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Abstract

Background: In England, Integrated Care Systems have been
established to improve integration of care, as part of the NHS Long
Term Plan. For people near the end of life, palliative care can improve
integration of care. We aimed to understand whether and how
palliative and end of life care was included in Integrated Care System
strategies, and to consider priorities for strengthening this.

Methods: Documentary analysis of Integrated Care System (ICS)
strategies, using summative content analysis, was performed. Google
searches were used to identify NHS Trust, Clinical Commissioning
Group or ICS websites. We searched these websites to identify
strategies. Key terms were used to identify relevant content. Themes
were mapped onto an adapted logic model for integrated care.
Results: 23 Integrated Care System strategy documents were
identified. Of these, two did not mention any of the key terms, and six
highlighted palliative and end of life care as either a priority, area of
focus, or an ambition. While most (19/23) strategies included elements
that could be mapped onto the adapted logic model for integrated
care, the thread from enablers and components, to structures,
processes, outcomes, and impact was incomplete.

Conclusions: Greater prioritisation of palliative and end of life care
within recently established Integrated Care Systems could improve
outcomes for people near the end of life, as well as reduce reliance on
acute hospital care. Integrated Care Systems should consider
involving patients, the public and palliative care stakeholders in the
ongoing development of strategies. For strategies to be effective, our
adapted logic model can be used to outline how different components
of care fit together to achieve defined outcomes and impact.
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[137684) Amendments from Version 1

In response to the reviewer's comments, we have added
additional detail to the discussion, reflecting on whether ICSs
mention compassionate communities and the need for adequate
funding for palliative and end of life care in their strategies.

In the strengths and limitations section of our paper we have
added how the evolving state of ICSs affects our results.

Any further responses from the reviewers can be found at
the end of the article

Introduction

The World Health Organisation defines integrated healthcare as
‘the organisation and management of health services so that
people get the care they need, when they need it, in ways that
are user-friendly, achieve the desired result and provide value
for money’'. Integrated healthcare aims to ensure patients’
needs are addressed across services and settings’. Integrated care
is a common policy goal and has been shown to improve ‘quality
of life, service coordination, efficiency and satisfaction with
care’ .

Palliative and end of life care is an important part of the
solution to delivering integrated care to people living with
life-limiting illnesses and their families’. Palliative care
improves outcomes for patients, including depression and quality
of life’. Notably, palliative care is one of the few interventions
found to reduce reliance on acute hospital care®*, and increases
the likelihood of patients dying at home, if that is their preference’.

In England, the NHS Long Term Plan (2019) aimed to improve
the integration of care through the establishment of Integrated
Care Systems (ICSs)'?. ICSs were non-statutory partner-
ships between NHS commissioners, local authorities and other
stakeholders who planned health and provided services within
specified geographical areas''. They aimed to improve the
health of their populations by offering coordinated and effi-
cient services'!. In total, 42 ICSs were established, which
cover the whole geographical area of England (each with a
population size of approximately 1-3 million people)''. ICSs
became statutory organisations in July 2022. While there are
good reasons for ICSs to include palliative and end of life care
in their strategies, previous research has found that palliative
care is infrequently a policy priority*'*.

We aimed to understand whether and how palliative and end
of life care was included in ICS strategy documents, and to
consider priorities for strengthening this. Searches for ICS
strategy documents were completed on 30" November 2021.

Methods

Study design

This study was a documentary analysis using summative con-
tent analysis to examine whether and how palliative and
end of life care is included in ICS strategy documents, and
provide priorities for strengthening this. In summative con-
tent analysis, systematic searches are used to quantify the
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occurrence of specific words or phrases'”. This then forms the
basis for more in-depth exploration of the data, for example
examination of the contextual use of these words and phrases'.
Summative content analysis is particularly useful when the
aim is to summarise the content of documentary data, including
policies'.

Data acquisition

We identified all available ICS strategy documents. Google
searches were used to identify ICS websites. Google key terms
were the name of each area followed by ‘Integrated Care
System’. For example, ‘Bedfordshire, Luton and Milton Keynes
Integrated Care System’. We included Clinical Commissioning
Group (CCG) and NHS Trust websites where ICS websites
were not yet established. The web addresses of ICS, CCG and
NHS websites are in Appendix 1.

On the websites we located strategy documents using the search
bar and the following key terms ‘plan’ or ‘strategy’ or ‘strate-
gies’. We also used the menu to search for a ‘publications’ page
and screened the results for strategies. Searches were completed
on 30™ November 2021.

We included strategies if they explicitly mentioned the ICS or
if the documents referred to an ICS. We included five-year
plans, long term plans and service strategies. We excluded
‘Sustainability and Transformation Plans’ as these were
introduced in 2016 (and were replaced by the development of
Integrated Care Systems).

