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Abstract

Background

In Englandas in other European and Normerican countries people are living longer with more
complex cemorbidities requiring clearer guidance be given the delivery of scarcguublic

resourcedo fund health and social car@he global rankings of End of Life G&®LCput together

by the Economist Intelligence Un{ElU)ates EnglisiEOLGerviceanore highly than any other

country (BU 2015) A key contributory factor, pushing England to this top ranking, is the existence of
what is seen as a robust EQpolicy. Yetwhilst there is strong agreement in most policy documents
as to what determines good practice around EQLéhtre for Health and Social Care Research

2016) there is little analysis or discussion as to how policy contributes to improved practice, both in

terms ofcontinual improvemenbf guidanceand the process by whidhis trandated into practice.

Aims and Objectives
This study exploEOLGtrategy and Policy in England (both national and local). $taskhat
extent national policys effective innfluendngand guidnglocal practice to help ensure that care is
of a consistently good qualitfivotal to gaining a clearer understang of how policy works in
practice was the interrogation of:

i) the key contextual factors that needed to be in place in order for&®licy to be

effectively enacted
i) how well aligned policy ambitions were with the differing priorities and perspectif/es o

stakeholders

Methodology
The studyfollowed a Realist Evaluatio(RE)methodology (Pawson and Tilley 19@nd wasdivided
into two phases:
i) Scoping study; compromising a literature review andid-Blepth interviews with
professionals involved itme creaion of EQ.Cpolicy.
i) Case studies of three Clinical Commissioning Groups (CCGs); comprising documentary

analysis, meeting observation and @edepth interviews with 4 key stakeholder groups.



Results

This study reveals the key contextual factors which need to be in pl&€d @ olicy is to be

effectively implemented LYy fAYyS GAGK t I ¢&2y Chasedrelocatedatth®2 y OS LJi
levels of: individual capabilities and characteristioterpersonal relationship®rganisational

settings and infrastructural settings.

The findinggprovide insight into the rapidly changing policy environment, the rising local inequalities
and the impact that ongoing NHS organisational change has on both issiamng and service
provision. The sense of fragmentation and the way services have built up, piecemeal, over the years

is noted, as is the tendency to accept and replicate historical patterns of commissioning.

The narratives from different stakeholdewffer insight into the degree to which their attitudes,
opinions and needs align with those articulated in policy statemenisiritthe areas of significant
misalignment that the challenges liearticularly noteworthy was thdivisionbetween the delery
of clinical/transactional caren the one handvhich was generallfelt to be d high qualityand
relational/social care on the otherwhich though seen as a priorityy patients and relativesvas

undervalued and overlookeat a system level.

Discussion

This piece of research was ambitious in its scope and revéadduauge levels of complexity involved
in implementing effective EQ@lpolicy.EOICoperates across multiple settings and sectans!
findingsreinforce the impossibility of arriving a neat set of conclusions, where inputs can be

causally linked to outputs.

The apirations of EQLpolicy, in as far as it lays out an acceptable vision of what good patient
centred care looks like at thend of life, were largely found to be acceptab¥tetwithin the
different contextuallandscape of each case stuitigre wasevidence ofdisparities in the scale of
localprovision, leading to increasinigequalities Whilstexamples oexcellent practicerevail
runningalongsideheseare insanceswherethe needsof individuals and communitiesre
marginalised and overlooked. At the core of this dislocation idatle ofrigorous planning and
strategy in the waervices are prioritised and valued. At ted of life (EOLvo key priorities are
signalled The firstis theclinical imperative to ensurthat patients arepain free and hae their
symptoms controlledndthe secondrelates to relational careto ensurethat patients are treated

with kindness, compassion and digniyhilstmostrespondents in the research were confidghat
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goodclinicalcarewas generally receivetthere was considerablyless assurancthat adequate levels
of relational care could be guaranteededressing the imbalandetweenhealth needs on the one
hand and social care needs on the otiea major task and one whichgently needs to be

addressed.

Recommendations
Meeting thechallengeto establish closer alignment between health and socia ealt involve input
at multiple structural levels including policy change, structural alignment of services, public

education,improvedtraining and staff supportparticularly for soal care staff
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Glossary of Terms

Advance Care Plan An ACP is a written statement that sets out an individual's wishes, beliefs, values

(ACP)

and preferences about future care. An ACP provides a guide to help healthcare
professionals and anyone else who might have to make decisions about care and are
particularly valuable if a patient is too unwell to make decisions or to communicate
them.

Best practice

Practice based on the best available evidence.

Case study

An empirical inguiry that investigates a phenomenon within its real-life context. The
investigation only includes a small number of cases but studies these in significant
depth.

Clinical
Commissioning
Groups [CCGs)

CCGs were created following the Health and Social Care Actin 2012 and replaced
Primary Care Trusts on 1 April 2013. They are clinically led statutory NHS bodies
responsible for the planning and commissioning of health care services for their local
area. From April 2020 CCGs across the country face 'constitution change, merger or
dissolution’ (NHS England, 2019). By 2021 the intention is that integrated care
systems (1C5s) will be rolled out 'growing out of the current network of sustainability
and transformation partnerships (STPs)".

Commissioning

The concept of commissioning was introduced into the NHW in the 1990s when
reform separated the purchasing of services from service delivery, creating an
internal market. Cormnmissioning in the NH5 comprises a range of activities including:
assessing need, planning services, procuring services and monitoring guality.

Configuration Patterns of context-mechanism-outcome, ‘if-then’, propaositions that vary in degree
of abstraction and specification (Pawson & Tilley 1997; Pawson 2013).

Conjecture Hypothesised or inferred propositions.

Context Complex layered conditions which influence the success or failure of different
interventions or programmes (Pawson, 2013).

Continuing MHS continuing health care funding is the name given to care and support which is

Health Care arranged and paid for by the NHS. It is intended for people who have ongoing

(CHC) health care needs and may include social care costs which would normally be paid

for by an individual or the council. Fastrack CHC is assigned to individuals with a
rapidly deteriorating condition that may be entering a terminal phase.

[cMmce)

Coordinate My Care

CMC is a clinical service that holds patient care plans. These are electronic forms
completed by a patient with their healthcare professional. It records the patient’s
wishes and preferences for their treatment and care to allow them to live well in
their last stages of life. There are a wide range of Electronic Palliative Care
Coordination Systems used nationally though at the time of fieldwork (2018) CMC
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Critical realism

A philosophy of science which distinguishes between the ‘real’ world and the
‘observable’ world (McEvoy ERichards, 2006) and presents an interface between the
‘natural’ and the “social” world.

End of Life Care
(EOLC)

Refers to the health and relational (social) care provided for a person with a terminal
condition that has become advanced, progressive and/or incurable. Within the MHS
it is often used to refer to what clinicians suspect to be the last 12 months of life.

Hypothesis

A starting point in an investigation which posits how something works. In realist
terms a hypothesis describes, “what might work for whom in what circumstances”
(Pawson & Tilley, 1997).

Mechanisms

Mechanisms are the ‘engines of explanation’ (Pawson 2006) — they explain how
contextual factors work to trigger particular outcomes and focus on the things that
influence the behaviour or peaple ("the agents of change’).

Middle-Range Middle-Range Theory provides a limited set of assumptions from which specific

Theory [MRT) hypothesis may be logically derived and confirmed by empirical investigation. They
demand a certain level of abstraction yet remain close enough to cbhserved data to
allow for them to be incorporated into propositions that permit empirical testing
(Merton, 1967 p.39).

Outcomes In realist terms if the right contextual factors are in place to trigger identified

mechanisms then outcomes will result which indicate the perceived success of the
programme. Realism allows for a range of levels of impact, covering intermediate
outputs and longer-term outcomes.

Palliative Care (PC)

Falliative care encompasses end of |ife care but is more holistic, focussing on
improving the guality of life and guality of care for patients, families and carers. The
focus is on: the prevention of relief and suffering; communication about goals of
care; early identification and assessment; attention to physical, psychological,
environmental and spiritual aspects of care.

Proposition

A statement that can be tested to affirm or dispute how something works.

Realist Evaluation
(RE}

A theory-driven approach which "supposes that regularities in the patterning of
social activities are brought about by the underlying mechanism constituted by
people's reasoning and the resources they are able to summon in a particular
context” (Pawson & Tilley, 1997:220).

Sustainability and
Transformation
Partnerships (STPs

In 2016, MH5 organisations and local councils joined forces in every part of England
to develop proposals for improved health and care. They formed new partnerships —
known as sustainability and transformation partnerships (5TPs) — to run services in a
more coordinated way, to agree system-wide priorities, and to plan collectively how
to improve residents’ day-to-day health. Typically, each STP is made up of CCGs,
local authorities and other voluntary organisations.
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Chapter 1: Introduction and overview

Reports from researchers, regulators, journalists, patients and their carers suggest that for many,
End of Life Care (EOLC) continues to be delivered reactively rather than proactively, particularly in
the acute hospital settingyollaston 2015)Stories @ intrusive medical intervention being delivered

to frail patients, at the end of life, are all too common. The impact of poor experiences of end of life
care is profound, not just for the dying person, but on the families, carers and professionals around
them. Whilst a string of strategy repor{®epartment of Health 2008; NPELCP 2015; Department of
Health 2014; Wollaston 2016yer the last decade have laid out aspirations for good care,
responsive to individual needs and preferences, atliheé of Life (EOLare Quality Commission
(2016)datareveal huge variability in prasion. This study will explor&OLGtrategy andpolicy in
England (both national and local). It will ask to what extent national policy influences and guides
local practice to help ensure that care is of a consistently good quality. Throughtodss of local
practice based around threeQGsthe research will examine what good EOLC means to a variety of
stakeholders (policy, clinicians, patients and carers) and will look at the role national policy has in

shaping outcomes at a local level.

This chapter provides an insight into the motivation behind the studyresents an overview of the

thesis, introduces the key themes areflects on howfindings can inform betteEOLGn the future

A comment on the language and style

This dissertation is writtenn parts,in the first person. Although this sets it apart from much
academic writing, there is a recognised tradition within qualitative approaches of using this style of
writing (Gilgun 2005)In my role as a qualitative researcher carrying ioedepth interviews with
vulnerable people I believe that using the first peré®a necessary device to allowe to

authentically and legitimately represémy views along with the perspectives and the experiences
of my respondentsAll partigpantshave been anonymisegiwith fictionalnames used to refer to

patients and carers

1.1 Motivation for the study

I have spenthirty years working in healthelated social researcind for a number of these was

non-executive director on East Sussex Downs and Weald Primary Care Trust. In this capacity, one of
20
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with considering applications for drugs and interventions that were not approved by the National
Institute of Clinical Excellen¢ICEjand would often involveequests forconsiderable sums of

money. Typically, we were asked to comsitlndingfor cancer druggostingsomething in the

region of £5680K, for treatments where the expectation was that life may be extended by a few
months. In the criteria used to assess the validity of the application age was not a consideration
Insteadg S NB Gquaity & Realngside a rather opaque and poorly articulated value for

money metric Oftenfunding would be agreed and ethical and moral questions around probity and
equity remained unvoiced. At &same time in 2004, following a car aent, | found myself

recovering in a hospital bed on a general orthopaedic ward in an East Sussex Hospital. Nursing a
head injury and broken bones | lay, idly observing life on the ward. During this period of enforced
ethnographic study, my attention wasalvn to an old woman who lay in the bed opposite. Neither

of us were able to get out of bed so conversation was never a possibility, she had no visitors and her
presence seemed to be little felt on the ward. But in my waking hours | would watch as kg trol

with her meals was put in front of her. Her frail hand would reach out and grapple to get leverage on
the spoon, followed by painful and shaky manoeuvring towards her mouth. Occasionally small
guantities of food would safely reach their target, but igally after a number of false starthe

spoon would fall from her hand onto the bed and a small shudder would signal her resignation that

the meal was over.

When one morning the nurses appeared to draw the curtains around her loedyl | remember the
huge sense of indignation that so little attention should be paid to someone &@ieWhere is the
equity, | asked myself, in a system which on the one leamdlesshagrees to the funding of hugely
expensive drugs to possibly extend life by a fewenmonths, but on the other hand pays no
attention to basic social/relational care for a frail dying old lady? Whilst this story is clearly no more
than anecdote and | doot claim that ethnographic evidence offered by someone suffering a head
injury shouldbe used to tell a wider storyit highlightedthe disparities, commented on by other
observergBarker et al. 2014petween health and social care and the way that curative medicine is
at times privileged over sociahd relational car¢Heath 2016; Barker et al. 2014he experience

led me to ask how national policpuld be used to begin to provide a clearer framework and
guidance through which all stakeholdex@an bemade more aware of the impact that one funding
decision has on another and through this can begin to play a more informed and active part in

planning for EQC
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steers his readethrough the tensions of being a surgeon at a hospital in Bo&l&# As a doctor

trained to save and extend livée talks otthe cultural tensions that arise around preference and

choice at theEOLHe refers particularly to higrandfather in India, mabled to ride out on his horse

into his old age, who he compares with his American grandméti&aw, Alice,confined to an old

LIS2 L SQ& K2YS 6KSNB KS & dz3 wéra sirippeki®iNheAnthR S LISY RSy O &
industrialised Westhe contendsour elderlyare cosseted bg culture that abhors risind

consequentiytakes away independence in its drive to reduce slips and.trips

lona Heath, a London based former GP highlights the tensions that society faces in its attempts to
grapple on theone hand with what technology and science enables us taadioeal and extend life,
and on the other the need to nurture and share our common humghisath2016) The human
experience, she argues, must be seen in all its unique complexity and noreth$ihe reductive
nature of evidencébased medicine. The body is a lived subject, rather than a passive objeist and

not necessarily compliant with a set of standard solutiidsath 2016)

In addition toclinical skill€linicians must also be abie listen toandrespond on a human levgb
give hope and sometimes simply to be a witness to the courage and endurance shown by their
patients.Such thinking was mirrored in the findings of the Francis Inquiry (Francis Z0&2).
summary of thanquiryinto the failings of care provideghargely to older peoplgat Mid

Staffordshire hospital between 2005 and 2009, described a crisis in compassionate care where
system pressures and lack of staff supporeated a stressed system where malpractice waddrid

from view and some staff lost sight of the value of empathetic, kind interactions with their patients.

Heath(2016)lays down a strong challenge to medics, encouratiieg) not to live exclusively in the

realm of the rational but to engender humanity the way they communicate with patients:

Today, evidencbased medicine is used to drive definitions of clinical quality that involve insufficient
doubt, and this has become difficult to question because the aim is so worthy. Nonetheless, such
unidimersional means are damaging because they propagate an intensely normative and objectifying
view of what it means to be healthy and of what human life and healthcare should be. We need more

breadth, more balance, and more doubt and only then will our consuitgcohere(Heath 2016 p.3)
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Many of the themes emergingere are mirrored in the aspirations &OL@olicy which contends
services need better integration across health and socialwihea rebalancing of resources and
support across the acute and community sectors, bolstering primary and community care and taking
some of the pressure from acute hosgls. The growing complexity and increasing resource
implications of EOLC mean that ensurihg elderly receive good quality, empathetic care, delivered

in a timely fashion must be the responsibilitall.

1.2 Research questions and rati@al

The intention to focus on the relevance and impact of policy is prompted by the supposition that
there is a lack of analysis in the literature exploring these isSiresglobal rankings &OL@ut
together by the Economist Intelligence U¢iIU)rates BglishEOL@ractice more highly than any
other country. A key contributory factor, pushing England to this top ranking, is the existence of
what is seen as a robuBlOLQolicy. Yetwhilst there is agreement in most policy documents as to
what determines good practice arouitDLECentre for Health and Social Care Research 2016)
there is little analysis or discussiohhow policy contributes to improved practice, both in terms of

examination of the content of policy and the process by which paolicy is transferred into practice.

Although a number of commentators have looked at issues of resource allocation in rédation

ethics and justicéMcMillan et al. 2006)little attention has been paid to the influence of

government policy and how this impacts tire way different services are funded and accessed
increasing amounts of the health care budget are spent on drugs and interventions to prolpng life
does ths mean less money is available for example, for relational care provided by nurses and health
care assistants? How does the size of one pot of funds influence another? Although such

considerations may be valithe methods and processes used for allocgtinnds remain obscure.

In the UK as in other European and North American countries people are living longer with more
complex caemorbidities requiring that clearer guidance be given relating to the delivery of scarcer
resources. The average age of deat the UKcontinues to increase; two thirds of deaths now occur
at over 75 yearswith male life expectancy from birth averaging 39ears and females 82(Office
for National Statistics 2019550meg2013b)predicts that between 2012030 the number of deaths
in England wiltiseby 17% to nearly 600,000. Such figunesanthat the issues confronted IEOLC
particularlyin the light of the 2020 Cowti9 epidemicare likely to intensify over the next two
decades and the importance of clear policy to support growing demands on natizaalrces and
infrastructure will intensify.
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In the light of increasing pressureséacby the! Y KSIF f 6K aeadSy | waidsSL
FOGA2Y A& dfNHEeBvweKet & 20057 ReR&l B Qction articulated in the NHS five year
forward view(NHS England 2014aentified £22billion of productivity improvements by 2020/21.

Making change happen will require a fundamental shift in appreacil levels

Through an exploration of literature, a deep dive into |de@IL@ractice, and interrogation of the
perspectives of different stakeholders, this study will ask how closely aligned national policy is with
local practice andhterrogatethe different perspectives of those most closely involved in the

delivery of services and receipt of care.

Primary research question:
How des English nationglolicy and strategand theway it is interpreted by the key stakeholders,
help guide and determine local practiceB®ICandbring about equitable delivery of good quality

care?

Secondary research questions:

1 What are the enablers and challenges to enacting nati@@iL@olicy?

T How is policy arrived at and is there awplicit or implicitheory behind the
policy?

1 How are decisions around cost and benefit variously understood and assessed
by the key stakeholders (patients, families and carers, clinicians, commissioners
and policy makers)?

1 How do the perspectiveand prioritiesof the key stakeholders vary (policy,
clinicians, commissioners, patients, family/carers)?

T What more could belone at national level to drive and guide good practice?

1.3 Organisation of the study

The thesis is organised inééght chapters

Chapter 1 Introduction. Provides an overview armbntext to the thesis and presents a personal
perspective sharing my motivation to get involved in this area of work. The research questions are
introduced.

Chapter2: An overview of the literature.This chapter begins with a look at definitions of EOLC,
palliative care and policy. It considers the key barriers and enablers to providing good EOLC as
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presented in UK and international literature. The narrative is structured through interrogatitwe of
different systemevek: macro, meso and micro.

Chapter3: EOLCare in EnglandChapterthree explaesthe development of EnglisBOL(olicy
over the last two decadeandlooks critically at policy content and the response to pdhioth from
researchers and practitionert considers how policy entmgent has been facilitated by resource
and infrastructural alignmerdnd reflects on the challenges in determining budgets, particularly in
relation to their relative allocation across health and social care.

Chapter4: Methodology and method.This chapteexamines the theoretical underpinning of the
work, seeking to justify the veracity of locating the work withirealist evaluatior(RE)Yramework
using case studies asreeans ofgatheringin-depth context related datarhe second part of the
chapter loks at theresearch governance process and details the method of selection of case study
sites.

Chapter5: Findingsfrom phaseone. Phase one of the studyas based oimterviews with
professionalsnstrumental inthe development of EnglisBOL@olicy.Findings from the scoping
study are used tput together a conjectured theonwhich forms the hsis for further testing in
phasetwo.

Chapter 6 Findings from phaséwo (casestudies). Chapter six looks at findings frorase studies
conducted in three London bas&@CGgeach located in a differersustainability and transformation
plan (STPpotprint). It compareghe experiencesand viewsof commissioners, service managers,
clinicians, patients and carers acrak§erent services and settingBiscussion ifamed within the
conjecturedcontext, mechanism, outcomé€MO3 developed following the scopirgjudy; seven
revised CMOs are presemtat the conclusion of chaptesix

Chapter 7 DiscussionThis chaptedevelops a revised programme thedRPTexplolingthe
underlying mechanisms within each of the revised CMOspaoploses threemid range theories
(MRTS) to support conceptualisatiofthe data

Chapter 8 ConclusiorHerethe research questionare reviewedandthe key findingssummarisedA
reflexive account of the methods usexdprovidedand recommendationfor policy, practice and

research are made.

