine
hydrobromide
400 mg,
morphine
1 mg/ml,
morphine 1 ml

Drug use list

£306.64

Total cost

Does not know whether
he was in any pain
therefore answers 5
although they do not
think he was in any
pain. Oxygen did him
good in terms of his
breathing. Agitation and
restlessness was not a
problem so put NI.
Personal care is a 10
because nurses brushed
his teeth

Comments

£11.44

Cost
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Owing to the patient’s
sedated state, relative
was unsure how to
best score pain
management
Pain
management
and that the
family was kept
informed
8
No religious
needs
9
6

a Gloves are numbers of pairs of gloves.

9
9
P1
NIB3

NI

Comments
Most
important
Breathlessness
(question 2)
Patient ID
Site

Pain
(question 1)

Agitation
(question 3)

Personal care
(question 4)

Dignity/respect
(question 5)

Staff kept
family
Spiritual
informed
(question 6) (question 7)

£5.00
Morphine
sulphate
£0.58
£2.92 Gloves (× 4)
£16.20 18 minutes
£54.94 6 minutes
£142.56 82 minutes
NIB3P1

88 minutes
03:15

Site

1

Cost
Drug use list
Cost
Resource
use lista
Cost
Porter time
Cost
Observed
doctor time
Cost
Cost

Observed
nurse time
without
contact
Observed
nurse time
with
contact
Overall
observation Number of
period
days observed

TABLE 30 Additional costs of care: case study 6

£222.20
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8

a Gloves are numbers of pairs of gloves.

8

Breathlessness
(question 2)

Site

Observed
nurse time
without
contact

8

Agitation
(question 3)

£221.13 47 minutes

Pain
(question 1)

Patient ID

SIB1P1

Cost

136.5
minutes

10:40

Site

Observed
nurse time
with
contact

1

Overall
observation Number of
period
days observed

TABLE 31 Additional costs of care: case study 7

Observed
doctor time

8

Personal care
(question 4)

£31.49 56 minutes

Cost

Porter time

8

Resource
use lista
£1.16

Cost

NI

8

Staff kept
family
Spiritual
informed
(question 6) (question 7)

£1.62 Gloves (× 8)

Cost

Dignity/respect
(question 5)

£151.20 10 minutes

Cost

Communication
and care

Most
important

Morphine
2.5 mg, 50 ml
saline IV

Drug use list

£415.87

Total cost

The results shown are
for the whole stay.
However, the relative
said for the last
6 hours, when the
patient became more
distressed, the scoring
should be separate:
question 1 = 3;
question 2 = 3;
question 3 = 3;
question 4 = 1;
question 5 = 1;
question 6 = NI; and
question 7 = 1. The
answer of NI for
religious and spiritual
needs is because the
patient did not have
any. The relative also
felt there should
have been more
compassion shown
towards the patient as
she thought he might
have heard what was
happening around him

Comments

£9.27

Cost
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Case study comparison
Unfortunately, the impact of the LCP in nursing homes could not be assessed owing to the absence of a
comparator. The most costly ICU sites, not surprisingly, were those with the longest observations; the
south non-LCP-using produced a cost of care of £415.87, while the south LCP-using site produced a cost
of care of £306.64. It is hard to interpret the differences in cost across sites, as there were so many
variables which could account for them.

Limitations and assumptions
One of the primary limitations of the economic analysis relates to the observational data. Researchers could
attend a site only once an institution alerted them to attend. Taking into account travelling time, important
medical decisions relating to the patients had often already been made and hence were missed from
the observational data. Similarly, because the researchers needed personal time to rest and eat, the
observational period was punctuated by gaps in recording. Only activities that were observed and recorded
have been costed.
l

l

l
l
l

l

l

l

l
l

Although the observers were able to capture the times each action was carried out accurately, in some
situations they were asked to leave and so did not always capture the exact end time of the
observation. Therefore, in these circumstances we worked closely with the observers and, using their
notes and similar tasks undertaken, calculated an accurate estimate so as not to lose the
observation completely.
It was assumed throughout the study that all of the patients, in both settings, were assigned a bed.
Therefore, the cost of the bed itself was not included in the cost of care. In addition to this, the type of
bed a patient had was assumed to be condition related and therefore part of standard care. The full
details of each patient’s bed type was not always documented and so to avoid bias this was
not costed.
The costs attributed throughout the study are based purely on the ‘seen’ costs as opposed to the
‘unseen’ costs.
The outcome measurement tool has not been validated. Mayland et al.89 conducted a review of tools in
palliative care and illustrated a lack of appropriate measures for use in the UK population.
The use of family members’ valuations may not represent the perspective of the patient or all of the aspects
that make up a ‘good death’. The perceptions of health-care providers and family members of what
represents a good death can differ substantially.83 However, the need to be able to measure the impact of
palliative care on the family members of the dying patient is essential in an economic evaluation.90
Witnessing a ‘bad death’ can have long-term implications for staff as well as for the patient’s family
members. It was not possible in this study to capture the impact on staff of providing care with or
without an end-of-life care pathway.
The costs included in the case studies for drugs administered to the patients represented the cost of
the drugs themselves and the solution/i.v. required for their administration. Although the nursing time
to prepare these drugs was recognised as an additional cost, these costs could not be included as these
actions were not directly observed by the researchers.
It is widely documented that resource costs, especially staff wages, in the south of the country are
higher than those in the north. To reduce bias, the standardised prices were adopted for both, as the
aim was to evaluate any true differences rather than differences in location.
The costs that have been included in the study have not been adjusted for time of day (e.g. any
increased staffing costs for night working).
Where possible, the costs and resource use were included for the total observation period, to
accommodate care given immediately after the death of the patient.
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Discussion
The aim of this economic analysis was to quantify the impact of the LCP on care at the end of life and in
particular to attribute costs to care provided using the LCP versus standard care. This was not possible
because of the methodological challenges discussed earlier in this report, including sampling and site
matching issues, particularly in the nursing home setting.
However, notwithstanding the limitations of the data, an approach to costing has been developed.
As Smith points out,91 we know precise details on cause and place of death in the population but seldom
take note of the experience of death itself. In designing this economic analysis we aimed to capture some
of the important aspects to do with the experience of death itself. In the absence of an established and
validated outcome tool, a tool was developed and used separately and in conjunction with other data.
The economic questionnaire tool was developed to provide a link between the level of care given to
patients and how this was received. As patients so close to death could not respond, family members
provided proxy data about the possible experience of the care that was provided.
Evaluation of the effectiveness of service provision requires the clinical and economic objectives within the
service to be clearly established. If we have not clearly defined such objectives, how can we delineate the
extent to which they have been achieved? Measures of ‘success’ are therefore an essential first step in
structuring any comparative evaluation. In this evaluation ‘success’ was evaluated in two dimensions:
1. enhancing the quality of life experienced by patients in the last hours of life, and that of their families
2. optimising the efficiency of resource utilisation.
This economic evaluation was designed to ‘piggyback’ onto a detailed qualitative study of care at the end
of life. The interviews provided the basis for collecting the data using the economic tool. Its location in the
context of a face-to-face interview provided the research team with unique access to the way in which
bereaved relatives interpreted and responded to each item in the tool. In addition, the tool in conjunction
with the observational and resource data provided a strategy for calculating comparative costs and benefits
experienced by patients supported in LCP-using and non-LCP-using units in the last hours of life.
It is important to recognise that the comparisons presented here between LCP-using and non-LCP-using
units do not meet the rigorous standards of a randomised controlled trial. Despite attempts to ‘match’
service providers, it was inevitable that the comparison contained a wide range of confounding factors,
and hence the results obtained should be interpreted as being indicative rather than definitive. Many
non-LCP-using units were found to utilise many aspects of the LCP process, and the LCP-using ICUs varied
in their application of the LCP process. Although the ambitious aims of this economic analysis were not
achieved, a possible approach to collecting and analysing data for economic analysis at the end of life has
been achieved. This now needs to be tested in future studies.
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Chapter 14 Discussion and concluding remarks
Overview
This study was designed to examine the impact of the LCP on care at the end of life in ICUs and in nursing
homes. Strict inclusion criteria were applied to the selection of nursing homes and ICUs in order that sites
could be matched on whether or not they used the LCP. Although the recruitment of matched sites was
achieved, the variable participation of sites in this study resulted in the sample becoming skewed. For
recruitment reasons, it was not therefore possible to meet the stated aims of the study. Twenty-three sites
were recruited to the study, 12 ICUs and 11 nursing homes, and observations were conducted in 12 of
these sites (seven of which were LCP sites). Although not able to address the original research question,
this study provides a unique insight into care at the end of life in two different settings.
A total of 138 interviews with a range of staff were conducted in the sites to gain an understanding of
how care of the dying was organised and managed, including symptom control, ethical issues, and
spiritual and psychosocial care. Seventy-two of these interviews took place with ICU staff and 66 took
place with nursing home staff. In addition, 10 recent deaths per site (totalling 230) were examined using
the patients’ case notes. Relevant policies and documentation pertaining to end-of-life care were also
collected. In each site, mechanisms were established to conduct observations of patients receiving care at
the end of life. A total of 25 observations were undertaken: 17 in ICUs and eight in nursing homes. For
each observation undertaken an interview was carried out (n = 25) with a member of staff who had
provided care to the patient in last hours of life. This interview was conducted either at the end of the shift
or on the following shift. The case notes recorded during the dying phase were also accessed and
analysed. An in-depth interview was also carried out with a relative, who had usually been present in the
days and hours prior to the patient’s death (n = 23). This interview was carried out after the patient’s death
at a time interval chosen by the relative, most often between 2 and 4 months after the patient’s death.
In this discussion, we explore what the findings tell us about care of people who are dying in these two
different settings. The impact of the LCP on care can only be examined in a limited way in relation to the
care observed in the ICU. We focus first on the nursing homes and then on the ICUs. We then look at
the similarities which emerged across these apparently very different clinical settings before focusing
on the economic evaluation in both settings. Finally, we critically review the methods that were used and
examine the impact of national events on the study. These limitations of the study are discussed prior to
the concluding remarks.

End-of-life care in the nursing homes
The original research design had attempted to match LCP-using and non-LCP-using nursing homes on the
basis of a range of criteria in order to assess the impact of the LCP on care. Although, in the main, we
were successful in recruiting the sites we had selected on the basis of the predetermined characteristics, as
the study progressed it became clear that the distinction between LCP-using and non-LCP-using sites in
this setting was blurred. Homes that were reported not to be using the LCP at the time of recruitment
were, by the time of data collection, using some or all of its elements. Moreover, as the research
progressed only a sample of homes identified deaths for us to observe. Thus, the sample became even
more skewed.
The recent drive to reduce the number of hospital deaths6 has reinforced the need to focus attention on
improving end-of-life care delivery in the care home setting92 which is currently the second most likely
place for people over the age of 65 years to die in the UK.3 The majority of homes in this study were
involved in end-of-life care initiatives (other than the LCP) including the GSF, regional ACP initiatives and
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the North West End of Life Care Six Steps to Success programme for care homes.43 Therefore, the
environment in which the observations took place was, on paper at least, equipped to undertake
end-of-life care using established frameworks either singularly or together.
The patients whose deaths were observed in the nursing homes in this study were extremely elderly. All
patients but one were in their eighties or nineties, and there was an expectation by staff and relatives that,
in the context of these patients’ declining health, death was a certainty.

Recognising dying and commencing the Liverpool Care Pathway in support
of care
The ability to recognise the imminence of death was reported to be improved in this setting where staff
had experienced caring for the patient for some time, particularly where the patient had been resident in
the home for at least 1 year. However, in two cases, patients had been admitted specifically for end-of-life
care and so were defined as dying, although not necessarily imminently, from the point of admission.
In line with the LCP ethos and educational materials to support its use,93 there was evidence that staff in
the nursing homes recognised the need to ensure that all reversible causes for any deterioration had been
considered and acted on prior to the commencement of the LCP to support care. They also highlighted a
number of signs and symptoms that supported their recognition of imminent dying, including level of
consciousness and changes in the nature of the breathing and the colour of the skin. These have
resonance with recent findings from a study to explore how specialist palliative care staff recognise dying.94
Implementation of the LCP (version 12) requires a MDT assessment (a minimum of a doctor and a nurse)
which, in nursing homes, necessitates the involvement of a GP. Nurses reported difficulties achieving a timely
visit from the GP and challenges with out-of-hours GPs who, lacking familiarity with the patient, were
reluctant to be involved in the diagnosis of dying. Seymour et al.95 have also reported variable and inconsistent
GP support and poor out-of-hours cover as barriers to end-of-life care in the nursing home setting. As a result,
nurses either circumvented the imperative of the MDT assessment by completing the initial assessment
themselves and getting the GP to call within 24 hours to confirm the situation; or called GPs out in advance of
the need to start the LCP, particularly where the patient’s decline had escalated close to the weekend.
Nurses in this study reported that the main purpose of getting a timely GP visit was to ensure the
prescription of prn drugs in anticipation of the five key symptoms that can occur in the last hours or days
of life.93 Nurses stressed the importance of having these in readiness, as they were seen as an important
component of a pain-free and peaceful death. Indeed, staff derived considerable satisfaction from having
the drugs available in case of the possibility that they be required. In some homes, these drugs designed
for use in the last hours or days of life were requested weeks ahead of the patient’s expected death (at
GSF Code C/Yellow) and were kept aside for use should they be required when patients were deemed to
be in the last hours or days of life (GSF Code D/Red).
Despite this, nurses also reported and were observed to make only minimal use of these drugs at the end
of a patient’s life. In the few cases in which the drugs were used, additional expertise was sought, for
example from the local hospice, to ensure appropriate use and dosage. In a recent study, Wilson et al.96
reported similar caution in the use of anticipatory prescriptions in this setting. These authors found that
nurses providing end-of-life care for nursing home patients were concerned about avoiding the under- or
overuse of medication and the potential for hastening death in their use of anticipatory prescriptions.

Care at the end of life
Research undertaken in UK care homes in the past decade has reported that the quality of care delivery
can be inadequate and that dying residents have unmet needs.97–99 In particular, the management of pain
has been reported to be suboptimal.99–101 The lack of provision of basic care at the end of life has featured
in many of the more negative stories that have been presented in the media and were reflected in
submissions to the independent review of the LCP.40
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The observations undertaken in the nursing homes revealed consistent monitoring and observation of
dying patients with a focus on the provision of physical care. The nursing staff visited patients regularly
and sometimes very frequently in the last hours and days of life. In general visits ranged from hourly to
2-hourly to 4-hourly at night. While relatives generally welcomed these frequent visits, the content of the
visits was sometimes surprising. In line with the findings of Goddard et al.,17 pressure area care and the
provision of food and fluids were elements of care to which nurses paid particular attention. Interestingly,
these were also the main areas of concern raised by relatives in the post-bereavement interviews. The NHS
has a zero tolerance policy of pressure sores102 because of their association with poor care. In April 2014,
the National Institute for Health and Care Excellence (NICE) issued its latest guidance on the treatment of
pressure ulcers,103 and, although it cites the Quality Standard for end of life care among the evidence
taken into account, no guidance specifically relating to patients in the last hours or days of life is included.
It is possible that the prevention of pressure sores is so firmly embedded in nursing home care that staff
find it hard not to turn patients, even at the very end of their life, for fear of being accused of poor care.
Staff were also keen to point out to the relatives and the researcher as well as in the notes those pressure
areas receiving treatment that had been acquired elsewhere.
Although the LCP framework promotes regular (4-hourly) assessments of the patient’s comfort and
suggests that positioning is an area that requires ongoing assessment and monitoring in the last hours or
days of life, it does not, for example, stipulate 2-hourly or 4-hourly ‘turns’.34 Yet staff were extremely
reluctant to abandon the repositioning of the patient until very close to the patient’s death.
Nursing home staff were also observed to provide food and fluids to patients up to the point of death. In
one case, this continued despite the patient’s lack of a swallow reflex and despite the NIC reporting
frequent attempts to stop her care staff from doing so. This case was interesting because on numerous
occasions the patient’s daughter, who was a qualified nurse and was present at the bedside, turned away
carers bearing food for the patient. This nursing home appeared to have a number of training initiatives in
place and operated the GSF and the LCP, and yet the NIC attributed the problem to her staff feeling that
the patient was being neglected and possibly starved to death.
Another area of care that caused variation in practice was dealing with the patient’s level of consciousness.
There was no evidence in the notes or in the observations of staff undertaking formal assessments of a
patient’s mental capacity. However, there appeared to be a presumption of a lack of capacity largely on
the basis of the patient appearing unresponsive or sleeping a lot. References to the patient’s state of
consciousness as ‘unconscious’ or ‘semi-conscious’ appeared to be devoid of clinical content and based
more on a lay understanding of what it was to be conscious. This had implications for the way in which
care was subsequently focused and delivered. The presumption of a lack of consciousness or mental
capacity effectively rendered the patient subjectively absent (devoid of agency) while remaining the core
‘object’ of care.
The provision of care to patients defined by staff as comatose was observed to be undertaken with care
and compassion. Care staff frequently talked to the patient about what they were doing, even in the
absence of any ability of the patient to respond, and this is recognised to be an important element of
good care at the end of life.13 However, in these interactions staff were sometimes observed to ignore a
patient’s attempt to exert agency, for example in one case where the patient was resistant to attempts to
provide mouth care. Instances were also observed in which staff engaged in discussions with relatives
regarding the likely timing of the patient’s death at the bedside of the patient, even though it was
generally accepted and often remarked that ‘hearing was the last thing to go’. Schou et al.104 illustrate a
similar anonymisation and objectification of patients present in the accounts of general nurses working in
hospitals and care homes. In this respect, paradoxically, patients who were deemed unable to respond
were treated both as a sentient human being, included in conversation and kept informed, and as an
insentient person, exposed to frank discussions about their welfare to which they could not respond. In his
classic 1967 sociological study,105 Sudnow identifies in the context of decisions about resuscitation the
social death of the patient; a situation in which ‘a patient is treated essentially as a corpse, although
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perhaps still “clinically” and “biologically” alive’ (p. 74). The patients in Sudnow’s study were labelled
according to their social worth, which determined the extent to which resuscitative attempts were made.
In this study, the behaviour of staff towards the patient fluctuated, so that the patient was treated in some
circumstances as ‘socially dead’ and in others as a sentient human being. The need for seeing a patient
through a single lens of a label might be paramount where the label adopted is a summation of key
characteristics which staff use almost as a rule of thumb to determine the outcome. In Sudnow’s study,
social death became a predictor for biological death. The inconsistent behaviour observed in our study may
reflect a more general uncertainty about communicating with patients who do not appear to be conscious.
In this busy environment where staffing levels were often compromised, there was little evidence in the
observations of care of staff ‘making time’ to be with dying patients over and above the delivery of
physical care described above. Staff were also observed to spend little time at the bedside providing
emotional support to attending relatives, although they did ensure that relatives were offered more
practical assistance such as food and drink. Involving relatives in the care of patients has also been posited
as important in helping to achieve a ‘good death’ in this environment.13 In this study relatives were
frequent visitors to the nursing home and to the patient’s bedside, but they were almost always asked to
leave the room while care was given and, when they returned, were rarely informed of the detail of the
care the nurses or carers had actually delivered. In only one instance was a relative (who was a qualified
nurse) involved in the delivery of personal care to the patient. Most relatives were, however, invited to
provide oral care or sips of fluid whenever they felt it appropriate.
The need for ongoing education and training in care in the last hours or days of life has been advocated
for staff in the nursing and care home setting.106 Although training was reported to have taken place in
the nursing homes in our study, largely in conjunction with the various frameworks that were being used,
the nature and extent of that training was variable. Some homes reported that only qualified staff received
training, while others reported that training had been provided for everyone from the cleaning and laundry
staff all the way through to the senior nurse managers and even owners. Cavendish106 concluded that
training available for health-care assistants and support workers was of variable quality and not sufficiently
consistent. Furthermore, although a plethora of courses and different providers existed, it was difficult for
organisations to make meaningful choices. The review called for a ‘Certificate of Fundamental Care’ which
was launched as the ‘Care Certificate’ in April 2015.
We return to the issue of training later, but this study raises questions about the efficacy of training and
the way in which organisations can be enabled to develop a coherent approach to something as complex
as the care of people who are dying.