Data extraction and analysis

Once the strategy documents had been identified, we
electronically searched each document using Acrobat Reader
DC (version 2022.001.20169) and screened for the use of key
terms to identify content related to palliative and end of life care.
The key terms were palliat™, end of* (to capture ‘end of life’ and
‘end of their lives’), terminal, hospice, bereave®, death,
die, and dying, EoL and ‘of life’ (to capture ‘last days/months/
vears of life’). The key terms were based on those used in
previous studies*'>. Where key terms were identified, they
were highlighted in the text, and the relevant section of the
strategy document was printed to form a resource folder from
which familiarisation of data occurred.

We used a data extraction spreadsheet (underlying data) to
record information on the name of the ICS, start and end
year of the strategy document, total number of pages in the
document, number of times each key term was mentioned
in a relevant context (we excluded mentions of key words in
non-relevant contexts, e.g. ‘accidental deaths’, ‘premature
deaths/suicides’, ‘winter deaths’, or mentions of the terms only
in the context of the life course e.g. ‘from birth to end of life’),
whether the ICS prioritised palliative and end of life care
(this included any chapters or sections devoted to this topic
or any explicit mention of priority status), and whether the
key terms were mentioned in specific clinical populations (e.g.
cardiovascular disease, dementia etc.). Data were extracted by
N.J,J.Jand R.L.C.

Page 3 of 19



To guide the content analysis, we used and adapted the Social
Care Institute for Excellence (SCIE) logic model for inte-
grated care'’. We selected this model because it was designed to
provide a structure for integrated health and care systems to
support planning, performance monitoring, and system
improvement'“. The original logic model comprised 1) enablers,
2) components, 3) outcomes and 4) impacts. Enablers are
described as ‘contextual factors that create the pre-conditions
for integrated care’'®.  Components of integrated care are
described as ‘interventions or activities that create integration’'*.
Outcomes reflect the effect of healthcare to improve the
health status and wellbeing of patients and informal carers”.
Impact is defined by the Social Care Institute for Excellence as
‘long-term benefits that [reflect] the convention of the Triple
Aim'® — improving health and wellbeing, enhancing qual-
ity and providing best value care’’. We adapted this model to
include Donabedian’s structures and processes'® to extract fur-
ther detail on the physical components necessary to deliver
care and how care is provided and received”. Processes are
defined by Donabedian'® as descriptions of how care is
provided and received and the ways in which structures are
used. Structures are defined by Donabedian as the physical
components necessary to deliver care®.

For the analysis, a virtual whiteboard was created using
Microsoft Whiteboard (version 22.10622.110). Any men-
tion of the key terms was extracted onto a virtual sticky note.
An iterative process of discussion and analysis of each
strategy informed the mapping of relevant content onto the
adapted logic model. Themes and subthemes were then refined
in line with the study aims. Initial coding was undertaken by
R.L.C. and K.E.S. Discrepancies were resolved in discussion
with EE.M.M and S.P.
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Results

We identified strategy documents for 23 of the 42 ICSs (on
30" November 2021) published between 2015 and 2021. The
23 documents comprised a total of 2,377 pages (mean 103.3,
range 12-265). Of the 23 strategy documents identified, two did
not mention any of the key terms relating to palliative and end
of life care (Figure 1). Therefore, 21 documents were included
in the data extraction phase. The terms ‘end of their lives’
or ‘end of life’ were used most frequently (in 18 of the
21 strategies). ‘“Terminal’ was used least frequently, being men-
tioned in only one strategy document. The term ‘bereave*’
was mentioned in 15 of the 21 strategies; in eight of these the
focus was limited to bereavement after death by suicide. Six
strategies specifically highlighted palliative and end of life
care as either a priority, area of focus, or an ambition. Two
strategies mentioned key terms but without further context.
For example, one strategy included the phrase ‘palliative
care’ in a table; another used the phrase ‘support to die well’,
but in both cases there was no other contextual information.
Therefore, 19 strategies were included in the content analysis
(see Figure 2).

Of the 19 documents included in the content analysis, the
number of pages per document that included at least one
of the key terms ranged from 1 to 41. In most strategies, key
terms were not mentioned in the context of specific clinical
populations, instead palliative and end of life care was
mentioned more broadly for all populations who might
require it. Where key terms were associated with clinical
populations, these included people with cancer (n=7), dementia
(n=4), children and young people (n=3), people with respira-
tory disease (n=2), cardiovascular disease (n=1), diabetes (n=1),
and stroke (n=1).

Identification and analysis of Integrated Care System (ICS) strategies

Identification

42 Integrated Care Systems

Screening

23 ICSs had published their strategy

2 did not include any key terms

Y

v

Extraction

21 mentioned at least one key term

6 mentioned palliative and end of life care as
either a priority, area of focus or ambition.

1 strategy only mentioned
palliative care in a table

1 only mentioned ‘support to
die well’ with no other mention

v

Content

analysis

19 ICS strategies included in content analysis

Figure 1. Identification and analysis of Integrated Care System strategies.