1.4 ChapterSummary

This chapter has presented an overview of the study and provided a personal insight into my

motivation to research the subject. It has articulated the research questindslescribed the

organisation of the thesidVhilst it appears there is broad agreement within policy documestt

what good care looks like, evidence put forward by CQC (2016) and a number of other government
25



enquiries (Francis 201Berwick 2013; Keogh 2018)ggests thamaking surdghese crucial building

blocksare routinely in placeemains a challenge.

26



Chapter2: Overview of literature

This chapter begins with a look dgfinitions of EOLC, palliative care and policy. It will then
consider the key barriers and enablers to providing good EOLC as presented in English and
international literature. The narrative is structured through interrogationhaf different system
leves, meso, macro anchicro. A methodof narrative review (Greenhalgh et al 20118)
presented in section 4.2.1,.Was used to explore the literatusgith the intention of highlighing
the key thenes relating to the use of EOLC policy sinceartreduction of the first national

policy in 2008A narrative review, like a realist review, is naturally broader than traditional
Cochrane type reviews. Rather than looking for sweeping generalisations of what works in any
circumstance the focus is on evaluating confenechanisms and outcomes at rr@hge level
(Gough, 2013). The aim of the review was to provide the building blocks that would lead to a
more complete understanding of the body of knowledge around the effectiveness of

interventions to support patientsta&eOL, with specific reference to the role of policy.
2.1 Definitions

2.1.1 End of Life Care
The definition oEOLQ@ised throughout this thesis is taken from the 2008 End of Life Strébddy
2008)which states thaEOLGs that which:

Helps all those with advanced, progressive, incurable illness to live as well asposditihey die. It
enables the supportive and palliative care needs of both patient and family to be identified and met
throughout the last phase of life and into bereavement. It includes management of pain and other

symptoms and provision of psycholadjcsocial, spiritual and practical support (DH 2008. p.47).

EOLC caraims to help people to live for as long as possible and may include clinical treatment,
however the relative clinical benefits of treatment are measured against the importance of
maintaining dignity and respect; psychological/emotional side effects should be considered
alongsidehe patientQwishes.The way patients are treated, and the kind of clinical or social care
they receive will vary depending on how much longer the patieexpected to live; a question
which is often hard to predicThe issue of whether or not to put a time frame BOLis widely
debated(Marie Curie 2018; Hui et al. 201Q9are needs and requiremts will inevitably vary
depending on whether death is anticipated to be years, months, days or hours away.
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As modern medicine develops in sophisticatiarlden death is less commgparticularly irthe
more economically developed nations. The three leading causes of deatblat®ed to serious
progressive illnessardiovascular disease, cancer and respiratosprdiers(Murray et al. 2005)
Looking at the mostommon causes of death in terms of ilinésgectoriescan helppatients, carers
and professionals to understand and plan tloe last phase of lifecombining appropriate levels of
active and palliativeare.Three typicapatterns ofillness trajectorie precedingdeathhave been
identified (Murray et al. 2005):
i) asteady progressiowith a clear terminal phaseoften exhibited in cancer
i) conditionsarising from organ failurencluding respiratory disease and heart failure are
often characterised by gradual declinginterspersed with acute deterioration with
some recovery, leading wudden(or less predictabledeath
iii) a prolonged gradual decline exhibited by the frail eldesuffering a number of minor
co-morbiditiesincluding dementia.
For the purposes of this study and particularly in terms of identifying the patient sample, a standard
definition which includedan anticipated amount of time remaining wasento be impotant and
therefore EOLis taken torefer to those who in the opinion of cliniciansjere expected to die within

12 months.

2.1.2 Palliative Care

The definition of PG more holistithan EOLfocussing on improving the quality of life and quality
of care for patients as well as their families and car@fse focus is on the prevention of relief and
suffering; communication about goals of care; early identification and assessment; attention to
physical, psychological, environmental and spiritual aspafotere.PC may covea range of

diseases and conditions including those with complex illness who need their symptoms controlled.
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Tablel Definition of Palliative care

Definition of Palliative care
e improves quality of life
e gives relief from pain and other distressing symptoms
e supports life and keeping people as healthy as possible, regarding dying as a normal process
e does not quicken or postpone death
e combines psychological and spiritual aspects of care
e offers a support system to help people live as actively as possible until death
e offers a support system to help the family cope during a person’s treatment and in bereavement
e uses ateam approach to address the needs of the person who is ill and their families
e also applies to the earlier stages of illness, alongside other therapies that are aimed at prolonging life

e can take place in hospitals, hospices but also in people’s homes.

Marie Curie (2018)

A range of modelsf palliative and EOLC exishplementedboth acrossn-patient units in hospices
and acute truss$, andin the community where they are supported by a network of skilled clinicians
and carers.These modeldyacked by varying levels of research evidence to demonstrate their

effectiveress, are discussed in more detail in section 2.2.2.

2.1.3 Policy: What is it and what does health policy set out to achieve?

t 2t A08 O02yaiAddziSa GKS FdzZARFYOS FyR WNHzZ SaQ I NBc
achieving collective health goals and is inextricably enmeshed in health systems and the broader
determinants of healti{Gilson 2012)In this sense policy may be viewed as a social agent which

determines the shape and form of service delivery and helps in the articulation of how experiences

of the service can be evaluat¢Borgstrom 2016) Policy and systems together provide the

knowledge base and mechanisms to bring about effective outcomes.

Through understanding the nature of policy and the processes of policy change, we gain new
insights that help to explain how healdlystem actors, and the relationships of power and trust

among them, influence health system performance (Gilson, 2012 p.24).

Health policy aims to ensure that resources made available from the public purse achieve the

greatest benefits for the greatest numbeltin other words it is founded on the values of
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utilitarianism, establishing a framework which should bring about eqeegss to all, indeterminate

of age, class, ethnicity, disease or geographical location (Borg0b&). Adherence to these

principles have been important in highlighting inequities in current end of life provision. The ongoing
anomalies in therovisionof cancer servicesompared toservicesffered those suffering

conditions such as dementia BOL has been widely report@darie Curie and Alzheimer's Society

2014; Martinsson, Lundstrom andr®lelof 2018) Today patients with cancer are still much more

likely to receive palliative care than those dying from other diseases, and evidence also suggests that

there are inequalities relating to age, ethnicity, geographicaitioa (Wollaston 20%3).

Thelinks betweempolicyand the ahievanent ofbroad societal goalare hard to define, with a
tension often emerging between the needs of the individual on the one hand and those of society on

the other(Heath 2016).

2.1.3.1 Policanalysis

Attempts to definehow policyshould beanalygdwith a view to articulating a replicable method or
to define parameters for measuring the effectiveness of the policy, often become obfuscated by
inherent complexities. The challenges are multifagipstarting with often ittlefined policy

boundaries, unclear aims and objectives together with accusations that policy analysig can

O2YLISGS SAUGKSNI 6A0K (GKS WIICKAsSMNIatNGd précesgigwréighh RSy O0S Q

with inevitable tengdns around exposing the often antagonistic and intractable views of the various
stakeholders Harrisonidentified three centralplanksto policy analysis: the policy making process;
its context; the use and development of theory. Within tHige stagesare identified which

commonly form a part of the policy process including:

- agenda setting

- defining the problem and determining possible improvements

- outlining the causal mechanisms which have led to the problem

- identify and appraise options fortervention and how to bring about positive change

- implementation, evaluation, and feedback

Harrison(2001)suggests that policy analysts are often reluctant to make assumptions about logic or

rationality ¢ yet, in order for a policy to be effective, it must be based on an understanding both of

gKe (KS WLINRO6fSYQ ¢6KAOK (KS Lxfdhdvdhe intBrieatiorgidzi { 2
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going to improve it. Without this articulation of cause and effect any intervestiack focus and

become impossible to monitor and evaluate.

Making theory explicit permits, and indeed encourages us to question the-takgranted: to
consider, for instance whether our facts could be interpreted in other ways or whether our

assumptions are out of daiglarrison 2001, p.92).

I I NNN2D@Lyatioaal of policy fits well withthe Realist Evaluation method used in this sttaly

interrogate policyandis discussed further in chaptéhree.

2.2 Barriers and facilitators to the provisiorentl oflife care

The determinants impacting on the type and quality of E@ie@omplex andbcated at different

system levels-or the purposes of this contextual overvideterminants andchallenges relating to
achieving more consistent outcomesBOLGre stratified bythe level of the system where the
determinantis located (though this demarcation is not always precise and at times particular factors
may straddle different levels of the systemiepresented in figurd below. The items listed do not
exist as isolatefactors but interact with each other both within and between system levii list

presented here is a summary of some of the Heterminantsdominating the literature
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Figurel Factors mfluendng EOLGt different system level

Macro Level
+  policies
s culture of
medicalisation
*  societal response to
the dying
*  gystem pressures
*  inequities in system
+  influence of
corporates
Micro
*  prevailing attitudes of
individuals in system
+  patient. relative, professional
behaviours and preferences
+ Indrvidual communication skills
Meso

care pathways

models of care
COMMISSI0Mng systems
organisational systems
evidence based tools
education and training

Cross-cutting theme —

Using measuring and metrics to improve consistency of care

The relative influences of each factor will be considered in turn in the next section.

2.2.1 At the macro Level

2.2.1.1 Nationdllocalpolicies

Although policy is generally seen as something that helps guide good practice there is little research
evidence irEOLditerature that looks at the associations between policy and practindeed, as a
disciplineEOLGtudies are still in their infanayith the UKbeingone of the first countries to

develop a robuseOL@olicyas recently a2008 For this reason, literaturexamining the form and
effectiveness oEOL®olicies is thin on the grounaind there is little consistency in the way that

policyis seen to help define or guide practiGéheEconomist Intelligence Unit (EI{2015) notes

that only a handful of countries internationally recognis®Lan their healthcare and medical

education policies. Whilst there are pockets of good practice maldbe world the overall picture is

32



far from uniform. The existence of robust policy howeveesiaot, initself guarantee good practice.

To be effective policies must clearly be backed by service delivery.

CKSNBQa  f20 2F AYyESNRFI I/Y (A ar-e@Ad i@ oS YOI &b
adlFGSYSyila 2F LRftAOeX odzi AG Ffaz2 Kra (2 3Sd Ayiaz
reimbursement programmeasand most countries are struggling to move forward from Higyel

statements toreal action and investment on the grouf@lU 2015 p.31).

A comparative study of progress &¢policy in both EU and neBU countries (Woitha 2014)
suggests that while things are improving there is still scope to further align policy with system
buildingblocks, i.e. policy must be linked to practical steps enabling service provision. Moreover,
quality control supported by realistic measures and financial backing needs to be in place.
Commentators alswarn of the need for policy alignmengtso that polites in one sector (e.g. social
care) donot impact deleteriously on another sector (e.g. heakllgs has been seen to be the case in

the UK following dramatic ¢siin social caréBuck 2018)

In a Hong Kong based study looking at the facilitators and barrié®©td{Threapleton et al. 2017)

F2dzy R GKIFG | (S8 O2yOSNYy |4 GKS YIONR fS@St 41l a
of RS (1 KQ NJ yREOLEheBIB(20B5hireladestconsideration of national policy as a key

factor linked to effective outcomes. According to tBkknational policies play a vital role in

extending access to palliative care and in unifying local practice to ensure consistent access to

services. As a result, the presence and effectiveness of government policies equates to a 10%

weighting of the overall Quality of Death score. In order taed¢he full 10% countries were asked

to demonstrate that:

There is a comprehensive strategy for the development and promotion of national palliative care. It
has a clear vision, clearly defined targets, an action plan and strong mechanisms in glebete

targets...These mechanisms and milestones are regularly reviewed and uf8H#te2015 p.27).

A policy analysis conducted by May (2013) looked at how the practie€inflreland had developed
since they published a dedicated natioRapolicy h 2001 (DoHC 2001). They found that whilst
recommendations thaPCa K2 dzf R 6S YIRS @At oftS G2 Fff LI GAS
accepted by the government, the policy was slow to be implemented and six years into the period of
implementation fundng was only 50% of that required. Despite tpislicy was seen to provide a
road map for future direction which was both valued by the government and helped to set markers
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against which progress could be measured. Although the pressure of competinggwlittiin
ringfenced national budgets was a barrier to progress, the policy did help legiti@ik&s an area
worthy of investment. Despite this, resources required to fund staff and services to faditiate
meetingof targets were not made availabl®loreover, differences in opinion remained between

for example those advocating for specialist or generalist investm#vhilst it was acknowledged

that a specialisted service is optimal for treating a relatively small number of patients with complex
needs, a larger group of patients have simpler needs which can be met with more generalist
resources. The report concludes tH€is a relatively new field with limited capacity for rapid
expansion and there are significant challenges in competing for resswith more established

areas of the health care systeqthowever policy formation was seen to encourage development of
clearer plans, objectives and monitoring indicators. In order to generate widespread motivation to
implement a national plan, intedisciplinary working is advantageous, yet challenging to achieve

(May 2013).

Ly !'YyRIfdaAaAlIY {LIAYyI F2ft26Ay3 | W5SIGK 2A0GK B5A-Z
assess the effectiveness of the actB@L@ractice(Sanchez et al. 2014Ysing data from deaths

over three years in one acute hospital in Spain the authors concluded that there were few significant
differences in most of the areas addressed by the new Eveadjustmentsnecessary to bring

about positive change, they argue, are rooted in social, ethical and moral values, and rely therefore

on a cultural change which goes deeper than simply modifications to the regulatory framework.

The U.Sspends a digroportionate amount on health careompared to Europe and offers an

interesting point of comparison in relation to EOLC practice. Macpherson (2017) contends that

despite spending $3.4 trillion annuallyealth outcomes in the US are no better than coupgatsin

OECD (Organisation for Economie@eration and Development) counterparesthird of care is

deemed inappropriate and a small minority of patients receive disproportionate levels of spending.

Using seven quality indicators to determine qualifycare atEOlthey highlight significant variations

AY LINF OGAOS FTYyR LINPGARS | fAad 2F GKS WwoSauQ | yF
at USEOLQegislation it is evident that the key areas providing challenge are similar to those in the

UK. Namely the need to: strength€dK @ 3 A OA I YL LI GASY G O2YYdzy AOIF GA2Y T
the person build coordination of care across sectors and settirsstainable improvements,
MacPhersor(2017)advisesot only demand changes to policy and legislatiout alsorequire

concerted cultural change together with support to the wider community, caregivers and

professionals.
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Still focussing on the USilden and Thompson 20Q9ok at interventions introduced to help

NBRdzOS WTdziAfSQ GNBFGYSyliaod ¢KS&S AyOf dzRS ydzNES
GSYGAEF 2N F2NJ TH K2 ondd pafieyit treéatmpnt is rgviewed Byimiih O& N2 dzy F
professional panels. Such initiatives can, it is argued, begin a thoughtful dialogue and raise

awareness oEOLGssues The authors call for incremental changes such as these to be the starting

point of more wdespread change and larger research studies.

In Canada, Wilsoet al (2017)show how deaths in hospital have seen a dramatic decline, from 78%
Ay GKS YAR donQa (2 nodr: afatlmds$a tfie deaths stilktakipgd b 2 vy S (i K
place in hospital were palliative in natyiewas concluded that there was still room for a substantial

shift in services from acute settings into the community.

EOLGN lower income countries is not well documentadough one system that stands out as

particularly worthy of mention is the community model developed in Kerala, the Southern State of
LYRAF® LYRAF Nryla Fd G4KS o62Gd0d2Y 2F GKS 9L! NIy
population provides twoK A NR& 2 F RG&e®vicayB1d2g1i5)Nts@ha only Indian State with

aPCpolicy in place and was the first to relax narcotics regulations to enable the legal use of

morphine inPC The modéimplemented known as the Neighbourhood Network in Palliative Care
(NNPQ)relies on a core of peer trained volunteers that deliver services to patients who are largely

able to remain in their own homes. The project is run and operated by the commundtiaegely

Fdzy RSR (G KNRddAK | -Reyyd Sy y2ar df 20KISE gRYAIGNES SNAE  LINR O
ALANRGdzE € OFNB GKFG adzZllll2 NI a GKS ¢g2N)] 2net GKS adl
themselves provide medical care they atade to signpost those in the community who (®allnow,

Kumar and Numpeli 2010; Government of Kerala 2019)

CKS !''YQa LRaAiAidAaz2y a ftSIFRSNI 2y (GKS 9L! GlFofSa A3
Western countries to produce a formal, coherd&®L@olicy.A fuller analysis of the development

and content English EOLC policy will be considerelaipter four.

20H ODMDPH ¢KS NRAS 2F WYSRAOFfAAFGA2YQ | YR Odz {dzNI
Ivan lllich(1976)a Catholic priest turned social commentator, laid down a challenge to the rise of
medical technology inthe 1901 Q& ® | A &4 KeLRGKSaAaz O2y(INRDSNEBALI §

medicine has gone too far, staging an omniscient battle to eradicate, death, pain and sickness and in
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doing so turning people into consumers or objects of its treatment and care,rdtha active

purveyors of their own healthHe sees three levels of iatrogenesis operating in the systdm first,

clinical iatrogenesis is the injury caused to patients by unnecessary medical intervention. The

second, social iatrogenesis, results frarbroader level of organisational thinking where

pharmaceuticals and medical interventions are increasingly seen as the solutions to conditions that

would previously have been dealt with in other ways. Third, and perhaps most pernicious according

to lllich, is cultural iatrogenesis which refers to the destruction of dealing with and making sense of

0KS 02R&Qa RSOfAYS Ayd2 LIAYyS araolySaa FyR dzf GAY

Culture makes pain tolerable by interpreting its necessity; only pain perceived as curable is
int2f SNl 0f SX5dziiex f2@0Ss FlLaOAyl A2y T NRdziAyS&as> LINT &
enabled pain to be borne with dignity (lllich 1976 p.-133).

Callahan and Wasunr{a008)talk about adominant culture of medicalisation resulting in what

seen as an imperative to extend life, often using aggressive medical interventionsoahich

jeopardise a peaceful end of lifAs technology grows in sophistication, the stakes on all sides get
higher. The challenges that doctors face in balancing technology with a humanistic approach when
treating the dying, grow more complex and CIg@R02)identifies an emerging paradigm shift in

EOLC literature, towards @thos embracing a more practive fight to ease suffering. Commentary

on PC over the last few decades Clark (2002) observes has become more evidence based and less
anecdotal and presents new concepts of dignity and respect in dying. The principles ictluzsp,
espoused by Cicely Saunders are more widespread and propose a more holistic concept of care.
There is greater acceptance that mental distress runs alongside physical distress and that care of the
dying must tend to the spiritual, social, cultueadd psychological side of the individual as well as the

physical body. Karkau€¢?2016)describes the phenomena as a global moral failing asserting:

a2RSNYy YSRAOAYSQa F20dza 2 ybodlardihs diskasesd th& maké&thend: NI 2 F

malfunction has generated remarkable power to sustain life. But this focus, shared by governments

and healthOF NB LJX | yYSNEZ Kl a yS3tSOGSR GKS Re&Ay3I FyR 0
secret(Karkauer 2016y.445).

Running alongside advances in technoldfgre are concerns that the level of dignity, respect,

safety and one to one contact from statutory caregivers in the UK is on the decline (Care Quality

Commission 2011). Different funding and governance systems for health and social care, built up

overthe years, reflect a value system where medical interventions are often privileged over the
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provisionof care and have exacerbated the unequal treatment experienced by people at the end of
life. The Barker Commission (Barker et al. 2014) highlighted teatedf some of the disparities in

the health and social care arrangemems£Englandexemplified by the complexities of the

Continuing Healthcarfunding system whereby a patient, dying at home with dementia, is not
entitled to a package of home nursing support, whilst a cancer patient receives full support. In the
current system, the method of determining allocation of funds both within the hesystem (for
example in dividing funds between clinical interventions and nursing care) and between health and

social care, is both complex and lacks transparéBeyker et al. 2014).

2.2.1.3Systenpressures funding decisions and resource allocation

Figure 2 shows how deaths in the 784 age group and 85+ have risen between 28076 with a
particularly fast rise in dementia.