Advance wishes
The concept of ACP was widely supported by nursing homes represented within this sample and all
reported having a formal process for engaging in it. Based firmly in the discourse of patient choice at the
end of life, these discussions were designed to focus on the views of patients (and often of relatives as
proxies) on resuscitation, hospitalisation and preferred place of care and death. In this study it was clear
that advance wishes also included religious, spiritual and personal preferences. Staff reported establishing
these patient preferences as soon as possible, on occasions very soon after admission. Staff also reported
the concerns that such early discussions raised among the patients and their relatives whose views were
being sought. However, the pursuit of recording preferences in advance took precedence over the
potential for distress among some individuals. Seymour et al.107 highlighted similar concerns arising from
the emphasis placed on the ACP process by ‘top down’ national policy initiatives. They warn against a
culture of managerialism whereby the ‘bureaucratisation’ of ACP could lead to a ‘potentially blunt,
harmful, one size fits all approach’. They called for such guidance and protocols to be used in support of
rather than in place of professional judgement, where conversations emerged from within an established
relationship and in light of the risks and benefits for each individual patient. There was also some evidence
in our study that some nurses felt more comfortable undertaking these conversations after a relationship
had been built between families and staff.
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In all observed cases, the nursing home staff in this study had recorded the advance wishes of the patient
regarding their religious and spiritual needs, as well as their personal preferences for things such as music at
the end of their life. From our observations, and review of the case notes, the patient’s religious needs were
always met in line with the recorded wishes. However, the management of the environment received
slightly less careful attention. For example, there is a difference between identifying a favourite singer and
having that singer played continuously in the background, a distinction that was often not applied in those
nursing homes where a patient had provided a musical preference. The use of background radio and TV
were routinely observed in the rooms of people who were dying and little additional thought seems to have
been applied to its judicious use in the patient’s last days and hours of life.

End-of-life care in intensive care units
In order to understand the complexity of care at the end of life in the ICU it is important to draw on all the
data relating to the observations of care. This is a complex world, in which people are admitted on the
basis of some chance of recovery, care is provided on a one-to-one basis and the environment is textured
by the latest lifesaving technology and machinery. The patient can be stripped of their personhood,
through either the use of sedatives or the severity of their condition, and their body is transformed by the
lines and tubes that attach it to the ICU life-support equipment. Relatives entering this world are often
highly stressed and anxious108–110 and their thoughts and understandings can be disordered.111 Even where
the admission has resulted from a long-standing deterioration in health, and death is recognised as a
possibility, many relatives retain hopes of recovery.
In this study, the patients whose deaths were observed were being cared for by staff in five LCP-using sites
and three non-LCP-using sites and, where possible, the following discussion will take account of similarities
and differences in the care delivered.
Researchers27,28 have described a ‘good death’ in ICU as one where a consensual decision (between staff
and between staff and patients and relatives) has been achieved regarding the futility of ongoing
treatment; where death is expected and prepared for; where death is neither prolonged nor rushed; where
symptoms are managed effectively; where death is natural (free from technology) and conforms to the
wishes of the relatives and any previously expressed wishes of patients; and where death is in the presence
of family and is characterised by clear and non-conflicting communication. In the main the deaths
observed in this study met the criteria outlined above for a ‘good death’, regardless of whether or not the
dying was supported by the LCP. Indeed, in line with a study conducted by Fridh et al.,112 the relatives of
15 patients who had interventions removed and died on the ICU in our study reported that the patient
had been treated as a person with their dignity and care maintained right up to and including their death.
In two cases in which the patient was transferred out of the ICU once interventions had been withdrawn,
the relatives were extremely unhappy about the care that was subsequently provided.

Recognition of dying and withdrawal of treatment
Regardless of whether or not the LCP was used, decisions were made in ICU regarding the extent to which
current interventions remained of benefit to the patient. Decisions about withdrawal only followed analysis
of the patient’s response to the treatment that had already been provided and usually after a period of
intervention, assessment, monitoring and review. General Medical Council Guidance,113 while stressing the
importance of multidisciplinary decision-making, and the need to discuss such decisions with patients
(where possible) and those close to them, clearly identifies the responsibility for making withdrawal
decisions as medical. In all the sites participating in this study, the decision to withdraw active treatment
was a medical decision that took account of the views of other relevant clinical experts, usually the nurse
but occasionally chest, lung and neurological experts, and relatives.
Relatives were always informed about the decision to withdraw and all of the data sources clearly
portrayed this decision as a medical one. The discourse analysis of the ICU notes highlighted the
separation of the act of medical decision-making from the gathering of support for the medical decision. In
line with the findings of Coombs et al.,26 communication by staff of this decision was placed in the context
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of an overall narrative of the patient’s deterioration and irreversible decline. Such an approach has been
shown to be instrumental in helping relatives to understand and to be prepared for the inevitability of
death.112 This narrative was carefully crafted in the notes in order to reinforce the decision to withdraw
treatment and to illustrate the support of relatives for the change of focus from cure to care.
Thus, although not explicitly seeking the relatives’ consent, the staff, both medical and nursing, aimed to
ensure that the relatives were in agreement with the proposed course of action. However, the complexity
of such conversations undertaken with highly stressed and vulnerable individuals should not be
underestimated. There was evidence that the way in which relatives experienced and constructed their
world differed markedly from the way in which health-care professionals constructed that same world.
Staff in this study recognised the importance of clear and effective communication. However, while
consultants reported that they talked about withdrawal in plain terms without the use of jargon, nurses
reported relatives requiring clarification of what the consultant had told them. Against this backdrop, there
were also relatives who reported in the bereaved relative interviews that the withdrawal of treatment had
been their decision and in one unusual case a relative reported ‘switching off the machine’ themselves,
which they clearly did not do. In relation to this last point it is possible to attribute the relatives’
perceptions to poor communication, as indeed Halcomb et al.114 illustrate in their study of the lived
experiences of nurses in ICU. In this study, nurses also reported that relatives felt that they had made the
decision to withdraw treatment and put this down to poor handling of discussions with relatives by
medics. Although this may be true, it is also possible that these accounts reflect the way in which strong
agreement with a decision to withdraw treatment becomes internalised and transformed into ownership
of the decision, a process which may be beyond the reaches of even an effective communicator in a
clinical setting.
To talk about effective communication in this context does not really do justice to the way in which the
worlds of professionals and families collide in these extremely stressful circumstances. High-level
communication skills are vital in undertaking such complex conversations, particularly those that seek to
involve and include the thoughts and feelings of families, while not appearing to devolve responsibility for
the decision to withdraw treatment.
There is an extensive literature on the importance of communication in medical encounters per se and in
particular in ICU settings (e.g. see Lautrette et al.;115 Scheunemann et al.116 and Siegal117). In his review of the
literature, Siegal highlights the enormous scope for communication difficulties in the ICU setting. Using the
literature he compiles a list of practices reported to prevent conflict and foster consensus decision-making.
While each of the practices seems eminently sensible they are underpinned by a complex set of interpersonal
dynamics which are not discussed. It is, perhaps, not surprising that a North American study reported high
levels of conflict (63% of cases in ICU) between physicians and family members of critically ill patients in ICU.
The study conducted by Schuster et al.118 involved 100 physicians and 232 surrogate decision-makers (for
175 critically ill patients). Schuster et al.118 also reported poor concordance between physician and family
reports of conflict. They concluded ‘in fact, agreement between physicians and family on whether there was
conflict approached the accuracy of flipping a coin’.
Contrary to this North American finding, conflict between a patient’s relatives and clinical staff did not
feature prominently in this study. There are many possible explanations for this, including widely varying
thresholds at which something may be deemed to be conflict, cultural differences and the status of the
patients when the surrogate decision-makers were recruited to the study.
In all sites, once the decision to withdraw had been taken and communicated to the relatives present at
the bedside, time was allowed for the decision to be communicated more widely to family members who
might wish to be present and ‘say their goodbyes’ to the patient. Relatives attached great importance to
this, reinforcing its presence in the notion of a ‘good death’.28
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Relatives’ accounts of withdrawal of treatment
In their accounts of withdrawal of treatment, relatives confirmed that, although they could not often
remember the precise details, the message that the patient was not going to survive had been clearly
received. Once withdrawal became a reality for relatives, their focus shifted from hope for recovery to the
alleviation of suffering and the delivery of a quick, pain-free and peaceful death. However, the interviews
revealed instances in which relatives quite strongly disagreed among themselves over whether or not hope
for recovery should be abandoned. In this study there was also an instance in which the difference of
opinion between relatives angrily spilled out into discussion and disagreement with the consultant.
In common with the findings of Fridh et al.,112 for some relatives, the medical tubes and lines emanating
from the patient were not perceived as problematic while they were active. However, once a decision
to withdraw had been taken, some relatives were keen for these to be removed, although they were
reluctant to observe their actual removal. There was an emphasis in the accounts of staff and relatives on
achieving a natural death, and it is likely that the visual disruption to the patient’s personhood created by
the lines and tubes ran counter to this.

Use of the Liverpool Care Pathway in intensive care units
Although the LCP was generally viewed positively, staff held mixed views on the use of the LCP on the
ICU. The common assertion was that it was too long and not very useful in cases where the patient died
quickly. Doctors’ signatures were hard to obtain and there was reluctance on the part of nursing staff to
record all of their observations on the LCP documentation, with the result that information was duplicated
across a number of clinical records. It was unclear whether the LCP supported practice (i.e. shaped what
was done) or was used mainly to account for what had been done, or a mixture of both. As previously
stated, it was regarded mainly as a nursing tool and doctors were less likely to see it as of direct value
to their practice. Research has illustrated that once the decision to withdraw treatment has been
communicated to the patients and relatives in this setting, the bulk of the technical work of withdrawal
and the provision of physical and emotional care for patients and families primarily rests with the nursing
staff.114 The LCP as a framework for the provision of care in the ICU was rarely discussed with or
understood by relatives. This was not necessarily surprising as the LCP was just one of many protocols for
care that are used in the clinical environment. However, the apparent lack of awareness of the use of the
LCP by relatives has been recently portrayed in the media as a failure to communicate the patient’s
imminent death to relatives. This was not the case in this study, where all relatives reported being clear
about the patient’s deterioration and the ‘futility’ of treatment.
Despite education and training being a cornerstone in the implementation of the LCP, few nurses reported
receiving any formal training on its use. It was suggested that the clarity and structure of the framework
were self-explanatory.

Differences between Liverpool Care Pathway-using and non-Liverpool Care
Pathway-using intensive care units
In all sites withdrawal did not involve simply switching off one machine; sometimes it involved a change
in treatment provision from ‘active’ to ‘non-escalation’ or ‘limitation’ as well as reducing particular items
of life support. Despite this, when discussing the death afterwards, the relatives often collapsed the
withdrawal process into a single event, at a single point in time, even though the reality had been
quite different.
Only three very subtle differences were found between LCP-using and non-LCP-using ICU sites. These
centred on the period during which interventions were actually withdrawn. The first was a consistent
finding in LCP-using ICU sites. Nurses reported and were observed to direct a patient’s care once a
decision had been taken to withdraw treatment. As the LCP was viewed by doctors and nurses alike in this
study as a nursing tool and was deemed to provide a checklist for most of a patient’s needs in the last
hours or days of life, this might not be surprising. Nurses reported involving doctors when they were
unsure or wanted their views on the patient’s clinical condition. In non-LCP-using sites the role of the
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nurse exhibited greater variation, with different consultants directing end-of-life care in different ways.
Previous studies support this study’s finding that the LCP is largely regarded as a nursing tool,119 and a
number of small-scale qualitative studies in a range of settings, including ICU119–121 also suggest that nurses
perceive themselves to be empowered by use of the LCP to support the delivery of care at the very end
of life.
The second subtle difference related to the consistency with which nurses in the LCP-using sites aimed to
achieve a ‘natural death’ through the phased withdrawal of treatments. Nurses reported and were
observed to try to foster the circumstances in which the patient’s ‘last breaths’ were their own. This
involved reducing the patient’s reliance on equipment, which was done gradually: neither too quickly nor
too slowly. Regular and consistent assessment and monitoring were both observed and reported by nurses
to be an important component of this approach to withdrawal. Although some elements of this gradual
withdrawal were evident in the observations of non-LCP patient deaths, there were also instances in which
‘everything was just stopped’. The nurses reported different consultant approaches to withdrawal, with
some consultants being prescriptive about the order and speed with which interventions were withdrawn.
Finally, the nurses in the LCP-using ICUs reported trying to achieve a balance between being present at
and being absent from the bedside in order to give relatives time to be with their loved ones during
this period of withdrawal. By contrast, the nurses in the non-LCP-using sites reported a more hands-off
approach. This may be an important distinction, as Rusinova et al.110 found that ‘extended contact
between staff and family members was the only related factor associated with anxiety reduction’.
Interestingly, in one non-LCP-using site, where the patient was transferred to a side room to allow privacy
for the family, a source of conflict arose when the family reported feeling ‘abandoned’ by staff. However,
it is important to remember that it is the quality of staff interactions with patients and families rather than
the quantity that is likely to influence the perception of support.111

Care of people dying in the generalist settings of nursing homes and
intensive care units
On the surface, it is hard to imagine two more diverse health-care settings in which death could routinely
be expected to occur. At one end of the spectrum, the nursing homes recruited to this study attempted
to provide a ‘home from home’ for their residents, and those who died in these settings were among the
‘oldest old’. Here, death was an expected outcome following a lengthy period of increasing frailty and
decline. Much of the ‘hands-on’ care in this setting was delivered by non-qualified staff. Staffing levels
were often challenging and medical input was basic and relatively infrequent. At the other end was
intensive care, where the focus was on cure and rehabilitation, and the latest life-saving equipment and
interventions were available and utilised. These sites were characterised by high levels of medical and
nursing expertise and input and the patients dying in this setting were likely to be considerably younger
than those dying in nursing homes. While some deaths occurred after a long-standing disease, others were
the result of trauma or injury.
There were a small number of issues common to both settings. Some of these issues were often solved in
slightly different ways.

Care at the very end of life
In all settings there was a sense that the care of people very close to death was a nursing responsibility. In
the LCP-using sites, regardless of setting, the involvement of doctors was minimal. In non-LCP-using ICU
sites the role of the consultant varied according to how the withdrawal of interventions was planned.
Nevertheless, providing care was the nurses’ responsibility.
While in ICUs consultants were always on hand if required, difficulties were reported in nursing homes in
accessing GPs. In particular, use of the LCP required medical input to the assessment of dying. However,
difficulties were reported getting GPs to visit the patient and undertake a joint assessment to recognise the
imminence of dying, and subsequently to review care once the assessment had been made.
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Withdrawal and withholding interventions
The concepts of withdrawal and withholding interventions at the end of life have received considerable
negative media attention recently. The sustained attack on these concepts draws its power from the
looseness with which the terms are often used. In ICUs in this study, the withdrawal of technological
support resulted from a consultant decision but often with input from nurses and other experts involved
in care, including the relatives. It was a decision that was supported and referenced by a host of
physiological, neurological and biochemical investigations and results. What was withdrawn and when was
entirely dependent on the technological support a patient was receiving and the nature of the patient’s
condition. Withdrawal of active therapies included limiting or stopping inotropes, filters, antibiotics, i.v.
fluids, NG or other feeds and/or ventilation. If the patient was ventilated, their ventilatory support might be
reduced, changed or stopped altogether, with or without subsequent extubation. The slow withdrawal of
technological support, which was a feature of care in LCP ICUs, has been discussed in other studies.45,122
Harvey suggests that this slow withdrawal of technological support mimics the more gradual decline of a
natural death.123 In so doing it allows for the relative’s emotional adaptation but also for a less dramatic
disjuncture between life and death, providing the impression of a peaceful death.
In the nursing home setting the concept of withdrawal was not much discussed. The patients in the
nursing home were frail and elderly. Their lives had not been supported by technological intervention and
so the act of withdrawal seemed irrelevant. However, care at the end of life in nursing homes was often
associated in the media124 with the withholding of food and fluids. Whether in response to this negative
publicity, the presence of the relatives and/or the researcher, or the beliefs of the care staff, the staff in
nursing homes in this study continued to provide food and fluids to patients up to the point of death.
However, the issue of withholding was not entirely absent from the nursing home setting. Consideration
of resuscitation and hospitalisation at the end of life by staff, patients and their relatives was an important
feature of ACP in this setting.
Thus, while in ICUs there was a sense of creating the circumstances in which a natural death could occur,
either slowly or quickly, in the nursing homes there was a sense of allowing nature to take its course.

Relatives’ involvement in the provision of personal care
Relatives featured very strongly in the care of patients in both settings. However the extent to which they
were engaged in the care being provided varied. In the nursing homes, apart from one unusual case in
which the relative was a nurse, relatives were usually asked to leave when personal care was being
delivered to the patient, and were rarely involved in anything other than giving the patient sips of fluid
or mouth care. In stark contrast, in the ICU relatives were usually given a choice about remaining or
leaving when personal care was given, and though some chose to leave while various tubes and machinery
were removed, some were actually observed to participate in the delivery of other aspects of personal care.

The accounts of relatives
Relatives and their views are rightly considered to be very important in understanding the care provided to
family members. The role of the relative in the patient’s care at the end of life was touched on by staff and
by relatives themselves. In the main, the relatives sat by the bedside, talking to and touching the patient.
When the interviews with bereaved relatives were compared with the observational, nurse (point 2)
interview and case note data, there were some very interesting similarities and differences. There were
occasions on which relatives and staff used exactly the same words to describe events and conversations.
There were also occasions on which a relative’s account departed substantially from what had been
observed, from the accounts provided by staff and from the case notes.
While these differences will be explored in more detail in subsequent papers, it is important to recognise
that similar findings have been reported extensively elsewhere.41 Addington-Hall and McPherson, in an
excellent article on issues of validity regarding after-death interviews with bereaved surrogates/family
members, highlight the difficulties of research in this area.54 Approaching relatives too soon after the death
of a family member is considered to be both unethical and insensitive. However, although it may be easier
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to recall information retrospectively if the intervening period is short, the type of information that is
retained and reported versus that which is forgotten or omitted may be more than a matter of just recall.
In this study, we allowed relatives to identify when they would be willing to be interviewed. Contrary to
views often expressed in the literature,125 relatives volunteered to be interviewed sooner after the patient’s
death than has previously been considered ethical.