Page 4 of 19



Enablers (12/19) Components (18/19)

e Patient choice and flexibility (11/18)
Governance and decision 0 CoomiEEeefEl,
) e Personalised/advance care planning
making (8/19) (7/18)
o Partnerships (5/8) e Support for bereaved (5/18)
e PPI/Co-produce services e Timely access to care (3/18)
(3/8) e Services accessible for patients who need
adjustments (2/18)
e Bereavement services to identify people
at risk of suicide (2/18)
e Specialist services available 24/7 (1/18), 7
days a week (1/18)
e Care provided in the most appropriate

Resources and capacity (8/19)

e Training (6/8)

e Seeking funding (3/8) settlng(l/}lS) .
e  Support bereaved carers e Access to information about EOL (1/18)

w/8) e Expand work on de-prescribing (1/18)
e Develop aplan to capture people’s
experiences of care (1/18)

Figure 2. Adapted integrated care logic model.

Enablers

The first part of the adapted logic model comprises enablers
of integrated care (see Figure 2). Enablers are described as
‘contextual factors that create the pre-conditions for integrated
care’'’. Twelve of 19 strategies included information on
enablers for palliative and end of life care.

1) Governance and decision-making
Eight of 19 strategies included enablers concerning governance

and decision-making. Five of these eight strategies emphasised
the need to work in partnership, including with hospices (5/5),
voluntary end of life organisations (such as Child Bereavement
UK) (3/5), primary care networks (2/5), local authorities (1/5),
and academic groups (1/5) to deliver palliative and end of
life care. A small number of strategies (3/8) highlighted the
need to co-produce palliative and end of life services and to
consult patients, families, and the public to understand their
preferences for care and to discuss areas for improvement.

2) Resources and capacity

Eight of 19 strategies included enablers concerning resources
and capacity. Six of these eight highlighted the need to
provide training and development to ensure staff have the
competencies and skills to meet the needs of patients and
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Structure (9/19)

Shared care records (8/9)

ReSPECT forms (3/9)

Palliative care register (1/9)

Palliative care co-ordination centre (1/9)
Access to just in case drugs via 100hr
pharmacies initiative (1/9)

e Personal health budgets rollout (1/9)

Process (9/19)

e Bereavement support for suicide within 72hrs
(2/9)

e Bereavement support for children within 10
days (1/9)

eGP register kept up to date (2/9)

e Advance care planning adopted and used to
align with National Institute for Health and
Care Excellence guidance and standards (1/9)

e EPaCCs used to allow patients to have direct
input into their care (1/9)

®  65% of patients who died placed on palliative
care register and Coordinate My Care record
completed (1/9)

® Increase the number of people with personal
care plans (1/9)

e Increased uptake of support (1/9)

Outcome (11/19)

e People die in their preferred place (10/11)
Reduce emergency department attendance
(5/11)

Improve access to services (1/11)

Reduce invasive interventions (1/11)
Reduce pain and distress (1/11)

Maximise comfort and wellbeing (1/11)
Improve quality of life (1/11)

their families/friends at the end of life. Needs identified were
training in ‘sensitive conversations’, ‘person-centred care’ and
how to identify when people are approaching end of life.

Three strategies specifically mentioned the need to actively
seek or use funding for end of life care. One service stated that
these funds would be used to ‘improve adults, children and
young people hospices and palliative care services and to
ensure the delivery of hospice outreach support to the
community’, while another ICS had already secured funding to
develop their approach to advance care planning. One strategy
recognised the need to financially support carers living with
loss or bereavement.

Components

Components of integrated care are described as ‘interventions
or activities that create integration’'®. 18 of 19 ICS strategies
included components relating to palliative and end of life care.
Most frequently these included allowing patients to have choice
and flexibility over their care (11/18) and supporting
patients to make decisions based on their personal prefer-
ences through advance care planning (7/18). Five strategies
included components focused on supporting people who were
bereaved.
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Nine of 18 strategies that included components relating to
palliative and end of life care mentioned the need for
co-ordinated end of life care, with liaison across services
and settings including voluntary, primary, secondary, and tertiary
sectors.

Structures

Nine of 19 strategies included structures of integrated palliative
and end of life care’. These are defined by Donabedian as the
physical components necessary to deliver care'”. Within eight
strategies this included shared care records including
Electronic Palliative Care Coordination Systems (EPaCCS) as
urgent care planning tools. ReSPECT (Recommended sum-
mary Plan for Emergency Care and Treatment) forms' were
highlighted by three strategies to promote advance care
planning and improve the quality of care and support patients
receive. One strategy document included the use of palliative
care registers as a standard identification tool for people
nearing the end of life. One strategy document specifically
mentioned a Palliative Care Coordination Centre to support
onward referral of patients to services such as hospice at home.

Processes

Nine of 19 strategies included processes of care. Processes
are defined by Donabedian'® as descriptions of how care is
provided and received and the ways in which structures are
used. Three ICSs provided standards for bereavement care;
two proposed that bereavement support for suicide should be
delivered within 72 hours, while another suggested bereaved
children should have access to support and information within
ten days.