Figure2 Number of deaths by selected cause of death by age at death, England
20072016

Age at death

0-64 65-74 - 85 or older
60,000 584 .
!ﬂ
50,000 /
wn ’.-
£= e —
= 40,000 ’
‘5 30,000 —_— Pl
B - [
@ ’
=5 - - -".,.-
= 10’000 -'l-—-d— \‘_—-——-——"— -
- e
mmo==—=T"" e ———
0 ----------
2007 2016 2007 2016 2007 2016 2007 2016
U : Underlying cause of death , U and C : Underlying or contributory cause of death
— Cancer (U} = Chronic Heart Disease (U) Liver disease (U)
Stroke (U) === Dementia (U and C) === COPD (U and C}

Taken fromPHE (2018) p.11

Commentatorsare united in the viewhat the UK health system is under increasing pressure and

GKFG AT FTdzyRAY3I 3L LA FNB (2 068 NBIfAaSR | wadsw
(Alderwick et al. 2015). The call to action articulated in the NHS five year forward view (N&ffsl Eng

2014) identified £22billion of productivity improvements by 2020/21. Making change happen, both

at an individual and cultural level, will require a fundamental shift in approach at all levels of system
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(government, leaders, policy, commissioners, [mevs, clinical teams, individual staff and patients).

In June 2018 a real spending increase, for the NHS, of 3.4% was announced which whilst enough to
address some of the current pressures, did not cover a number of key areas including capital
investment(Charlesworth 2018)This funding boost represents a larger increase than has been seen
in the last eight years but remains below the historical average of St&ye 2018)There is a need

to shift the debate andeviseexpectatiors; thequestion of how to set boundaries on whatblic

servicescan realisticallprovideneedsto be urgently addressed

Figure3 Showing how [ealth care spendingrisessharply with age
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Figure3 shows the rise in total health spend by age in England. Whilst the upn@nde shifts
dramatically with age, putting an accurate figure on the amount of money spent on older people in
the last year of life is problematic, both in terms of knowing what data to compare and being able to
access required data. Unresolved issunedude:

i) should costs from both health and social care be included?

1)) should money paid by both private and public funds be included?

iii) whichsettingsshould be included; private homes; care homes; nursing homes;

hospital®
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Despite these uncertaintiaghat is clear is thathe current demographic pressures described in

Chapter 1 will lead to an unprecedented rise in public expenditure. Cracknell (2011) predicts that by
2050 25% of the population will be over the age of@&¥nparedto 18% in 2017 (ONS 2017).

However, whilst it appears an increase in spend on English health and social care is inevitable in the
light of the aging populatiog the scale of the increase is hard to predict (Gruenberg 2005). In a

study using data &ém 40,000 individuals Howdon and R{2818)found that it is not age per se but

time to death, particularly in the last year of life, that has the biggest impact on health care
spending. The important link heiis that Time to Death (TTD) is a proxy for morbigleyd it is the

number and severity of conditions suffered that impact on health spend.

An increasingly high proportion of the NHS budget is spent on technologies andwlithghese

costs rising ginificantly at the end of life (Imison et al. 2011). Until recently NICE has had little

leverage to determine how the impact of high costs drugs they appmase affect therest of the

system. In April 201@ew guidancavas published (NICE 4th April 2Q0advising that all drugs

priced at £20million or more peryed@r2 dzf R 06 S NBJASH6SR G2 aSS K2g GKS
introduce them but in a way thaloes not take money away from other priorities and areas of

Of AYAOEKS YYESRQIINR LI2ZASR WodzRISU AYLI OG0 GSadQ oAt

and the drug company to:

CAYR Iy LINRFOK GKFG gAft y2i RA&AG2WNICEAKS bl { Qa
April 2017).

NICE issued supplementary guidaf@@09)suggesting thaa different thresholdoe appliedio

(some of) those witlieOLconditions.The recommendation was that if certain criteria were met, and

there was robust evidence that the treatment would add an additional three months to life

expectancy, then it may be appropriate to recommend such treattmeven if they would not

Y2NXIfft& 0S OFZFEDREPMBROVO2 X 6 unutiffed(ShAIS2RI4%nK A & I dzA R
there is agrowing literature exploring societal values on this isgbeast 2014)Interviewswith a

sample of the general population conducted by Shah €@l4) concluded that whilst there was

some evidence to support giving priority to patients with shorter life spans, a sizeable minority

expressedi KS 2 LI AAGS LINBSFSNByOSaz FyR G4KSNB gl a I W

guality of life rather than life extension.
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Although a number of commentators have looked at issues of resource allocation in relation to

ethics and justicéMcMillan et al. 2006) little attention has been paid to the influence of

government policy and how this impacts on practiééncreasing amounts of the health care budget

are spent on drugs and interventions to prolong tifdoes this mean less moneyavailable for

example, for relational care provided by nurses and health care assistants? How does the size of one
pot of funds influence another? Although such considerations may be valid the methods and

processes used for allocating funds remain obscur

2.2.1.4 Pressures on staff and staff support

As demand in the system grows so too does pressures on staff. The decade betwe&® 2@&E0

seen significant shortages of clinical staff in certain positions including GPs, nurses and palliative care
consultants. NHS Digital (2019) reports there are aulyel 00,000 staff vacancies across the system

with numbers of staff leaving the NHS between 20Pland 201819 nearly treblingBuchan,

Gershlick and Charlesworth 20189nderstaffing leavestafffeeling isolated ad strained, subjected

to increasing stress and anxiety.

A series of enquiries into hospital malpractice have all recognised that the greater the burden put on
staff the more likely patients are to receive saptimal care. The link between patient andfé
experience grows stronger as does the call for improved staff welfasncis 2013; Keogh 2013;
Berwick 2013)

Another important factor that has been shown to laekled to the ability of staff to deliver good
compassionate and relational care is the welfare of staff themselves. Maberf2&tl&a)found in

their study of acutely ill older people that patient experience of care was directly affected by staff
welfare, indeed good staff experience is the forerunner to good patient experience. If staff are
treated better in terms of ward culture and magement style, patients report feeling better cared

for by staff.

2.2.1.5Inequities in the system
EOLC is not accessed equally across population groupsamitinentatorsshowing that service
provision is influenced by a range of factors including: levdepfivation ethnicity; type of

condition; cognitive abilityLau and O'Conm@012; Adshead and Dechamps 2016; PHE 2018)
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A number of studies have shown thallack and Minority Ethnic (BAMgtients have reduced
access td°G appropriate pain and symptom reliefnd are less likelp be able todie at home or in
a hospicgSiriwardena and Clark 2004; Calanzani, Koffman and Higginson 2B&3¢asnsfor

such inequalities are complex and a humbesafgestedcausal factorare shown in table 2.

Table2 Factors linked to reduced access to palliative care in BAME communities

e Cultural and religious differences, for example, family oriented decision making
® Mistrust of the medical profession

* Language and communication barriers

* Financial constraints

* Transportation difficulties

® Perception of racial bias

® Local/national policies enabling more resources to be spent on particular groups or

conditions

® The desire from some ethnic groups for more aggressive care

(Siriwardena and Clark 2004; Calanzani, Koffman and Higginson 2013, Koss and Baker 2017)

A review of services for BAME communities by CQC (2016) reinforces earlier findings suggesting a
national picture of iniquitouservice provision and highlighting the need for improved training and
awareness particularly in relation to communication, cultural sensitivity and proactively supporting
better access. Siriwardena and Clark (2004) emphasisdh®udifferences within céiral and

religious groups are often as bigtae similaritiesbetween them and the focu®r improvement

should be on the patient centred approasyguided by a menu of different offers

5SLINAGIF GA2Y Aad tAY{SR Otdzalffte gAGK | ydzYoSN 27
statistically significant link between quality of experience of GP care and indices of deprivation.

Similarly there was a correlation in the National Survey oé®ed people between quality of care

and area deprivation. Inequalities in care were also found with age (older people receiving poorer

care), the existence of a spouse/partner and disease tiRgeommendations made to improve care

offered toBAME groupsclude the provision of appropriate literature, interpegtservices, liaison
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services, equal opportunity strategies staff training, systematic referral and equality €0QiG
2016)

2.2.1.6Influence of corporate business (pharmaceuticals, care ps/ichsurance) oBOLC

provision

Issues concerning the way the market influences access to and availatHiBL@whilst perhaps

more pertinent to countries without a national publicly funded health service, are worthy of

consideration though an in @pth analysis of this area is largélgyond the scope of the current

study. Whilst in the UK the NHS remains the dominant provider of ca®latliere are growing

numbers usingrivate, voluntary and charitable provide’ss.Sa LJA 4 S (G KS | dh@adth LJdzo f A Of
service, death it appears, is big business; with all aspects of the sector ( including undertakers,
bereavement counsellors, health providers and academics) all developing their own professional

portfolios. Callahan(2011; 2008)a philosopher and bimedical ethicist, is a vociferous voitem

the States who highlights the anomalies presented withimighly commercialised health care

system, where the contrastetween private and public systems are particularly stark. Americans, he

asserts, have an incontrovertible belief in the benefits accrued by progress and technological

innovationg as a result, he suggests, a situation has arisen where theréxressive) y' I y OA | €

rewards for providing often excessi®eh [ / Q o6/ | t £ | KI y Hhysicians &dsorthe 0 @ ! Y S
most part paid on a fe¢or-service basis,ar@y G KS ¢gK2f S NBOSAOBrit@SGGSNI T
use of technology than for talking with patisQ ¢ LJ#he podpitalsvhere their patients are

based tend to find that having tHatest and best technologyives them an edge over competitors,

pushing costs ever higher (Callahan 2012 p.459). The drive to keep patients alive longer, not perhaps
cured of disease but living with increased medical needs, is, according to this paradigm,

economically appealing. Whilst the costing models of American and UK healthcare are

fundamentally different, it remains the case in the UK that perverse incentivesxgsit where

hospitals may be given financial incentives to carry out interventions, even towards the EOL,

regardless of clinical nedtears 2014)

2.2.2 At meso level:

2.2.2.1Care pathways, models of care amthted tools

There is an incompletieut evolving evidence base around new care models, pathways:-@hd
tools. Bvaluation and dissemination of new models is variable thede is concern thatraditionally

respected research methods suchths gold stadard for RCTs (Sullivan 2011) and systematic
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reviews (DixoANoods et al. 2006nay beii 22 NAIAR T2NI ¥Z840 BREFAZK NBAK WNEB)

results unhelpful and invalid.

Some of the besknown tools and models used nationally are shown in t&elow and will be

discussed in more detail throughout this chapter.

Table3 Examples of models and tools used in EOLC

Examples of models, pathways and tools being developed in End of Life Care

Enhanced Health in Care Homes Vanguards (NHS England 2018)
A number of national vanguards provided learning to improve MHS partnerships with care home
providers and local authority services. Guidance is provided on new evidence-based models of care

and support for older people.

The Gold Standards Framework Prognostic Indicator (Royal College of Physicians 2016)
The Gold Standards Framework [GSF) provides training for generalist frontline staff in health and

social care, to enable the provision of ‘gold standard’ care for all people nearing the EOL.

Amber Care Bundle (Guy's and 5t Thomas' NHS Foundation Trust 2018)

An approach used in hospitals when clinicians are uncertain whether a patient may recover and
suspect that they may only have a few months left to live. It encourages staff, patients and families
to continue with treatment in the hope of a recovery, while talking openly about patient's wishes

and putting plans in place should the worst happen.

The Daffodil Scheme. RCGP and Marie Curie (2018).
A free, evidence-based, structured approach to help general practitioners to consistently offer the

best EQOLC for patients.

2.2.2.1.1 Integrated models of care

There is recognition within the development of new models and wayfsioking that more joined

up, integrated care is heedeglith more emphasis on the communitytalf need better support and
leadershipwith EOLC approached more consistently givetn greater priorityacrosghe system
(National Council for Palliative C&@15).Hashem et af2020)applied a realist logic of analystsa
systematic literature review of hospice services and found that structural and organisational factors
emerged as a key theme, influencingetimanner in which care was coordinated; either obstructing

or facilitating provision of good carkter-professional collaboration was found to be a key enabler
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of effective seamless practice, yibte considerable range of differemstaff, across organisations and
settings means tha# LINR2 @A RAy 3 &S| Y Gashem®@taNd®2, p28) OKI f £ Sy I Ay I (

Ongoing work developing Integrated Care Systd@Ss) and Accountable Care Systems (AT 8D
doubt impact on the future delivery &OLC and important learning is promised from the devolved
models of care currently being testetihe Greater Manchester Health and Care Partnerghip
example(Walshe et al. 2018)s trialling a systerwide health and care partnership enabling pooled
budgets and joint commissioning. Early reports from D&\anch, as it is known, suggest that whilst
there is the potential to reduce gaps in quality and funding in health care, as yet progress is
hampered bythe fact that there are no new regulatory powersvith health ultimately remaining

the responsibility of a government department rather than the combined authority or the mayor
creating barriers to any real joint accountabilffuilter-Pinner and Antink 2017Yhe assumption is
that the lack of real decentralisation might make it harder for local areas to unleash the creativity

and transformative thinking needed to bring about real change.

Like theSTP$rom which the ICSs evolved, new systems and partnerships seek to make sense of the
complex and fragmented organisational arrangements resulting frontHeredth and Social Care Act
(2012. A 2018 briefing paper on EOLC in England identified the need for improved integration of
health and care commissioning and the need to shift the focus of care from acute to primary (Hunter
and Orlovic 2018). Yatnumber of barriers have been identified undermining efforts to join up
commissioning including fiscal constraints together with severe cuts to social care over the last
decade(Charlesworth 2019)

2.2.2.1.2Assessment and prognostication

Identification of the EOLs complex and nuanced. A range of tools exist but staff support and

trainingis neededto promote effective understandin@CardonaMorrell 2015).Whilst it may be

impossible to predict exactly whesomeone may die, clinical experience and understanding
If2y3aARS (GKS |jdzSadAz2y Wg2dzZ R &€2dz 6S adzNLINAASR A
reasonable indicator. In addition recent indicators of frailty and de¢8tew, Matthews and

Hanratty 2018)nay be used to provide guestimates. The Gold Standards Framework (GSF)

Prognostic Indicator Guidance (talflepulls together tools which provide indicators for a range of

different conditions (GSF 2011).
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Table 4 Tools to identify End of Life

1. The Surprise Question: “Would you be surprised if this patient were to die
in the next few months, weeks, days'?

2. General indicators of decline - deterioration, increasing need or choice for no further active
care.

3. Specific clinical indicators related to certain conditions.

Taken from The Gold Standards Framework (2011)

The Supportive Palliative Care Indicator T&?ICT(University of Edinburgh 201i& another
prognostication tool which is gaining traction amongst health professionals. The SPICT is a
collaborative programme, running since 20%ich provides guidance on a range of clinical
indicators with the aim to identify people whose health &eatiorating and to help assess their
unmet supportive and palliative care needs evaluation of the programmi@ighet et al. 2014)
concluded that SPICT can support multidisciplinary teams identifying patiensk aff deteriorating

and dying, particularly those with multiple, unmet needs.

In primary care good practice requires GPs to identify patients on their lists who are approaching
EOL and are likely to die within the next 12 months. Guidance suggests titesggpbe included on

a register which should detail a care plan and record patient choices. On average it is anticipated
that within any one GP practice, 1% of recorded patients will die per year and the goal is therefore to
have a register consisting d%o of patients. The GSF guidance paper on palliative care (GSF 2006)

suggests that using GSF tools and templates every practice should:

1 Identify patients in need of P€Cincluding norcancer patient
1 Set up a PC register using GSF template

1 Meetregularlyas an MDT to discuss, review and plan and care for these patients.

Practices that achieve these criteria are awarded up to six extra points on the quality outcomes

framework(NHS Digital 2018)

The National Audit of EOI(RCP and Marie Curie. 20B8)ggests that 93% of patients in hospital,

whose death was predictable, had documentation to show that they would probably die. In 76% of
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these cases a senior doctor had been involved in prognostication. The length of time before death at
which point progpostication was offered variegifor half of those with documentation it was

created less than 24 hours before death. Of those recognised as being likely to die only 25% had
documented evidence that a discussion had taken place with a health care profdssiowever

discussions with relatives were much more common and were documented in 95% of cases.

2.2.2.1.3Advance Care PIsafACR) and Advance Directives (ADs)
ACPs are a way of facilitating early conversations about what people wa@laefore a crisis is
reached at which stage patients may no longeiin a position to make a choicEncouraging

patients and family to have open and honest conversations atleath helps ensure that patients

gAEAKSE FNB Y2NB fA1Ste (G2 0SS YSiGzZ aSOdzMEREISE G KI

also help ensure that patientsave understoodhe legal options available to themromoting

assurance over financial angedical decision makinglashem et al (2020) identifigte potential

GltdS 2F '/ta Ay SyrofAy3d LI ldckoyoamyas 6 whbde e s &

it is to initiate ACPs as well as challenge in electronic recording of data

The National Audit of EOLCP and Marie Curie. 2016)ind that of the 9302 patients in the study

only 415 (4%) had a formal, written ACP which was made prior to admission to hospital. Yet, despite
these low numbers for thee in possession of an ACP evidence of benefit is strong. A review of three
RCTs (Nice 2018) found that ACPs result in less visits to A&E, reduced inpatient admissions and
increased family satisfaction. In addition to improved patient and family experigaize(CMC 2013)

also suggests that on average having a plan in place may save the NHS an average of £2,100 per
patient. Coordinate My Care (CMC) data suggests that 75% of those with a care plan die in their
place of choicéChill 2016) Of those patients with a plan 18% die in hospital, compared to a

national figure of 54%. However, the percentage of people admitted to hospital with a plan remains
small. A study analysing secondary data in EnglBixén, King and Knapp 201féund that of

22,661 patients, only 15% had a preferred place of death recorded by health care staff. Of that 15%,
those with a cancer diagnosis had significantly higher odds of having a preference for location of

death recordel, as did those living in more affluent communities and those with partners.
The Amber Care Bund{&uy's and St Thomas' NHS Foundation Trust 2058jey enabler used to

support communiation with patients and family and promote good planning when recovery is

uncertain. The tool has the potential to improve the care of patients with an uncertain prognosis at
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EOL, its benefit comes about from supporting patients to recognise their camditid prompt

discussion about their preferences around treatment and ¢@arey et al. 2015)

Technology is increasingly being harnessed to share care plans electronically across different
providers and settings,ihny SF¥TFT2NI (G2 SyadaNB GKFIG AYyTF2NXYIGAZ2Y
accompanies them on their journey through the care pathwagrsese systems are known as

Electronic Palliative Care ©adination systems (EPaCCS).

2.2.2.1 4ElectronidPalliative Care Gardination Systems

EPaCCS aitm improve communication and coordinatiddS f G Ay 3 (2 LIaE®OISY G Q& LINS
One of the most joined up national EPaCCS existsndonwhere a system called Coordinate my

Care (CMC) fsinded by 32.ondon based CCQ3MC is platform designed to hold information

about patients including the choice of treatment and care that they have specifideldamhe

St SOGNRBYAO LIXIY YIe AyOfdRS (KS AYRAODAhdtdey f Qa LINE
are not taken to busy and stressful hospital environments, when they do not need to be, particularly

in cases where there may be a community team to support them at h&ady data suggests that

the system is well received by patients and profesals- although there are the inevitable

obstacles presented by GDPR, confidentiality and compatibility of different IT systems across settings

- it appears that use of such systems is gaining traction. In London 50,000 CMC plans have been
created(Wrigley 2018yepresenting only a tiny fraction of its 8.6 million populatiblowever, of

those in possession of an EPgieSitive outcomesrereported. In Londoriy7.8% ofpatientswith a

CMC plardie in their preferred placéPHE 2014 Petrova et a(2016)report on the challenges

around implementation of EPaCCS, particularly in terms of integrating data with established

systemswhichhas resulted in many pjects folding oibe continuouslyin development

2.2.2.1.5 Training and education

Since the Francis Rep@#013)revealed the endemic scale of neglect within a number of acute
trusts, there has arguably beayreater importance attached to the delivery of compassionate care.
Despite this, there are warnings that training and education, have not kept up with changes in
political imperativegAbel and Kellehear 201&)eath remains a taboo subject riddled with stigma
and sensitivity and a reluctance to tackle sensitive conversations around EOL is confounded by a

poor understanding of EOL processesh on the part of staff, patientand carers/relatives
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The need fotraining to improve communication between clinicians and patients is commonly
referred to in the literature, but many barriers remain underexplo@ébllaston 2015) Obstacles
include time and resource pressuraunclear roles and responsibilities, attitudinal barriers, models
for referral and forward care, poor muldiisciplinary working, patient and public expectations and

possible perverse organisational or professional incentjizeson et al. 2015)

Evidence suggests that more time spent communicating about options available to pati&s at
may both improve patient experience and reduce costs. Indeed, a study of 396 advanced cancer
patients in the US found that saeported quality of life was better in those patients who avoided
admission to the intensive care unit and the consequentrirgations resulting from such a course

of action (Zhang, Nilsson and Prigerson 20R®&)active communication from the point of first
diagnosis was welcomed by both patients and caf8rsA. Murray et al. 2008; Kendall et al. 2007;
Kendall et al. 2008Hashem et al 203@nd a randomised study in the US found that the presence of
advance directives, including decisions to refuse treatment, was linked to improvieshipat

satisfaction(Engelhardet al. 2006)

Studiesalso support the findinghat when patients are presented with clear information about the
choices available to them &OLthey will tend to opt for lesgvasive options which not only
supports the personalisation agenda, conferring greater autonomy in decision making, but may also

present an overall cost saving to the health system (De Silva 2012).