Training
Training is often promoted as a panacea for many of the poor practices that emerge in the workplace,
as well as for implementing new initiatives and improving performance. There is extensive management
literature assessing the impact of training on performance. Most organisations invest in training because
they believe that higher performance will result.126
The staff in the ICU reported receiving little training on end-of-life care and there were reports that using
the LCP document to support care represented a form of self-directed learning. In the nursing homes,
there was a strong emphasis on training, and many nurses were reported to have attended end-of-life
training courses, but there was no sense of an organisational strategy, or a need for one, with regard to
training its workforce. There was no reference to the ‘10 Step Programme’,93 for example, in the interviews
in nursing homes using the LCP. This programme accompanies the LCP framework to underpin its
systematic implementation and involves changing practice at the strategic, organisational and individual
levels to ensure a workforce approach to the education and training of staff.
Interestingly, end-of-life care is rarely represented within the mandatory training provision in either the
ICU127 or the nursing home setting,106 further reinforcing this lack of strategic focus.
The two settings used in this research could not have been more different. The ICUs were staffed by highly
qualified individuals working in a MDT, in open ‘public’ spaces, with high staff-to-patient ratios and a low
turnover of staff. Nursing homes were mainly staffed by health-care assistants, with fewer registered
nurses, working in environments that were rarely purpose built and containing a number of confined
semiprivate spaces with limited access to doctors. The nursing homes in this study were also characterised
by staff whose first language was not English.
Achieving a skilled competent workforce in these two settings with respect to end-of-life care could be
expected to require different approaches and different leadership skills. It could be hypothesised that any
framework implemented in an organisation with the characteristics of the ICU might achieve a greater
standardisation of practice than in an organisation with the characteristics of the nursing home.

Economic evaluation
The economic evaluation was based on the observations of care, analysis of the drug charts and
completion of the economic tool by bereaved relatives at the end of the interview conducted by the
researchers. This tool, in conjunction with the observational and resource data, provided a strategy for
calculating comparative costs and benefits experienced by patients supported in LCP-using and
non-LCP-using units in the last hours of life.
The results obtained should be interpreted as being indicative rather than definitive as despite attempts
to ‘match’ service providers the comparison inevitably contained a wide range of confounding factors.
Many ‘non-LCP-using’ units were found to utilise aspects of the LCP process, and ICUs using the LCP to
support care varied in their application of it.
In both settings, relatives were able to discriminate between the different aspects of care provided; so, for
instance, different scores were allocated to pain and agitation by a relative. Relatives found completing the
tool to be a useful exercise and welcomed the opportunity to justify outlying scores, whether they were
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high or low. The seven case study analyses demonstrated that it was possible to attribute costs to
end-of-life care, but in the context of this study the costings could not be used to compare the costs of
care provided using the LCP versus standard care.

The methods
This study was designed to use a number of data sources to examine care at the end of life in the two
different settings. Data were collected on care at the end of life in general as well as in relation to the
individual patient. In each site, interviews with a range of staff were undertaken (identified in this report as
point 1 interviews) about end-of-life care in general, and the case notes from 10 recent patient deaths
were analysed to gain an understanding of end-of-life care in these sites. At the patient level, observations
of 25 patients in the period up to death were undertaken and combined with the views of staff (referred
to as point 2 interviews in this report) and relatives to provide a more nuanced understanding care at the
end of life. This also included analysis of the written case notes relating to the patient’s care.
Three distinct methods were therefore used at different times and in different ways to bring together an
understanding of the landscape of end-of-life care in these two settings. None of the individual methods
used was unproblematic and all had their inherent limitations, as discussed below.

Interviews
A semistructured interview approach was used for all interviews (point 1, point 2, bereaved relatives). The
initial focus and some topics of interest were determined by the researcher as a result of the reading of
the literature and pilot work, but respondents were encouraged and allowed the time and scope to talk
about the topic in question by the use of open-ended and supplementary questioning. In this way, the
interviews were more conversational in style, where a rapport could develop between the researcher and
the respondent and specific issues arising during the course of the interview could be spontaneously
explored as necessary.

Point 1 interviews
These interviews were used to explore the beliefs and practices that underpinned the delivery of care in
both settings in order to provide a context for the specific information that was being collected around an
observed case. For the purposes of this report an interview with a consultant and a nurse from each site
in ICU and the most senior nurse (most often also the manager) in each of the nursing homes were
analysed and reported.
These interviews required respondents to focus and comment on what they believed generally to be the
case in their organisation regarding the various topic areas under discussion. This included exploring
their views on how care was organised and actually delivered to dying patients and their families,
which end-of-life care tools had been adopted and were being used, and what education and training
opportunities and sources of support were available and being taken up.
All accounts are necessarily partial, and meanings and realities are constructed and reconstructed within
the ‘social space’ of the interview. These accounts may, therefore, privilege a more publicly acceptable
account in that respondents may wish to show themselves or the staff and services they represent in a
favourable light. Arguably, this may be more likely when the subject matter under scrutiny is one as
emotionally laden and politically sensitive as caring for dying patients. The responsibility of senior staff to
deliver high-quality care is particularly relevant in understanding the accounts given. However, although
elements of the public account were undoubtedly evident in these interviews, running through them was a
less coherent dialogue that contained a more questioning and less certain view of the practice at the end
of life.
We plan to incorporate the views of others from each site representing a more heterogeneous sample in
peer-reviewed papers subsequent to this report.
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Point 2 interviews
Interviews were also undertaken with the specific purpose of exploring the perspectives of staff involved in
the delivery of care to an ‘observed’ patient. One member of staff who had been most closely involved
in the delivery of care was interviewed for each observed case. These interviews took place either
immediately at the end of the shift or on the following shift and, therefore, offer a perspective that is
very close to the point of delivery of care. These interviews, which focused on the way in which care was
delivered with reference to a particular patient, allowed an exploration of the thought process and
motivations that lay behind aspects of observed care. In this way, these interviews gave a unique insight
into issues that were running alongside the delivery of care – a ‘behind the scenes view’ that could neither
be observed nor reported elsewhere in this study. These accounts were subject to the same limitations as
those described above.

Bereaved relative interviews
An interview was undertaken with 23 bereaved relatives 2–4 months after the death of the patient.
Sixteen interviews were undertaken with relatives of patients who had died in ICUs and seven with
relatives of patients who had died in nursing homes. These interviews provided a valuable insight into their
perspectives on the delivery of care and the dying and death of their relative or friend. However, interviews
that take place months after the event may be subject to recall issues, where respondents either unable to
remember very much at all, or have since, in the telling and retelling of the story over time, reconstructed
an account that differs in some detail from the experience. These issues have already been explored above.

Observations
A total of 25 observations were undertaken within this study: 17 in ICU and 8 in the nursing home setting.
The observational method has many advantages over interviewing people to gain an understanding of
what they do. It allows care to be observed directly as it unfolds and provides an insight into aspects of
that care that for many reasons may not be reported in interviews. However, as with many research
methods in the social sciences, observations have some well-reported limitations.

Influence on the environment
There are several potential influences on the environment that is being observed. The potential for those
being ‘observed’ to radically change their behaviour in response to the presence of the researcher has
been widely discussed in the literature, for example by Denzin and Lincoln128 (see Monahan and Fisher for
an interesting discussion on the benefits of observer effects129). Indeed, in this study a family member
suggested to the researcher that better care had been provided to his relative as a result of the
researcher’s presence. An allied issue is that those being observed may use the researcher as a source of
support or information and not see them as separate from the caring team. Again, there were several
examples in this study where this occurred, with relatives seeking information from the researcher about
what care had been delivered while they had been out of the room.

Recording
Observing at the bedside of a person who is dying and being in the company of their family, friends and
staff is potentially fraught with emotional significance and, therefore, likely to be challenging and tiring.
Observation involves watching and recording in detail what happens over a given period of time and, in
this study, the researchers aimed to remain at the bedside for a maximum of 3 hours, although there were
occasions when they chose to remain for longer. They undertook these observations at various times of
the day including the evening and overnight. Systematically recording in detail and by hand, sometimes in
rooms in which the lighting was dimmed for the comfort of the patient, and over a period of ≥ 3 hours is
challenging. It is impossible to record everything that occurs and therefore what does get recorded is
necessarily partial and selective, the researcher effectively being the research instrument through which
information is filtered.
When the researchers left after a period of observation they sometimes did not return for several hours. If
the researcher had been observing during the night and left the patient’s bedside in the morning, they
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would return home to sleep and then return at a later time if the patient remained alive. There were
periods of care that were simply not observed. When comparing observation data with data recorded in
case notes, the attribution of timings in the records allowed for closer comparisons to be made.

Response rate
While many of the aspects of observational research outlined above have been well recorded, there is a very
much smaller literature on the impact of undertaking observations on the response rate. There can be no
doubt that this study experienced a number of setbacks and was ambitious in its conception. However,
attempting to observe people as they died in the highly charged negative media spotlight resulted in
some of the sites not referring patients to the study for recruitment. Although an incredible amount of work
had been invested in recruiting sites and the sites had signed up to have the care they provided observed,
this did not translate into observations in half of the sites. This was due not to the absence of deaths but to
the gatekeeping role of staff. In line with our views on the protection of the patient and the assurances
provided to the ethics committee, we had from the outset accepted this limitation. We did not, however,
foresee how this would combine with the adverse publicity to affect our study design so dramatically.

Retrospective case note analysis
A total of 230 case notes were scrutinised to gain information on key elements of end-of-life care as
documented in the participating sites. These 230 records were deaths that had taken place in the previous
12-month period, the majority coming in 2011. This method proved to be very time-consuming, both in
gaining access to the files and in terms of the wealth of information that it was necessary to review. Poor
handwriting and sometimes inconsistent filing added to the challenge. However, it was felt to have the
added advantage of making the study visible within sites during the data collection period. The availability
of researchers engaged in the task of locating files and undertaking case note reviews meant that they
were on hand to discuss the study with staff, or to take referrals.
The case notes from the nursing home sample were relatively impoverished in terms of detail, particularly
around the nature and content of the communication that took place. In general there was a more
detailed reporting of communication in the ICUs. It was clear that case notes provide a particular account
of events, written to serve a specific purpose.130 Although they did not on their own provide a
comprehensive picture of the care delivered, in conjunction with other data they proved to be very useful.

Economic evaluation
In designing this economic analysis we aimed to capture some of the important aspects regarding the
experience of death itself. The ‘normal’ tools used in health economics (in particular the estimation of
QALYs and incremental cost-effectiveness ratios) are of limited applicability in the evaluation of the care of
imminently dying people. The remaining survival (the quantity dimension) is measured in hours rather than
months or years, while the ability to enhance the patient experience (the quality dimension) may be entirely
dominated by patient symptoms irrespective of the quality and sensitivity with which care is provided.
In the absence of an established and validated outcome tool, a tool was developed and used separately
and in conjunction with other data. The economic questionnaire tool was developed to provide a link
between the level of care given to patients and how this was received. As patients so close to death could
not respond, family members provided proxy data about the possible experience of the care that
was provided.
These questionnaires were completed by bereaved relatives in conjunction with the researcher as part of
the in-depth interview after the death of the patient. Its location within the context of this interview
allowed some exploration of the interpretations and responses of relatives to each of the items on the
tool as they completed it. In addition, the tool, in conjunction with the observational and resource data,
provided a strategy for calculating comparative costs and benefits of care delivered in LCP-using and
non-LCP-using units in the last hours of life.
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It is important to recognise, however, that any comparisons made between LCP-using and non-LCP-using
units should be interpreted as being indicative rather than definitive. Despite ‘matching’ service providers,
the impoverished and arguably skewed sample, particularly of nursing homes, means that a range of
confounding factors need to be considered. Many non-LCP-using units were found to utilise many aspects
of the LCP process and the LCP-using ICUs varied in their application of the LCP process. Although the
ambitious aims of this economic analysis were not achieved, a potential approach to collecting and
analysing data for economic analysis at the end of life has been achieved. This now needs to be tested in
future studies.

The impact of Liverpool Care Pathway adverse publicity on the project
The research project was undertaken in the context of a heightened public debate regarding the care of
dying people, which focused on the LCP. The controversy surrounding the LCP was especially acute
between 2012 and 2014 but it can be traced back to articles that first appeared in the mainstream media
in 2009.131
There are undoubtedly many stories of poor care for dying patients. These have come to be routinely
associated with the LCP, whether or not the care of the patient was supported by the LCP or if the complaint
was related to the LCP. It has commonly and inaccurately been reported, for example, that the LCP is
routinely used to ‘finish off’ patients and involves patients being ‘usually denied nutrition and fluids’.132
Continued media and societal attention led to the national review of the Liverpool Care Pathway.40 The
review found that the LCP is based on sound ethical principles and provides good care when implemented
properly. The review drew on a number of different types of evidence, including complaints, a literature
review41 and public meetings with over 300 families and professionals. Published in July 2013, it made
over 40 useful recommendations, including covering key issues relevant to the ability of the NHS to provide
the best quality care for dying patients – such as education, training, research funding, access to specialist
palliative care services and the need for care and compassion from all involved in caring for dying patients.
It also identified some key challenges in relation to the LCP and its profile and misrepresentation in the
media. The terminology ‘Liverpool Care Pathway’ and in particular the word ‘pathway’ were found to be
problematic and it was recommended that these terms be discontinued. The review also recommended
that the LCP be replaced in the clinical environment within 6–12 months.
It has been a very challenging time for all professionals involved in caring for dying patients, whether
doctors, nurses or other health-care practitioners. It has also been a difficult and uncertain time for
patients and their families receiving care in this environment. Since the publication of the review, although
media coverage has reduced, there has been concern about a vacuum emerging while national guidance is
developed, potentially causing continuing challenges.133–135 At the end of 2013, interim guiding principles
were made available for consultation by the Leadership Alliance for the Care of Dying People, the
membership of which included a range of relevant statutory and voluntary sector organisations.
The Leadership Alliance published One Chance to Get it Right: Improving People’s Experience of Care in
the Last Few Days of Life in June 2014.136 In it, they confirmed that no new national ‘tool’ would be
developed to replace the LCP and highlighted five priority areas that would be used to inform future CQC
inspections and clinical guidance on the care of dying adults. Subsequently, NICE published guidelines in
December 2015.137
The controversy has had a much broader impact on work associated with caring for dying patients,
including this National Institute for Health Research research project. The negative media publicity had a
direct impact on the recruitment of patients to this study and made it difficult to retain the involvement
of those sites that had signed up to participate. In nursing homes and in ICUs staff were fearful of
associating the care they provided with the LCP and even more fearful of recruiting to a study that had
LCP in its title. It is a credit to those organisations that took part that observations, interviews, and case
note analyses were undertaken in such a changing and challenging environment.

224
NIHR Journals Library www.journalslibrary.nihr.ac.uk

DOI: 10.3310/hsdr04200

HEALTH SERVICES AND DELIVERY RESEARCH 2016 VOL. 4 NO. 20

The media interest in the LCP reflects the wider societal challenges in establishing a helpful debate about
death and dying. With strong views on all sides – regarding euthanasia at one extreme and preserving life
at any cost at the other – the LCP became the focus of the debate. Its absence from the debate will not
remove the need for the debate and the need to improve care for dying patients.

Concluding remarks
This study makes a unique contribution to understanding the complexity of care at the end of life in two very
different settings. It highlights the similarities and differences in the perspectives of doctors, nurses, carers
and patients’ relatives both within and between settings and between sites where the LCP was used to
support care and where it was not. It was not possible to assess the impact of the LCP on practice for
methodological reasons (particularly in the nursing home setting). However, the 25 in-depth observations of
the care of dying patients that were carried out, and the interviews with the 23 relatives who attended
and witnessed the last hours and days of their loved ones’ lives, provide a unique insight to care at the very
end of life. This study found no basis for the negative characteristics associated in the media with the use of
the LCP. Although there were undoubtedly areas for improvement in the delivery of patient-centred care,
in both settings and in all sites (regardless of the use of the LCP to support care), the goals of care at the end
of life as described in this study by staff matched the wishes of the relatives for a peaceful and dignified death.

Implications for practice
This study raises a number of implications for practice. These are discussed within the context of the two
different settings. However, across all sites staff were inconsistent in their communication with and about
the unconscious patient. While they kept the patient informed about the care they were providing on the
basis that the patient might be able to hear what was being said, they also talked about the patient with
other staff and the patient’s relatives. These conversations often touched on the patient’s physical state,
their approaching death and, in some cases, arrangements for their funeral. It is impossible to know what
patients heard or the impact of these conversations on them had they been able to hear, but it is
important that a consistent approach is adopted which errs on the side of the patient’s best interests.

Nursing homes
l

l

l

Documentation of key elements of communication: the retrospective case note analysis of deaths
revealed that very little, if indeed anything, had been recorded in the patient’s notes regarding the
communication that staff had had with the patient’s relatives. Maintaining good records of these
conversations is important to ensure that all staff are aware of what relatives have been told and to
assist in the delivery of information in a consistent and accurate way.
Consistency and availability of policies to guide care: when staff were asked to produce policies
relevant to the care they provided they found it difficult, more so in nursing homes than in ICUs.
Policies that were produced varied enormously both in content and in date. It was hard to assess how
staff viewed the policies in relation to the care they provided. Clearly, in the provision of end-of-life
care there needs to be an up-to-date and coherent approach, which should be identifiable in
appropriate policy documents.
Lack of distinction between appropriate levels of care and routinised care: although patients in the nursing
home setting received frequent visits from staff, these visits were mostly for the purposes of monitoring
the patient or to provide physical care. The imperative to relieve pressure areas or provide food very close
to death did not appear to be critically assessed by staff. Very few discussions were observed where staff
decided not to do something on the basis that it was not appropriate. Given the uncertainty over the
timing of death it is possible that staff undertook activities because they simply did not know how long
the patient was going to live. Achieving a balance between providing routine care and appropriate care is
difficult but the judgements underpinning this distinction may be influenced by training.
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l

l

l

l

l

The focus on the delivery of physical care: while physical care received a lot of attention by nursing
home staff, less attention was paid to the patient’s physical environment. The patient’s experiences of
noise, light and temperature were frequently not considered, and often seemed to reflect the needs of
the staff. This was particularly the case in relation to the playing of background music.
Lack of attention to the assessment of consciousness and swallowing: in the nursing home setting
there were occasions on which a more formal set of assessment procedures would have improved care.
These related to the assessment of the swallowing reflex and the patient’s state of consciousness.
The pacing of ACP discussions: the trend towards establishing a patient’s advance wishes regarding
their care at the end of life is well established. However, in this study the speed at which staff
appeared to want to establish these wishes was in some cases reported to be unseemly. While
recognising the importance of establishing the patient’s wishes, it should also be recognised that the
pace of these conversations should be individually determined.
Reported lack of consistency of GP cover: the reported involvement of the GP in end-of-life care in this
study is of concern. A number of consequences flowed from the uncertainty reported by nursing staff
of whether or not and when a GP might attend the patient. New meaning was given to the notion of
anticipatory prescribing, as nursing staff sought to ensure that a range of drugs designed to make a
patient more comfortable at the end of life were available for use. In many cases these were reported
to have been prescribed well in advance of need and were often not used. This is clearly a cost which
with improved medical cover might be avoided.
Systematic delivery of end-of-life care training: finally, it was apparent in all the interviews in the
nursing home that although training for end-of-life care was recognised as important, it was rarely
delivered in a systematic, rigorous way for all staff across each of the organisations involved in the
study. Unless all staff receive high-quality ongoing training, none of the above will change.