Three of nine strategies that included processes of care
focused on care planning. One strategy document highlighted
the need for all partners to adopt advance care planning
to align with National Institute for Health and Care Excellence
(NICE) end of life care guidance and bereavement standards.
One specifically provided a target, that ‘65% patients who
died should be identified by GPs and placed on GP
palliative care registers and Co-ordinate My Care records
completed’.

Outcomes

Outcomes reflect the effect of healthcare to improve the health
status and wellbeing of patients and informal carers”. Eleven
of 19 strategy documents included outcomes relating to
palliative and end of life care. Most highlighted the importance
of allowing people to die in their preferred place (10/11). Five
focused on minimising emergency department attendances.
A small number of strategies mentioned additional outcomes,
such as reducing pain and distress at the end of life (1/11),
reducing invasive interventions (1/11), maximising comfort and
wellbeing (1/11) and improving quality of life (1/11).

Impact

Impact is defined by the Social Care Institute for Excellence
as ‘long-term benefits that [reflect] the convention of the
Triple Aim'® — improving health and wellbeing, enhancing
quality and providing best value care’'’. A minority of ICSs
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(5/19) described the longer-term benefits of their strategies on
the population. Four of these strategies cited equal access to
palliative and end of life care as a longer-term impact. For
example, one strategy document mentioned that ‘regardless of
borough, each patient will have access to the same level of
care’. A fifth strategy cited increased community awareness
of death and dying as a longer-term impact.

Narrative thread

While most strategies included content relating to palliative and
end of life care that could be mapped onto the adapted logic
model, for most there was poor connection between the
different elements. For example, few strategies mentioned how
their enablers or components would lead to better outcomes
for their patients, or the associated impact. Only two strate-
gies included content relating to all elements of the logic model,
and just one of these included a clear narrative thread from
enablers to impact.

Discussion

In this documentary analysis of published ICS strategies in
England, we found that most (21/23 identified) included at
least one mention of palliative and end of life care, and in six
strategies palliative and end of life care was framed as a prior-
ity. While most (19/23) strategies included elements of care
which could be mapped onto our adapted integrated care logic
model, the thread between different elements of the logic
model within individual strategies was poor.

Components of care were the most commonly included
elements of the adapted logic model, in 18 of 19 strategies.
Components focused on allowing patients to have choice and
flexibility over their care, through advance care planning,
personalised care, and care coordination. This is consistent
with previous research which identified effective models of
palliative care include: (i) coordination of palliative care across
health and social care services; and (ii) involve patients and
their families in decision making and goal setting’’. Other com-
ponents that have been identified as priorities for patients and
their families, such as timely access to care and 24/7 serv-
ices, were not mentioned”. This may reflect the lack of inclu-
sion of patients and the public in the development of ICS
strategies.

The structures that were most frequently mentioned in strategy
documents were shared care records, including Electronic
Palliative Care Coordination Systems (EPaCCS). EPaCCS are
used across England as a way of recording and sharing
information on patient preferences to enhance care coordi-
nation. EPaCCS have been shown to be useful for staff and
beneficial for patients, but strong evidence for the effectiveness
of these systems is currently lacking™.

Although most strategies included content that could be
mapped onto the adapted logic model, for most there was poor
connection between the different elements. For example, few
strategies mentioned how their enablers or components would
lead to better outcomes for their patients, or how the outcomes
would be demonstrated. For strategies to be effective, clarity
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about how the different components fit together to achieve
the desired outcomes and impact is essential'’.

A key outcome metric for many ICSs was individuals being
able to die in their preferred place. This is in keeping with
previous analysis of health strategies in England'? and reflects
a policy focus on the place of death since the 2008 End of
Life Care Strategy”. In contrast, only a small number of
ICSs mentioned outcomes such as improving pain, symptoms,
or quality of life, and no strategies mentioned how these out-
comes would be demonstrated. Routine use of patient-centred
outcome measures can help ensure the needs of patients are met
by services. By generating this data, services can show improve-
ments in service provision and help guide future healthcare
strategies and care provision*.

Shifting the balance of care into the community is an
overarching priority for ICSs. Several strategy documents
identified reducing emergency department attendances among
people approaching the end of life as a key outcome. This
was not apparent in previous analysis of health strategies in
England, and likely reflects a more recent policy and research
focus on this indicator”. Previous research found that 66%
of all health and social care costs at the end of life are attrib-
uted to hospital activity, and emergency admissions account for
71% of hospital costs in the last year of life’®. Integrated mod-
els of care that help to ensure patients’ needs are met and care
is delivered in the most appropriate setting®, may also reduce
the need for emergency care. This is a particularly important
consideration since Emergency Department visits for people
approaching the end of life are increasing?’.