One reason attributed to the fact that the majority of individuals continue to die without an ACP in
place is that professionals working with those who are dying lack the skills, knowledge and
confidence to be able to initiatEOLconversations (MacmillaB018 De Vleminck et al. 2016 here

is considerable dissonance betwete strategic ambitions oACPand how older people actually
want to discuss their end of life (Godfrey 201B5DLdiscussions are ematnally chargedrequiring

not only welthoned skills from those involved but also the luxury of time and spameething that
health professionals, working in highly charged and pressured environments, often do not have. The
consequence is that professials avoid initiating difficult conversatiof(&alushko, Romotzky and
Voltz 2012) Interdisciplinary workan be beneficial though often structural barriers obstruct
effective tean-work. The Royal College of PhysicdéBailey and Cogle 2018)ggest thaearlier
conversations with patients, suffering from either a progressive or terminal condition, including

frailty, would be welcomed.
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Quialitative research commissioned by Public Health EngRHE&)Solutions Research 2016)
recommended that conversations with patients ab&@®Lshould be conducted early the patient
pathway,when theindividual ismore likely to have insight and full capacity. Howewee report
acknowledges that the topic is hard to introduce, may sometimes be viewed as premature and is
easier to raise once the person is in the later stages of an incurable ilSuegmrting staff in

initiating often difficult,EOLconversationsis an ara increasingly viewed as a priority by service
providers.The2016 EOL@udit (Marie Curie andRCP 2016pund thatof trusts surveyed9%had
offered formal training in EOL communicationattied health professionals, 63%medics and 71%

to nursing sté#.

A critical review by Abel et al (2018) evaluates the syllabus for training of palliative care doctors in
the UK and concludes that it currently places too much attention on the clinical concerns of harm
reduction, whilst glossing over key public hbadind social concerns which have become more
pertinent particularly in the light of changing demographics over the last two decades. The central
tension in constructing an appropriate syllabus echoes the debate presented in se&ibr?

around the primay of the medical model for education and its acknowledgement (or lack) of the
social determinants of health. Indeed, Abel et al (2018) note that only a fraction of the current

syllabus is devoted to psychosocial care and to public health concerns. Foesactnclude:

The current UK syllabus inadequately prepares its trainees for the main social and public health
challenges of living while dying, or living with letegm caregiving, grief, and bereavemeptbeland
Kellehear 2018. p.2)

Whilst the current policy context for palliative and EOLC puts increasing emphasis on the importance
of continued social connections and networks for the dying, as well as support for those offering
care, it appears that sugtolicy is not yet backed by a consistent educational approach. The
Palliative Medicine Syllabus, produced by the Joint Royal College of Physicians Training Board (2014),
is seen to largely neglect the public health component of PC. Abel and Kel{2B&8)suggest that
future revisions of the curriculum should incorporate:
i) awider process of consultation with those involved in geriatric medicine (both
professionally and in the community) and should cover a braade of ageelated
conditions in addition to cancer (neurological disorder, organ failure, dementia and frailty

ii) A review of academic literature on health promoting PC and examination of PC policy
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iii) Epidemiological insights backed by practlealning from public health projects,
particularly through recognition of the importance of community support and how this can

enhance welbeingc rather than the current oveemphasis on symptom control

The call for more rigorous, routine training foedith professionals, both in communication about
and identification of EOL, together with better familiarisation with EOL tools and pathways is
strongly made in a range of policy and strategy repfrtsoonsen et al. 2016; Neuberger 2013; NHS
England 2014b; Wollaston 2015; Hunter and Orlovic 2018; Deloitte;, 204shem et al 2030

2.2.2.1.6Commissioning tools
A number of EOLC modelling tools are available omNttgonal End of Life Care Itiigence
Network (NEOLCINvebsite intended to help commissioners answer questions relating to:
i) modelling the number of deaths each year in the localltngside a calculation of
the number of EOL bed days in hospital
ii) calculations to show how early recognition impacts on the last days/weeks of life
iii) the financial implications of the numbers in each area dying in hospital and how a
shift in resources fromacute to community may impact on the tariff
iv) an analysis of the main five cohorts which characterise the way people die (sudden
death 14%, cancers 21%, other terminal disease 4%, organ failure 19%, frailty 42%)
and what this means in terms of resource distition
V) how changes simulated in these models impact on the health and care workforce

and what this means in relation to resources and budgets

In addition a number of toolkits are available for use by commissioners, including for example,

W/ 2YYA&AaA2YAYy3d t SNE2Y [/ SYGiNBR 9yR 2F [ATFTS /I NBQ
9YR 2F /I NBQ 6w/ Dt HnamoO (23ISGKSNI 6AGK | adzYYl N&
bSigZRIYY AW 4 A 2y S(REGR 2006). SAD thdsé\ résduraelsnowledge the huge

complexity involved in commissioning and recommend following the steps outlined below.

50



Table5 Recommended steps in the commissioning process

Develop a local vision and strategy - using national guidance, resources, local knowledge and
networks to agree aims and goals. Integral to successful strategy development is the need to
establish, from the start, clear governance and leadership structures including senior people
across each setting (NHS trust, CCG, adult social care, primary care, lead GPs) who are assigned

responsibility for EOL (London Strategic Clinical Networks 2016)

Gather information - from national and local data sources with a particular focus on: reducing
hospitalisation; long term conditions; care for the elderly; frailty and those with dementia.

Identify local policies and procedures. Assess what services are in place and identify gaps

Plan and specify - Identify the services needed to meet the needs and wishes of people
approaching the EOL and develop the necessary service specifications. All service specifications
need to state what acceptable outcomes will look like and how they will be identified and should,
to this end, include key indicators and quality outcome markers. All organisations should plan a
monitoring system, detailing how outcomes for EOLC will be prioritised and fed routinely to the
board. In line with the guality improvement agenda there should be a focus on improving quality
and reducing costs. Guidance includes a call for innovative, cross sectoral, partnership working
between health, social-care and the third sector. Moreover, each service must be considered in

relation to the five domains of care; right person, right care, right place, right time, every time.

Procurement. Work with local health and social care providers to develop contractual

arrangements for effective commissioning.

Sources: NHSE (2016), RCGP (2013 and 2016)

In 2015 PHEcommissioned a programme of work to enall€Ggslocal authorities, and other
decision makers to better understand the health and economic case for increasing investment in

oA

prevention and early interventiot KS g2 NJ Odzf YAY | (i SR -effeftivdl KS LJdzo f A Ol
commissioningcEOLQ 6t 1 9 HAmMTOX YR NBfFGSR G22ta FAYSR
commissioners whavere involved in the planning of health and social care interventions for

patients atEOL The guidance specifically explores the trafis associated with shifting care from

an acute setting to a primary, community and/or social care setting. Tools produced as a result of

the work have created a model for assessing the relative financial outlay of diffe@n€

interventions estimatingasts to both acute and community settings. Whilst data around costs can

never be 100% accurate, the aim is to provide awalk figure, presenting the user with an

assessment of the potential net financial implicationsiehift in activities. If the nmbers of acute

hospital beds for those &OLlare cut and more resoursaliverted to the community,
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commissioners are able to input local datant@del projected costs and in this way facilitate service

planning.

2.2.2.17 Compassionat€ommunities

Focussed work around nemedical forms of support iseingdeveloped, one example being that of
WO2YLI &a&A2yl (which@digaYodab kréate Supg@rtivdocalenvironments. Whilst
community initiatives supporting the dying are on the increase @reyreported to bepoorly
signposted and knowledge about and access to commuoased supports variable(Solutions
Research 2016)here is a sense that communiigsed initiatives may feel less integratédn
medical services, with no clear roadmap for how they can be accesbetl(2018) presents a new
way to conceptualise the compassionate community, presenting a nibdefocuses not just on

the patient, but on the main carer and the caring netwdfk. conjectures that failure to engage
with and trust the caring network around the patient not only misses an important opportunity to
fully connect and add value to the patient/carer relationship, but may actually cause significant harm

which can exacerbatbereavement reactions.

Figure4d Circles of Care in compassionate communities
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Source: Abel (2018)
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2.2.3 At micro level

2.2.3.1Prevailing attitudes/dominant cultures: Patient, carer and staff behaviours

A range ofndividual characteristics and types of behaviour are repoiteithe literaturewhichhave

been found toimpact on the way care is provided and receigBohdik, Unsar and Sut 2010)

Character traits, behaviours, beliefs and preferences inevitably affect the interaction and

experiences of both staff and patients. Whilst literature pertaining to the behaviour of elderly

patients at EOL and its impact on outcomes is scant, more gemadies suggest that patient

characteristics have an important causal link with experience and outcomes. Maben (2012) found
GKIFG LI GASydGa 2y I IASNRAFGNRO 461 NRXI LISNODSAGSR G2
favoured by nurses overmor@cy L SE LJ GASydGa 6K2 6SNB YIRS G2 ¥F8
aiNBaaSR SygdANRYyYSyilad ¢KS SIFaASNI LI GdASydas GKS
review of literature exploring the importance of the therapeutic relationship between paaad

professionals looked at factors that may interfere with positive social interactions, a number of

which are likely to face patients at EOL including for example, excessive use of technology, increased

staff workloads, lack of staff training and cul@nce(Kornhaber et al. 2016)

Attitudes and preferences of clinicians have also been linked to patient outcomes. Davidson (2013)
suggests that physician age, race, religion, attitude to risk and personaligl &aetors which
AYyFtdzSyOS 9h[ RSOA&aAA2Yya (GKS& YIS F2NJ GKSANI LI GA
highlighting discrepancies in treatment as a potential ethical problem. Campbeli2f11&l)in a

Zimbabwean study found that amongst patients with HIV needing antiretroviral treatment, those

pK24S O0SKI GA2dzNI g1 & O2yadNHZR Fa Ww3I22RQE 6SNB 06 ¢
live up to the accolade. For the latter group, gazzate and continued access to treatment was called

into question and their health jeopardised. The benefits of clinicians being open and transparent in
discussions with patient are frequently cited and tensions are reported when clinicians have
conflictingapproaches. One study investigating nurses working in intensive care units found a

tendency for nurses to become frustrated when they were asked to operationalise medical plans

which conflicted with their views particularly when they felt that messagesngivere

overoptimistic or the treatments futil¢Cox, Handy and Blay 2012; Coombs and Long 2008)

Notably thetype of careclinicianssay they would choosat EOL.doesnot always align with public
perceptions of goodEOLCA letter sent to the Daily Telegrad6/11/2012) following the furore

over the Liverpool Care PathwlyCP#and its subsequent withdrawal from standard practisgned
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by 1300 health professionalgho had worked with dying patientstatesthat practice

recommended under the LCPY#®w we would wish to be cared for at the end of our lives and our

LI GASydGa RSaSNWBS (i mhdeédSan Arfeficansibidgyvhite 201 4fduydIhattars & 4 Q
overwhelming percentage of doctors (88.3% from a sample of 1081 physicians) said that they would

choose denot-resuscitate orders for themselves.

2.2.4Measures usetb improve consistency of care

Monitoring and evaluatigoutcomesat EOL are incorporated here as a cross cutting theme, used at

all system levelto assess the effectiveness of different types of care and treatment offered.

Although the quality of data collected in England has recently improved due to the efforts of
NEOLCIN to provide a central data base, rigorous research evidence relating to the effectiveness of
PC is said to be lackif@/ollaston 2015)This is in part due to the lack of agreed indicators to

measure effectiveness, particularly in relation to patient experience at(IlE@d_National Council for
Palliatie Care 2014)Knowledge about the way strategies are delivered locally rely largely en self
report, proxy feedback from carers and review of documentation; meaning that is difficult to assess
how effective policies are. Moreover, the gathering of robmstcome data relating to EOLC is

collected inconsistently across the UK, meaning that clear baselines and comparisons are hard to
come by. National surveys such as the VOICES survey in England conducted with bereaved relatives
(Department of Health 2®) have proved invaluable in providing more sensitive data, as has the
WILIINBPFAE SAa aSO0GA2yQ 2F (GKS bo9h[/Lb 6S0aAiridsS ¢KAOK
remain, particularly in the collection of micdevel data from patientand ®rvice evéuations

looking at integrated, communitipased systems of EOLC provision are hard to come by, particularly
those relating to public health and Compassionate Communities (Marie Curie 2016). STPs, charged
to develop new models of care, are likely to begirptovide findings linked to EOLC. However early
indications are that inconsistent attention will be paid to EOLC. Findings from a survey conducted by
the End of Life Care Coalitions (2017) show that of the 44 STPs 18 have no mention of EOLC in their
strategy documents, 15 have specific actions to improve EOLC, and 11 have embedded EOLC as a

strategic priority (End of Life Care Coalition 2017)

Strategies used to measure effectiveness of EOLC intement

Complexity, it is said, defines health (WHO 2010) and monitoring the success of interventions and
LINEANF YYSa (2 LINRBY23GS 322R KSIFfGKZ 2NJAYy (GKAa Ol
of variables and uncertain levels of causation. Headfendas vacillate between an emphasis on

technology based medical care on the one hand and public health interventions focussing on
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individual behaviour and cultural norms on the other. This apparent duality in the approach to
health is reflected in methalused to measure outcomes at EOL with a huge range of different
measuring systems coming into play. Each measuring system is focussed on recording different types

of outputs using different theoretical frameworks.

Economic Evaluation

Economievaluations usealue for money or economic indicatorshey tend to beisedasan

integral part of a broader evaluation where weighting systemsmpaceto assess the relative
importance attributed to different outcomewith a unit price attached to &h outcome.

Coast (2014) highlights the lack of consensus for economic indicators used to evaluate EOLC and

identifies three theoretical approaches, illustrated in apperiik

National Audit and validated measures for quality at the EOL

The complexity of incorporating suitable measures to provide assurance of the effectiveness of EOLC
programmes is acknowledged and there has been a significant shift in emphasis towards softer

measures of patient and carer experience, following the badipityoemerging from the harrowing

stories shared by bereaved friends and relatives in the Neuberger Enquiry (2014). Drawing on the

failings of the Liverpool Care Pathway a new approach was proposed for looking after the dying

referred to as achieving iV LINA 2 NAGASEa 2F OFNBQ 6unmn [!/5t0d |
person took a more central position as the focus of care and this is reflected in the outcomes

determining the achievement of these priorities (taléle
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Table6

Achieving five priorities of care

Outcomes linked to five priorities of care when it is recognised that a person is likely to die

within the next few days/hours:

That this information is recognised and communicated and that everything is then done
to ensure decisions and actions comply with the person’s needs and wishes and these are

regularly reviewed

That sensitive communication takes place between staff, the dying person, and those

identified as important to them

That the dying person, and those identified as important to them, are involved in

decisions about treatment and care to the extent that the dying person wants

That the needs of families and others identified as important to the dying person are

actively explored, respected and met as far as possible

That an individual plan of care, which includes food and drink, symptom control and
psychological, social and spiritual support, is agreed, coordinated and delivered with

compassion.

Data taken from LACDP (2014)

Using these outcomes as a focus, a national audit conducted in 2018/19 (HQIP 2019) looked at how

well these priorities were being achieved in English hospitals and community providers.

Results found practice wasconsistent. Although the number of patients with an ACP is on the rise

0 T2
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one and a half days before they die and 22% of relatives reported concerns aooiunication

with professionals.

avov

The ICEPAC projdtiniversity of Birmingham 2018gs developed capability instruments, notably

the Supportive Care Measure (ICECGAM), a tool for use in evaluatmoonducted inEOLsettings.

The attributes included in ICEPAC are shown in fable
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Table7 ICEPAC measures for Supportive Care at the End of Life

ICEPAC Supportive Care Measures

Choice
‘Being able to make decisions about my life and care’

Love and affection
‘Being able to be with people who care about me’

Physical suffering
‘Experiencing significant physical discomfort’

Emotional suffering
‘Experiencing emotional suffering’

Dignity
‘Being able to maintain my dignity and self-respect

Being supported
‘Being able to have the help and support that | need’

Preparation
‘Having had the opportunity to make the preparations | want to make’

Source: University of Birmingham (2018)

Early feasibility studieailey et al. 2016pf ICECABCM demonstrate that it is a valid tool to

measure the quality of life among patients receiving supportive and palliative care, assessing

attributes that areimportant to people aEOL Further testing is needed in a wider variety of

settings with a range of ethnic groups. Work by Huynh é2@17)to determinethe relative value

assigned to capabilities shouiélp give clearer insight into what aspect=@L Gre most

important to a variety of stakeholders and ultimately provide a quantified estimate of the gain (or

loss) in benefit from interventions provided. Cost data can then be applied to these outcomes t

help determine efficiency and inform future policy and decision making.

Commissioning advice (tab® provided to CCGs (RCGP 2016) provides recommendations for key

indicators and measures at EOL.
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Table8 Recommendations for data to be collected at EOL

s Patient/carer feedback through VOICES, locally collected user experience data or public
engagement events

s Independent quality assessment/assurance for example through accreditation from

organisations such as the Gold Standards Framework

Key outcome measures including for example:

o Numbers of identified patients on GP end of life or palliative care
registers against the number of anticipated deaths

s . Number of patients on GP EOLC register with a non-cancer diagnosis

o Number of carers offered assessment and care in bereavement

o  Numbers with recorded ACP

s MNumbers of patients able to live and die where they wish

* Patients receiving timely proactive anticipatory care

s Evidence of consistency or patient outcomes through regular audits -

Adapted fromRCGP (2016)

Who to collect data from and how to collect it?

Collecting data from patients &OLis problematiqAddicot 2010poth ethically given the

sensitivity of the subject matteand practically on account of patients often being too sick, frail or
cognitively impaired. Yet the reliability of data collected from a proxy (often the relative or carer)
and the impact of time lapse betweehd episode of care/dying and data collection inevitably
impacts on data reliability. Data is routinely collected from clinicians and recently more effort has
been made to collect data directly from patients and relati{@epartment of Health 2012Yhe

guestion of to what extent assessment by staff or caregivers agrees with patiesisse$sment
remains controversigPastrana et al. 201@)yet given the high numbers of patients receiving
palliative carevho are not in a position to setfssess, some degree of assessment by others remains

inevitable.

The Voices survepepartment of Health 2013nd NHSE are currently involved in developing more
patient centred measures foEOL In addition to data collected with specific research purmise
mind, considerable amounts of data are collected routinely across the NHS and Davi€20diGal

highlight the potential glue of using this data more creatively to help impr&@LCTable9 shows
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some of the possible sources of routinely collected data which could be used to better interrogate

outcomes.