Intensive care units
l

l

l

Lack of practical information for relatives and carers: the one-to-one care in ICU was perceived by
relatives to be of an extremely high quality. Nurses carried out the majority of care once a decision to
withdraw treatment had been made. Although the communication between staff and the patient’s
relatives about the patient was consistent, on a few occasions relatives reported lacking vital
information about purchasing food and hot drinks. Relatives also talked about their car parking
concerns and keeping the parking meter topped up. A general reluctance to leave the bedside
compounded these issues. More often than not this information was provided, but, where it was not,
the relatives identified the stress it produced, over and above that they were already experiencing.
Distraction for relatives of the monitor at the bedside after the withdrawal of life-saving interventions:
The presence of the monitor at the patient’s bedside was for some relatives a distraction. Relatives
found it compelling watching although it took their focus off the patient. In many sites, but not all, the
monitor at the bedside was either turned off or rotated out of the relatives’ sight.
The impact of staff–relative divergent views on care and treatment: while there were few cases of
staff–relative divergent views over a patient’s care and treatment, when these did occur the
consequences were far reaching. The divergences in this study occurred as a result of the staff’s
inability to understand the relatives’ perspective and the relatives’ inability to understand the goals of
care being provided. Despite acknowledging this difference, no attempt was made by staff to resolve
it. There were also many cases where family members disagreed with each other. This was not always
reflected in discussions between the clinical team or in the notes where the tendency was to refer to
the family as a single entity.
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Recommendations for future research
In line with the findings of Neuberger,40 which called for more research into how care is delivered to dying
patients and their families, this study has generated a wealth of data that would benefit from
further analysis.
In making recommendations for further research, we are taking into account the learning derived from
undertaking this study with regard to the application of research methods.
1. One of the most important areas for future research is the way in which an organisational culture,
regardless of setting, can be created and sustained to promote the practice of good end-of-life care. In
this context, the role of leadership, of training and of policy would be fertile areas for further research.
Common to all of these areas is the need to develop measurable outcomes to assess their impact on
the organisational culture and the delivery of care at the end of life. Studies in these areas will require
longitudinal research which should take account of the time-consuming nature of recruiting and
retaining organisations in studies of end-of-life care. This has very important implications for the
commissioning and funding of future research.
2. Given the growing number of people who receive care in residential and nursing care settings, more
research is urgently needed in the following areas:
i. how the relationships between residents can be supported during end-of-life care
ii. innovative approaches to building ACP conversations into the day-to-day work of care, to take
account of the individuality of each patient and family and to avoid a ‘one size fits all’ approach
iii. the role of out-of-hours medical support and how primary care services can be configured to support
nursing home staff in achieving a comfortable pain-free death for their residents
iv. how consciousness is constructed within the nursing home setting in the last days and hours of life
and its importance should be investigated in relation to the delivery of care
v. the way in which nurses and health-care assistants view record keeping and its purpose.
Research in residential and nursing homes needs to take account of the organisational setting in terms
of their size, ownership and funding model, and the impact these have on their recruitment and
retention in research projects.
3. End of life is a feature of intensive care settings. While accepting that withdrawal is a medical decision,
it would be useful for research to be undertaken on the relatives’ sense of ownership of the decision
and the impact of this on their bereavement. There may also be merit in exploring how the speed of
death following withdrawal affects relatives.
At a more theoretical level it would be useful to explore how the private language of nursing and medical
staff about a patient’s deterioration reflects what they say and do in practice.
The study demonstrates that it is possible to cost care at the end of life. The approach adopted in this
study, however, requires further research to refine and test the tools and processes in larger
patient populations.
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Appendix 2 Final study protocol
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Appendix 4 Original advisory board membership
Name

Title

Role

Julia Addington-Hall

Professor, End of Life Care, School of Health Sciences, University of
Southampton, Southampton, UK

Advisory Group Member

Rebecca Bancroft

Dr, Consultant Geriatrician, Royal Liverpool and Broadgreen
University Hospitals NHS Trust, Liverpool, Liverpool, UK

Advisory Group Member

Jayne Brown

Dr, Senior Research Fellow, University of Nottingham, Nottingham, UK

Advisory Group Member

Barbara Burkey

Mrs, lay representative

Advisory Group Member

Maureen Coombs

Dr, Consultant Nurse, Intensive Care Unit, Southampton University
NHS Hospitals Trust, Southampton, UK

Advisory Group Member

Massimo Costantini

Dr, Head Regional Palliative Care Network, National Cancer
Research Institute, Genova, Italy

Advisory Group Member

Steve Dewar

Mr, Research and Innovation Director, Marie Curie Cancer Care,
London, UK

Advisory Group Member

Joy Duxbury

Dr, Reader in Mental Health Nursing, Divisional Leader for Mental
Health, University of Central Lancashire, Preston, UK

Advisory Group Member

John Ellershaw

Professor of Palliative Medicine, Director Marie Curie Palliative Care
Institute, chief investigator

(Initially CHAIR); Advisory
Group Member

Katharine Froggatt

Dr, Senior Lecturer, Observatory of End of Life Care, University of
Lancaster, Lancaster, UK

Advisory Group Member

Jane Harper

Dr, Consultant, Intensive Care Unit, Royal Liverpool and
Broadgreen University Hospitals NHS Trust, Liverpool, UK

Advisory Group Member

Chris Haywood

Mrs, Head of Hospice Services, Willowbrook Hospice, Liverpool, UK

Advisory Group Member

Irene Higginson

Professor of Palliative Care and Policy, Division of Health and Social
Care Research, King’s College London, London, UK

Advisory Group Member

Louise Jones

Dr, Head of Unit, Marie Curie Palliative Care Research Unit,
University College London, London, UK

Advisory Group Member

John Joshua

Mr, Assistant Network Director (Communications and Involvement),
Greater Manchester and Cheshire Cancer Network, Manchester, UK

Advisory Group Member

Barbara Monroe

Dame, Chief Executive, St Christopher’s Hospice, London, UK

Advisory Group Member

Sheila Payne

Professor, Help the Hospices Professor of Hospice Studies, Observatory
of End of Life Care, University of Lancaster, Lancaster, UK

Vice Chair (and later Chair)

Kathy Rowan

Professor, Director, Intensive Care National Audit and Research
Centre, London, UK

Advisory Group Member

Jane Seymour

Professor, Sue Ryder Care Professor of Palliative and End of Life
Studies, University of Nottingham, Nottingham, UK

Advisory Group Member

Eleanor Sherwin

Ms, End of Life Care Programme, Department of Health, London, UK

Advisory Group Member

PMG

All members of the Project Management Group

Advisory Board Members
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Appendix 5 Advisory group terms of reference
The Impact of the Liverpool Care Pathway on care at the end of
life Advisory Group
Terms of Reference
Background to the Project
The research builds on the scoping review of generalist end-of-life care undertaken by Higginson et al.34
(2007) and focuses on providing evidence on the impact of the Liverpool Care Pathway on care at the end
of life in two generalist settings: Nursing Homes and Intensive Care Units in the north-west of England and
London and the south-east. In essence this study is a matched case study design where half of the sample
will have registered to use the Liverpool Care Pathway and half will not. It involves the collection of data
using: interviews, observations, case note analysis and documentary analysis of the SHA's plans for
end-of-life care and end-of-life care policies in place within individual sites.
The study will provide evidence on costs and outcomes to enable the comparative cost-effectiveness
underlying the implementation of LCP in different sub-groups of patients and in different contexts
to be evaluated. The project will generate evidence relevant for the commissioning, development,
implementation and management of generalist end-of-life care services in the NHS and wider health and
social care system. Importantly, this study involves the views of bereaved relatives as well as those of staff
and other key stakeholders and the ethical issues involved in the conduct of this study are complex.

Purpose of the Advisory Group
To provide relevant specialist advice and support (clinical and research) at all stages of the project
including: setting up (design and implementation), conduct, findings and dissemination. The majority of
the communication between Advisory Group members will take place electronically but the group will
have the opportunity to meet formally once per year (a total of 3 times during the life of the project).

Specific Terms of Reference
l
l
l
l
l

To receive regular (6 monthly) updates re project progress (electronically).
To provide feedback/support (electronically) on the 6 monthly updates (as and when
required/requested).
To offer advice/support (electronically) in response to ‘ad hoc’ requests regarding specific issues/
challenges throughout the project.
To agree that information about the study, including emergent findings, that is shared within meetings,
or via electronic means, remains confidential until publicly available.
To have the opportunity to attend the bi-annual meeting of the Advisory Group.

This bi-annual meeting shall be considered in quorum if:
l
l

at least 50% of the members are present, and
the Chair or the Deputy Chair is present.
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Appendix 6 Liverpool Care Pathway for the Dying
Patient: model document

Liverpool Care Pathway for the Dying Patient (LCP)
supporting care in the last hours or days of life
Information sheet to be given to the relative or carer following a
discussion regarding the plan of care.
The doctors and nurses will have explained to you that there has been a change
in your relative or friend’s condition. They believe that the person you care about
is now dying and in the last hours or days of life.
The LCP is a document which supports the doctors and nurses to give the best
quality of care. All care will be reviewed regularly.
You and your relative or friend will be involved in the discussion regarding the
plan of care with the aim that you fully understand the reasons why decisions
are being made. If your relative or friend’s condition improves then the plan of
care will be reviewed and changed. All decisions will be reviewed regularly. If
after a discussion with the doctors and nurses you do not agree with any
decisions you may want to ask for a second opinion.
Communication
There are information leaflets available for you as it is sometimes difficult to
remember everything at this sad and challenging time. The doctors and nurses
will ask you for your contact details, as keeping you updated is a priority.
Medication
Medicine that is not helpful at this time may be stopped and new medicines
prescribed. Medicines for symptom control will only be given when needed, at
the right time and just enough and no more than is needed to help the
symptom.
Comfort
The doctors and nurses will not want to interrupt your time with your relative or
friend. They will make sure that as far as possible any needs at this time are
met. Please let them know if you feel those needs are not being met, for
whatever reason.
You can support care in important ways such as spending time together, sharing
memories and news of family and friends.
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Name:………………………………………………… Patient identification no:……………………… Date:……………………

Information sheet to be given to the relative or carer continued:
Reduced need for food and drink
Loss of interest in and a reduced need for food and drink is part of the normal
dying process. When a person stops eating & drinking it can be hard to accept
even when we know they are dying. Your relative or friend will be supported to
eat and drink for as long as possible. If they cannot take fluids by mouth, fluids
given by a drip may be considered.
Fluids given by a drip will only be used where it is helpful and not harmful. This
decision will be explained to your relative or friend if possible and to you.
Good mouth care is very important at this time. The nurses will explain to you
how mouth care is given and may ask if you would like to help them give this
care.
Caring well for your relative or friend is important to us. Please speak to
the doctors or nurses if there are any questions that occur to you, no
matter how insignificant you think they may be or how busy the staff may
seem. This may all be very unfamiliar to you and we are here to explain,
support and care.

We can be reached during daytimes at:…………………………………………………
Night time at:…………………………………………………………………………………………………………
Other information or contact numbers (e.g. palliative care nurse / district
nurse):
……………………………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………………………
………………………………………
This space can be used for you to list any questions you may want to ask the
doctors and nurses:
……………………………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………………………
……………………………………………………………………………………..
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Name:…………………………………………… Patient identification no:……………………………… Date:……………………

Liverpool Care Pathway for the Dying Patient (LCP)
supporting care in the last hours or days of life
Location: (e.g. hospital, ward, care home etc.):………………………………………………………………
As with all clinical guidelines and pathways the LCP aims to support but does not
replace clinical judgement
The LCP model pathway document guides and enables healthcare professionals to focus on
care in the last hours or days of life. This provides high quality care tailored to the patient’s
individual needs, when their death is expected.
Using the LCP in any environment requires regular assessment and involves regular
reflection, challenge, critical senior decision-making and clinical skill, in the best interest of
the patient. A robust continuous learning and teaching programme must underpin the use
of the LCP.
The recognition and diagnosis of dying is always complex; irrespective of previous
diagnosis or history. Uncertainty is an integral part of dying. There are occasions when a
patient who is thought to be dying lives longer than expected and vice versa. Seek a
second opinion or specialist palliative care support as needed.
Changes in care at this complex, uncertain time are made in the best interest of the
patient and relative or carer and needs to be reviewed regularly by the multidisciplinary
team (MDT).
Good comprehensive clear communication is pivotal and all decisions leading to a change
in care delivery should be communicated to the patient where appropriate and to the
relative or carer. The views of all concerned must be listened to and documented.
If a goal on the LCP is not achieved this should be coded as a variance. This is not a
negative process but demonstrates the individual nature of the patient’s condition based
on their particular needs, your clinical judgement and the needs of the relative or carer.
The LCP does not preclude the use of clinically assisted nutrition or hydration or antibiotics.
All clinical decisions must be made in the patient’s best interest.
A blanket policy of clinically assisted (artificial) nutrition or hydration, or of no clinically
assisted (artificial) hydration, is ethically indefensible.
For the purpose of this LCP model pathway - The term best interest includes medical,
physical, emotional, social and spiritual and all other factors relevant to the patient’s
welfare.
The patient will be assessed regularly and a formal full MDT review must be
undertaken every 3 days.

The responsibility for the use of the LCP Model Pathway - International document as
part of a continuous quality improvement programme sits within the governance of
an organisation and must be underpinned by a robust education and training

References:
Ellershaw J. & Wilkinson S. (2011) Care of the dying: a pathway to excellence. 2nd rev ed. Oxford: Oxford
University Press
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Name:………………………………………… Patient identification no:……………………………… Date:……………………

Algorithm – Decision making in: diagnosing dying & use of the LCP
supporting care in the last hours or days of life

Multidisciplinary team (MDT) assessment

Patient is NOT diagnosed as dying
(in the last hours or days of life)

Discussion with the patient and
relative or carer to explain the new or
revised plan of care

Reassessment

Management

Clinical Decision

• Is there a potentially reversible cause for the patient’s condition e.g. exclude
opioid toxicity, renal failure, hypercalcaemia, infection
• Could the patient be in the last hours or days of life?
• Is Specialist referral needed? e.g. specialist palliative care or a second opinion

Communication

Assessment

Deterioration in the patient’s condition suggests
that the patient could be dying

Patient is diagnosed as dying
(in the last hours or days of life)
Patient, relative or carer
communication is focused on
recognition & understanding that the
patient is dying

Review the current plan of care

Discussion with the patient, relative
or carer to explain the current plan of
care & use of the LCP

The Liverpool Care Pathway for the
Dying Patient (LCP) is commenced
including ongoing regular
assessments

A full multidisciplinary team (MDT) reassessment & review of the current plan
of care should be triggered when 1 or more of the following apply:

Improved conscious
level, functional
ability, oral intake,
mobility, ability to
perform self-care

and
or

Concerns expressed
regarding
management plan from
either patient, relative
or carer or team
member

and
or

It is 3 days since the
last full
multidisciplinary team
(MDT) assessment

Always remember that the Specialist Palliative Care Team are there for advice and support, especially if:
Symptom control is difficult and/or if there are difficult communication issues or you need advice or support
regarding your care delivery supported by the LCP
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Name:……………………………………… Patient identification no:……………………………… Date:……………………

Healthcare professional documenting the MDT decision
Following a full MDT assessment and a decision to use the LCP:
Date LCP commenced:…………………………………………………….
Time LCP commenced:…………………….……………………………..
Doctor (Print):………………………………………………..

Signature:…………………................

This should be the most senior doctor immediately available
The decision must be endorsed by the most senior doctor who is ultimately responsible
for the patient’s care at the earliest opportunity if different from above.
Doctor (Print):………………………………………………..

Signature:…………………................

All personnel completing the LCP please sign below
You should also have read and understood the guidance on pages 1 – 2
Name (print)

Full signature

Initials

Professional title

Date

Record all full MDT reassessments here (including full formal MDT reassessment every 3 days)
Reassessment date:……………………………………………

Reassessment time:…………………………………………………..

Reassessment date:……………………………………………

Reassessment time:…………………………………………………..

Reassessment date:……………………………………………

Reassessment time:…………………………………………………..

Reassessment date:……………………………………………

Reassessment time:…………………………………………………..

If the LCP is discontinued please record here:
Date LCP discontinued………………………………………….

Time LCP discontinued………………………………………………

Reasons why the LCP was discontinued:……………………………………………………………………………………………………………
…………………………………………………………………………………………………………………………………………………………………………....
……………………………………………………………………………………………………………………………………………………………………………
Decision to discontinue the LCP shared with the patient

Yes

No

Decision to discontinue the LCP shared with the relative or carer

Yes

No
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Name:…………………………………………… Patient identification no:……………………………… Date:……………………

Section 1 Initial assessment (joint assessment by doctor and nurse)
DIAGNOSIS:…………………………………………… …… ……………………… Co-morbidity:………………………………………………………………
………………………………………………………………………………………………………………….. Ethnicity/ Nationality:………………………………

Diagnosis &
Baseline
Information

DOB:………………………………………

Age:………..

Male

Identification no:………………………………………………Female

At the time of the assessment is the patient:
In pain

Yes

No

Able to swallow

Yes

No

Agitated

Yes

No

Continent

Yes

No

Nauseated

Yes

No

Catheterised

Yes

No

Conscious

Vomiting

Yes

No

Continent (bowels)

Yes

No

Semi-conscious

Dyspnoeic

Yes

No

Constipated

Yes

No

Unconscious

Experiencing respiratory tract secretions

Yes

No

Experiencing other symptoms (e.g. oedema, itch)

Yes

No

Confused

Yes

No

(record below which is

(bladder)

applicable)

……………………………………………………………
Goal 1.1:

The patient is able to take a full and active part in communication.
Achieved

Variance

Unconscious

Barriers that have the potential to prevent communication have been assessed
First language……………………………………

Other issues identified………………………………………………….

Consider need for an interpreter: (contact no) ………………………………………………………………………………..
Other barriers to communication……………………………………………………………………………………………………….
Consider: Hearing, vision, speech, learning disabilities, dementia (use of assessment tools) neurological conditions and
confusion The relative or carer may know how specific signs indicate distress if the patient is unable to articulate their own
concerns
Does the patient have:An advance care plan?
An expressed wish for organ/tissue donation?
Does the patient have the capacity to make their own decisions on their own treatment at this moment in time?
Comments:…………………………………………………………………………………………………………………………………………………………………………………….

Communication

…………………………………………………………………………………………………………………………………………………………………………………………………………
Goal 1.2:

The relative or carer is able to take a full and active part in communication Achieved

First language……………………………………

Variance

Other Issues identified………………………………………………….

Consider need for an interpreter (contact no):………………………………………………………………………………….
Other barriers to communication:……………………………………………………………………………………………………….
Goal 1.3:

The patient is aware that they are dying

Achieved

Variance

Goal 1.4:

The relative or carer is aware that the patient is dying

Achieved

Variance

Goal 1.5:

The Clinical team have up to date contact information for the relative or carer as documented

below

Achieved

Unconscious

Variance

1st contact name:…………………………………………………………………………………………………………………………………………………………………..
Relationship to the patient:…………………………………………..
When to contact:

At any time

Tel no:…………………………….