We found only a few strategies mentioned the need to ensure
patients have equal access to care and outcomes at the end
of life, or any actions or recommendations to address existing
known inequities. Previous research has shown minority eth-
nic groups and individuals living in the most deprived areas
receive poorer quality of end of life care®”. Research has also
highlighted disparities in access to palliative and end of life
care services for individuals living in rural areas”, individuals
living with learning disabilities or dementia*' and the LGBT
community*>. The importance of addressing these inequalities
has been recognised in a recently published national framework
for Palliative and End of Life Care 2021-2026 by the NHS in
England*. ICSs need to recognise, acknowledge, and address
inequalities and inequities to ensure all patients and their
families and carers receive high quality care at the end of
life, and importantly that any new initiatives do not widen
the gaps. This is particularly important in light of the known
projected increase in the number of people requiring palliative
and end of life care in England and Wales™.

Several strategies mentioned the need to partner with local
communities to inform them of and co-produce local pal-
liative and end of life care services. However, there were no
mention of ‘compassionate communities’ which recognise that
‘care is not a task solely for health and social care services but
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is everyone’s responsibility’**. As outlined in the Lancet com-
mission on the Value of Death, health and social care services
should work in partnership with their wider communities to
provide care for people at the end of their lives*. PA model of
compassionate communities could be utilised by ICSs.

Just three strategies highlighted the need to co-produce
services with patients and their families/friends to enable
integrated care. The importance of this has been recognised
by the National Guidance for End of Life Care®. Individuals
accessing care and receiving services should be given an
opportunity to reflect and advise on how care is delivered,
highlight training needs and explore how resources are used?.
Benefits of patient and public involvement include improved
service design and provision and improved clinical outcomes
including quality of life®’.

Few strategies mentioned the need for adequate funding for
staff and services in palliative and end of life care. Palliative
care has been shown to be a high value intervention found to
reduce reliance on acute hospital care®*. The literature docu-
ments that funding for palliative and end of life care needs
to be a priority otherwise policy goals and recommendations
may not be met**.

Strengths and limitations

We did not include analysis of stand-alone palliative and end
of life care specific strategies that might exist within the ICSs.
Our analysis was completed at a time when ICSs were under
formation and were developing their strategies, and it is
expected that additional strategies will be published over the
next few months. It is also likely that now ICSs are required
to commission palliative care services, that their updated or
new strategies will include references to palliative and end
of life care, which may not have been captured in our analy-
ses. The timing of research such as this is challenging; too
soon risks fewer strategies to analyse, whereas too late limits
the potential impact to promote changes.

Implications

This study was designed to help guide the ongoing devel-
opment of ICS strategies to strengthen provision of pallia-
tive and end of life care as part of integrated care. Our study is
timely given the Health and Care Act (2022) now requires ICSs
to commission palliative care services (including specialist
palliative care)*’. Our adapted logic model can be used to guide
the structure of ICS strategies to strengthen commissioning
of care for people approaching the end of life. Tools to guide
the assessment of palliative care integration into health sys-
tems are also available*'” and should be considered by local
policy makers.

Conclusions

Strengthening provision of palliative and end of life care
for everyone who needs it is an evidence-based way to both
improve care for people approaching the end of life and their
families and friends, and to shift the balance of care into the
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community and reduce pressure on acute services. To support
this, ICSs should prioritise and adequately resource palliative
and end of life care services. A previous documentary analy-
sis of Health and Wellbeing Strategies in England found that
only half mentioned end of life care. The current paper shows
some progress, with most ICS strategy documents includ-
ing aspects of palliative and end of life care that could be
mapped onto our adapted logic model. But for most there was
incomplete and poor connection between the different ele-
ments. Involving patients and the public in the ongoing devel-
opment of strategies, using our adapted logic model to ensure
focus on the impacts and outcomes that are most impor-
tant, and identifying evidence-informed interventions that
achieve these, will help ensure high quality integrated care
for people approaching the end of life. ICSs should con-
tinue to monitor palliative care integration into health systems
using established tools.
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https://www.happyhealthylives.uk/
https://joinedupcarederbyshire.co.uk/
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https://www.onegloucestershire.net/
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No doubt palliative care integration assessment is a landmark field of research. We encounter
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first reviewer.

1.

Methodology section: Describe how many authors performed the data extraction.

. Results section: second paragraph, second sentence: You state key terms were not usually

mentioned in relation to a clinical population. We think it would be pertinent to complement
this statement by giving a general idea of in what context key terms were generally
mentioned in the documents.

. Results section: You don't mention if the strategies make any mention in regards to

compassionate communities. It is notable to us as foreign experts that these documents
don't mention them under the governance item, given that the UK is a public health world
leader and this is a milestone integration initiative. Maybe it will be worth making a
comment in the discussion about this finding.

. Result section: You don't mention if any of the strategies propose a time frame to be

accomplished or a follow-up process to ascertain its implementation. We think these
characteristics are key to examining the strategies' structure and an improvement
opportunity you could point out in the discussion.

. Result section: The definition of the impact component should be given in the

methodological section.