Table9 Routinely collected data at EOAhich may contribute to more effective
monitoring

Death registry data including place of death

Hospital activity data — record information on diagnosis and treatment

Primary Care Data — The Clinical Practice Research Datalink (CPRD) contains longitudinal medical
records on a sample of 10% of the UK population

Social Care Data —significant gaps here. Recent project by Nuffield Trust and NEoLCIN collected
data from seven local authorities and linked it individually to secondary healthcare data

NHS national surveys including Views of Informal Carers — Evaluation of Services (VOICES), The
Carers Survey and Adult Social Care Survey

NEOLCIN provides local level data relevant to EOLC.
Adapted from Davies et al (2016)

Literature looking at measuring the effectiveness of interventions at EOL suggests that the indicators

or instruments used are frequently inadequate (Gomes 2(Rf&ce of death is often used to

represen quality in performance of EOLC, yet whilst evidence suggests that community care at EOL

Aad OKSILISNI GKIyYy | 0dziS K2aLWhiGlt OFNBE a Iy AYRAC
AYy dzadzr f LX F OS 2F NBaAR§uayStoutdome. Dain si@estdithal O NHzR S
more people would like to die at home or in their usual place of residence than in hospital, though

this appears to change the closer the individual gets to death andmaiabe more heterogenous

than some assume (@nes et al 2013). Other more nuanced measures including a recent focus on

Wy dzYoSNJ 2F SYSNHSyOé FRYA&aarAzya Ay GKS f1ad KNE

the responsiveness of the broader system to patient need (Shah 2013).

2.3 Chaptersummary
This chapter began with defining key terms pertinent to the thesis; EOLC, PC and policy. It moved on
to examine the scarliterature, both national and international, exploring the impact that EOLC
policy has on practice the intention being to identify key factors impacting on EOLC outcomes.
Analysis of relevant literature was divided into the structural levels at wisilelted contextual
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to the individual, interpersonal relationshipthe institutional setting and wider infrastructural

factors. This schema is used throughout the thesis.

At the macro level, although policy is generally considered to support improved outcomes there was
adearthof literature evaluating the impact of®_C policy on outcomes. The influence of broad

government polices around the structuring and funding of the health and care system was

considered and the English context, charasstiby reductions in funding to social care between

201020 resulting in @rowing differential between health and social care, was noted. Perhaps not
unrelatedtothish @ G KS O2y OSLIi 2F W2O0SNJ YSRAOFf A&l GA2Y QX
empathetic, relational caréHeath 2016; lllich 1976; Gawande 2014; Callahan and Wasunna 2008)

Other macro level issues arising in the literature relate to system pressures on staff and resources

and growing levelsfanequality(Marmot et al. 202Q)At the meso level the literature focussed on

care pathways and models of care and noted both the lack of integration across pathways and the
incomplete and inconsistent research bdsam which evidence isought Provision of sufficient and

consistent training for staff (both clinical staff, support staff and commissioners) was also

addressed. Finally, at the mictevel, the potential impact of patient and clinician characterissiod

preferences, on the care received, was discussed. The importance of identifying ways to monitor and
YSFadz2NB 2dzi02YSa NI}y GKNRdAzZZIK SIFOK 2F (GKS adNHzOGd
outcomes was often easier than measuring qualitapaient perceptions of the quality arttie

experience of dying.

The next chapter looks at the specific context of English EOLC polipyaatide andfocuses on the
development of EOLC policy in England since the first policy statement was introduced in 2008 (DH
2008).
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Chapter3: Englistend of life card”olicy

This chapter begins with a contextual overviewe@iL@n England. It then looks at théonology of
the development of policy, initially exploring how it has built up over the last two decades and
moving on to take a more analytical look at its content. It considers how puédgeshave been
funded and explores how the changing structarel governance framework of the NHS may impact
on policy implementationwWhilst chapter Z2xploredthe barriers and enablers foroviding good
EOLChis chapter focusesnthe role of policy iguiding and shaping practice and specifically
detailshow English EOLC policy has developed sincéifftestrategy document emerged 2008

(DH 2008).

3.1 NHS constitution

Although the NHS constitutes health services across the four nations (England, Wales, Northern
Ireland and Scotland) since the refedemms for devolution in Scotland and Wales in 1997

(Department of Health 2009and the passing of the subsequent devolution acts, the way funding is
allocated and how services are rolled out, is the respdlityilof the separate nations. For this

reason, the characteristics of the NHS across the four nations, with the divergence in structures and
management approaches, and indeed with different relationships between health and social care
OYAYIQa @amyinkreasimgly disiirkt. This study will focus on EOLC care in England; in cases
where the policy documents under review look more broadly at the UK rather than England, this will

be made explicit.

Whilstthe majority of deaths continue to take place in hospital, the role that social care and
associated professionals play in deatid dyingshouldnot be overlookedAlthoughthe current
study was primarily located in a health framework the need to ackndgédeand work within a more
integrated set of parameters became evident as the work progressed. In addition to policies
developed within the NHS this sectiohthe thesiswill consider thosestaff and patientdocatedin
the social caresector,recognisinghe growingpolicy emphasis on the integration between health

and social care

3.2 Current contextHow is currenEnglisfEOLCated?

A 2016 CQC report ratedrty percent of acute hospitais Englandas providing poor or inadequate

care for the dyindCQC 2016)nequalities in provision diOLCare were experienced not only
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across different settings (care in hospices waed asmore reliable than care provided in acute
hospitals) but also varied with diagnosis, ethnicity, age and vulnerability. In 2008 the National Audit
Office reported that 40% of patients who died in hospital over a thnemth period had no clinical
reason tobe there(National Audit Office 2008Yet, particularly for older patients, often suffering

from a number of ongoing chronic conditions, when ill health looms and social care is unable to offer
robust alterratives, it is to hospital that they are often takerand once admitted it can be hard to

escape the ethos geared towards aggressive, lifesaving interverfiidoliéaston 2015)

TheRCP and Marie Curie audite®LE2016)examined data from 131 trusts, representing 6,580
data sets and found that of these only 21% had access to face t®@emrvicessevendays a week.
Mandatory training in care of the dying was only reqdifer doctors in 19% of trusts and only 56%
of trusts had conducted a formal audit BOLCMoreover only 47% of trusts had a formal process to
capture the views of bereaved relatives or friendaurther insights are found in the National Survey
of Bereaved People/OICERDffice for National Statistics 201i6)England which reported that
people being cared for in hospital are less likely to report high qualityGhan people being cared
for in other settings and are less likely to report being treated with dignity by hospital consultants

and nurses

Provision of P@ hospices in the UK is highly regardadd creative models for accessing more
patients in the community are being embeddedemonstrated by Hospice UK who suggest that
more than 200,000 people with terminal and Hfeiting conditions in the UK are treated by
hospices each yedHospice UK 2018Pespite this Hugheldallet et al(2013)estimate that 92,000
people per year in England, Wales and Northern Ireland have uR@mteds and national data
shaws that less thasixpercent of the population die in a hospice in Engl@dblic Health England
2019)

The Liverpool Care Pathway (LCP), introduced in the late 1990s, was intended to be a means of
transferring best practice iRCinto other settings, including hospitals. Yet in 2013 the LCP came
under considerable criticism, fuelled by stories from carbeg it had been used to hasten the death
of loved ones and neglect basic needs. The furore resulted in suspicion and motives behind the
initiative were questioned, eventually leading to its withdra\ildéuberger 2013)n the void left by
the LCP there has been a focus on efforts to better coordinate care, improve communication and

record patient preferences at thEOL. There is a call for more rigorous research evidence to
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demonstrate the effectiveness of EOL intemtions from multiple perspectives; economic, clinical,

social, cultural and individu@Wollaston 2015)

Despite improved knowledge and understandinde@fLover the last few decades there remains an

underlyirg tension between the desire to cure and recognition that death is inevitable. The ability to
recognise when the emotional and physical struggle outweighs the desire to stay alive presents
ongoingchallengesMalhotra etal. (2015)02 Y 8 A RSNJ 4 KS LINB@I Af Ay3 bl { Odz
YR KAIKEAIKG | a2aidSY ¢KSNBE RAF3Iy2aira Yire €SIFR
high levels of anxiety. The authors recommend that doctors should prpatients with resources

that increase their understanding about potential harms of interventions and help them accept that

doing nothing can often be the best approach. This thinking may be particularly pertine@tLat

Linked to this is the problem of exinvestigationleading to overdiagnosis and overtreatment

(Alderwick et al. 2015)

Yet, whilst he overallpicture of EOLC provision in the UK is complex examples of excellent practice
prevail.Indeed in 205 the UK was ranked first among 40 countries for the quality &k a

measure derived from analysis of five weighted indicattivs palliative and healthcare

environment, human resources, the affordability of care, the quality of care and thedéve

community engagemenEconomist Intelligence Unit 2013)K achievements are also attributed in

part to the significant input and support that it has historically received from the charitable and

voluntary sector. Of the various domains measured the UK scores low&2 @81 2 F nnov Ay (K
Endof-[ AFS | SIfGKOINB OF(iS3I2NEQ® t I NIOAOdzf F NI YSI & dzNE
expectancy; the number of hospital beds per 1,000-acddental deaths; the number of doctors

and national spending on healthcare.

A further proviso relates to the quality of ranking data, whilst the UK scores highly on measured
indicesthere area number of unmeasured indiceghich may be of particular importance to the
patients, notably patient centred measures around their experiences in the weeks, days and hours
before death. It may bethat KS &S W& 2 FdcBeNdoré Bighly izboBn&i€s which though
poorer, have titer community support structures and may provide better emotional/social support
at EOLNEOLCIMNontinues to prioritise the development of valid measures to record patient
experienceg(personal communication with Director of EOLC, NHSE). More rigorcupmiatding

such information should be available in the next few years.
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3.3 Rise of localism and inequities in outcome

The advent of the Health and Social Care(B&tSQ012) with the introduction of CGsassuming
responsibility for commissioning (i.elapning and purchasing) heralded a move away from centrism.
Greater powers are held locakyabling providerso potentially respond to the needs of the local
population¢ a move thatwas met with both optimisti@pprovaland critical condemnatiofHam et

al 2015) Enhanced local powers through devolution of health and socialganerently being

trialled in various forms across the country, most notably in Manchester and Cornwall, will also have
a significant influence on local service provigisee gction2.2.2.1) Greater Manchester has been
offered the broadest deal to date, including powers over transport, planning and housing as well as
uniting 38 different organisations as part of health and social care devolution @\eishe et al.

2018) Working together in this way promises a more joingd integrated response to individual
needs.At the same time there are concertigat disparities between localgswill become more
noticeabk. The spectre of the postode lottery, where the quality and type of service provided
depends on where you live in the countlyoms largeAs withall health provision tereis a concern

that the provision of consistent and equitall#LC services will become harder to guarantee (Dixon
2015).

The Atlas of Variation for palliative aB®L@ y 9y 3If F YR 0t 19 Hamy0v LINPOBARS
GENRAFGA2YQ YR LX 2G4 RAFTFSNBYOSa Ay ASNBAOS LINEC
Unwarranted variation is defined &ariation that cannot be explained on the basis of iliness,

medical evidene, or patient preferenc® Although the report is careful to mention that the findings

should be considered in relation to local need, which varies with population age profile and a range

of socioeconomic and demographic factors including ethnic miwetisas by local models of care, it

would appear that the scale of the variaticannot be attributed to demographic factors alométh

a number of particularly significant findings highlighted in talile
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Tablel10

and palliative carandicators in England

Indicator

Outcome measure. 2015 English

data

Showing outcome measures and magnitude of variation for a rang&oiL

Extent of variation across the 209
English CCGs

Percentage of patients who had 3

or more emergency hospital

admissions during the last 90 days
of life.

On average, 1in 14 [6.9%) of all
thoze who died.

Wariation from 1in & (12 6%) to 1 in
34 (2.9%) by CC&, a 4.3-fold
difference.

Percentage of those with an
individual plan of care
documented in the last 24 hours
of life. The plan should include
food and drink, symptom contral
and provision for psychological,

social and spiritual support.

65_7% of patients audited in acute
hospital sites in England (and a
median by acute hospital site of
71.4%) had documented evidence
in the last 24 hours of 3 halistic
assessment of their needs

regarding an individual plan of care.

The variation between acute hospitals
was 3.8% to 100.0%, which iz a 26.7-

fold difference.

Was there face-to-face access to
zpecialist palliative care for at
|east 9am to Spm, Monday to
Sunday?

Of the 140 acute hospital sites
included in the analysis, 38%
replied yes, 1% replied no and 13
did not rephy.

Wariation from between nearly 1in 4
tolinG.

Percentage of patients whose
death could have been
anticipated on an end of life
register.

In England during 201516 the
average number of patients in need
of

palliative care/support recorded on
GP disease registers was 39.6 per
100 deaths

The variation was between 13.1 per
100 deaths and 115.5 per 100 deaths
by CCGE, an &.8-fold difference. The
maximum value of 115.5 per 100
deaths indicates there is & CCG with
more patients in need of palliative
care/support recorded on GP disease
registers than died in a single year. The
median by CCG increased significantly
from 25.4 per 100 deaths in 2012/13
to 35.6 per 100 deaths in 2015/16.

Percentage of deaths in usual
place of residence (home and

care home).

45.0% of deaths occurred in wsual

place of residence.

Wariaticn by CCG from 25.5% and
55.9%: a 2 0-fold difference.

Percentage of deaths in hospital
by CCG.

On average, just under half (46.7%)
of all deaths occurred in hospital.

Wariation of between two thirds
[68.1%), and one third (36.13%) of
deaths by CCG.

Percentage of deaths in hospice
by CCE.

In England, the proportion of
deaths in a hospice was 5.6% on

dverage.

The variation between CCGs ranged
from 0.2 to 13% constituting a 68-fold
difference — explained largely by the
uneven geographical distribution of
hospices between CCGs.

Datz tzken from The Atlas of Variation for Palliative and End of Life Care in England, PHE {Z018]
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The extreme variation evidenced across England suggests that local strategies and policy may be an
influencingfactor. One likely contributory factor in determining EOLC outcomes may relate to the
different g | @G Qs prioritise resources. Ttendon Assembly Health Report (20h6jed sizeable
variation in spend on EOLC across Lonlitin average spending varying across €fz@n £540 to

£3,740 per deathFinlay (2019) reports a freedom of information request in which she asked 209
CCGs about palliative care commissioning. Tépeadiity in spend between CCGs was huge, ranging
from £52 to £2,330 per patient, with a poor correlation within this between spend and identified

need.

The debate around localism continues to rage with ongoing discussion around how, in a nationally
funded NHS such local discrepancies in provision can be justified (Dixon 2015). Also relevant are the
many significant changes to the wider health and social care infrastructure which have impacted on
the interface between national and local government over ldst decade. England, for example,
following the Health and Social Care Act (2012), has seen reforms which have removed critical
central levers that were previously used to drive through national policy, notably responsibility for
public health was takefrom the Secretary of State for Health and conferred on local authorities
(Marie Curie 2016).

The Access to Palliative Care Bill proposed in 2Bibay 2019%ought to pass legislation that would

ensure high qualit care for all people who are dying, no matter what their geographical location
GAGKAY 9y3IflyRd ¢KS o0Aff | NHdzZSR GKIG LIEEAIFIGADS
assistance in their own homes or communities and that the training of empoyegain relief and
communication skills should be improved. The Bill stipulated @@&shouldpublish a strategy

covering the expected needs of adults and children in its ar@eed plan to demonstrate how

these needs woulthe met detailingthe specialist services to be provided, with data collected to

monitor progressThe intention was that guidance and learning from recent initiatives including

WI YOAGAZ2Y A T2 NINPEUCP 2016)WARD I KISy RE20NAI[ /2 F al NAS / dzZNRA S
{O0FYRFENR&AaQ 06F20dzaaiAy3da 2y AYLINRBGAY3A 9h[/ Ay Dt LN
its second reading in June 2019 and following the proroguing of parliament in late 2019 made no

further progeess.
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3.4 Development oEOL@olicy in England

The emergence dIKEOL®olicy was a response to a number of health debdteing fuelled at the
beginning of he new millenniumtriggered both by a political will to increase patient choice and a
growing avareness of changing demographics and increased pressure on health services. The result
has been a focus on the need to create a clear road map for shaping EOLC in England which has
driven a range of initiatives over the last two decades. AppeBdixhats the various strategies,

policies and documents produced by government together with charities and voluntary

organisations over the last two decades which have been influential in shaping English EOLC.

In 2003 the Department of Heal®PH)LJdzo f A a KSR | R20dzySyid SpHiAGf SR W.
2003)which laid out the policy direction towards increased patient choice in the NHS and pledged
specifically that better 8.C would be delivered not just to cancer patients but to all those who were

dying, irrespective of their diagnosis. A year [&t¢€CE Z004) issued guidance for Supportive and

Palliative Care, and tHeOL®rogramme was launched by the DH which aimegite patients more

choice about where they died. Between 262407 £12 million was invested in strengthening

practice across a range of settings and pathw@td 2003)On the basis of this improved resource

base a number of programmes were developed, magtificantly; the Gold Standards Framework

(GSF) (Thomas 2003); the Liverpool Care Pathway (LCP) for the dying (Ellershaw and Ward 2003) and
Priorities for Care (PPMlunday, Petrova and Dale 2008ach of these itiatives set out a broad

intent to make effectiveeOL@nore systematic.

Building on ongoing projects and programmes such as the2008, the first governmeri¥ 9 h [ /
{GN GS32Q ®H208) Jize dtrateyKb&dRed by additional funding of £286omiover a
two-year period, set out a whole systems approach which was endorsed by the 10 regional Strategic
Health Authorities and elucidated a vision for achieving more informed choices and better outcomes
at EOL The intention was thathroughenhancing choice, quality, equality and value for money
LIS2L)X S ¢2dAd R 6S adzllll2 NI SR G2 KF@S | w3az22R RS 0K
strategy was to be enacted throughising awareness; better systems for monitoring and data
collection; impoved generic and specialist professional education; increased resources and a
cultural focus on changing attitudes to dying. Following the strategy publication in 2008 there has
been rigorous annual reporting on progress to achieve stated objectives ardEQICIN(2020)
websitenow publishes datan-line accessible at th€CG levdbr arangeof measures, including

place of death.
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Notably there was a strong emphasis in the 2008 strategy on extending choice, particularly around
increasing thepportunity for those who want to die at home. The choice agenda was reinforced by

- wnamn I20SNYYSy i 9EDSHN Sy SW R lydzbd EH204PRIMHESNT G Ay I
document the coalition govement set out reforms whose key objective was to both improve

choice and create a system within which the position of patients was cepirdd S Y I y i NI Wy 2
RSOAAA2Y | 02dzi YS ¢gAlK2dzi YSQ 46l a O2AYySR® ¢ KSNB
systems aBOLA y Of dzRAY 3 |y 2LIA2Yy 2F WLISNI LI GASYyd FdzyRA:

During the same year the NHS Outcomes Framework highlighted the need to develop better
indicators for measuring the quality 8OLGncluding crucial measusef patient experience.

Another important markein 2010 was the advent of a framework for social care at EOL; Supporting
People to Live and Die Well (NHS Improving Quality, 2010), spearheaded by NEOLCIN presenting a
vision, not only where services work around people, but where the major sectors ki laeal

social care work together in a much more purposeful fashion than was contemplated previously.

2011 heraldednore reviews and reports focussing on funding formulas and quality standards. A
NBLR2ZNI O2YYA&d&aA2YSR o0& (KSY dELOL NIW CRogMNgneyaS NEK2Sy Sach =
Hallett et al. 2011%¥et out a pefpatient funding mechanism fd?C Pilot data was collected with a

GASe (2 LzidAy3d G23SGKSNI I a&NNS¥AYHE Qimisdad/ Ra N&EALE
etal. 2011W¢ N> YATFT2NXAY I 2dzNJ | SIf 0 KO §BmedwhnereS YQ KA IKE A
integrated systems of care were seen to potentially bring about cost savings by taking pressure from

acute servicedn the same year a series of quakitatementswere released by KCE2011)laying

out qualty markers outlining what gooBOL@ooks like There are now two standards one for EOLC,

QS13 (tabld 1) pertaining to the last twelve months of life and the second, QS144 (12le

pertaining to care in the last-2 days (NICE 2015). Both standardssrpported and promoted by a

range of organisations concerned with E@Io@ NICE work to promote them to commissioners,

service providers and regulatorBhe standards are wide ranging and rigorous in their scope,

covering 15 quality statements:
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Tablell NICE quality standards for end of life care for adults (QS13)

Nice quality standards for EOLC for adults (Q513)

1. Identification
People approaching EQL are identified in a timely way.

2. Communication and information
People approaching the EOL and their families and carers are communicated with, and offered
information, sensitively and as required.