Not at night-time

Mobile no:…………………………………

Staying with the patient overnight

2nd contact:…………………………………………………………………………………………………………………………………………………………………………….
Relationship to the patient:…………………………………………..
When to contact:

At any time

Tel no:…………………………….

Not at night-time

Next of kin - this may be different from above

N/A

Name:………………………………………………………………………………………………………………………………
Contact details:……………………………………………………………………………………………………………….
………………………………………………………………………………………………………………………………………..

300
NIHR Journals Library www.journalslibrary.nihr.ac.uk

Mobile no:…………………………………

Staying with patient the overnight

DOI: 10.3310/hsdr04200

HEALTH SERVICES AND DELIVERY RESEARCH 2016 VOL. 4 NO. 20

Name:………………………………………… Patient identification no:……………………………… Date:……………………

Goal 2:

Initial assessment (joint assessment by doctor and
The relative or carer has had a full explanation of the facilities available to them and a facilities leaflet has

been given

s

Facilitie

Section 1
nurse)

Achieved

Variance

Facilities may include: car parking, toilet, bathroom facilities, beverages, payphone, accommodation Eg. Community
Setting - In the patient’s own home this could include access details to the district nursing team, palliative care team ,
out of hours services, Glocal doctor, home loans, what to do in an emergency, oxygen supplies
Goal 3.1:

The patient is given the opportunity to discuss what is important to them at this time eg. their wishes,

feelings, faith , beliefs, values

Achieved

Variance

Unconscious
Patient may be anxious for self or others. Consider specific religious and cultural needs
Consider music, art, poetry, reading, photographs, something that has been important to the belief system or the wellbeing of the patient
Did the patient take the opportunity to discuss the above

No

Yes

Unconscious
Religious tradition identified, please specify: ………………………………………………………
Support of the chaplaincy team offered

No

Yes

Spirituality

If no give reason:………………………………………………………………………………………………………………………………………………………………
In-house support

Tel/bleep no: ………………………………Name: ……………………………………………… Date/time: ……………………

External support

Tel/bleep no: ………………………………Name: ……………………………………………… Date/time: ……………………

Needs now:………………………………………………………………………………………………………………………………………………………………………..
……………………………………………………………………………………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………………………………………………………………………………
Needs at death:………………………………………………………………………………………………………………………………………………………………….
…………………………………………………………………………………………………………………………………………………………………………………………….
…………………………………………………………………………………………………………………………………………………………………………………………….
Needs after death:…………………………………………………………………………………………………………………………………………………………….
……………………………………………………………………………………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………………………………………………………………………………
Goal 3.2:

The relative or carer is given the opportunity to discuss what is important to them at this time e.g. their

wishes, feelings, faith, beliefs, values

Achieved

Variance

Comments………………………………………………………………………………………………………………………………………………………………………….
……………………………………………………………………………………………………………………………………………………………………………………………..
………………………………………………………………………………………………………………………………………………………………………………………………
Did the relative or carer take the opportunity to discuss the above

Goal 4.1:

Yes

No

The patient has medication prescribed on a prn basis for all of the following 5 symptoms which may

develop in the last hours or days of life

Achieved

Variance

Pain
Agitation

Medication

Respiratory tract secretions
Nausea / Vomiting
Dyspnoea
Anticipatory prescribing in this manner will ensure that there is no delay in responding to a symptom if it occurs
Current Medication assessed and non essentials discontinued
Medicines for symptom control will only be given when needed, at the right time and just enough and no more than is
needed to help the symptom
Goal 4.2: Equipment is available for the patient to support a continuous subcutaneous infusion (CSCI) of medication
where required
Achieved

Variance

Already in place

Not required

If a CSCI is to be used explain the rationale to the patient, relative or carer. Not all patients who are dying will require a
CSCI
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Name:………………………………………… Patient identification no:……………………………… Date:……………………

Section 1
nurse)

Initial assessment (joint assessment by doctor and

Current

Goal 5.1: The patient’s need for current interventions has been reviewed by the MDT
Achieved
Currently not being
Discontinued
Continued
taken/ or given
5a: Routine blood tests
5b:

Intravenous antibiotics

5c:

Blood glucose monitoring

5d:

Recording of routine vital signs

5e:

Oxygen therapy

5.2: The patient has a Do Not Attempt Cardiopulmonary Resuscitation Order in place

Achieved

Please complete the appropriate associated documentation according to policy and procedure
Explain to the patient, relative or carer as appropriate
Variance
5.3: Implantable Cardioverter Defibrillator (ICD) is deactivated Achieved

Variance
Commenced

Variance

No ICD in place

Skin

Hydration

Nutrition

Contact the patient’s cardiologist. Refer to the ECG technician & refer to local/ regional - policy/procedure.
Information leaflet given to the patient, relative or carer as appropriate
Goal 6: The need for clinically assisted ( artificial ) nutrition is reviewed by the MDT
Achieved
Variance
The patient should be supported to take food by mouth for as long as tolerated
For many patients the use of clinically assisted (artificial) nutrition will not be required
A reduced need for food is part of the normal dying process
PEG/PEJ
NJ
If clinically assisted (artificial) nutrition is already in place please record route
NG
Is clinically assisted (artificial) nutrition

Discontinued

TPN

Continued

Consider reduction in rate / volume according to individual need if nutritional support is in place
Explain the plan of care to the patient where appropriate, and to the relative or carer
Goal 7: The need for clinically assisted ( artificial ) hydration is reviewed by the MDT Achieved
Variance
The patient should be supported to take fluids by mouth for as long as tolerated
For many patients the use of clinically assisted (artificial) hydration will not be required
A reduced need for fluids is part of the normal dying process
Symptoms of thirst / dry mouth do not always indicate dehydration but are often due to mouth breathing or medication. Good
mouth care is essential
If clinically assisted (artificial) hydration is already in place please record route
IV
S/C
PEG/PEJ
NG
Is clinically assisted (artificial) hydration
Not required
Discontinued
Continued
Commenced
Consider reduction in rate / volume according to individual need if hydration support is in place. If required consider the s/c route
Explain the plan of care to the patient where appropriate, and the relative or carer
Goal 8: The patient’s skin integrity is assessed
Achieved
Variance
The aim is to prevent pressure ulcers or further deterioration if a pressure ulcer is present. Use a recognised risk
assessment tool to support clinical judgement. The frequency of repositioning should be determined by skin
inspection, assessment and the patient’s individual needs. Consider the use of special aids (mattress / bed)
Record the plan of care on the initial assessment MDT sheet where appropriate
Goal 9.1:

Explanation of the plan

Not required

A full explanation of the current plan of care (LCP) is given to the patient
Achieved

Goal 9.2:

Variance

Unconscious

A full explanation of the current plan of care (LCP) is given to the relative or carer
Achieved

Variance

Name of relative or carer(s) present and relationship to the patient:………………………………………………………………………
Names of healthcare professionals present:…………………………………………………………………………………………………………………………………
Information sheet at front of the LCP or equivalent relative or carer information leaflet given

Yes

No

Parents or carer should be given or have access to age appropriate advice and information to support children/adolescents
Goal 9.3: The LCP Coping with dying leaflet or equivalent is given to the relative or carer
Achieved

Variance

Goal 9.4: The medical team that supports the patient in their usual place of residence is notified that the patient is
dying

Achieved

Variance

G.P practice to be contacted if unaware that the patient is dying, message can be left or sent via a secure fax

If you have recorded a variance against any of the goals of care please record on the variance sheet, see page 8
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Name:………………………………………… Patient identification no:……………………………… Date:……………………

Signature
s

Section 1

Please sign here on completion of the initial assessment

Doctor’s name (print):………………………

Nurse’s name (print):………………..

Doctor’s signature:……………………………

Nurse’s signature:…………………….

Date………………Time…………………………

Date………………Time…………………..

Section 1
Date

Initial assessment

Initial assessment MDT progress notes

Supportive information: Plan of care to monitor skin integrity, nutrition / hydration - include here any specific
information regarding this patient; relative or carer that has not been captured in the initial assessment that
you believe needs to be highlighted.
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Name:………………………………………… Patient identification no:……………………………… Date:……………………

Variance analysis sheet for initial assessment
What variance occurred & why?
(what was the issue?)

Action taken
(what did you do?)

Outcome
(did this solve the issue?)

Signature:…………………………………….

Signature:……………………………………

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………

Signature:…………………………………….

Signature:…………………………………….

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………

Signature:…………………………………….

Signature:…………………………………….

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………

Signature:…………………………………….

Signature:…………………………………….

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………

Signature:…………………………………….

Signature:…………………………………….

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………
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Name:………………………………………… Patient identification no:……………………………… Date:……………………

Section 2

Ongoing assessment of the plan of care – LCP DAY……..

Undertake an MDT assessment & review of the current management plan if:
Improved conscious
level, functional
ability, oral intake,
mobility, ability to
perform self-care

and
or

Concern expressed
regarding management
plan from either the
patient, relative or team
member

It is 3 days since the
last full MDT
assessment

and
or

Consider the support of the specialist palliative care team and/or a second
opinion as required. Document all reassessment dates and times on page 3
Codes to be recorded at each timed assessment (a moment in time)
Record an A or a V not a signature

A= Achieved

0400

0800

V = Variance (exception reporting)
1200

1600

2000

2400

Goal a: The patient does not have pain
Verbalised by patient if conscious, pain free on
movement. Observe for non-verbal cues. Consider need
for positional change. Use a pain assessment tool if
appropriate. Consider prn analgesia for incident pain
Goal b: The patient is not agitated
Patient does not display signs of restlessness or distress,
exclude reversible causes e.g. retention of urine, opioid
toxicity
Goal c: The patient does not have respiratory tract
secretions
Consider positional change. Discuss symptoms & plan of
care with patient, relative or carer
Medication to be given as soon as symptom occurs
Goal d: The patient does not have nausea
Verbalised by patient if conscious
Goal e: The patient is not vomiting
Goal f: The patient is not breathless
Verbalised by patient if conscious, consider positional
change. Use of a fan may be helpful
Goal g: The patient does not have urinary problems
Use of pads, urinary catheter as required
Goal h: The patient does not have bowel problems
Monitor – constipation / diarrhoea. Monitor skin integrity
Bowels last opened:………………………
Goal i: The patient does not have other symptoms
Record symptom here……………………………………………………….
If no other symptoms present please record N/A
Goal j: The patient’s comfort & safety regarding the
administration of medication is maintained
If CSCI in place – monitoring sheet in progress
S/C butterfly in place if needed for prn medication
location:………………………….
The patient is only receiving medication that is beneficial
at this time. If no medication required please record N/A
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Name:………………………………………… Patient identification no:……………………………… Date:……………………

Section 2

Ongoing assessment of the plan of care – LCP continued DAY….

Codes to be recorded at each timed assessment (a moment in time) A= Achieved
0400

V = Variance (exception reporting)
0800

1200

1600

2000

2400

Goal k: The patient receives fluids to support their
individual needs
The patient is supported to take oral fluids / thickened fluids
for as long as tolerated. Monitor for signs of aspiration
and/or distress. If symptomatically dehydrated & not
deemed futile, consider clinically assisted (artificial)
hydration if in the patient’s best interest. If in place monitor
& review rate/volume. Explain the plan of care with the
patient and relative or carer
Goal l: The patient’s mouth is moist and clean
See mouth care policy. Relative or carer involved in care
giving as appropriate. Mouth care tray at the bedside
Goal m: The patient’s skin integrity is maintained
Assessment, cleansing, positioning, use of special aids
(mattress / bed). The frequency of repositioning should be
determined by skin inspection and the patient’s individual
needs. Waterlow / Braden score:…………………
Goal n: The patient’s personal hygiene needs are met
Skin care, wash, eye care, change of clothing according to
individual needs. Relative or carer involved in care giving as
appropriate
Goal o: The patient receives their care in a physical
environment adjusted to support their individual
needs
Well fitting curtains, screens, clean environment, sufficient
space at bedside, consider fragrance, silence, music, light,
dark, pictures, photographs, nurse call bell accessible
Goal p: The patient’s psychological well-being is
maintained
Staff just being at the bedside can be a sign of support and
caring. Respectful verbal and non-verbal communication,
use of listening skills, information and explanation of care
given. Use of touch if appropriate. Spiritual/religious/cultural
needs – consider support of the chaplaincy team
Goal q: The well-being of the relative or carer
attending the patient is maintained
Just being at the bedside can be a sign of support and
caring. Consider spiritual/religious/cultural needs,
expressions may be unfamiliar to the healthcare professional
but normal for the relative or carer – support of chaplaincy
team may be helpful. Listen & respond to worries/fears. Age
appropriate advice & information to support
children/adolescents available to parents or carers. Allow the
opportunity to reminisce. Offer a drink
Signature of the person making the assessment
Signature of the registered nurse per shift
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Name:………………………………………… Patient identification no:……………………………… Date:……………………

Section 2

Ongoing assessment of the plan of care – LCP DAY……..

Undertake an MDT assessment & review of the current management plan if:
Improved conscious
level, functional
ability, oral intake,
mobility, ability to
perform self-care

and
or

Concern expressed
regarding management
plan from either the
patient, relative or team
member

It is 3 days since the
last full MDT
assessment

and
or

Consider the support of the specialist palliative care team and/or a second
opinion as required. Document all reassessment dates and times on page 3
Codes to be recorded at each timed assessment (a moment in time)
Record an A or a V not a signature

A= Achieved

0400

0800

V = Variance (exception reporting)
1200

1600

2000

2400

Goal a: The patient does not have pain
Verbalised by patient if conscious, pain free on
movement. Observe for non-verbal cues. Consider need
for positional change. Use a pain assessment tool if
appropriate. Consider prn analgesia for incident pain
Goal b: The patient is not agitated
Patient does not display signs of restlessness or distress,
exclude reversible causes e.g. retention of urine, opioid
toxicity
Goal c: The patient does not have respiratory tract
secretions
Consider positional change. Discuss symptoms & plan of
care with patient, relative or carer
Medication to be given as soon as symptom occurs
Goal d: The patient does not have nausea
Verbalised by patient if conscious
Goal e: The patient is not vomiting
Goal f: The patient is not breathless
Verbalised by patient if conscious, consider positional
change. Use of a fan may be helpful
Goal g: The patient does not have urinary problems
Use of pads, urinary catheter as required
Goal h: The patient does not have bowel problems
Monitor – constipation / diarrhoea. Monitor skin integrity
Bowels last opened:………………………
Goal i: The patient does not have other symptoms
Record symptom here……………………………………………………….
If no other symptoms present please record N/A
Goal j: The patient’s comfort & safety regarding the
administration of medication is maintained
If CSCI in place – monitoring sheet in progress
S/C butterfly in place if needed for prn medication
location:………………………….
The patient is only receiving medication that is beneficial
at this time. If no medication required please record N/A
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Name:………………………………………… Patient identification no:……………………………… Date:……………………

Section 2
Date/time

Ongoing assessment MDT progress notes
Record significant events/conversations/medical review/visit by
other specialist teams e.g. palliative care / second opinion if sought

308
NIHR Journals Library www.journalslibrary.nihr.ac.uk

Signature

DOI: 10.3310/hsdr04200

HEALTH SERVICES AND DELIVERY RESEARCH 2016 VOL. 4 NO. 20

Name:………………………………………… Patient identification no:……………………………… Date:……………………

Section 3

Care after death

Verification of death
Time of the patient’s death recorded by the healthcare professional in the organisation:…………………………………………………..
Date of patient’s death: ………./………./……….
Verified by doctor

Verified by senior nurse

Date / time verified:………………………………………………………………………

Cause of death………………………………………………………………………………………………………………………………………………………………………..
Details of healthcare professional who verified death
Name:………………………………………………………………………… (please print)

Signature:………………………………………………

Bleep No:……………………..

Comments:……………………………………………………………………………………………………………………………………………………………………………………………………………………….
Persons present at time of death:…………………………………………………………………………………………………………………………………………………………………………………..
Relative or carer present at time of death: Yes

No

If not present, have the relative or carer been notified Yes

Name of person informed:…………………………………………………………

No

Relationship to the patient:………………………………………………………………..

Contact number:…………………………………………………………………………
Yes

Doctor:……………………………………………

Bleep No:……………

Organisation
Information

Relative or Carer
Information

Patient Care
Dignity

Is the coroner likely to be involved:

Goal 10:

No
Tel No:…………………………………

Care of the deceased is undertaken according to policy and procedure
Achieved

Variance

The patient is treated with respect and dignity whilst last offices are undertaken
Universal precautions & local policy and procedures including infection risk adhered to
Spiritual, religious, cultural rituals / needs met
Organisational policy followed for the management of ICDs, where appropriate
Organisational policy followed for the management & storage of patient’s valuables and belongings
Goal 11: The relative or carer can express an understanding of what they will need to do next and are
Variance
given relevant written information
Achieved
Conversation with relative or carer explaining the next steps
Grieving leaflet given

Yes

No

National bereavement booklet or equivalent is given

Yes

No

Information given regarding how and when to contact the bereavement office / general office / funeral director to make
an appointment – regarding the death certificate and patient’s valuables and belongings where appropriate
Wishes regarding tissue/organ donation discussed
Discuss as appropriate: viewing the body / the need for a post mortem / the need for removal of cardiac devices / the
need for a discussion with the coroner
Information given to families on child bereavement services where appropriate – national & local agencies
Goal 12.1 : The medical team that supports the patient in their usual place of residence is notified of the
Variance
patient’s death
Achieved
This team may have known this patient very well and other relatives or carers may be registered with the same doctor
Telephone or fax the medical practice
Goal 12.2 : The patient’s death is communicated to appropriate services across the organisation
Achieved

Variance

e.g. Bereavement office / palliative care team / district nursing team are informed of the death
The patient’s death is entered on the organisation’s IT system

Healthcare professional Signature:……………Date:……………Time:……………………………….
Please record any variance on the variance sheet overleaf

Section 3

Care after death MDT progress notes - record any significant issues not reflected above

Date
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Name:………………………………………… Patient identification no:……………………………… Date:……………………

Variance analysis sheet for section 2 and 3 of the LCP
What variance occurred & why?
(what was the issue?)

Action taken
(what did you do?)

Outcome
(did this solve the issue?)

Signature:…………………………………….

Signature:……………………………………

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………

Signature:…………………………………….

Signature:…………………………………….

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………

Signature:…………………………………….

Signature:…………………………………….

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………

Signature:…………………………………….

Signature:…………………………………….

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………

Signature:…………………………………….

Signature:…………………………………….

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………
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Name:………………………………………… Patient identification no:……………………………… Date:……………………

Variance analysis sheet for section 2 and 3 of the LCP
What variance occurred & why?
(what was the issue?)

Action taken
(what did you do?)

Outcome
(did this solve the issue?)

Signature:…………………………………….

Signature:……………………………………

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………

Signature:…………………………………….

Signature:…………………………………….

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………

Signature:…………………………………….

Signature:…………………………………….

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………

Signature:…………………………………….

Signature:…………………………………….

Signature:…………………………………….

