"Division of Population Health
Sciences and Education, St
George's University of London,
London, UK

ingston Hospital NHS Trust,
Surrey, UK

3Epsom and St Helier University
Hospitals NHS Trust, Surrey, UK
“Croydon Health Services NHS
Trust, Croydon University
Hospital, Surrey, UK

>The Royal Marsden and Royal
Brompton Palliative Care Service,
The Royal Marsden NHS
Foundation Trust, The Royal
Marsden, London, UK

Correspondence to

Professor P Stone, Division of
Population Health Sciences and
Education, St George's University
of London, Cranmer Terrace,
London SW17 ORE, UK;
pstone@sgul.ac.uk

Received 29 August 2013
Revised 4 January 2014
Accepted 13 February 2014
Published Online First

11 March 2014

\Y

CrossMark

To cite: Schofield G,
Kreeger L, Meyer M, et al.
BM/ Supportive & Palliative
Care 2015;5:91-94.

G Schofield,"? L Kreeger,> M Meyer, D Swann,* A Wijeratne,? J Wood,”

P Stone’

Objectives Advance care planning (ACP) can
help patients with a terminal illness to prepare for
the end of their lives. This report describes a
regional service improvement initiative to increase
the identification of hospital inpatients at this
stage in their illnesses and to increase the number
of such patients who are offered the opportunity
to start the process of ACP.

Methods Data were collected prospectively over
a 7 month period from four acute hospital trusts
and a specialist cancer centre in the South-West
London region. Each unit identified a specific
patient population who were screened for
eligibility to engage in the process of ACP. Data
concerning the reasons for eligibility, the
suitability for discussion and the various reasons
why patients did not complete the process, were
recorded.

Results Over a 7 month period 1980 patients
were screened and 559 (28.2 %) were found to
be potentially eligible for an ACP discussion. Of
these 227/559 (40.6%) were deemed suitable for
a discussion by medical staff. The majority of
these patients (195/227; 86%) were offered the
opportunity to undergo ACP discussions and 144/
195 (73.8%) agreed to begin the process of ACP.
Conclusions This report shows that a targeted
approach can result in increased uptake in the
number of patients who engage in ACP.
However, systematic identification of potentially
eligible patients requires a significant investment
of clinical time and resources.

Advance care planning (ACP) is a volun-
tary process that enables an individual
who has the capacity to anticipate how
their condition may affect them make
decisions, and choices about their future
care, and communicate them so that they

may be cared for as they would have
wished should they lose capacity as their
illness advances." ACP has been shown to
have benefits in many areas of patient
care including symptom control, improv-
ing patient autonomy and choice, estab-
lishing preferred place of care and ‘do
not attempt resuscitation’ decisions.?™®

In 2010, in response to the national end
of life care strategy, the South-West
London Cluster Commissioners for Acute
Care proposed a local ‘Commissioning for
Quality and Innovation” (CQUIN) initiati-
ve' with the purpose of increasing the
number of patients who were identified as
approaching the end of life and offering
them the opportunity to engage in ACP
discussions. Under the terms of CQUIN
each participating hospital received add-
itional income if they developed clinical
services to facilitate patients engaging in
ACP The financial rewards for each hos-
pital were contingent upon producing evi-
dence that the necessary processes had
been put in place to increase the number
of patients being offered ACP discussions,
not on the number of patients who actu-
ally agreed to participate in such discus-
sions. This report describes the process of
introducing this CQUIN and documents
the barriers that were encountered in
identifying, approaching and engaging
patients in the process of ACP

'Commissioning for Quality and Innovation
(CQUINSs) are NHS Institute for Innovation and
Improvement frameworks designed to produce
improvements in local healthcare practice.
Achievement of certain pre-determined clinical
outcomes is related to financial payment or penalty
depending on the format of the individual CQUIN
project.
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Settings and population

Five hospital trusts (three district general hospitals, a
teaching hospital and a specialist cancer unit) partici-
pated in CQUIN. Although the overall objective of
CQUIN was the same across the region, individual
trusts adopted different strategies for identifying
patients who might be suitable for ACP discussions.
The patient groups who were targeted, the screening
methods employed and the eligibility criteria at each
site are summarised in table 1. Two of the trusts had
previously participated, to varying degrees, in the Gold

Standards Framework (GSF) Acute Hospitals
programme.”