3. Assessment care planning and review
People approaching the end of life are offered comprehensive holistic assessments in response to
their changing needs and preferences, with the opportunity to discuss, develop and review a
personalised care plan for current and future support and treatment.

4, Holistic support — physical and psychological
People approaching the end of life have their physical and specific psychological needs safely,
effectively and appropriately met at any time of day or night, including access to medicines and
equipment.

5. Holistic support — social, practical and emotional
Support for their social, practical and emotional needs, which is appropriate to their preferences,
and maximises independence and social participation.

6. Holistic support — spiritual and religious — appropriate to current and changing needs.

7. Holistic support — families and carers - appropriate to current and changing needs.

8. Coordinated care
Care should be coordinated effectively across all relevant settings and services at any time of day or
night, and delivered by practitioners who are aware of the person's current medical condition, care
plan and preferences.

9. Urgent care
Available at any time of day or night, safe, effective and appropriate to needs and preferences

10. Specialist palliative care
Offered appropriately at any time of day or night

11. Care after death
The body of a person who has died is cared for in a culturally sensitive and dignified manner.
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12. Care after death — verification and certification

Families and carers of people who have died receive timely verification and certification of the
death.

13. Care after death — bereavement support

People closely affected by a death are communicated with in a sensitive way and are offered
immediate and ongoing bereavement, emotional and spiritual support appropriate to their nesds
and preferences.

14. Workforce training

Health and social care workers have the knowledge, skills and attitudes necessary to be competent
to provide high-guality care and support for people approaching the end of life and their families
and carers.

15. Workforce planning

Generalist and specialist senvices providing care for people approaching the end of life and their
families and carers have a multidisciplinary workforce sufficient in number and skill mix to provide
high-guality care and support.

Taken from NICE (2011)

Tablel2 Quality standard (QS144)inical care of adults in last two to three days of
life

1. Assessing signs and symptoms: close monitoring of further changes to assess if they are

nearing death, stabilising or recovering.

2. Individualised care: patients and those important to them should be given opportunities

to discuss, develop and review an individualised care plan.

3. Anticipatory prescribing: medicines for symptom control should be administered as

required.

4. Hydration: Hydration status should be assessed daily along with discussion of the risks
and benefits of different options.

Taken from MICE (2015)

At the same time as these quality measures were being constructed to monitor progress, significant
regulatory change was afoofhe Health and Social Care £&012) brought with ithe most wide

ranging reform of the NHS since its founding. Followinghtimeowing findings o& number of

hospital enquiriegparticularly in relation to care of the elderlfKeogh 2013; National Advisory

Group on Patiet Safety 2013; Francis 201@)ality regulation rose to the top of the agenda and a
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strong emphasis was put dhe importance otliniciansbeingcentral to the commissioning process.
Arguments for the necessity of good compassionate, relational Gane o the fore; clinical

outcomes were in themselves no longer enoughe following yeathe RCGP publishgutactical
commissioning guidanddhomas 2013) an attempt todraw a line below the grim talesf patient
mistreatment reported by Francis (2013). TREGP commissioning guidamoatains a multiplicity

of tools and resources which can be used across different systems (health, social care, third sector).
Running alongside RCGPs guidance were areiial set of recommendations made by Robert

Francis QC (2013) which sought to ensure patiemtsid no longer be left lying in soiled sheets with
food and water left out of reach, victims of an overstretched systrght was shone by Francis on

the cuture of the healthcare environmeragnd anew, more open, honesandtransparent culture

was promoted where staBupport was given higher priority

When CCGs were founded in 2012 one specific service requirement related to continuing health care
(CHC) fast track funding, a service intended to support those people identified as being at EOL. The
2018 National Framework for CHC (revised in 2pt@®)ides no definite time scale for life
SELISOGFyOes aAYLX e adl GAay atindickrdition nay belestdring@A Rdzl f Qa
terminal phasg DHSC 2018)The intention was to ensure th#éhose entering this phase are

supported in their preferred place of care as quickly as possible. Diagnosis is provided by an

W LILINE LINR | G S kodwhedgdalié\abolit®heaii¢h® needs and condition and should

provide an assessment of why the individual meets the Fast Track cridZi@s are required to

audit use of the Fast Track Pathway Tool carefully and discysanerns over its use with
organisations, clinicians and teams as appropr{@tepartment of Health 2012apiven theurgent

nature of theLJI (i A r@¢diih@ ECG is under an obligation to agree and commission the care

package within &8-hour periodfrom receipt of the completed Fast Track Pathway Tool.

90K2AYy3 a2YS8S 2F GKS GKSYSa 2F SINIASNI NBIRZNIa { A
England 2014&et out a positie vision for the future of the NHS arguing that greater emphasis

should be placed on prevention, service integration and putting patients and communities in control

of their health.Guidanceprovided in the 5YFV setsit sevenareasfor specific focushough EOL is

not singled out as one of these. Goals in the 5YFV for patient expefeyic®f dzRS WA A IY A TA Ol
AYLINR GSR LI GA S dndl logyeren £additions alchdsidediricredsing the number of

people wih personal health budget®NHS England 201p24). There was also particular mention of

new care models which it was anticipated would enable frail, older people to stay healthy and

independent for longer. There was emphasis on the need for greater integration of community,
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mental health and hospitaervices as well as more joined up working with home care and care

homes. Attention was paid to adapting existisgrvicesand working across systemizather than

ONBI (S FdzZNIKSNJ RA&NHzZLIGAZ2ya (2 SEAA&GAKeTOund( NHzO G dzNE
where local leadership be supporteahd flexibility was shown in relation to payments and

regulatory requirementsb S Y2RSta 2F OFINB KI @S &adzoaSlidsSyidt e
AA0SaQ | ydzYoSN) 2F EHOKA OK F20dza LI NIAOdzZ I NI & 2V

Inthe same year as the 5Y,FPhe Barker Commission reported (Barker 20h#ghlighingthe

extent of some of the disparities in the health and social care arrangements, exemplified by the
complexities of the Continuing Healthcare funding system wherelgtiarg, dying at home with
dementia, is not entitled to a package of home nursing support, whilst a cancer patient receives full
support. In the current system, the method of determining allocation of funds both within the health
system (for example in diing funds between clinical interventions and nursing care) and between
health and social care, is both complex and lacks transparency. Calls for needs based, integrated
health and social care have been echoed in later recommendations made by the NBEtdiizive

and End of Life Care Partnership and more integrated working and funding arrangements are being

tested in a number of the vanguard sites.

The Neuberger review (201Bas been influential in shaping new policy directidwasevident that
shartcuts in training and support of staff meant that there were repeated incidents where patients
were treated with lack of care and dignity, communication was poor and transactions between
patients and staff too rushed. The report concludes that many optha episodes of care result

not only from staff shortages and rising pressures but also, fundamentally that communiskitlen

of health professionals nedd improve.

We believe there needs to be a proper National Conversation about dying. Oth#oetses and
nurses are likely to become the whippiogys for an inadequate understanding of how we face our

final days(Neuberger 2013.p.3).

Dying Matters, a coalition of organisations from across the NHS, voluntary and independent health
and care sect@; hasa mission to promote awareness of dyiagd have been particularly active in
promoting the type of national conversation suggested by NeubeRgommendations in the final
report (Neuberger 2013jocussed on creating strategic frameworks to previmoad based

guidance on delivering better care afalowingon fromthis an alliance of 21 professional and
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G2t dzyiGF NBE 2NBFyAaliGA2ya ¢l a SadlofAaKSR® Ly HAamn
(Leadership Alliance for the Care of Dying People June 20ieh) articulates 5 key priorities for

care(table § section 2.2.4placing more emphasis on individual priorities over process, with

LISNE2Y Il f AA4SR KSFfGK LIXlFya GF1Ay3 ySs LINBOSRSYyOS
time available to the clinician in initiating conversations in which -qéaes were drawmup became

key criteria for succeggllis, Winslow and Noble 201@&)iso significant at this time was the

LINEY2GA2Y 2F GKS Wi 2d&aS 2F /I NBQ Y2RSf F2NJ Yl yI =
term conditions and acknowledgement of the importance of drawing on community agSetdter

et al. 2016)

Perhaps the most significant policy development since the emergence of the initial strategy in 2008
has been the Ambibins FrameworKNPELCP 201%)verseen by the National End of Life Programme
andfunded by the Department of Healtfhe document was produced througltbroadpartnership

of national organisations working Englangdwhose aim was to improve the consistency and quality

of EOLCTheambitions framework proposes that the reason for inconsistent EOLC is not the result
of lack of knowledge, rather it is about collective will, prioritisation of need and application
knowledge. The framework lays out six ambitions for achieving more consistent EOLC, these being
to: individualise care; provide fair access; maximise comfort; coordinate care; ensure staff are
prepared to care and facilitate community involvement. Each ambition the guidance identifies

what is needed to achieve them in the form of foundations and building blocks.

Since 2015 there has been a flurry of further reports and guidance from both the government and
voluntary sector looking, amongst other things at quality standards, education of the workforce,
communication ACPsmonitoring and reporting, data and indicais ¢ much of it repeating well
intended aspirations relating to wh&OLGhould look likendhow it should be monitored and
funded.The ambition to quantify the economic impact of new policies and models of care is gaining
strength as system pressuresdome more intense. Theational Audit of Care &OLHQIP 2019)
represents an important step forward in routine national measurement of quality and outcomes of

those at EOL within NHS settings.

3.5 How has English EOLC policy contributed to practice?
Areview ofnationalEOLpolicydocuments conducted by Sheffield Hallam Univer&tySCR016)
concluded that their sheer volume, the fact that they are made available via a number of different

routes, and that much information contained is repeated ocrafted, means that there is a danger
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that the focus becomes diluted. Uncertainty about thepose and status of these documents adds

to the confusion and increases the likelihood that they will be ignored or overlooked. Marie Curie
(2016) stress that running alongside policy, what is needed is a concerted effort to resource and
drive these poli@s through, measuring success against valid indicators and adapting practice to fit
with evidence, particularly in relation to improved experiences of care. Looking at EOLC policy across
the UK, the repor{Marie Curie2016)observes that whilst the majority of those dying will have

some sort of PC need, there has been no robust attempt to provide a comprehensive overview of

the scale of this need.

3.5.1Policyframework and context

National policy can provide a uskframework that will ultimately improve patient experience

(Coombs and Long 2008). At its best, policy will inform education, interprofessional learning and
support, and resource management. Policy cannot be removed from context and must focus on the
practical translation of guidelines and plans into practder this reason they stress, it must be

informed and shaped with the involvement of clinicians who have everyday experience of patient
care. Coombe and Long (2008), highlight how the stressfigidaes that often have to be made in

9h[ OlFyYy Llzi RAALINBLENIAZ2YIGS LINBaadz2NBa tyR KAIK
and that this may impact differently on nurses and doctors. Doctors on the one hand have
responsibility for prognosismal determining treatment whilst nurses are more operational;

administering treatments (futile or otherwise) and often facilitating treatment withdrawal. These
different roles are likely to provoke different experiences, compounded by individually heddisbeli

and ethical viewsg and unless space is made to reflect on and communicate these differences,
tensions are likely to arise (Puntillo and McAdam 2006). There appears to be a role for evidence
based protocols which can be used to reduce the pressur@mpualinicians facing difficult EOL

decisions. Coombs and Long (2008) stress that these tools must be practically applicable and not too

onerous, to allow them to become a sustainable part of ongoing practice.

WhilstHarrisonsuggestedsection 2.1.3.1dhat a central component of policy analysis shouldHee
use and development of theory, it is notable in tkey national EOLC policy documefid$i 2008
and NPELCP 2018xat there is no reference, at any point fhe combinedd m pages to the word

YheoryQ
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3.5.2Discourse oEOL®olicy
Borgstrom (2015) is one of a small number of analysts who have interrogated the discourse of
English EOL Policy, asking how its form and content may impact on outcomes. In her review of the
2008 EOLC Strategy she suggBsisd O2 dzNA Sa 2 F WOREFNRORRIBYBRSTUDYELIRE
from each other. Borgstrom asserts that in the policy discourse of EOLC, the strategies and guidance
RSOPSt 2LISRY ¢gKAOK aK$S GSN¥Ya wYlylr3aSR OFNB 2F (KS
a20AFf LINROf SY e8HReraRafsisinkFoudauldidn rmd Bightigiking the power that
language has both in the construction and organisation of reality. Death becomes the problem and

EOLC strategy, with its focus on #@actment of choice, the solution.

Borgstrom locateEQCr & | gl & 2F WRSIfAy3d 6A0K RSFGIK FyR R
future care needs. Thiactthat death rates are on the rise and the changing demographic of the

LJ2 Lddzf F A2y LINBaSyda | Whadhindpliest tiat @R LINS@ NV Adza 2108 € X § X
medical ways of responding to death may no longer be approp¥B@rgstrom 2016 p.9New

EOL®olicies are presented as a solution suitable to manage long term complex pattern of illness

that the elderly are more likelytofacgi G KS wmad / SyidzZNET (GKS LINRofSY
REAYIAQ YR (GKS &2f dzii A BOPs andxtersionyfeh8i®@R RS G Ka § KNP dz=

WY/ K2A0STQ . 2NHAGNRY oHnampy O2yiSyRasz A& LINBaSyil:
lack of it) whit has been the recurrent theme in recent hospital scandals, is largely absent from the

aGNI ST LYRSSR gKAfald WOK2A0SQ A& YSYyuGuAz2ySR n
not appear at all. The danger, of such a policy, Borgstrom ass#nt ihe focus on choice becomes

a tick box exercise. Choices are recorded, often with a view to meeting targets, whilst potentially

sidef AYAYy3 GKS NBfFdA2yaKALA GKIG INB Fd GKS KSI NI
f A0SNIf Q eredibeSwhitieNakioinal phiorities; the time and space to be with someone is
overlooked. The choice discourse may be set to reshape the way dying is experienced by changing
narratives and shifting responsibility for care. To support her argument Borggioints to

literature describing how Western society is moving towards an individualist, capitalist, culture,

GKSNBE AYRAQGARdAzZ f | dzi2zy2Yeé A& @FftdzSR FyR (KS y2iA

Enthoven, a Stanford economist, draws links betweericldS | yR G KS 02y OSLJi 2 7F
of health cardO'Hara 2013yvhere a plurality of providers supply medical services and patients are
SYLRGSNBR (2 OK22aS 6KAOK aSNBAOSa (KSeé& gAaff dzas
about collective consumer action to assert control over the types of services pdoidgporting
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the contention, that consumerism is not all about promotinggelff § SNB &G~ hQl I N} LJ2ahA
YO2YyaAdzYSNAAYQ |yR O2yadzySNJ INRdzLJA KI @S STFFSOGAGDE
prevention of professional madractice and the righto be heard. Indeed, going hand in hand with

consumer power is the involvement of patients in helping to shape an@t@duce services around

a more patientcentred set of services. Politicians, from both right and left have embraced the

fFy3dzr HE ST WRIBSND SEG2ttAy3a GKS AyONBIF&AS Ay (K
WO2yaddzYSNR O6hQI Nl HamMoUL ®

The rise of choice and the consumer culture in the West, Borgstrom argues, contrasts with more

cohesive cultures, particularly those in leand middleincome countries which privilege

relationships within the extended family more highly than personal aotoy (Borgstrom 2015).

LY |1 SYNEQ& Hnanmp NBLRNI W2KIGEQa AYLRNIFyd G2 YSKC
explains that if choice is to be meaningful, it must be supported by universally availabiguiailigy

care. Borgstrom (2015) examie 1 KS OKI f £t Sy3Sa 2F STFSOGABSt e (NJ
YO2YLI aa4A2YyQ AyilG2z LI2tAOASAE YR LISNRAdZ aA@Ste adAa:
distort policy direction. Choice, moreover, cannot be separated from the complex network of

relationships in which those at the EOL are located, yet rigid policies may leave little room for

context. What people really want, it has been observed, rather than choice is simply good quality

EOLC servicédddicot 210)

Furthermore, evidence suggests that as people die olégth increasing canorbidities their
capacity to make choices and participate in decisions around care planning may be reduced
(De Silva 2012)Patient choice as a driver for change in medicine relies on the notion that
patients can make informed decisions, yet, particularly as the end of life nudges closer, this is
evidently not always the cagd_loyd et al. 2016; Rolls et 2011; Ellis et al. 2016)~or the frail
elderly, suffering multiple morbidities, particularly dementia, issues of choice may be

more complex than previously ceidered and must be looked at in relation to contextual factors.
Being a competent consumer of health services demands levels of energy, experience and expertise
which the frail elderly may not find easy to access (Rolls et al 2010). The focus on cdaiocatanl,
rooted within an individualistic paradigm may subordinate the importance of dying as a relational
process, negating the value that many old people place on networks and relatiofEhip&t al.

2016; Lloyd 2011; Borgstrom 2016pr such critics, an ovemphasis on the individual, and the

privileging of choice and control, has meant that prevailing models of EOLC fall short of meeting the
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needs of olde people dying with complex emorbidities, especially dementia.

3.6 Demographic considerations to infoEBOL(olicy

The ability of the elderly in England to accE€3 Gs influenced by a number of demographic
variables including gender, ethnicity and level of deprivation (see app8ritJiwhichneeds tobe

taken into account when developing policy. Analysis from the Institute for Fiscal Studies (Stove 2018)
shows how he more deprived areas, with greatest need, had the greatest reductions in social care
spending per head, demonstrating the importance of maintaining a national (as well as local)
oversight of spending. The Marmot Review (2020) claims that cuts in saaiunding between
2001-2017 have been regressive and inequitadntel demonstratefiow the greatestcuts have been

in areas where need is highest, and conditions are generally worse. It is likely that the cuts have
harmed health and contributed to widamj health inequalities in the short ter@iMarmot et al.

2020)

A wide range oEOL®PIs relate strongly to level of deprivation, with a particularly stark divide

being life expectancy between the most and least affili In 201517, males living in the least

deprived 1060f areas in England coulide, on average, almost a decade (9.3 years) lotiger

males living in the 1%most deprived areas, arfdr females the gap was 7.5 yedRaleigh 2018)

Also worth noting in relation to policy considerations for those neali@4g js the diffeence in the

YdzYo SN 2F @SINAR fAQOSR AYy WLR2NI KSFHfGKQ 06S0G6SSy
gap of 19 years for both men and women. Those living in the most deprived areas spend nearly a

third of their lives in poor health, comparedtionly a sixth for those in the least deprived areas

(Raleigh 2018).

Gender is another significant variable 0©Lwith more women than men living into their nineties
with the result that women in the older age groups are more likely to live on their. ®inty four
percentof men and 61% of women aged y&arsand over lived alone statistic that impacts on

the higher number of women than men who ultimately die in care ho(Rdls et al. 2011)

Race aneabthnicity havealsobeen shown to be confounding variables in acceds@aserviceqCare
Quality Commission 2016; Buck et al. 2018; Calanzani, Koffman aydsdig2013)Issues
including culturally inappropriate practicesack ofappropriate information for different BAME
groups andaccess to translated materjalvere all identified in the case studies and have been
highlighted in the literature as factors contributing to disparities and inequities in practice

(Calanzani, Koffman and Higginson 20T8e case studsdentified challenges relating to cross
77


https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/healthinequalities/bulletins/healthstatelifeexpectanciesbyindexofmultipledeprivationimd/2015to2017
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/healthinequalities/bulletins/healthstatelifeexpectanciesbyindexofmultipledeprivationimd/2015to2017

cultural understanding, revealing instances where patients, both of BAME groups and from the
white English majoritystruggledin building positive relationships with carers, citing both language
barriers and lackf familiarity with cultural preferences as being problematic. In London where 38%
2F GKS a20AFf OF NENAAANIK OFSRININST #e/ROEENAAS TS a grgakey
likelihood than in other areas, that paid carers may not sharenancon cultural understanding, or

even a common language with the person they are caring for.