Date / Time:…………………………………

Date / Time:…………………………………

Date / Time:…………………………………

LCP SUPPORTING INFORMATION
Each organisation must develop medication guidance in accordance with
local medicines management / palliative care guidelines / policy &
procedure and reference them accordingly.
It is helpful to have the guidance attached to each LCP.
Ultimate responsibility for successful quality governance in care in the
last hours or days of life rests with the organisational executive team /
management board but success depends on staff delivering quality
every day.
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Appendix 7 Research process flow chart
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No
Follow consent process

Patient has capacity

No

Patient has died

Yes

‘Significant other’ contacted to
arrange interview (minimum
1 month after patient’s death
unless previously agreed)

Yes

Yes

Undertake interview

‘Significant other’
gives informed
written consent
No

Recruit
‘significant
other’
‘Significant other’ gives
information written consenta

Yes

Decision deferred to consultee

Observation(s) undertaken: verbal check (patient/relatives/staff) each time a new 4-hour block is begun
or a new relative/carer/member of staff enters the environment; point 2 interviews undertaken with staff

No

Patient gives informed written consent OR consultee
advises that they would wish to/should take part

Yes

Researcher notified

Determination of patient capacity to consent made by clinical team

Check staff consent status

Diagnosis of dying made and discussion undertaken with patients/’significant others’

Patient and ‘significant other’ who have opted into not opted out of further consideration

FIGURE 2 Research process flow chart. a, Written consent for ‘significant other’ here includes permission to approach for interview after the death of the patient.

Gain verbal consent
for ongoing observation

Gain written
information consent

Allow time to
consider participation

Information leaflet
given

Researcher introduced
as a member of the
team

Consent process

Undertake
interview

No

Yes

Consent observations of and
interviews about patient care
(point 2)

Staff

No further
involvement

Consent point 1 interviews
(purposive sample n = 6)

Yes

ORGANISATIONAL ENVIRONMENT

Research visible within the environment throughout the process, becoming ‘part of the team’: undertake information sessions for staff
Generic information available for patients/relatives: included within information regarding research projects currently underway and/or generic
information leaflets about this specific study; opportunity for individuals to opt out of/opt into further consideration for the study
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Appendix 8 Intensive care unit recruitment
flow diagram
Excluded (n = 20)

List of ICUs
(n = 65)

• Location, i.e. proximity to
researcher (L&SE)
• < 6 level 3 beds or
• < 400 admissions per year
neuro, cardiac, spinal

Potentially eligible
(n = 45)

LCP using
(n = 25)

Non-LCP using
(n = 20)

MATCHED
Criteria: number of beds; geographical proximity
and % ventilated (where known)

LCP using
(n = 25)

Excluded: non-LCP using
(n = 5)
Early LCP implemeters

Non-LCP using
(n = 15)

Approached
(n = 40)

Excluded (n = 28)
• Unable to establish consistent contact
• Declined
• Lack of clarity regarding LCP status
• Contact staff relocation

Recruited
(n = 12)

LCP using
(n = 6)

Non-LCP using
(n = 6)

FIGURE 3 Intensive care unit recruitment flow diagram. L&SE, London and the south-east.
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Appendix 9 Nursing home recruitment
flow diagram
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Non-LCP using
(n = 490)

Non-LCP using
(n = 222)

LCP using
(n = 6)

Recruited
(n = 11)

Non-LCP using
(n = 5)

Approached:
(n = 24) LCP using;
(n = 66) non-LCP using

LCP using
(n = 30)

Criteria: provider type; type of cares; size; CQC rating;
deprivation score; geographical location

(Each LCP-using > 6 non-LCP-using potential matches)

MATCHED

FIGURE 4 Nursing home recruitment flow diagram. L&SE, London and the south-east.

Recruitment ceased after six
LCP-using homes had been recruited

Did not approach (n = 6)

• Found to be non-LCP using
on contact
• LCP using had fewer than
5/6 ‘matching’ homes

Excluded: LCP using
(n = 60)

LCP using
(n = 90)

Potentially eligible
(n = 580)

List of care homes
(CQC website and Housing Care website)
(n = 706)

Recruited ceased once matches
for the recruited
LCP homes had been recruited

Did not approach (n = 176)

• Found to be informal LCP
users on contact
• Homes that did not match
any LCP-using sites

Excluded: non-LCP using
(n = 268)

• Not 24-hour nursing
• Learning disability/mental
health nursing
• No CQC rating
• Location, i.e. proximity to
researcher (L&SE)
• BUPA project
• Southern Cross demise

Excluded (n = 126)
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Appendix 10 Introductory letter regarding
research: nursing homes and intensive care units
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Appendix 11 Level of activity to recruit sites
Site

Date of first
contact

Number of
telephone calls

Date of
recruitment

Number of
visits to site

Nursing home (1)

17 December 2010

6

N/A

1

Nursing home (2)

20 December 2010

6

N/A

–

Nursing home (3)

20 December 2010

4

N/A

–

Nursing home (4)

20 December 2010

19

13 January 2011

1

Site withdrew from
the study 27 May
2011

Nursing home (5)

14 January 2011

18

27 January 2011

1

No observations
offered

Nursing home (6)

14 January 2011

10

N/A

–

Nursing home (7)

12 April 2011

7

N/A

–

Nursing home (8)

12 April 2011

6

N/A

1

Nursing home (9)

19 April 2011

3

N/A

–

Nursing home (10)

19 April 2011

10

N/A

–

Nursing home (11)

20 April 2011

5

N/A

1

Nursing home (12)

24 May 2011

22

30 June 2011

1

Nursing home (13)

24 May 2011

16

N/A

1

Nursing home (14)

24 May 2011

20

30 June 2011

1

Nursing home (15)

10 June 2011

17

26 August 2011

1

Nursing home (16)

30 June 2011

7

N/A

–

Nursing home (17)

30 June 2011

9

N/A

–

Nursing home (18)

7 July 2011

8

N/A

1

Nursing home (19)

8 July 2011

4

N/A

–

Nursing home (20)

8 July 2011

8

N/A

–

Nursing home (21)

12 July 2011

8

N/A

1

Nursing home (22)

12 July 2011

6

N/A

1

Nursing home (23)

22 July 2011

5

N/A

–

Nursing home (24)

30 August 2011

10

N/A

1

Nursing home (25)

1 September 2011

9

13 October 2011

1

Nursing home (26)

14 September 2011

3

N/A

–

Nursing home (27)

14 September 2011

3

11 October 2011

1

Nursing home (28)

14 September 2011

3

N/A

1

Nursing home (29)

2 November 2011

1

N/A

–

Nursing home (30)

2 November 2011

1

N/A

–

Nursing home (31)

2 November 2011

1

N/A

–

Nursing home (32)

2 November 2011

1

N/A

–

Nursing home (33)

30 August 2011

10

4 October 11

1

Nursing home (34)

30 August 2011

6

9 November 2011

1
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Site

Date of first
contact

Number of
telephone calls

Date of
recruitment

Number of
visits to site

Nursing home (35)

12 September 2011

9

N/A

–

Nursing home (36)

12 September 2011

1

N/A

–

Nursing home (37)

12 September 2011

7

N/A

1

Nursing home (38)

12 September 2011

9

N/A

–

Nursing home (39)

12 September 2011

5

N/A

–

Nursing home (40)

12 September 2011

5

N/A

–

Nursing home (41)

3 October 2011

3

10 November 2011

1

Nursing home (42)

3 October 2011

5

N/A

–

Nursing home (43)

3 October 2011

2

N/A

–

Nursing home (44)

13 October 2011

7

N/A

1

Nursing home (45)

13 October 2011

4

N/A

1

Nursing home (46)

13 October 2011

4

N/A

–

Nursing home (47)

13 October 2011

4

N/A

–

Nursing home (48)

13 October 2011

2

N/A

–

Nursing home (49)

13 October 2011

2

N/A

–

Nursing home (50)

13 October 2011

1

N/A

–

Nursing home (51)

13 October 2011

1

N/A

–

Nursing home (52)

19 October 2011

5

6 December 2011

1

Nursing home (53)

19 October 2011

5

N/A

–

Nursing home (54)

14 November 2011

2

21 November 2011

1

Nursing home (55)

14 November 2011

1

N/A

–

Nursing home (56)

14 November 2011

7

N/A

1

Nursing home (57)

21 November 2011

5

N/A

–

Nursing home (58)

25 November 2011

1

N/A

–

Nursing home (59)

25 November 2011

3

N/A

–

Nursing home (60)

25 November 2011

1

N/A

–

Nursing home (61)

25 November 2011

1

N/A

–

Nursing home (62)

25 November 2011

2

N/A

–

Nursing home (63)

25 November 2011

1

N/A

–

Nursing home (64)

2 November 2011

1

N/A

–

Nursing home (65)

2 November 2011

1

N/A

–

Nursing home (66)

2 November 2011

5

N/A

–

Nursing home (67)

2 November 2011

5

N/A

–

Nursing home (68)

2 November 2011

4

N/A

–

Nursing home (69)

2 November 2011

5

N/A

–

Nursing home (70)

2 November 2011

1

N/A

–

Nursing home (71)

9 November 2012

1

N/A

–

Nursing home (72)

20 November 2012

1

N/A

–

Nursing home (73)

20 November 2012

1

N/A

–
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Site

Date of first
contact

Number of
telephone calls

Date of
recruitment

Number of
visits to site

Nursing home (74)

20 November 2012

1

N/A

–

Nursing home (75)

4 December 2012

11

N/A

–

Nursing home (76)

4 December 2012

6

N/A

–

Nursing home (77)

4 December 2012

7

N/A

–

Nursing home (78)

4 December 2012

4

N/A

–

Nursing home (79)

4 December 2012

2

N/A

–

Nursing home (80)

4 December 2012

6

N/A

–

Nursing home (81)

4 December 2012

3

N/A

–

Nursing home (82)

4 December 2012

4

N/A

–

Nursing home (83)

4 December 2012

6

N/A

–

Nursing home (84)

4 December 2012

4

N/A

–

Nursing home (85)

4 December 2012

1

N/A

–

Nursing home (86)

11 December 2012

1

N/A

–

Nursing home (87)

11 December 2012

1

N/A

–

Nursing home (88)

11 December 2012

1

N/A

–

Nursing home (89)

11 December 2012

1

N/A

–

Nursing home (90)

11 December 2012

1

N/A

–

ICU (1)

1 February 2011

7

17 August 2011

2

ICU (2)

2 March 2011

3

28 June 2011

2

ICU (3)

18 March 2011

5

N/A

–

ICU (4)

11 April 2011

4

31 August 2011

–

ICU (5)

10 March 2011

5

N/A

1

ICU (6)

10 March 2011

12

22 August 2011

2

ICU (7)

14 March 2011

3

N/A

–

ICU (8)

14 March 2011

9

14 September 2011

2

ICU (9)

20 April 2011

2

N/A

–

ICU (10)

20 April 2011

2

N/A

–

ICU (11)

3 May 2011

3

N/A

1

ICU (12)

14 March 2011

1

N/A

–

ICU (13)

17 March 2011

2

N/A

1

ICU (14)

17 March 2011

1

N/A

–

ICU (15)

18 March 2011

1

N/A

–

ICU (16)

4 April 2011

6

N/A

–

ICU (17)

18 August 2011

9

2 November 2011

1

ICU (18)

23 September 2013

4

N/A

–

ICU (19)

19 October 2011

5

21 November 2011

1

ICU (20)

6 April 2011

13

N/A

–

ICU (21)

23 September 2011

9

N/A

–

ICU (22)

2 November 2011

3

N/A

–
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Site

Date of first
contact

Number of
telephone calls

Date of
recruitment

Number of
visits to site

ICU (23)

2 November 2011

1

N/A

–

ICU (24)

4 April 2011

3

N/A

–

ICU (25)

24 June 2011

8

13 September 2011

1

ICU (26)

4 April 2011

1

N/A

–

ICU (27)

29 March 2011

9

N/A

2

ICU (28)

29 March 2011

2

N/A

–

ICU (29)

20 July 2011

5

N/A

1

ICU (30)

18 August 2011

1

N/A

–

ICU (31)

29 March 2011

18

9 June 2011

2

ICU (32)

29 March 2011

9

6 December 2011

1

ICU (33)

4 April 2011

8

24 August 2011

2

ICU (34)

4 April 2011

1

N/A

–

ICU (35)

29 March 2011

2

N/A

–

ICU (36)

31 August 2011

2

N/A

–

ICU (37)

29 March 2011

2

N/A

–

ICU (38)

6 April 2011

1

N/A

–

ICU (39)

6 April 2011

1

N/A

–

ICU (40)

6 April 2011

3

N/A

–

N/A, not applicable.
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Appendix 12 Retrospective case note analysis
form (first version)
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Appendix 13 Retrospective case note analysis
form (final version)
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Appendix 14 Staff point 1 interviews:
information and consent
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CONSENT FORM

Please initial box

When completed: 1 copy for participant; 1 copy for researcher
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Appendix 15 Topic guide point 1 interviews
with staff
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Appendix 16 Suboptimal care process

PROCEDURE - OBSERVING ‘SUB OPTIMAL CARE’
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Appendix 17 Lone worker policy: fieldwork code
of practice
Health and Community Care Research Unit (HaCCRU)
Community Visiting/Fieldwork Divisional Safety Code
Health and safety are an integral part of the duties of all members of staff, for which they are held
accountable at all levels. Staff should be encouraged to regard good safety practice as the norm, and
to help in establishing and observing high standards of health and safety.
For the purpose of this document, Community Visiting or fieldwork are defined as any field or survey work
carried out by staff of the Health and Community Care research Unit for the purpose of teaching and/or
research in places which are not under University control, but where the University is responsible for
the safety of its staff and/or students and others exposed to their activities. These procedures are
concerned with protecting the personal safety of staff in relation to the unlikely event of an attack on
them during fieldwork. The safety of all researchers is paramount. If at any stage during fieldwork the
researcher feels threatened, they should act on their instincts, and if necessary abandon an interview or
meeting in the most appropriate way.
This departmental safety code for community visiting/fieldwork constitutes a generic risk assessment of the
main risks whilst carrying out community visiting/fieldwork. Provided the precautions specified in this
code are followed, risks will be adequately controlled to a low, or very low level. However, neglecting
them may result in significant risk of injury or ill health.
All fieldwork requires risk assessment. There must be a separate risk assessment for each Research Project.
Those preparing proposals for research projects should prepare a risk assessment together with the
proposal, so that it can be established at the planning stage that all research projects have been
risk assessed.
Individuals doing such work need to ensure that risks are assessed and appropriate precautions taken.
These should always include the precaution that people doing such work should inform either a colleague
or the departmental office of the areas/addresses being visited. In addition, following risk assessment,
appropriate precautions from among those listed on the form should be selected. Either working in pairs
or regularly reporting back should be the norm. A risk assessment proforma for community visiting
is attached.
There must always be at least two fieldwork supervisors, of which at least one must be a member of staff,
with adequate, clear deputising arrangements. Fieldwork guidance can be found in the UCEA Code
(www.liv.ac.uk/intranet/safety/codes_of_practice).
Field workers should be aware that the University does not carry any special insurance cover specifically
for field/community work. Individuals can choose to take out additional personal insurance if they wish.
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Appendix 18 Generic information about
the study
The impact of the Liverpool Care Pathway on end-of-life care
The last days or hours of a person’s life can be an emotional and sometimes anxious time for the person
themselves and their relatives and friends. The quality of care provided at this time can impact on patient
comfort and have important and lasting effects on the emotional well-being of those left behind.
The Liverpool Care Pathway (LCP) was developed to provide health-care professionals with a guide for
‘good practice’ at this time, to enhance the physical, emotional and spiritual well-being of patients and
their relatives/friends. Although the LCP is now used widely in organisations such as this, we still do not
know exactly how it is used and what impact it has on the quality of care provided.
A research study that is aiming to find out how the LCP is used and what impact it has on the quality of
care delivered in the final days or hours of a person’s life is currently being undertaken in this [unit/home].
The research will involve asking patients (where appropriate and possible) and their relatives for permission
to observe care as it is delivered and to talk to relatives after the death of the patient about their views on
the way their loved one was cared for.
We understand that asking people if they would be happy for a researcher to observe care at a time when they
may be trying to come to terms with the news that the end of life is near may be very distressing. We are
bringing this research to the attention of everyone who is admitted to this [Intensive Care Unit/Nursing Home]
in the hope that people can have time to think about whether they would wish to be involved in the research
if it becomes appropriate for them and to give them the opportunity to make their wishes known to those
caring for them.
Please let us know if you would like further information or you would like to talk to someone about this
study. Please also let us know if you would prefer not to be approached at any time in the future to be
part of this research.
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Appendix 19 Patient information and consent
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Centre number:
Study number: REC Ref:
Participant identification number for this study

CONSENT FORM

Name of Researcher: Professor John Ellershaw
Please initial box

I agree to take part in the above study.
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Appendix 20 Consultee information and consent

The Impact of the Liverpool Care Pathway on Care at the
End of Life
CONSULTEE INFORMATION SHEET
Introduction
We would like to invite your relative/friend to participate in our research study. As they are
unable to make an informed decision about taking part at this time, we are approaching you to
give your opinion as to whether or not you think they would wish to be involved in this study. In
order for you to do this, it is important that we provide you with information to help you to
understand why the research is being done and what it would involve for your relative/friend.
Please feel free to talk to anyone you feel comfortable with about the research before making
your decision.
What is the purpose of the study?
The government’s National End of Life Care Strategy (2008) emphasizes the importance of care
at the end of life by promoting the use of the Liverpool Care Pathway for the Dying Patient (LCP)
to support the delivery of quality care. The LCP is a ‘good practice’ template, underpinned by
education and training, that staff caring for patients in the last hours or days of life can use to
help them to deliver appropriate care. This study has been designed to understand whether the
tool makes a difference to the quality of care provided. We have chosen to undertake this study
in Intensive Care and Nursing Homes because these are two settings in which care should take
into account the end of life.
We plan to collect information from a variety of sources (policy documents, patient notes, by
observing care as it is delivered to patients, interviewing staff and interviewing bereaved
relatives) to help us to understand what care looks like in Intensive Care and Nursing Home
settings that use the LCP to support care and those that do not. By comparing the care
delivered with and without the support of the LCP we will be able to identify the impact of the
LCP.
Why have I been approached?
The people caring for your relative/friend will have explained to you that there has been a change
in your relative/friend’s condition. They believe that the person you care about is now in the last
days or hours of life. An important part of the research study involves observing care as it is
delivered at this time and we would like to invite your relative/friend to participate by allowing us
to observe the care provided to them. As they are unable to make an informed decision about
taking part in this study at the current time, we would like you to consider whether or not you
think that they would wish to take part (had they been able to make a decision on their own
behalf) and whether you feel able to make that decision on their behalf.
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Does my relative/friend have to take part?
No. We will describe the study and go through this information sheet with you. It is up to you to
decide whether or not you think your relative/friend would have wished to take part in this
research study and whether they should take part. If you do decide that they would have wished
to take part in the study, we will then ask you to sign a consultee form to confirm your view.
However, if at any time you change your mind about your friend/relative’s wishes or you think
that they wouldn’t wish to continue to have their care observed, you can withdraw them from the
study without giving a reason or an explanation. The care that your relative/friend receives will
not be affected by whether they take part or not.
What will happen if they take part?
We would like to observe the care that your relative/friend receives during the last days or hours
of their lives and to have access to their medical notes to review the description of the care
recorded by staff. The observation will involve a researcher sitting in the room with your
relative/friend (and others at the bedside) as care is delivered. The researcher will do this in 4
hour blocks of time and they will note down information about the care that staff deliver. The
researcher will sit at a suitable distance from the bedside so as to avoid any interruption to your
time with your relative/friend. At the end of the 4 hour block of time, the researcher will leave the
room in order to interview the member of staff who has been most involved in delivering the care
and to review the record of care reported in your relative/friend’s medical notes. The researcher
may then wish to re-enter the room to undertake a further 4 hour block of observation. The
researcher will gain the verbal consent of those at the bedside before resuming the observation
period. If at any time anyone at the bedside does not wish the observation to continue
(temporarily or at all), they can ask the researcher to leave the room.
What will happen if I don’t want the study to carry on?