. Result section: Add the publication years of the ICSs. The time frame of publication of the

documents validates their comparability and depicts possible tendencies. Knowing the
document's year of publication could provide an overview of the evolution of these
documents towards or against palliative care integration. This information will also better
explain your statements on the limitations section where you make a reference to the ICSs
recent development albeit the document's temporality isn't reported. Further the
information in this matter could be easily presented in a figure.

. Discussion section: On the results you mention only three strategies (15%) state a funding

component. The lack of a financial component is a weakness of the strategies, given it has
been documented how the competition for resources and their shortage are an obstacle for
the implementation of palliative care strategies. We recommend you develop/underline the
implication of your result in the discussion section.(DOL:
https://doi.org/10.1016/j.healthpol.2013.07.016" &
DOIL:https://doi.org/10.1016/j.healthpol.2022.01.0112)
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8. Discussion section or Strength and limitations section: We think readers will want to
replicate your methodology to assess their own country's policy level of integration. To
better explain its usefulness, we think it would be ideal if you compare the pros and cons of
your methodology to the ATLANTES” proposal on palliative care integration assessment.
(DOL:https://doi.org/10.1186/512904-021-00728-2> &
DOILhttps://doi.org/10.3390/ijerph182010753%)

9. Conclusion section: We suggest you incorporate the utmost important changes of our
feedback in your conclusions.
We acknowledge the word count may limit our suggestions' full incorporation. Please discuss and
consider them as you believe they better serve your paper's objective.
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We confirm that we have read this submission and believe that we have an appropriate level
of expertise to confirm that it is of an acceptable scientific standard, however we have
significant reservations, as outlined above.

Rachel Chambers, King's College, London, UK

Thank you to the reviewers for their comments and feedback on our paper. We address
each of their comments in turn below.

1) Methodology section: Describe how many authors performed the data extraction.
We have now added the following sentence to the methodology section: Data were extracted
by N.J, J.J and R.L.C. See methods (data extraction and analysis), page 5, paragraph 2

2) Results section: second paragraph, second sentence: You state key terms were not
usually mentioned in relation to a clinical population. We think it would be pertinent
to complement this statement by giving a general idea of in what context key terms
were generally mentioned in the documents. Thank you. We have amended the
paragraph for clarification: In most strategies, key terms were not mentioned in the context of
specific clinical populations, instead palliative and end of life care was mentioned more broadly
for all populations who might require it. See results, page 6, paragraph 1

3) Results section: You don't mention if the strategies make any mention in regards to
compassionate communities. It is notable to us as foreign experts that these
documents don't mention them under the governance item, given that the UK is a
public health world leader and this is a milestone integration initiative. Maybe it will
be worth making a comment in the discussion about this finding. Thank you for this
suggestion. We have added the following into the discussion: Several strategies mentioned
the need to partner with local communities to inform them of and co-produce local palliative and
end of life care services. However, there were no mention of ‘compassionate communities’ which
recognise that ‘care is not a task solely for health and social care services but is everyone’s
responsibility’ (Compassionate Communities 2021 (nihr.ac.uk). As outlined in the Lancet
commission on the Value of Death, health and social care services should work in partnership
with their wider communities to provide care for people at the end of their lives (Report of the
Lancet Commission on the Value of Death: bringing death back into life - The Lancet). A
model of compassionate communities could be utilised by ICSs. See discussion, page 10,
paragraph 2

4) Results section: The definition of the impact component should be given in the
methodological Thank you for this suggestion. We included the definition of each
component in the methods section: To guide the content analysis, we used and adapted the
Social Care Institute for Excellence (SCIE) logic model for integrated care 4. We selected this
model because it was designed to provide a structure for integrated health and care systems to
support planning, performance monitoring, and system improvement 4. The original logic
model comprised 1) enablers, 2) components, 3) outcomes and 4) impacts. Enablers are described
as ‘contextual factors that create the pre-conditions for integrated care’ 4. Components of
integrated care are described as ‘interventions or activities that create integration’ 4. Outcomes
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reflect the effect of healthcare to improve the health status and wellbeing of patients and
informal carers 6. Impact is defined by the Social Care Institute for Excellence as ‘long-term
benefits that [reflect] the convention of the Triple Aim 8 - improving health and wellbeing,
enhancing quality and providing best value care’ '°. We adapted this model to include
Donabedian’s structures and processes '° to extract further detail on the physical components
necessary to deliver care and how care is provided and received 6. Processes are defined by
Donabedian 6 as descriptions of how care is provided and received and the ways in which
structures are used. Structures are defined by Donabedian as the physical components necessary
to deliver care’®. See methods (data extraction and analysis), page 5, paragraph 2

5) Result section: Add the publication years of the ICSs. The time frame of publication
of the documents validates their comparability and depicts possible tendencies.
Knowing the document's year of publication could provide an overview of the
evolution of these documents towards or against palliative care integration. This
information will also better explain your statements on the limitations section where
you make a reference to the ICSs recent development albeit the document's
temporality isn't reported. Further the information in this matter could be easily
presented in a figure. Thank you. We have added in the following information: We
identified strategy documents for 23 of the 42 ICSs (on 30th November 2021) published between
2015 and 2021. See results, page 5, paragraph 1