3.7 Funding foEOLGN the UK

The amount of money spent by the UK GovernmenE@LGs hard to assess. Health systems are
complex, with blurred boundaries andetway money is allocated to different services means that in
organisations serving many different functions (acute, community and mental health trusts) money
going into the system is allocated staff wages training, equipment, disease type eta sucha

system it ishard to break these figures down by type of patient or health conditiparticularly as
patients suffer increasing emorbidities.The difficulties of distinguishing between a patient with a
condition that needs treatment, and someoneEdLneeding palliative care further compounds the

problem.

Trials are currently being conducted in five areas in Engldits England 2018)ploring the
introduction of personal health budgets (PHB) which may potentially provide the opportunity for
people in their final weeks and months of life to have more of a say in the type of care they receive.
Early reports suggest that the experierfoe patients is positive though the project is ongoing and as

yet no final evaluation available.

A study carried out by The Nuffield Tri&eorghiou and Bardsley 201ebncluded that given the

finite resources avitable for health care an understanding of the costs involved would be propitious
but concludedthere is a stunning lack of good data surrounding costs for palliative care in EQgfand
Adding another layer of complexity is the fact that the sector is uabwithin the field of health

care for its reliance on significant levels of voluntary/charity funding. Hospice UK report that of the
1.3 billion pounds spent by hospices in 2014/15 68% of this came from local communities, with only

32% from government.

When the End of Life Care Strategy for Engl@wepartment of Health and Social Services 2008

published the government pledged that additional spendin§286m would be made available to

support the strategy between 2062011. However, a follow up survey by NCPC found that 35% of
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responding PCTs were unable to identify the amount thagy eamarked forEOLGn 2009/1Q

Indeed many NHS providers also reported fears that resources were bei(ld@BC 201@)ith only
28% of NHS providers reporting an increase in BEEBesources between 20089 and 2009/10.n
the voluntary sector, where most special®tbeds are provided, the picture was more positive with
75% reporting an increase in funding between 2008/9 and 201Qthbugh for just over 25% of

these the increase was at the level of inflation/cost wihig.

The importance of having good data illustrating how and where monelg@rGs spent is self

evident, not least because it is needed to help determine the cost effectiveness of care offered in
different settings. Work by the Nuffield (Georgiou a@akrdsley 2014) suggests that reduction in
hospital admissions, with a refocus on provision of care at home and in the community (the
preferred place of death for between 5F4% of patients) for those &OL.would not only save

money but would give the ggortunity to redesign services more aligned with patient choice. Whilst
the complexity of the data that needs to be input means that results are pitted with provisos, studies
comparing care settings allude tioe potential foroverall savings from trangfieng care away from

acute settings.An evaluation of the Marie Curie Nursing service for cancer patieE©éatfound a
potential net saving of £487 per person, during their last three months of life, could be redeemed by

shifting care from the hospitab the community (Georgiou and Bardsley 2014).

Yet despite evidence to suggest significant cost savings if cardilected to the community, the

infrastructure available to support care in the community has been dramatically cut over recent

years. Tk Royal College of Nursing cite district nursing, a specialism within community nursing

which include€OLnursing care in patients' homes, as one particular area of concern. Figures cited

by the BBEHughes 20173how a 46.4% drop in fetime district nurses working for the NHS in

England from May 2010 to July 2017. Indeed a 2014 report from thg/BliNet al. 2014yvarns that

falling numbers and aging profile of existisigtrict/community nurses means that they are now
WONRGAOFtt& SYRIFYISNBRQ® {dzOK Fy2YlFtASa | LILISE NI
results in siloed thinking and practice, where policy decisions in one area are made regardless of

their impact on the wider system.

3.8 ChapterSummary

English EOLC policy is in its infancy as is any robust analysis of its effectiveness. Just as the policy
process operates at a number of different levels so too does the interrogation or analysis of policy.

This chapter has explored how English EOLC gaggrown and developed and considered the
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economic, political and cultural context in which it operates. Whilst EOLC in England is recognised, at

its best, to be world classclear inequities and inconsistencies prevail (PHE 2018). The aim of the

2008 grategy was to develop a whole system approach to improve EOLC outcomes. The initial policy
document was backed by significant funding and followed up with a raft of related policy and

strategy. The content and language of the key policy documents arédeoed, particularly in

NBfFGA2Yy (G2 GKS LINBaASYGlFrdGAz2y 27T YoikktetdBomy.l & 0SAy
Running alongside the development of policy, specialist units have grown up, most recently the

NEOLCIN, which provides monitoring, data and related tools to facilitate local service provision and
commissioning. Data is seen to be key to monitoring a rafigedicators including quality,

outcomes and cost all of which are needed to inform policy development.

The following chapter will explore interviews conducted during the scoping study to interrogate

how policy is implemented and the impact it haslooal practice.
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Chapterd: Methodblogy and Methods

This chapter is divided into five sections, the first part outlines the methodology (philosophical
paradigms) used to provide a framework for the study. The second part presents an overview of
methods(tools and techniques) used to facilitate data collectma movesn to consider how this
linksto the development of theory. The final sections take a more detailed look at data collection

and analysis and consider issues around reliability and rigour.

It has been my intention, as someone who has worked directly with health practitioners for many

years, for mywriting to be accessible and relevant to health senpcactitionersas well as

academgs In the UK, a number of major national reviews of #&Jdzo t A O KSI f G K &S00 2 NJ
the tendency of academically oriented researchers in relevant disciplines to investigate and publish
excessively theoretical and impractical studies of little use in policy and pr@dtaeless 2004;

Haines 2004; Academy of Medical Sciences 20d6jter et a(2018)suggest that the gap between

research and practice may be compoudda the UK by factthgt S &  WareSsituatdtEinQ

different locations with a research arm, based mostly in universities, and a practice and policy arm,

based largely in public sector institutions and organisatithschoice of method has been

purposetilly influenced by a desire to find a design, and use a language, that is accessible to those

workingacross health and social care

4.1 Methodological Approach

4.1.1 Framing the research questions

This studyhas sought tgrovide results that are valid, feasible and useful. My aim, in line with this,
has been to identify a methodology that is neither so abstract that it lacks empirical applicability nor
so superficial and incongruent that it has little explanatory scopethidlds and sampling procedure

are chosen to best answer the questions posed. Research methods and strategy must fit with what
the study sets out to achieve and the development of relevant andfwaetied research questions is
key to effective outcomes. Héh policy or more specificalEOL@olicy, has been developed within

a complex and muliiayered system influenced, as is discussed in the body of the thesis, by a myriad

of macrg mesoand micro level factors. A better understanding of how and why iesliare
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implemented (political, social, economic influences) will strengthen the ability of actors to influence

policy for the better(Gilson 2012)

Exploring the challenges of policy implementation demands a deeper understanding of
organisational dynamics of the health system and a method of working that acknowledges the
multiple mechanisms which might be at play, the different contexts that willénite these causal
patterns in different ways and the subsequent outcomes that re®itbson and McCartan 2016;
Jagosh et al. 2015Cause and effect in open complex systems are rarédgdim a linear fashion.
Instead, multiple, interacting mechanisms will be influenced in a variety of ways by a range of
circumstantial factors (Pawson 2005). As the health system grows ever more sophisticated and the
required interventions more complexhé theoretical base on which services are built require
underpinning by evidence gathered in a variety of ways from different sources. Strategies are
required to demonstrate how interventions link across the system. Realism seeks to explain the way
progranmes work by theorising causal mechanisrithin reatlife contextsand thus provide a way

of thinking that may be helpful in formulating strategy.

There is little current data that informs the questions that are central to this thesis and the intention
is to generate exploratory research that will build a clearer picture of Boglish EOLlicy helps
inform and guide good practice from multipleakeholder perspective3.heintention is to explore

both the outcomes and the processes that operate to produce them, from the perspectives of
multiple stakeholdersThrough generating new insights and asking new questions, the aim is to
consolidate a hdditic perspective oEOLEare, that encourages less siloed thinking and thus

generates a more coherent and useful debate.

The theoretical framework chosen to guide the research is that of realist evaly&HgEywith two

phases of data collection: phagebeing a scoping review and phase 2 involving data collection from

three case sites. Pawson and Ti{2904) credited as the originators &Esuggest thatt is

particularly suitable for guiding policy makgtkSNE @A RAY 3 ARSI & YR WSyf AIK( S
WLREAGAOLIE I NAGKYSGAOQ® ¢NIRAGARZ2YIFft& S@Iftdad GAZ2Yy
outcomes- based approach where an intervention groispcompared to a control group which has

similar experimental parameters but receives no intervention. In complex environments, such as

exist within healthcare, this approach has proved problematic. The multiple layers of interrelated

and interdependentcy L2 y Sy ia YSIy GKIFG WSELSNAYSYyGlFf 02y i N

set up and causality therefore is hard to demonstrate. Focusing on outcome alone is unlikely to
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provide sufficiently nuanced information to help determine the best pathway ferfthure
direction of the intervention and in such circumstances, | will argueRi@tffers a more

appropriate method of enquiry.

A realist approach assumes that outcomes and impacts are driven by a combination of context and
mechanisny, nothing works gerywhere for everyoneREs based on assumptions from other forms
of theory driven philosophies about the nature of reality and the way causation (how programmes
cause change) takes effect. Pawson and Tilley (1997) provide aREpifciples rather han
methodological rules or steps to follo®Eis more about a logic of inquiry, rather than a set of
prescriptions of how to undertake a stu@ycroftMalone et al. 2010)The primary concern is to
provideinformation and guidance to policy makers to help establish which guiding principles or
theories will work best in which situations. This particular insight providefHy described as
f221Ay3 Ayi2 G§KS Wotdhelp bentdyzh&nad &Hy interventibid® @hNkdisY Y S
caseEOLE@areprogrammes) are effective (or ineffective) and in what circumstagigle£voy and
Richards 2003)

The Liverpool Care Pathway (LO¥uberger 2013)introduced inthe 1990s as a means of making

the hospice model of holistic care more widely accessible inha@pice settings, is an interesting
example of an intervention that did not meet with expected outcoEsnonstrating the value of
methods of evaluation considieig contextual factors as well as the mechanisimgolved in an
intervention. Despite being welcomed and approved at inception by a broad range of professionals,
whenthe LCRvas rolled out nationd, due to a series of unforeseen mechanisms and contexts
converging to produce unanticipated outcomesnitt with broad public condemnation arvdas

eventually withdrawn as a recommended service path{éguberger 2018

The next section of this chapter will look at the historical development of realism, the different
perspectives presented within the broad realist framework and will set out why | believe it to be a

suitable paradigm for the current study.

4.1.2 Realisman overview

Whilst there are a number of philosophers who have contributed to the development of the critical
realist paradigm it is largely attributed to the work of Roy Bhagk®89; 20109 . KI a 1 I N a
contention was that neither empiricism nor idealism are in themselves sufficient to successfully

explain real world occurrences which are stratified and emergent. Instead, he argued that a realist
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ontology is required to brigin a third sphere, one that uses observations but in addition to this
considers objects, entities and structures (even those that may not be directly observable) and asks
how these mechanisms have given rise to an accepted happening or occurrence. Ughaten

world be like in order for this to occur?

Realism, the school of philosophy from which critical realism originates, was developed to bridge the
dualities between positivism on the one hand and constructivism on the other (Bryman 2008).
Positivistscontend that the real world can be directly observed in order to derive facts (deduction),
whilst constructivists assert that all our observations are shaped and filtered through human
consciousness and it is not possible therefore to know for certairt thiganature of reality is, rather
inductions are made. Realism provides an alternative paradigm on this continuum, contending that
both the material (natural) world and social worlds are real in that both can bring about real effects
(Mingers 2006)Observational evidence alone cannot establish causal uniformities from variables,
rather it is necessary to establish the inner workings of a system; how the inputs and outputs are
connected and what makes things workthe waythey do. Protagonists of critical realism reject two

key tenets of positivisnfArcher et al. 2013)The first is the notion that only what can be seen or
perceived is reat instead criticalrealism concedes that things can exist even if they cannot be
observed (natural realism). Secondly, critical realists propose that all that is known cannokbeé loo

at in isolation since the real world exists as an open system. Realist evaluators contend that causality
is generative in nature, meaning that actors, by their very nature, have the power to bring about
change (agency). Accepting the role of actorshiange leads realist evaluators to the premise that
structural and institutional features (such as policies and organisations) exist independently of actors
and researchers (Pawson and Tilley 1997). Causal mechanisms may be located within social relations

and contextsas much as individuals.

KF&a1l NR& AYGSNNRILGA2Y 2F oKFG Ada NBIE tSR KAY

into three distinct layers or domaingepresented in figur® below:

84



Figure5 Bhaskar's vision of the stratified world

Empirical:
events that are
observed and
experienced

Actual: events
that have been
generated by
mechanims

Adapted from (Willcocks and Mingers 2004)

Old age, for example, can be experienced both physiaalyirig limbsfailing organs), and in

relation to the social construction of what old age means; this construction may altevaihgeople
think about and act towards older people as well as the way the individual perceives themselves. In
GKA&E SEFYLXS (KS WNBIfQ O2NNBaLRyRa (G2 OStfta
G2 ONBI1 R2gy 2 0 Shltoawide fahge if KBsiblfbcsgsiricliididg RS F
examplethe way thecells begin to break down as the body agesn individua® psychaesocial

state. TheWS Y LIA NR Ol f Q esPom&iNgsnvisile)pfodeses mdaifesthemselves; for
examplewrinkled in, isolation disability, depressiaifo push the analogy furtheat the domain of

the W NJScklIs Within the body maor may not begin to break down and fail to work to their

optimum depending on a range of external/contextual factgis other words the mechanism

bringing about the deterioration of cells/organs may remain dormant until a certain set of conditions

are n place.

The same thinking can be applied not only to individuals but also to programmes and policies.

CKF&TFNI Ovnmno FOly26fSRISE GKEG LREAOASA | yR
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effects (both intended and unintended). Realism alskr@wledges that social institutions and
constructs (culture, class, gender, religion, political and economic systems) will have real effects on

programme outcomegWesthorp 2014)

All human actors and actions aeenbedded within a wide range of social processes which are part
of a stratified social realitgSayer 1992)Actions only make sense in relation to the birilt
assumptions about the wider set of social rules andtustins on which they are based. Causal
power resides not in particular objects or individuals but in the social relations and organisational
structures in which thejnhere. A programme theory will only work if subjects act as the theory
anticipatesg in other words if people choose to make them work and if the context all@®asvson
2006) That interventions are theories is fundamental to the notiofiR& The approach is based on

a hypothesis that postulates that if a programme is delivered it will bring about an outcome (some
intended some ufintended) and that this is enacted within aristing and complex social system
(Pawson and Tilley 1998or social programmes, mechanisms are the cognitive or affective

responses of participants to resources offef@awson eal. 2005)

wSFfAAY F20dzaSa 2y GKS 3ISYySNI GA2y 2F GKS2NRARSa G
O2yRAGA2YAaQ oO0tlgazy FyR ¢AffSe mbppTtod ¢KAA |GdS
natural sciences, gives more scope for geneatibgs and therefore assists in refining programme

development.

The field ofEOL@olicy is broad and complex and includes a wide range of different proposed
interventions, mechanisms and intended outcomig is able to accommodatee explication of
complex interventiongesultingin multiple outcomesthrough thedevelopment of programme
theories represented as conjectured CMO (contarechanismoutcome) configurations. It is these
theories of how the programme works which will be tested in gtigly. The various components

and thinking behind this process of hypotheses generation are explored in the next section.

4.1.3 Components of realist thinkirmpmplexity, context, mechanism, outcomes, cycles of
evaluation

Realism as a philosophy addsuaddle insights to complex interventions such as those operating
within the health services. There are a numbekey oncepts integral to an understanding RE

and its particular valueo the currentstudy.
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4.1.3.1 Complexity

Health programmes arbased within complex realorld settings, where a myriad of different
professionals from across sectors, settings and organisations, are involved in the care of patients.
Each professional may follow their own sets of rules, professional values, orgamasatdes of
conduct and ways of working, and will interact with patients who are correspondingly diverse in
their culture, values, social claasd genetic makeup. Social systems, in other words are open,
complex and constantly changing, influenced nolydy the individuals within them but al&xy

broader sets of organisational and social relationships. Importantly, this means that outcomes
cannot be attributed to a programme or policy alone but will be the result of how that programme
or policy interats with the complexity of factors it meets along the way. This interaction means that
interventions are prone to modification as they are adapted and embedded into local systems
(Pawson and Tilley 20043omplexity &o results from open systems where stakeholders learn to
adapt and adjust behaviours as the intervention progresBasison and Tilley (2004) give the
example of performance measures and how once they are put in place and published, the different
system phyers learn how to optimise the way they present their own scores, developers of
measures in turn have to adapt the rules to ensure the process is not unfairly distorie@Li@are

for example, it may be that increases in numbef patients dying at hme is a positive result of
purposeful policies to encourage and support patients dying in their chosen. @@aweersely, it may
also be the result of staff being pressured to meet targets and therefore an unintended consequence
of the policy is that staffnay pressurisepatients to return homein other words, encouraging

patients to make the choice that is favoured by the system.

4.1.3.2 Fallibility
Knowledge is viewed as falliblal enquiry and observatioare ultimately filtered through human
perceptionandtherefore therecan be no final truthonly a contribution to a better understanding

of how and why things work and in what circumstances.

4.1.3.3 Mechanisms
KFEA1FN oMy dp0 dzaSR GKS GSNY WISYSNI GASS YSOKE yA
Often these causal pathways can only be identified by their outcome and are therefore not always
directly obvious. For example, suppose a frail elderly person estlim their Advance Care Plan
(ACP) that they would like to die at homéhis action can be recorded and documented. We can
observe this decision and see how it is enacted (the domain of the empirical) and the person whose

plan it is will experience theown involvement and participation in the decision (the domain of the
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how and why this event has taken place, is only accessible indirectly through the graeeloof a
related theory. In the case of patient choice this theory may relate to the level of patient education,

knowledge and capacity which will influence the choices they make in relation to EOL.

Mechanisms, according to Paws@006) are the engines of explanation and it is through the

identification of mechanisms that one is able to see how a programme tries to change behaviour.

Realism offers an insight into how things work (causation) and in order to get a deeper

understanding ofhis it is necessary to explore more than what is just visible to the\&\géss

(1997)emphasises the distinction between mechanisms and programme activities and asserts that
mechanisms are not an inherent partthe programme but a response to the programme parts and

activities which are triggered in the stakeholdersREPawson and Tilley (1997) present a slightly

different conceptualisation of a mechanism, stating that mechanisms are a combination of the
rSa2dz2NOS& FYR AYUISNBSyidAz2ya 2FFSNBR 68 UGKS LINPIN
to the intervention on offerg in other words mechanisms are determined not only by the

intervention but also the individual response to the intervention.

Jageh (2015providesk St LIF dzf Ay aA3IKaG Ayd2 YhSioenbdedardaYa RSa ONA
unintended resources created by an intervention and the response to those resources (cognitive,
Syz2GAr2ylt s Y2(A @I @2 Paticifarts edhér chalbe Kaii chadde Indit) yoiact i a

way that the intervention directs (for example when a profesalamnooses to communicate openly

with patients about their ACPmportantly, mechanisms and strategies should not be conflated

strategy is an intended plan attion whereas a mechanism involves a resource (developed by the

A0NY GS3e0 YR O2Y0AySa (KA& GAGK GKS LI NIAOALN yI

incentives, disciplinary actions, information, education or other resources (Jagosh 2015).

Additional complexity emerges in the idea that mechanisms can remain dowqrihat is their

potential for change is always there but will only be activated if the conditions are right. Just
knowing how mechanisms work is not enough to reliably prediet@mes since mechanisms exist

as part of a whole systerror example, a patient at tHeEOLmay be able theoretically to die in their
preferred place but it will only happen (that is they will only use agency to enact this choice) if their
relatives or responsible carers are confident and feel they have adequate resources to allow this to
happen A set of circumstances that brings about a good experience of death for some (for example

being able to die at home) may not bring about similar experiences for others (for example if pain
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relief is not available). If elements in the system are changedmoved the causal process is also

liable to change.

tl gaz2y |yR ¢AffSe ombppt0 FANBG SELX 2NBR GKS 02y
SOl fdzZ GA2y YR LINBASYGSR I YSGK2R F2NJ SELX 2NAY 3
Mechanisns are not always immediately evident but are conjectured and tested through theory

building. Given the complexity of systems in which interventions operate, different mechanisms will

be pivotal in different circumstances and the interchange between thuamplayers

(management, clinicians, patients, relatives) will alter. The upshot of this is that interventions are

likely to involve a number of mechanisms, each involving different players linked in a variety of ways.