If you change your mind about your relative/friend’s wishes or you think that they
wouldn’t wish to continue to have their care observed, you can withdraw them from the
study without giving a reason and without the care of your relative/friend being affected
in any way. If you do decide to withdraw from the study, any information already
collected will be destroyed and will not form part of the final results.
Expenses and Payments
No expenses or payments will be made to your relative/friend for their participation in the study.
What are the possible disadvantages and risks of taking part?
We do not think that there are any major risks involved for your relative/friend in being part of this
study. The research does not involve making any changes to ‘normal’ care at this time nor does
it require your relative/friend to take part in any invasive tests, treatments or data collection
activities. However, maintaining the dignity and privacy of your relative/friend is very important to
us. For this reason, should you, your relative/friend or others at the bedside wish the researcher
not to be present whilst certain elements of care are being undertaken, or for any other reason,
the researcher can be asked to leave without the need for any explanation. In these
circumstances, the researcher will not re-enter the room until and unless invited to do so by you,
your relative/friend and/or others at the bedside.
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What are the possible benefits of taking part?
There is unlikely to be any direct benefit to your relative/friend, but their participation in this study
will help us find out more about the impact that the LCP has on care at the very end of life. It
may be comforting to know that someone is sitting with your relative/friend and observing the
care delivered at times when you or others are unable to be at the bedside. Should your
relative/friend become distressed at all during the observation period, the researcher will leave
the room and alert a member of staff if there is no one else at the bedside.
Will their taking part in the research be kept confidential?
Yes. We will follow current ethical and legal practice and all information collected will be handled
in confidence. However, we may need to breach confidentiality for any issues that may arise
where we have a statutory duty to disclose. For example, if during the course of the observation
issues of malpractice, sub-optimal care or abuse are identified, the researcher will report the
‘incident’ immediately in line with risk and governance arrangements operating within the
organization. No audio or audio/visual recording equipment will be used to record information
during the blocks of observation. The researcher will make a written record of important elements
of care delivery and communication and only members of the project team will have access to
this data in order to undertake an analysis of the results. Numeric identifiers will be used rather
than names in order to protect the anonymity of those taking part. These data will be stored in a
locked filing cabinet in the University of Liverpool for 3 years after the publication of the results of
the study, after which they will be securely destroyed.
What will happen to the results of this study?
All of the information that we collect from the various elements of the project will be brought
together to help us to understand the impact of the LCP on care at the very end of life. The
findings of this study will be useful in highlighting where services and the delivery of care can be
improved in the future. The results will be written up as a final report for the funding body and
will include recommendations for future practice. We also intend to publish the findings in peer
reviewed journals and make presentations to national and international research conferences in
order to make sure that the messages from this study are shared widely and appropriately.
Who is organising and funding the research?
The Principal Investigator for the study is Professor John Ellershaw, Director, Marie Curie
Palliative Care Institute Liverpool, University of Liverpool. The study is sponsored by the
University of Liverpool and funded by the National Institute for Health Research, Service Delivery
and Organisation Programme.
Who has reviewed the study?
This proposal has been reviewed and approved by “North West Wales Research Ethics
Committee”, which is a committee whose task it is to make sure that research participants are
protected from harm. You can find out more about the work of Research Ethics Committees by
visiting the National Research Ethics Service website at http://www.nres.npsa.nhs.uk.
Please note
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If you have a concern about any aspect of this study, you should ask to speak to the researchers
who will do their best to answer your questions (see contact information below). If you remain
unhappy and wish to complain formally, you can do this through the NHS Complaints Procedure
(or Private Institution). Details can be obtained from the hospital/nursing home.
Further Information
If you would like any further information about this study please contact:

Jacqueline Jones
PA to Professor John Ellershaw
Director, Marie Curie Palliative Care Institute, Liverpool
XXXX
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Study number: REC Ref:

Centre number:
CONSULTEE FORM

The Impact of the Liverpool Care Pathway on Care at the End of Life
Name of Researcher: Professor John Ellershaw

Please initial box

I understand that their medical notes will be looked at by
responsible members of the research team

Name:

...

Relationship to patient/client

.

Address

Signature:
Name of person taking consent:

..

Date:

...

Date:

...

Signature:
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Appendix 21 Relative information and consent
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Study number: REC Ref:

Centre number:

Participant identification number for this study

CONSENT FORM
The Impact of the Liverpool Care Pathway on Care at the End of Life
Name of Researcher: Professor John Ellershaw

Please initial box

I confirm that I have read and understand the information
sheet dated August 2010 (Version 2) for the above study.
I have had the opportunity to consider the information, ask
questions and have had these answered satisfactorily.
I am happy for the care of my relative/friend to be observed
by the researcher.
I agree to being approached one month after the death of
my relative* friend to take part in an interview with the
researcher
* or alternative date agreed:
I understand that I am free to withdraw consent for my
participation at any time without giving any reason, and
without my care or legal rights being affected.
I agree to take part in the above study
Name of relative/friend:
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Appendix 22 Staff point 2 interviews:
information and consent
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Study number: REC Ref:

Centre number:

Participant identification number for this study
CONSENT FORM
The Impact of the Liverpool Care Pathway on Care at the End of Life

Name of Researcher: Professor John Ellershaw
I confirm that I have read and understand the information sheet
dated August 2010 (Version 2) for the above study.

Please initial box

I have had the opportunity to consider the information, ask
questions and have had these answered satisfactorily.
I agree to the researcher observing the care that I deliver to
patients for whom specific informed, written consent has been
gained for participation in this study
I agree to being approached to consider taking part in a post
observation interview with the researcher.
I understand that I am free to withdraw my consent at any time
without giving any reason and that this will have no bearing on my
job or any work-related evaluations or reports.
I agree to take part in the above study.
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Appendix 23 Log of referrals that were made to
the researchers but that did not result in observations
Category

Number

Researcher unavailable

29

Undertaking data collection at another site

16

On annual leave

6

On other study business

7

Patient died unexpectedly quickly

18

Relative declined either to speak to the researcher or to enter the study

25

No relatives/IMCA present (and patient lacked capacity)

5

Patient did not meet inclusion criteria

24

ICU: not level 3 care

8

Being transferred out/condition improved

6

Burns unit

1

Organ donation

3

Withdrawal of treatment not commenced

1

Nursing home: transferred to hospital

5

Staff decision

8

Relatives likely to be too upset/too difficult

5

Junior staff member not confident to contact researcher

1

Other

2

Researcher declined

24

Preparatory work in site not complete

2

Late referral/not enough time to get to patient

18

Lack of clarity regarding gaining consent

3

Other

1

Total

133
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Appendix 24 Relative information and consent
(amended for one site)

The Impact of the Liverpool Care Pathway on Care at the End of Life
INFORMATION ABOUT THE RESEARCH FOR RELATIVES (1)
Introduction
We would like to invite you to consider taking part in our research study. In order for
you to do this, it is important that we provide you with information to help you to
understand why the research is being done and what it would involve for you.
Please feel free to talk to anyone you feel comfortable with about the research
before making your decision.
What is the purpose of the study?
The government’s National End of Life Care Strategy (2008) emphasizes the
importance of care at the end of life by promoting the use of the Liverpool Care
Pathway for the Dying Patient (LCP) to support the delivery of quality care. The LCP
is a ‘good practice’ template, underpinned by education and training, that staff caring
for patients in the last hours or days of life can use to help them to deliver
appropriate care. Here, at (Name of site) clinical care at the end of life follows the
palliative care guidelines which are based on the LCP. This study has been designed
to understand whether the tool makes a difference to the quality of care provided.
We have chosen to undertake this study in Intensive Care and Nursing Homes
because these are two settings in which care should take into account the end of life.
We plan to collect information from a variety of sources (policy documents, patient
notes, by observing care as it is delivered to patients, interviewing staff and
interviewing bereaved relatives) to help us to understand what care looks like in
Intensive Care and Nursing Home settings that use the LCP to support care and
those that do not. By comparing the care delivered with and without the support of
the LCP we will be able to identify the impact of the LCP.
Why have I been approached?
The people caring for your relative/friend will have explained to you that there has
been a change in your relative/friend’s condition. They believe that the person you
care about is now in the last days or hours of life. An important part of the research
study involves observing care as it is delivered and talking with relevant people
about their thoughts and feelings on the care that was delivered. Your relative/friend
has agreed to allow us to observe the care that is provided for them and to have
access to their medical records to assess the information that is recorded by staff
about that care. We would like you to consider whether you are also happy for the
observation to take place and whether you would consider taking part in an interview
with the researcher.
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Do I have to take part?
No. We will describe the study and go through this information sheet with you. It is
up to you to decide whether or not you wish to take part. If you agree to take part,
we will then ask you to sign a consent form. However, if at any time you change your
mind about taking part, you can withdraw from the study without giving a reason or
an explanation. The care that your relative/friend receives or that you receive will not
be affected by whether or not you decide to participate.
What will happen if I take part?
We would like to observe the care that your relative/friend receives during the last
days or hours of their lives and to have access to their medical notes to review the
description of the care recorded by staff. The observation will involve a researcher
sitting in the room with your relative/friend (and others at the bedside) as care is
delivered. The researcher will do this in 4 hour blocks of time and they will note
down information about the care that staff deliver. The researcher will sit at a suitable
distance from the bedside so as to avoid any interruption to your time with your
relative/friend. At the end of the 4 hour block of time, the researcher will leave the
room in order to interview the member of staff who has been most involved in
delivering the care and to review the record of care reported in your relative/friend’s
medical notes. The researcher may then wish to re-enter the room to undertake a
further 4 hour block of observation. The researcher will gain the verbal consent of
those at the bedside before resuming the observation period. If at any time anyone
at the bedside does not wish the observation to continue (temporarily or at all), they
can ask the researcher to leave the room.
We would also like to interview you to gain an understanding of your view of the care
that was delivered. This will be a semi-structured interview with the researcher that
will last around an hour and will take place at a venue and time that is acceptable to
you. You will be approached to consider taking part in the interview no sooner than
one month after the death of your relative/friend (unless an earlier time has been
agreed with the researcher prior to the start of the study).
What will happen if I don’t want the study to carry on?
If you change your mind about your taking part in the study you can withdraw your
consent at any time without giving a reason and without your care and that of your
relative/friend being affected in any way. If you do decide to withdraw from the study,
any information already collected will be destroyed and will not form part of the final
results.
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Expenses and Payments
No expenses or payments will be made to your relative/friend for their participation in
the study. Any travel expenses that you may incur in order to attend the interview
with the researcher will be repaid.
What are the possible disadvantages and risks of taking part?
We do not think that there are any major risks involved in being part of this study.
The research does not involve making any changes to ‘normal’ care at this time nor
does it require your relative/friend or you to take part in any invasive tests,
treatments or data collection activities. However, maintaining the dignity and privacy
of your relative/friend and of others at the bedside is very important to us. For this
reason, should you, your relative/friend or others at the bedside wish the researcher
not to be present whilst certain elements of care are being undertaken, or for any
other reason, the researcher can be asked to leave without the need for any
explanation. In these circumstances, the researcher will not re-enter the room until
and unless invited to do so by you, your relative/friend and/or others at the bedside.
It is possible that you may become upset during the interview with the researcher
when asked to reflect on the last days or hours of your relative/friend’s life. Please
remember, you do not have to answer any questions that you find too upsetting and
you can ask the researcher to stop the interview at any time, either for a short while
or completely. You will be given access to appropriate external support if you would
find it helpful.
What are the possible benefits of taking part?
There is unlikely to be any direct benefit, but your participation in this study will help
us find out more about the impact that the LCP has on care at the very end of life. It
may be comforting to know that someone is sitting with your relative/friend and
observing the care delivered at times when you or others are unable to be at the
bedside. Should your relative/friend become distressed at all during the observation
period, the researcher will leave the room and alert a member of staff if there is no
one else at the bedside.
Will my taking part in the research be kept confidential?
Yes. We will follow current ethical and legal practice and all information collected will
be handled in confidence. However, we may need to breach confidentiality for any
issues that may arise where we have a statutory duty to disclose. For example, if
during the course of the observation or interview (see below) issues of malpractice,
sub-optimal care or abuse are identified, the researcher will report the ‘incident’
immediately in line with risk and governance arrangements operating within the
organization. No audio or audio/visual recording equipment will be used to record
information during the blocks of observation. The researcher will make a written
record of important elements of care delivery and communication and only members
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of the project team will have access to this data in order to undertake an analysis of
the results. Numeric identifiers will be used rather than names in order to protect the
anonymity of those taking part. These data will be stored in a locked filing cabinet in
the University of Liverpool for 3 years after the publication of the results of the study,
after which they will be securely destroyed.
We would like to audio record (with your permission) the interview with the
researcher after the death of your relative/friend. You will not be identified by name
on the recording and only the project team and the person transcribing the recording
(who has signed a confidentiality agreement and has 10 years experience of
undertaking such transcriptions without incident) will have access to the data. The
recording will be stored in two ways: as an audio file and, as a transcript. The audio
recording will be stored on a password protected data stick which will be kept in a
safe in the University of Liverpool for a period of 3 years after publication of the
results of the study, after which, it will be securely destroyed. The transcripts of the
interviews will be analysed by the researcher and other members of the project
team. You will not be identified by name in the transcript – only a numeric identifier
will be used. The transcript and the analysed materials will be kept in a locked filing
cabinet in the University of Liverpool for 3 years after the publication of the results of
the study, after which they will be securely destroyed.
What will happen to the results of this study?
All of the information that we collect from the various elements of the project will be
brought together to help us to understand the impact of the LCP on care at the very
end of life. The findings of this study will be useful in highlighting where services and
the delivery of care can be improved in the future. The results will be written up as a
final report for the funding body and will include recommendations for future practice.
We also intend to publish the findings in peer reviewed journals and make
presentations to national and international research conferences in order to make
sure that the messages from this study are shared widely and appropriately.
Who is organising and funding the research?
The Principal Investigator for the study is Professor John Ellershaw, Director, Marie
Curie Palliative Care Institute Liverpool, University of Liverpool. The study is
sponsored by the University of Liverpool and funded by the National Institute for
Health Research, Service Delivery and Organisation Programme.
Who has reviewed the study?
This proposal has been reviewed and approved by “North West Wales Research
Ethics Committee”, which is a committee whose task it is to make sure that research
participants are protected from harm. You can find out more about the work of
Research Ethics Committees by visiting the National Research Ethics Service
website at http://www.nres.npsa.nhs.uk.
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Please note
If you have a concern about any aspect of this study, you should ask to speak to the
researchers who will do their best to answer your questions (see contact information
below). If you remain unhappy and wish to complain formally, you can do this
through the NHS Complaints Procedure (or Private Institution). Details can be
obtained from the hospital/nursing home.
Further Information
If you would like any further information about this study please contact:
Jacqueline Jones
PA to Professor John Ellershaw
Director, Marie Curie Palliative Care Institute, Liverpool
XXXX
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Study number: REC Ref:

Centre number:

Participant identification number for this study

CONSENT FORM
The Impact of the Liverpool Care Pathway on Care at the End of Life
Name of Researcher: Professor John Ellershaw
I confirm that I have read and understand the information
sheet dated August 2010 (Version 2) for the above study.

Please initial box

I have had the opportunity to consider the information, ask
questions and have had these answered satisfactorily.
I am happy for the care of my relative/friend to be observed
by the researcher.
I agree to being approached one month after the death of
my relative* friend to take part in an interview with the
researcher
* or alternative date agreed:
I understand that I am free to withdraw consent for my
participation at any time without giving any reason, and
without my care or legal rights being affected.
I agree to take part in the above study
Name of relative/friend:
Name of Participant:

Date

Signature
Name of person taking consent:
Signature

When completed: 1 copy for participant; 1 copy for researcher
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Appendix 25 Staff point 2 interview topic guide
Draft topic guide
The interview will be based on the observations made by the researcher and will focus specifically on the
following themes:
l
l
l
l
l

Can you describe the care that you personally provided for the patient and their relatives/friends?
What, in your opinion, worked well and why?
What, in your opinion, could have been done better and why?
How typical is this death of the way in which patients die in this setting?
Do you have anything further you would wish to add?
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Appendix 26 Staff point 2 interviews:
information and consent
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http://www.nres.npsa.nhs.uk

XXXX

XXXX
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Study number: REC Ref:

Centre number:

Participant identification number for this study:

CONSENT FORM
The Impact of the Liverpool Care Pathway on Care at the End of Life
Name of Researcher: Professor John Ellershaw

Please initial box

I confirm that I have read and understand the information sheet
dated August 2010 (Version 2) for the above study.

I have had the opportunity to consider the information, ask
questions and have had these answered satisfactorily.

I agree to any interview being recorded and transcribed.

I understand that I am free to withdraw my consent at any time
without giving any reason and that this will have no bearing on my
job or any work-related evaluations or reports.

I agree to take part in the above study.

Name of staff member :

Date:

Signature
Name of person taking consent:
Signature
When completed: 1 copy for participant; 1 copy for researcher
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Appendix 27 Bereaved relative interview
topic guide
Draft topic guide
1. Can you describe the last hours or days of life of your relative/friend as you experienced it at
the bedside?
(a) General description – environment, sounds, smells, general perceptions.
(b) What went well?
(c) What could have gone better?
2. Can you tell me anything about the following:
(a)
(b)
(c)
(d)
(e)
(f)
(g)

your relative/friend‘s comfort – physical/emotional
your relative/friend’s dignity
the way in which staff delivered care
your relative/friend’s and/or you own understanding of what was going on
the way that staff spoke to you and your relative/friend
the way that staff involved you and your relative/friend in decisions about the care
what happened immediately after your relative/friend died?