Evaluation procedures

After preliminary screening, potentially eligible

patients were assessed to determine whether it was
appropriate to approach them about ACR The assess-
ment was made either by specialist palliative care
teams or the treating clinical team as decided by local
clinical practice. Patients were deemed unsuitable for
ACP if they lacked capacity, had insufficient cognitive
function or if it was deemed by medical staff that dis-
cussion about end of life issues would cause undue
distress.

If patients were deemed approachable they were
offered the opportunity to engage in an ACP discus-
sion. These discussions were undertaken by the spe-
cialist palliative care teams or the treating clinical
teams as decided by local practice. The extent and
complexity of the discussions varied with the individ-
ual patients. An uniform practice was not adopted
across the five trusts. Some patients simply agreed to
be included on a locality register (eg, a General
Practitioner (GP) practice GSF register) or consented
to the creation of a Coordinate my Care palliative
care electronic record.® Other patients expressed
wishes about their preferred place of care and/or
death and/or their wishes about being admitted to
hospital again. Some patients completed specific
written ACP documentation, and in other patients all
communications were verbal and patients’ wishes
were subsequently recorded by staff in medical notes

and communicated to their GP after discharge from
hospital.

All of the hospitals (except Kingston Hospital) kept
a record of the total number of patients screened for
potential eligibility for CQUIN. Each hospital pallia-
tive care team kept anonymised records of the
number of eligible patients and their progress through
the ACP process. At the end of the year the databases
were collated by one of the authors (GS). Since the
number of screened patients had not been collected
prospectively at Kingston Hospital, this information
was estimated retrospectively from hospital admission
statistics.

Collection of other patient characteristics was not
routinely recorded across all sites on the CQUIN data-
bases (as they were not required for reporting pur-
poses), thus data such as age, sex and primary/index
diagnosis of the patients is not available.

Data collection started on each site at slightly different
times and complete data for all sites was only available
for the 7 months from 1 August 2011 to 31 March
2012. A summary of the patient flows across the five
hospitals is shown in figure 1. Across the five sites
1980 patients were screened for suitability to undergo
ACP (Croydon University Hospital 290, St Georges
Hospital 431, Epsom and St Helier National Health
Service (NHS) Trust 482, Royal Marsden Hospital
173, Kingston Hospital 604). Of those, 559 (28.2%)
were potentially eligible for an ACP discussion and
227/559 (40.6%) were deemed approachable by
medical staff. The most common reasons why patients
were considered ‘unapproachable’ were as follows:
cognitive problems (n=122), clinically inappropriate
(n=89), lacking capacity (n=78), likely to cause dis-
tress (n=70), impaired consciousness (n=36) or other
reasons (n=30). More than one reason could be
applied to each patient. No further information was
available to the authors when ‘other’ was recorded.

A total of 195 out of 227 approachable patients
(86%) were offered the opportunity to undergo ACP
discussions. The most common reason for not

Summary of methodology for patient identification across the five sites

Population Care of the Elderly ward 2 Respiratory wards Care of the Elderly ward  Respiratory ward Upper gastro-intestinal
Team patients
Screening Palliative Care Team Palliative Care Team Palliative Care Team Palliative Care Team Palliative Care Team
method attendance at MDT attendance at MDT attendance at MDT attendance at MDT attendance at MDT
Eligibility Surprise question Surprise question Surprise question Surprise question Surprise question
criteria (6 months) (6 months) (6 months) (6 months) (12 months)
Presence of DNAR order  Presence of DNAR order  Prognostic indicators Presence of DNAR order
(GSF)

Patient choice Patient choice

Patient choice

Patient choice

DNAR, do not attempt resuscitation; GSF, Gold Standards Framework; MDT, multi-disciplinary team.
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Total screened = 1980

v

A 4
Total eligible = 559

Total ineligible = 1421

Clinically inappropriate = 89
Impaired consciousness = 36
Lacking capacity = 78

v

A

Total approachable = 227

Likely to cause distress = 70

Cognitive problems = 122

Other =30

Note that some patients had more than

one reason to be unapproachable

v

Discharged too quickly = 11

A 4

Total offered a discussion = 195

Died too quickly = 2

Patient’s condition changed = 2
Other=11

Not recorded = 6

Total declined = 51

y

Total agreeable to a discussion = 144

Died in hospital = 24
Still an inpatient = 4

v

v
Total discharged = 108

Patient accrual across region over 7 months reporting.

offering a discussion to suitable patients was that they
were discharged from hospital too quickly.