6) Discussion section: On the results you mention only three strategies (15%) state a
funding component. The lack of a financial component is a weakness of the strategies,
given it has been documented how the competition for resources and their shortage
are an obstacle for the implementation of palliative care strategies. We recommend
you develop/underline the implication of your result in the discussion section.(DOI:
https://doi.org/10.1016/j.healthpol.2013.07.0161 &
DOI:https://doi.org/10.1016/j.healthpol.2022.01.0112) Thank you for this suggestion and
for providing references to support the statements made. We have added the following
paragraph to the discussion: Few strategies mentioned the need for adequate funding for staff
and services in palliative and end of life care. Palliative care has been shown to be a high value
intervention found to reduce reliance on acute hospital care 6- 8. The literature documents that
funding for palliative and end of life care needs to be a priority otherwise policy goals and
recommendations may not be met (May et al, 2014; Xiao et al, 2022). See discussion, page 10,
paragraph 4

7) Discussion section or Strength and limitations section: We think readers will want
to replicate your methodology to assess their own country's policy level of
integration. To better explain its usefulness, we think it would be ideal if you compare
the pros and cons of your methodology to the ATLANTES™ proposal on palliative care
integration assessment. (DOIL:https://doi.org/10.1186/s12904-021-00728-z3

& DOI:https://doi.org/10.3390/ijerph1820107534) Thank you for this suggestion. We have
added in the following into the implications section of the paper: This study was designed to
help guide the ongoing development of ICS strategies to strengthen provision of palliative and
end of life care as part of integrated care. Our study is timely given the Health and Care Act
(2022) now requires ICSs to commission palliative care services (including specialist palliative
care) 34. Our adapted logic model can be used to guide the structure of ICS strategies to
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strengthen commissioning of care for people approaching the end of life. Tools to guide the
assessment of palliative care integration into health systems are also available and should be
considered by local policy makers (Arias-Casais et al, 2021; Sanchez-Cardenas et al, 2021). See
implications, page 11, paragraph 1

8) Conclusion section: We suggest you incorporate the utmost important changes of
our feedback in your conclusions. Thank you. We have amended the conclusion:
Strengthening provision of palliative and end of life care for everyone who needs it is an evidence-
based way to both improve care for people approaching the end of life and their families and
friends, and to shift the balance of care into the community and reduce pressure on acute
services. To support this, ICSs should prioritise and adequately resource palliative and end of life
care services. A previous documentary analysis of Health and Wellbeing Strategies in England
found that only half mentioned end of life care. The current paper shows some progress, with
most ICS strategy documents including aspects of palliative and end of life care that could be
mapped onto our adapted logic model. But, for most there was incomplete and poor connection
between the different elements. Involving patients and the public in the ongoing development of
strategies, using our adapted logic model to ensure focus on the impacts and outcomes that are
most important, and identifying evidence-informed interventions that achieve these, will help
ensure high quality integrated care for people approaching the end of life. ICSs should continue
to monitor palliative care integration into health systems using established tools. See
conclusions, page 11, paragraph 1

Competing Interests: No competing interests were disclosed.
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original work is properly cited.
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Sarah Scobie
Nuffield, Trust, London, UK

Thank you for the opportunity to review this paper, which is timely given the recent launch of
integrated care boards, and their statutory duty to plan for end of life care.

The methodology used, analysis and conclusions are reasonable.
I have a few suggestions for amendments which may improve the paper.
Introduction, third paragraph: now that integrated care boards have superseded integrated care

systems, the first part of the paragraph needs to move into the past tense (“ICSs were non-
statutory...”, “They aimed to...") and the second part needs to refer to ICBs which are the statutory
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organisations.

Introduction, fourth paragraph: I would include the timing of the study (“..included in ICS strategy
documents, as of the end of November 2021...". Although it's in the methods I think this is an
important part of the context.

Figure 2: is it possible to improve the resolution and/or text size of this? It is hard to read.

Discussion, second paragraph: I would add here that very few of the plans refer to components
which we know are priorities for patients and families, timely access to care (pain relief for
example) and 24/7 services. And perhaps point out the lack of focus on PPI shows in the
components included in plans. This would then also tie into your paragraph on outcomes.

Strengths and limitations: given the previous analyses of strategies you have done (refs 4 and 12),
could you comment here on the extent to which you think the evolving state of ICSs affects the
results?

Conclusions: again linking to the previous analyses you have done, could you comment here on
whether there has been progress - is there any sign that ICBs might do this better (this might fit
better in the implications).

Is the work clearly and accurately presented and does it cite the current literature?
Yes

Is the study design appropriate and is the work technically sound?
Yes

Are sufficient details of methods and analysis provided to allow replication by others?
Yes

If applicable, is the statistical analysis and its interpretation appropriate?
Not applicable

Are all the source data underlying the results available to ensure full reproducibility?
Yes

Are the conclusions drawn adequately supported by the results?
Yes

Competing Interests: No competing interests were disclosed.
Reviewer Expertise: Health services research

I confirm that I have read this submission and believe that I have an appropriate level of
expertise to confirm that it is of an acceptable scientific standard.