3. Is there anything else you would like to add about the care delivered to your relative/friend in the last
hours or days of their life and the care provided to you and others at the bedside?
4. How did you feel about the researcher being present in the room during the last hours or days of your
friend/relative’s life?
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Appendix 28 Bereaved relative 2: information
and consent

Introduction
We would like to invite you to consider taking part in our research study. In order for you
to do this, it is important that we provide you with information to help you to understand
why the research is being done and what it would involve for you. Please feel free to talk
to anyone you feel comfortable with about the research before making your decision.
What is the purpose of the study?
The government’s National End of Life Care Strategy (2008) emphasizes the importance
of care at the end of life by promoting the use of the Liverpool Care Pathway for the
Dying Patient (LCP) to support the delivery of quality care. The LCP is a ‘good practice’
template, underpinned by education and training, that staff caring for patients in the last
hours or days of life can use to help them to deliver appropriate care. This study has
been designed to understand whether the tool makes a difference to the quality of care
provided. We have chosen to undertake this study in Intensive Care and Nursing Homes
because these are two settings in which care should take into account the end of life.
The study involves collecting information from a variety of sources (policy documents,
patient notes, by observing care as it is delivered to patients, interviewing staff and
interviewing bereaved relatives) to help us to understand what care looks like in
Intensive Care and Nursing Home settings that use the LCP to support care and those
that do not. By comparing the care delivered with and without the support of the LCP we
will be able to identify the impact of the LCP.
Why have I been approached?
You will probably remember that a researcher from the study observed the care that was
provided for your relative/friend in the last days and hours of their lives. At that time you
agreed to being approached to take part in an interview with the researcher to find out
what you felt about the care that they received. We are approaching you now to find out
if you remain happy to take part in the interview.
Do I have to take part?
No. We will describe the study and go through this information sheet with you. It is up to
you to decide whether or not you wish to take part. If you agree to take part, we will then
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ask you to sign a consent form. However, if at any time you change your mind about
taking part, you can withdraw from the study without giving a reason or an explanation.
What will happen if I take part?
We would like to interview you to gain an understanding of your view of the care that was
provided for your relative/friend in the last days and hours of their lives. This will be a
semi-structured interview with the researcher that will last around an hour and will take
place at a venue and time that is acceptable to you.
What will happen if I don’t want the study to carry on?
If you change your mind about your taking part in the study you can withdraw your
consent at any time without giving a reason.
Expenses and Payments
Any travel expenses that you may incur in order to attend the interview with the
researcher will be repaid.
What are the possible disadvantages and risks of taking part?
We do not think that there are any major risks involved in being part of this study.
However, it is possible that you may become upset during the interview with the
researcher when asked to reflect on the last days or hours of your relative/friend’s life.
Please remember, you do not have to answer any questions that you find too upsetting
and you can ask the researcher to stop the interview at any time, either for a short while
or completely. If you have any concerns or feel a bit low after the interview we will leave
you with the researcher’s contact details so that you can be provided with appropriate
support should you find it helpful.
What are the possible benefits of taking part?
There is unlikely to be any direct benefit, but your participation in this study will help us
find out more about the impact that the LCP has on care at the very end of life.
Will my taking part in the research be kept confidential?
Yes. We will follow current ethical and legal practice and all information collected will be
handled in confidence. However, we may need to breach confidentiality for any issues
that may arise where we have a statutory duty to disclose. For example, if during the
course of the interview issues of malpractice, sub-optimal care or abuse are identified,
the researcher will report the ‘incident’ immediately in line with risk and governance
arrangements operating within the organization. We would like to audio record the
interview with the researcher, with your permission. You will not be identified by name
on the recording and only the project team and the person transcribing the recording
(who has signed a confidentiality agreement and has 10 years experience of undertaking
such transcriptions without incident) will have access to the data. The recording will be
stored in two ways: as an audio file and, as a transcript. The audio recording will be
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stored on a password protected data stick which will be kept in a safe in the University of
Liverpool for a period of 3 years after publication of the results of the study, after which, it
will be securely destroyed. The transcripts of the interviews will be analysed by the
researcher and other members of the project team. You will not be identified by name in
the transcript – only a numeric identifier will be used. The transcript and the analysed
materials will be kept in a locked filing cabinet in the University of Liverpool for 3 years
after the publication of the results of the study, after which they will be securely
destroyed.
What will happen to the results of this study?
All of the information that we collect from the various elements of the project will be
brought together to help us to understand the impact of the LCP on care at the very end
of life. The findings of this study will be useful in highlighting where services and the
delivery of care can be improved in the future. The results will be written up as a final
report for the funding body and will include recommendations for future practice. We
also intend to publish the findings in peer reviewed journals and make presentations to
national and international research conferences in order to make sure that the messages
from this study are shared widely and appropriately.
Who is organising and funding the research?
The Principal Investigator for the study is Professor John Ellershaw, Director, Marie
Curie Palliative Care Institute Liverpool, University of Liverpool. The study is sponsored
by the University of Liverpool and funded by the National Institute for Health Research,
Service Delivery and Organisation Programme.
Who has reviewed the study?
This proposal has been reviewed and approved by “North West Wales Research Ethics
Committee”, which is a committee whose task it is to make sure that research
participants are protected from harm. You can find out more about the work of Research
Ethics Committees by visiting the National Research Ethics Service website at
http://www.nres.npsa.nhs.uk.
Please note
If you have a concern about any aspect of this study, you should ask to speak to the
researchers who will do their best to answer your questions (see contact information
below). If you remain unhappy and wish to complain formally, you can do this through
the NHS Complaints Procedure (or Private Institution). Details can be obtained from the
hospital/nursing home.
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Further Information
If you would like any further information about this study please contact:

Jacqueline Jones
PA to Professor John Ellershaw
Director, Marie Curie Palliative Care Institute, Liverpool
XXXX
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Study number: REC Ref:

Centre number:

Participant identification number for this study

CONSENT FORM
The Impact of the Liverpool Care Pathway on Care at the End of Life
Name of Researcher: Professor John Ellershaw
I confirm that I have read and understand the information
sheet dated August 2010 (Version 2) for the above study.

Please initial box

I have had the opportunity to consider the information, ask
questions and have had these answered satisfactorily.
I agree to the interview being tape recorded and transcribed
I understand that I am free to withdraw consent for my
participation at any time without giving any reason, and
without my care or legal rights being affected.
I agree to take part in the above study

Name of relative/friend:
Name of Participant :

Date

Signature
Name of person taking consent:

Date

Signature

When completed: 1 copy for participant; 1 copy for researcher
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Appendix 29 Economic costing workings

Drug costs
Hyoscine (non-proprietary): prescription-only medicines138
Injection, hyoscine hydrobromide 400 mg/ml, net price 1-ml ampoule = £4.12; 600 mg/ml, 1-ml
ampoule = £2.53 (www.medicinescomplete.com/mc/bnf/current/PHP8558-hyoscine-non-proprietary.htm).

Midazolam (non-proprietary): controlled drugs schedule 3138
Injection, midazolam (as hydrochloride) 1 mg/ml, net price 2-ml ampoule = £0.50, 5-ml ampoule = £0.60,
50-ml vial = £7.87; 2 mg/ml, 5-ml ampoule = £0.65; 5 mg/ml, 2-ml ampoule = £0.58,
10-ml ampoule = £2.50.

Morphine sulfate (non-proprietary): controlled drugs schedule 2138
Injection, morphine sulfate 10, 15, 20, and 30 mg/ml, net price 1- and 2-ml ampoule (all) = £0.72–1.40.
Intravenous infusion, morphine sulfate 1 mg/ml, net price 50-ml vial = £5.00; 2 mg/ml,
50-ml vial = £5.89.

Sodium chloride intravenous infusion (non-proprietary):
prescription-only medicines138
Intravenous infusion, usual strength sodium chloride 0.9% (9 g, 150 mmol/l each of Na+ and Cl-), this
strength being supplied when normal saline for injection is requested. Net price 2-ml ampoule = £0.21;
5-ml ampoule = £0.29; 10-ml ampoule = £0.34p; 20-ml ampoule = £1.04; 50-ml ampoule = £4.27.
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Hypromellose (non-proprietary)
Eye drops, hypromellose 0.3%, net price 10 ml = £1.39.

Hyoscine (non-proprietary): prescription-only medicines138
Injection, hyoscine hydrobromide 400 mg/ml, net price 1-ml ampoule = £4.12; 600 mg/ml,
1-ml ampoule = £2.53.

E45® Itch Relief Cream (Reckitt Benckiser)
Cream, urea 5%, macrogol lauryl ether 3%, net price 50 g = £2.55, 100 g = £3.47, 500-g
pump pack = £14.99.

Mouthwash solution tablets
Consist of tablets which may contain antimicrobial, colouring and flavouring agents in a suitable soluble
effervescent base to make a mouthwash suitable for dental purposes. Net price 100-tablet pack = £15.09.

Furosemide (non-proprietary): prescription-only medicines138
Tablets, furosemide 20 mg, net price 28 = £0.80; 40 mg, 28 = £0.73; 500 mg, 28 = £4.22.
£0.80/28 tablets = £0.029 per tablet.

Ranitidine (non-proprietary): prescription-only medicines138
Tablets, ranitidine (as hydrochloride) 150 mg, net price 60-tablet pack = £1.48; 300 mg,
30-tablet pack = £1.57.
1.48/60 tablets = £0.025 per tablet.

Spironolactone (non-proprietary): prescription-only medicines138
Tablets, spironolactone 25 mg, net price 28 = £1.43; 50 mg, 28 = £2.15; 100 mg, 28 = £2.32. Label: 21.
£2.15/28 tablets = £0.077.

Salbutamol (non-proprietary): prescription-only medicines138
Aerosol inhalation, salbutamol (as sulfate) 100 mg/metered inhalation, net price 200-dose unit = £1.50.
Counselling, administration.
Brands include AirSalb® and Salamol®.
Nebuliser solution, salbutamol (as sulfate) 1 mg/ml, net price 20 × 2.5 ml (2.5 mg) = £1.91; 2 mg/ml,
20 × 2.5 ml (5 mg) = £3.82. May be diluted with sterile sodium chloride 0.9%.

Sudocrem® (Forest)
Cream, benzyl alcohol 0.39%, benzyl benzoate 1.01%, benzyl cinnamate 0.15%, hydrous wool fat
(hypoallergenic lanolin) 4%, zinc oxide 15.25%, net price 60 g = £1.38, 125 g = £2.00, 250 g = £3.35,
400 g = £4.71.
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Staff costs
Porter salary
NHS band 2 – point 1 – £14,294 (www.nhscareers.nhs.uk/working-in-the-nhs/pay-and-benefits/
agenda-for-change-pay-rates/).
Based on NHS Business Services Authority: www.nhsbsa.nhs.uk/Documents/
NHSBSACorporatePoliciesandProcedures/Annual_Leave_Policy.pdf
Based on a working week of 37.5 hours for 39 weeks per year so 7.5 hours per day.
£366.51 per week → £73.30 per day → £9.77 per hour → £0.162 per minute.

Auxiliary nurse/health-care assistant/carer
Nursing health-care assistants usually work a 37.5-hour week on a shift or rota system, typically including
nights and weekends. Part-time and flexible working is often available.
Under NHS Agenda for Change, health-care assistants are on the band 2 salary scale. From April 2012 this
ranged from £14,153 to £17,253 per year. For the purpose of this study we have put health-care
assistants on the start of band 2 – given a working week of 37.5 hours for 39 weeks per year so 7.5 hours
per day.
£366.51 per week → £73.30 per day → £9.77 per hour → 0.162 per minute.
www.hospitaldr.co.uk/guidance/nurses-and-nhs-managers-pay-scales-for-20122013
https://nationalcareersservice.direct.gov.uk/advice/planning/jobprofiles/Pages/
registeredcarehomemanager.aspx
www.sammons.co.uk/uploads/File/Healthcare/2011/Jan/Sammons%20Healthcare%20Salary%20Survey%
202010.pdf

Healthcare Salary Survey: March 2010
NHS band 6 – point 21 – £25,783 – given a working week of 37.5 hours for 39 weeks per year so
7.5 hours per day then £88.15 per day so £11.75 per hour and £0.196 per minute.

Nursing home sister
Cost at PSSRU78 rates for a nurse team leader with patient contact at £2.03 per hour.
Nurse cost table

Per hour general

Per minute
general

Per hour with patient
contact

Per minute with patient
contact

Nurse day ward/24 hours

40

0.67

97

1.62

Nurse team manager

58

0.97

142

2.37

Nurse team leader

50

0.83

122

2.03

Consultant doctor

162

2.70
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‘After-School’ helper

www.gov.uk/government/publications/national-minimum-wage-government-response-to-the-low-paycommission-s-2013-report.
Corporate report. National minimum wage: government response to the Low Pay Commission’s
2013 report.
Minimum wage 16- and 17-year-olds – £3.68 per hour.
Per minute £0.061.

Nursing home manager
Cost at the PSSRU78 rate for a nurse team manager with patient contact at £2.37 per hour.

Resource use
Swabsticks
Lemon/blackcurrant glycerin swabsticks: price £3.89 (www.psuk.co.uk/polo/products/lemon_blackcurrant_
glycerin_swabsticks/).
Lemon glycerin or blackcurrant glycerin swabstick for quantity: 25 × 3.
Hence £0.16 per 1 × 3 pack.

Gloves
Prestige (Performer) Sterile Soft Vinyl Powder-Free Exam Gloves × 50 pairs (www.midmeds.co.uk).
£11.99 (excluding VAT); £14.39 (including VAT); so one pair (including VAT) = £0.29.

Incontinence underpads
75 cm × 57 cm 5-ply × 100.
£17.99 (excluding VAT); £21.59 (including VAT); so £0.22 for one pad.
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Appendix 30 Observations: example of timings
for economic costings in case study sites
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Injection given

AW comes in and says ‘I’m just going to give you
something to help your breathing’. S/N says ‘I’ll just get
her a drink’, to the relatives

S/N brings a plastic cup of water and a straw in and gives
it to the Brother . . . She then comes round the bed to see
father (man in front of me) and crouches down by him
and says to him and the rest of the relatives, that she is
going to get them a room and a key so they have a place
to rest if need be. Husband says ‘Thanks A’, and she
leaves the curtains at 19.05hrs

AW comes in with the new nurse and introduces her to
the family

S/N AW comes in . . . says her BP has dropped now so it
may not be long

Pt is about to start on the LCP now, since Policy is to wait
2hrs after withdrawal, and Dr has signed it now.
S/N F will start the nursing bits off now

18.50

19.00

19.40

20.00

20.15

Patient started on
LCP now – tubes,
etc., removed

Nurse observes BP

New nurse is
introduced to the
family

Nurse gives family
a room to sleep in

Ryles tube
inserted

M, Pt is conscious with [what looks like] a Ryles tube in
her left nostril

Observation start time

18.40

Action
(summary)

18.45

Action (observation notes)

Time

NIA6: north intensive care unit Liverpool Care Pathway-using site

North

Hyoscine
hydrobromide

Action
(drug charts)

400 mg/
i.v.

Dose

Nurse time (4 minutes),
doctor signed LCP
(3 minutes)

Nurse time (4 minutes)

Nurse time (3 minutes)

Nurse time (5 minutes)

Nurse time (3 minutes)

Injection, drug

Nurse time (9 minutes)

Elements to cost

2.01

2.68
14.58

0.67 × 3 = 2.01

0.67 × 4 = 2.68
1.62 × 4 = 6.48
3 × 2.70 = 8.10

3.35

8.98

14.58

Total cost for
actions (£)

0.67 × 5 = 3.35

1.62 × 3 = 4.86
nursing time

4.12 – Hyoscine
hydrobromide

1.62 × 9 = 14.58

Costs (£)

APPENDIX 30

S/N F comes in with an injection and says ‘I’m just going
to give her something for her breathing’ . . . S/N F gives
the injection slowly into a central line in Pt’s neck, on the
right side and gives her a bit of suctioning. She is gentle
and explains what she is doing to the Pt. She repositions
Pt’s head on the pillow and leaves. [takes her about
20 mins]

F comes in and explains she’s already had something for
secretions. I think she says she’ll check if she can have
anything else, but I can’t hear very clearly as F speaks very
low – she leaves

D picks up an oral sponge and wipes Pt’s mouth

There is a monitor above my head and slightly to my right
but I can’t see if it’s on from my angle

S/N F mops Pt’s mouth with a tissue. . . . still in purple
latex gloves

S/N F comes in with fresh mouth sponges and gives oral
care saying to Pt ‘Just washing your mouth so it tastes a
bit better’

Brother comes out from the curtains and S/N F speaks to
him . . . she comes back to the station where I am, and
gives him a bereavement leaflet and he heads off to the
relatives room

20.30

20.35

20.35

21.50

21.56

22.00

Action (observation notes)

20.20

Time

Nurse spends time
with relatives

Nurse time (5 minutes)

0.16

Mouth sponge

0.67 × 5 = 3.35

0.29 gloves

3.35

3.40

6.77

1.62 × 4 = 6.48

1.62 × 2 = 3.24

0.67

0.16

1.34

33.05

Total cost for
actions (£)

0.67

0.16 per 1 × 3
pack

0.67 × 2 = 1.34

0.65 for 5-ml
ampoule of
midazolam

1.62 × 20 = 32.40
nurse time

Costs (£)

Nurse time (2 minutes)

Nurse observation
(1 minute)

Mouth swab cost

Nurse time (2 minutes)

Nurse time (20 minutes),
injection

Elements to cost

S/N F comes in
with fresh mouth
sponges and gives
oral care

2.5mg/i.v.

Dose

Nurse time (4 minutes),
gloves

Midazolam

Action
(drug charts)

S/N F mops Pt’s
mouth with a
tissue

Monitor
mentioned in
family room

D (relative) wipes
patient’s mouth
with oral sponge

Nurse says pt
given something
for secretions

Given injection for
breathing

Action
(summary)
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Shroud is on and she is in the body bag . . . They put
another ID band on her right leg with name and her
hospital number on it

Porters come for the body

23.20

23.30

Time of death

I follow Night Sr D to the bedside and there is a male S/N
there. Night Sr lays Pt’s bed straight and tries to close the
body’s eyes with her fingers. They drift back half open . . .
I watch Night Sr and Night S/N lay the body out . . . Night
Sr removes the catheter and tells body what she is doing
– she says ‘we are just going to give you a bit of a
freshen up, alright’. Male S/N starts to wash the body,
quick and efficient with a light touch. Night Sr puts bungs
in the remaining lines and clamps them off. They each
wash one side of the body and cover up bits that they
have done with the top sheet. They put a paper shroud
on her. F comes to help and they roll the body on her side
and F washes her back and bottom, Night Sr combs her
hair . . . F puts on a large incontinence sheet next to the
body whilst the other two hold the body on her side and
then they work the plastic/paper white body bag
underneath. Two dressings on the front shins of the
patient are left in place

22.50

21.50

The Dr comes to verify the death. I watch him through
a chink in the curtains, listen to her chest with his
stethoscope, checks pupil reactions with the light from a
ophthalmoscope and feel for a pulse at the wrist. He
signs the verification form [now he has come from the
bedside to the staff station]

Action (observation notes)

22.31

Time

Porters arrive to
take body

Prepare patient
ready to be taken
by porters

Three staff
members clean
and dress the
patient ready to
be taken

Dr certifying
patient death

Action
(summary)

Action
(drug charts)
Dose

Porter × 2 (7 minutes)

Nurse time (4 minutes)

Night sister time
(21 minutes), S/N time
(18 minutes), S/N F Time
(9 minutes)

Doctor time
(15 minutes)

Elements to cost

Total cost for
actions (£)
40.50

77.76

6.48

2.27

Costs (£)
2.70 × 15 = 40.50

1.62 × 48 = 77.76

1.62 × 4 = 6.48

0.162 × 14 = 2.27
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