Most patients 144/195 (73.8%) who were
approached agreed to begin the process of ACP
Patients who declined to engage in ACP discussions
were not obliged to give a reason for their decision
and none was recorded. Only 86/144 (59.7%) of
patients who engaged in ACP survived their hospital
admission to discharge.

Statement of principal findings

Over a 7 month period 1980 patients at five different
hospitals were screened, with 559 (28.2%) deemed to
be in the last months of life and therefore potentially
suitable for ACP under the terms of CQUIN. Only
144 (7.2% of the total screened) actually started the
process of ACE and of those only 108 (5.4%) survived
their hospital admission and were discharged. Many
potentially eligible patients were unsuitable for ACP
because they were too ill, lacked capacity or clinicians
judged that discussion of end of life issues would be
clinically inappropriate.

Other =3
No data=5

Relation to other studies

Previous studies have reported the benefits of ACP to
various groups of patients® * or have evaluated the
views of healthcare professionals about ACP and
reflected on the suitability of payment for quality
improvement in the field of palliative care.” The GSF
Acute Hospital Phase 2 evaluation described the bene-
ficial effects of this programme in terms of improved
staff knowledge and confidence and in the numbers of
patients undertaking ACR However, the evaluation
did not report on the proportion of patients who
were eligible, approachable or agreeable to participate
in the process of ACR'

A randomised controlled trial by Detering and cow-
orkers® reported that ACP can result in significant
improvements in end of life care, including patient
and carer satisfaction and reduced psychological mor-
bidity in surviving relatives. In Detering’s study, which
was undertaken at a single large teaching hospital,
35% (309/871) of elderly patients admitted under
internal medicine, cardiology or respiratory medicine
were potentially eligible to undergo ACP discussions,
and 80% (125/154) of those allocated to the
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intervention were actually able to receive it. This sug-
gests that 28% of elderly patients (ie, 80% of 35%)
admitted to an acute hospital ought to be able to
engage in ACP In contrast our experience was that
only 7% of patients admitted to care of the elderly,
respiratory and gastro-intestinal cancer services across
five hospitals were able and agreeable to participate in
such discussions. A number of factors may explain the
discrepancy between these figures including differ-
ences in case mix and recruitment settings. However,
it is also important to recognise that recruitment rates
in randomised controlled trials may not always reflect
take up rates of the same intervention in routine clin-
ical practice. Our data suggest that, outside of the
context of a clinical trial, the proportion of patients
admitted to acute hospitals who are willing and able
to engage in ACP may be relatively low.

Strengths and weaknesses

A strength of our study was the multicentre nature
and ecological validity of the data. The service
improvement initiative on which this report is based
was locally devised but was in keeping with the
national End of Life Care Strategy.'' As such our
experiences are directly relevant to other acute hospi-
tals in England and Wales.

One of the limitations of our evaluation was that
the service improvements introduced at each centre
were slightly different, and data collection processes
between sites were not entirely consistent. As a result
the number of patients who were screened for eligibil-
ity at the Kingston site had to be retrospectively esti-
mated using hospital admission statistics. Although a
common coding was adopted for why patients were
deemed (for instance) to be unapproachable, no audit-
ing was undertaken to check for consistency of coding
across sites, to find missing data or to clarify the
meaning of ‘other’ responses.

Meaning of the study

We found that systematic identification of potentially
eligible patients required a significant investment in
terms of clinical effort. We did not record how many
clinician hours were invested in identifying potentially
eligible patients or in informing them about ACP
However, our data suggest that for every 100 patients
screened for suitability only 7 patients actually pro-
ceeded to engage in an ACP discussion.

Unanswered questions and future research

Our results should be regarded as a ‘pilot evaluation’.
In the next 2years (2012-2014) the South-West
London Cluster Commissioners for Acute Care have
supported the roll-out of this ACP CQUIN initiative
across an increased range of hospital wards/specialties,
with a wider remit to include discussions with proxy
decision makers when appropriate, and an emphasis

on increasing the numbers of patients with palliative
care electronic communication records. This has
required a considerable investment in education and
training for generalist staff. Further evaluations of the
implementation process will be required in order to
assess how this service improvement initiative is deli-
vering better patient care in a cost-constrained
environment.
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