Author Response 21 Dec 2022
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Rachel Chambers, King's College, London, UK

Thank you to the reviewer for their comments and feedback on our paper. We address each
of Sarah's comments in turn below.

1) Introduction, third paragraph: now that integrated care boards have superseded
integrated care systems, the first part of the paragraph needs to move into the past
tense (“ICSs were non-statutory...”, “They aimed to...”) and the second part needs to
refer to ICBs which are the statutory organisations. Thank you for your comment. We
have now amended the paragraph which now reads as: In England, the NHS Long Term Plan
(2019) aimed to improve the integration of care through the establishment of Integrated Care
Systems (ICSs) 10. ICSs were non-statutory partnerships between NHS commissioners, local
authorities and other stakeholders who planned health and provided services within specified
geographical areas 7. They aimed to improve the health of their populations by offering
coordinated and efficient services 1" . In total, 42 ICSs were established, which cover the whole
geographical area of England (each with a population size of approximately 1-3 million people)
1T, ICSs became statutory organisations in July 2022. While there are good reasons for ICSs to
include palliative and end of life care in their strategies, previous research has found that
palliative care is infrequently a policy priority % 2. See introduction, page 2, paragraph 3

2) Introduction, fourth paragraph: I would include the timing of the study (“..included
in ICS strategy documents, as of the end of November 2021...”. Although it’s in the
methods I think this is an important part of the context. We have now added your
suggestion to the fourth paragraph: We aimed to understand whether and how palliative and
end of life care was included in ICS strategy documents, and to consider priorities for
strengthening this. Searches for ICS strategy documents were completed on 30th November 2021.
See introduction, page 3, paragraph 2

3) Figure 2: is it possible to improve the resolution and/or text size of this? It is hard to
read We will work with Health Open Research to ensure the resolution and/or text size are
improved in the published version.

4) Discussion, second paragraph: I would add here that very few of the plans refer to
components which we know are priorities for patients and families, timely access to
care (pain relief for example) and 24/7 services. And perhaps point out the lack of
focus on PPI shows in the components included in plans. This would then also tie into
your paragraph on outcomes. Thank you for this suggestion. We have amended the
paragraph which now reads as: Components of care were the most commonly included
elements of the adapted logic model, in 18 of 19 strategies. Components focused on allowing
patients to have choice and flexibility over their care, through advance care planning,
personalised care, and care coordination. This is consistent with previous research which
identified effective models of palliative care include: (i) coordination of palliative care across
health and social care services; and (ii) involve patients and their families in decision making and
goal setting 20 . Other components that have been identified as priorities for patients and their
families, such as timely access to care and 24/7 services, were not mentioned (Pask et al, 2022).
This may reflect the lack of inclusion of patients and the public in the development of ICS
strategies. See discussion, page 8-9, paragraph 2
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5) Strengths and limitations: given the previous analyses of strategies you have done
(refs 4 and 12), could you comment here on the extent to which you think the evolving
state of ICSs affects the results? We have added additional detail to the strengths and
limitations section: We did not include analysis of stand-alone palliative and end of life care
specific strategies that might exist within the ICSs. Our analysis was completed at a time when
ICSs were under formation and were developing their strategies, and it is expected that
additional strategies will be published over the next few months. It is also likely that now ICSs are
required to commission palliative care services, that their updated or new strategies will include
references to palliative and end of life care, which may not have been captured in our analyses.
The timing of research such as this is challenging; too soon risks fewer strategies to analyse,
whereas too late limits the potential impact to promote changes. See strengths and limitations,
page 10, paragraph 1

6) Conclusions: again linking to the previous analyses you have done, could you
comment here on whether there has been progress - is there any sign that ICBs might
do this better (this might fit better in the implications). Thank you. We have added
additional detail to the conclusions: Strengthening provision of palliative and end of life care
for everyone who needs it is an evidence-based way to both improve care for people approaching
the end of life and their families and friends, and to shift the balance of care into the community
and reduce pressure on acute services. To support this, ICSs should prioritise and adequately
resource palliative and end of life care services. A previous documentary analysis of Health and
Wellbeing Strategies in England found that only half mentioned end of life care. The current
paper shows some progress, with most ICS strategy documents including aspects of palliative
and end of life care that could be mapped onto our adapted logic model. But, for most there was
incomplete and poor connection between the different elements. Involving patients and the
public in the ongoing development of strategies, using our adapted logic model to ensure focus
on the impacts and outcomes that are most important, and identifying evidence-informed
interventions that achieve these, will help ensure high quality integrated care for people
approaching the end of life. ICSs should continue to monitor palliative care integration into
health systems using established tools. See conclusions, page 11, paragraph 1

Competing Interests: No competing interests were disclosed.

Page 19 of 19