To fully understand mechanisms waugt consider the distinction between the notion of a 'reason’

for human behaviour and a 'cause' as applied in a natural scientific §&fiseh 1958) This parallels

the realist distinction between the ideas of tmessionist' causation and 'generative’ causation

(Pawson and Tilley 1997)he relevance of this debate relates to the issues of human agency and the

causes attributed to human behaviour. Humans tend to attributerthetions to various paths of

reasoning but the extent to which these are controlled internally by the individual or are structured

and guided by external social contexts, power relations, cultural nuances remains open to debate

FYR YSIya (MEFNBYEl delSS® GAMNK 6dzi SR G2 Fy@idKAYy3a Y2NJ

4.1.3.4 Context

aSOKlIyAaya gAtf 2yfte 2LISNI (S Atfeseimsyde odiaNOdzya Gl y OS
economicand cultural. RErecognises the shaping influence of at least foomtextual layers,

referred to byPawsor2006)F & G KS WF2dzNJ LQaqQy

The individual capacity of key actors

Theinterpersonal relationships supporting the intervention

The institutional setting

- The wider infrastructural setting

Context does not refer just to geographical or institutional location, but &tstine prior set of social
rules, values and interrelationships which are inherent and which can influence the efficacy of
programme mechanisms. For this reason, as time goes by, many of the background features that

make up the context may change. Jagoshl€R015) in their work on community based
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initial levels of trust or mistrust with which community members engage) would transform through

the courseof the project and as trust between partners became more solid it was then relabelled as

I WYSOKIYyAAaYQ Ay | O2yaldlyidate Ft26Ay3a 0e0tsS 27F =
phenomenon as the ripple effecgimilar findings from Shaw et@018)led the authors to conclude

that mechanismslo not remain stati¢in otherwords,a mechanism in one CMO, can at a later stage

0SS LRaAAGAZ2YSR a4 WO2yGSEGQO®

4.1.3.5 Outcome Patterns

Programmes operating in myllie contextdinking with a range of mechanismall inevitably result

in avarietyof outcomes. Realism allows for a more nuanced approach to evaluation, than a single
pass/fail verdict (Pawson and Tilley 2004steadit encompasses a range of levels of impact,
covering both outputs (intermediate implementation targets) and outcomes (changes in the

behaviour targeted).

4.1.3.6 Cycles of evaluation

REdzGAf A&S&a | WNBaSI NODK Oe Of S Qerefere K Bolsiartiokedd A & (G Sa i
point to the gathering of knowledge and refinement of theory. The process, indbeg@dmesan

everrepeating cycle where further analysis can be continued either within the same programme or

same evaluation, or by addressirgetsame theory in subsequent evaluations. Pawson urges

evaluators to build on what is already known rather tlemstantlyre-inventing the whee{Pawson

2013) It is arguably better to build on something that might have firm foundations than not to

build at all(Scriven 1994)

4.1.3.7 Stakeholder Involvement

RErequires the involvement of multiple stakeholders in order to explore how the different players in
the system respond to the programme or intervention. To understand the mechanism, or the
reasoning that participants in the programme apply to their actjonis important that a range of
views from key playerecatedacrosshe full complexty of social systemsorganisations and
institutionsbe sought; RE therefore privileges a pluralist method of enquiry (Pawson and Tilley
1997).
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4.1.4Divergence within realist paradigms

Although Bhaskar (1978, 1989) is credited with the early thinking around realism, the method has

now come to be accepted to present a distinct spectrum of philosophical positions on a range of

matters (ontology, causatig structure, persons, and forms of explanation). Archer et al (2016)

suggest that realism represents a broad alliance of social theorists and researchers attempting to
RSOSt2L) I WRNRIWEMA&E (LIARDOALI T aOA Sy Ofibidthes SALIAGS R
various schools of thoughthere are strong areasf commonalitydirected to a central goal of

Wa20Alt O0SHGGSNXYSYGQ otlgaz2zy FyR ¢AffSe wnnnoo

When one evaluates realistically one always returns to the core theories about how a programme is
swpposed to work and then interrogatescits that basic plan sound, plausible, durable, practical and
above all valid?Pawson and Tilley 20@4.0).

2A0KAY GKS oNRIR alOKz22f 2F NBIfAAY (62 Yl 22N (K¢
I R@20F GSR o0& . KI ai@aud)wavlpySpoi A FARO t NBSlaf2yaaQd ¢ KS L.
appearstofocuson® | NBHdzYSy G | NRPdzyR oKSGKSNI 420AFf aO0ASy(
AYyO@SaGAIrGAZ2yad C2NI . KFallFN 6KS wOft2aSR aeadasSyQ
2F GKS WdzyAljdzS FyR dzyOSFaAy3 KdzYly @F EIA@RSIET G2 C
NEFSNNER (2 | a Wbak ktRIS201EHUMEN&ibng theieloie Rave to be

critically evaluated. Pawson (2013), on the other hand, is more pragmatic and argues that neither
phystal nor social science depends on closed systems. There are no crucial experiments which will
reveal ultimate social truths or laws (especiaipdomisedcontrolledtrials). Equally, Dalkin et al

(2015)F NBdzS | tf ylFdGdz2NJ f aOASYyOS OFy R2 A& O2yiGNRO
GKS LRGSYGAlrtte AYFAYAOGS ydzYoSNI 2F O2yGdAy3aSyOA

A

dzi

A further anomaly between the different schools of realism relatethéoprecise point at which
mechanisms bring about social change. For Bhaskar causal mechanisms are located within the power
and resources that lie within institutions. For others such as Pawson and(T8@&g)mechanisms

are identified at the level of hman reasoning. Interventions within health services tend, at some

level, to involve the actions of peopteso understanding why stakeholders act as they do in terms

of their thinking and reasoning is essential to understanding the intervention.
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4.1.5 Realist evaluatiostrengths and weaknesses

4.1.5.1Explanatory power

For the purposes of this thesis the framework that | suggest best fits my research questions is the
realist evaluation approach, first proposed in 1997 by Pawson and Tilley andiésteloped by
others(Henry, Julnes ahMark 1998; Pawson and Tilley 2004; Pawson et al. 200#%) premise in
REthat the world of social interventions is complex and bessof this complexity, specific
interventions cannot be guaranteed to produce an outcome in all circumstances, fits well, | would
argue, with the policy arena arouri€OIC. REs a method that helps maximise learning across policy,
practice and organisational boundaries. Its emphasis on pluralism encourages a range of information
gathering tools whicltancross boundaries, reduce siloed thinking and enfranchise stakeholders
who may, in other forms of enquiry be sidi@ed. | believeREfits with the government imperative to
make better use of research and evidence in policy making and to question inherited ways of doing
thingsc¢ its fundamental purpose being to improve the thing that goes into service building

(Pawson et al 2004).

Another strength in terms of policy development is that as a form of explanatory evallRiEon

brings weight and power to decision making and has been seen to assist the evaluation of complex
interventions.Detailed assessment of the intermediate steps and processes between intervention
and outcomes, backed by complementary quantitative data can improve attribution olEiensick

and Mannion 2005)These charceristics in turn make findings more relevant to poljghan Belle et

al. 2010; Stame 2004Moreover, decisions made based on an explanatory evaluation may be more
easily guided thathosedirectedby other sorts of data, for example the comparative statistical
significance of a range of mediators and moderators in raetalysis (Pawson et al 2004). Pawson
(2006) suggests that the unit of analysis is shifted from a programme to agpnagg theory, thus
helping resist the temptation to suggest that programmes may be viewed as treatments or dosages
which have effects that can be averaged. Instead explanations of why things do or do not work are

more nuanced, based on explicit or implitieory around anticipated outcomes.

4.1.5.2What determinesguality in realist evaluation?

REis used increasingly imealth service evaluation of complex interventions and studies are carried
out from different disciplinary perspectives using a wide range of methods. These endeavours have
say critics, at times lacked transparency and discipline in failing to recomtiydiea steps taken to
ensure they are replicable and roby®Vong et al. 2016; Welch and Tricco 201&) address such

concerns Wong et al have developetbal to help ensure better qualityeporting ofREs (Wong et
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al 2016). The intention is tohelp practitioners to follow a more standardised procedure and so
reduce previously reported misunderstand#®nd confusion among stakeholdefietool
(appendix4.1)is made up of 20 items brokento six sectionsvith explicit guidance given as to what
each section should covditle; summary of abstracintroduction; methods result and discussion

Each step aothis helpful tool was followed in this study(section4.4).

In relation toperceived opacity in reporting mention has been made of lack of clarity around the
LINEOSaa 2F |ylfeaAras LI NITHsOnatstaghin the anafysigkioted dza S 2 F
in more detail in chapter eightfocuses on caamechanismsttempting to identifythe context

necessary for the mechanisms to trigg€heimportance of elucidating structure and agerisyseen

to be key taoarriving at policybased recommendationsContemporary commentators have begun

to address concerns by providinmore transparent accounts to show the process of realist analysis

(Fletcher 2017; Gilmore et al. 2018)jetcher (2017)or exampleuses a study looking at
{Fa1llGdO0KSgly CIFENY 22YSy (2 RS&AONAROGS (KS WRSRdAzOG A
that drew on existing theory and literature to arrive at the identification of deegjularities At the

beginning of the research press a series of codes were conjectured which were tHeanged,

eliminated and supplemented with new codes the research developdéletcher 2017, p.186)n

this way she describes how the deductive codes were treated as a means to reformulate timg exis

model or theory from which they were drawHavinginitially useda deductive procesto draw upa

list of demiregularities, the next step was a process of abduction, in wihiebry is applied to

empiricaldata. This stage of analysithe authors poposed,provided aroute into allowing the
NEASEFNOKSNI 2 Sy3r3asS gAdK + Nry3aS 2F WRSSLISNI OF d
2dzi 02YS&ad Ly CtfSHIOKSNNa aidREZFTHFENI SENY QK BEé s KA L
a simple matter of chaie, abductive reasoning presented an alternative hypothesis in which the

apparent loss of control women faced was considered at the misrelin relation toneo-liberal

changes in agricultural policy.

Jagosh{2020)adds clarification to the distinction between abduction and retroductidbduction
he saysis the starting pointa form of ¥ A Y I 3A y I ( mt@8edbKSY RAFTA QWY S6 ARSI &
ISYSNI GAy3a GKS2NASA | yR 1 SEGE p2y Retrodietdrich thé dhery SOK | y A
handtakes these hunches to the next stegeveloping the theories further by testing the

YSOKIYyAaYad 5 NBAYyQa ¢ KS2 NEgwhere a®igitalthuathinasgmer & OA

N>

mechanism must be at play leading to changes whatfier advantages proposed, whictthen

leads the theoryo be further developed anthe conjectured mechanisms are tested.
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Despite greater attention talemonstrate consistency in method howe\REis not without itscritics
(Marchal et al. 2012; Porter 2015; Rycrfalone et al. 2010; Astbury and Leeuw 2Q1i8low |

explore a number athe concerngaised

4.1.5.3Inconsistent use of defining variables

Porter (2015), Dalkin (2015) and Archer (2000) all argue that there are areas of confusion and
inconsistency in the articulation &Emethod, particularly around the lack of distinction between

agency and social mechanisms. According to Porter (2015p¢hesion of human agency under the

rubric of social mechanism is both unsustainable and erroneous, creating a situation where

YLae OKz2t 238 A& O02ftflLASR Ayild2 &a20A2t238Q o6HnmpZI
structure means that indidual action becomes deterministic, with the power of the individual

rooted entirely within the social relations and organisational structures. Porter (2015) argues that

greater clarification of the relationship between mechanisms, contexts and prograismesded

and suggests that the basic realist evaluation formula where C+M=0 be revised to include the
FRRAGAZ2YIFE O2YLRYSYyld 2F Wl Q F2N WwF3ISyodeqQ 2y GKS
C+(M+A) = O. In other words, he suggests a revised methoddBhe it KS y2GA2y 2F | WY
includes: i) the strategies embedded in the planned intervention and its social context and ii) an

additional component (A) which relates to experiences, interpretations and responses of the actors
involved. Porter contendtl i (0 KS 2 @S NI S\WAINR RAdyO (GiARSS BRZFNMHZ | & A
tendency of RE to conflate social structure and agency, meaning that it may be easier to tease out

the relative contribution or reciprocal influence of each (Archer 2000).

Dalkinetal( 2015 RS @St 21LJ t 2NISNRa ownamp0O ARSIF& Ff2y3 atA3
NBIfA&ad NBaS| NOdisthdlBhing ljetizkeyi eohtéxBand miechanism afatifying

how each featureontributes tothe overall® E LI | y I i 2 N@p.4).5nyarREdf pltiatie

care Integrated Care Pathway (ICP), the researchers aggregated a number of individual theories into

one overall programme theory of the entire ICP. This process was reported to be challenging,

specifically in distinguishing beter context and mechanism and the resulting conflation of

programme strategy (the intervention) with mechanism. Outcomes, they argue, are the most

tangible and easily identifiable part of the C+M=0 formula yet identifying the context and

mechanisms formulaithin complex environments is often not so straightforward. Reasoning

(individual agency) and resources it is suggested may be conflated, and researchers have had a

tendency to emphasise one at the expense of the other, often in the guise of a mechanism.
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Moreover, the notion that the reasoning of professionals participating in the stodyd be

conceptualised as a binary concept was deemed problematic. In other words, there is no precise

point at which an on/off switch determines the course of actionKr& NJ Wi KSNB | NB @I NE A
which an individual can feel confident, angry or mistrustful leading in turn to a graduation of
2dzi02YS4Q 651 f1AY Hamp LidcoOd ¢2 NB&az2f O3S GKAAS Ay
mechanism be separated mthose, on the one handjnked directly to the intervention (referred to

& WNXB & 2 tieNdos theothefl YRl SR 12 AYRAGARdzZEf I 3SyOeé ONBT

Whilst both reasoning and resources are constituents of a mechanism, by expkgtipg them as

separate entities it can help highlight the difference in the way that mechanism and context operate

(Porter 2015) Separating out the component pai$the mechanisnfresources and reasoning)

helpsthe researcher to consider both concepts, rather than privileging one at the expense of the

other. The premise is that in order to bring about outcomes (anticipated or not), resources must be
introduced into a specific coakt, and the interplay of these components results in individuals

involved making decisions which results in an outcoRwe.further clarification Dalkin et al (2015)
O2yOSLiidzl f AaS Iy WFEOGAGIGAZY Qeid thaidimQ T2 NJ LI NI
trigger.

The important point is thatantext and programmes are blosocial formations in which

mechanisms are embedded, the distinctibeingthat contexts are prexisting formations, whilst

LINEINF YYS& NB y2@St T2 NNMaghinsticangextuil mBchanisad®grerR (2 WC
2015).t 2 NI SNR&a ouHnmpO YIFAY 202S0GA2y (2 tlgazy I yR
consistency, accusing them of asserting different things at different times and vacillating between
voluntarism and detaninism. At times, he suggestheir message is entirely consistent with

realism, particularly in their argument that individuals always have chbidghese choices are

always under elements of external influené&rogrammes are met witffonstrained cbices,

located inpreSE A & (i A y 3 PévohRrd Tikeg0§b6apQ25)Unpicking the role of structural

determinism versus individual voluntarism should also help make more transparent the powers that

reside at the level of the individual, allowingethesearcher to be more cognisant of how this varies

with relative position in the social hierarcHgsues of power will be considered in more detail in the

next section.
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4.1.5.4Interpretation of residual power within RE

Having dealt witkcriticisms targeted at lack of clarity around definition | turn now to a second major
ONRAGAldzS 2RISR 3IFrAyad GdKS I 0a&Ryi©D1Q\ividugist NB I €
are all endowed with differem levels of power, inherent in thkistorical socb-economic, political,
institutional, religiousand culturalframeworks within which they resid&@ypically, these structures
investsome players within the systemith more power, authority and consequdpntmore privileges
than others.Bearing this in min@Wittgenstein 1958juggests viewinthe gathering of information
inresearch & WLJdzZNLJ2 §an@r&mindsud of Wie\néadl @ retain an inquiring, critical

attitude towards the value oflata collectiorand its politically structured context. In other words, it

is important throughout the study to interrogate a range of gegstives, paying attention to the
voices that are seldom headlin this case the voice of patient@/ithin this broad and often

vulnerable group there are some who are more likely to be overlooked incltidirsg lacking

cognitive capacity; the frail eddly lacking a clear clinical diagngsisthose from a Black and

Minority Ethnic(BAME)roup, particularly whose first language is not English

4.1.5.5Concerns relating to the philosophical paradigm

Other concerngoicedagainstRErefer to misconceptions around the philosophical paradigm
(Williams, RycrofMalone and Burton 2017; Greenhalgh, T. et al. 2015; Marchal et al.,2G112)

the chargelodgedthat insufficient attention is paid to the philosophical roots of the paradigm and
that researchers have misapplied or misinterpreted the theory as a result of thinking based on
fundamentally different philosophical assumptioigilliams et a{2017 encourage researcherst
overlookthe value ofdelving Wnderneath what is observabéxposing values and beliefad
explaining relationships by methodologically exposing social roots and stru@wilisms, Rycroft
Malone and Burton 2017%.6).Furthercriticism relates to a propensity tassertthat interventions

in and of themselves, cause outconm(@reenhalf et al 2015) and gestions have also been raised
about the validity of causal claims made in realist evaluafiayne 2012; Wimbush, Montague and
Mulherin 2012)

The complexity of the realist evaluators endeavour and the deeply stratified social world under
examination, means that the findings and recommendations can become so nuanced and so highly
qualified as to render them of little value (Marchal et al 2018)c@pe with the enormity of the task
someREsnayfocus on mechanisms which explore a specific part of a complex prografnme.
solution suggested is to view findings from a realist evaluation as a set of building blocks which can

be used to help determine mat might work in what conditions.
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4.1.56 Practical concerns

Another concern citedibout REs the absence of guidance to support the development of the
programme theory (Marchal et al 2010) and may be particularly pertinent to this studye case

of policy, particularhfEOL@olicy, whilst much of it sets aspirational ggae suggested path

through which these goals are achieved, both in terms of mechanisms and context are often notable

in their absence from policy documengsee chater three).

In addition to methodological and philosophical concerns aliiess number of more practical
logistical issues have been raisadund time, resource and lack of practical guidaf\s&and, White
and Patching 2010; Marchal, Dedzo and Kegels 2010; Riwtatifhe et al. 2010) was certainly
aware in this study of the enormity of the task of evaluatt@@L @olicyand of thenecessity to

place limits orwhat was and wansot realistic.

Finally, it should be noted that the breadth of study and fact &L ®olicy covers suchwide

range of programme ared¥ S| ya GKI G GKS 02y OSLIi 2F WSQ@I fdzZ GA2
particular policy areg but will represent a synthesis of information using a pluralistic methodology.

Some of the information gathered will be retrospective, some concurrent and sonspectve

using data from audits, scoping studessd case studieg with the predominantthemesthroughout

being the linking, testing and refinement of programme theory. Whilst this rméiihod, flexible

and iterative approach fits well with realist thiinkj it is likely that the broad scope of the enquiry

will mean that, in order to provide an overall picture of the way policy is applied in practice, there

will be little scope to look in detail at any particular area. Moreottez wide range of tools utsed

demands greater methodological expertise on the part of the reviewer.

In summary the research paradigm chosen to provide a framework for this study is redfjsas. R
espoused by Pawson et@015) emlraces multiple methods of data collection, combining
guantitative and qualitative techniques, so that both processes and impacts can be explereah
be seen from the challenges presented above, theory driven models siREaas not a panacea,

nor dothey provide all the answers. It is nevertheless my contention that it is the method best

I The type of programme covered by EOL policy and strategy included, for exangpieting patient choice;
reviewing culture, values and education; supportaggmmissioning for EOLC; using metrics and measures to
compare and standardise practice; reviewing how EOLC fits within the broader health system issues; providing
adequate and proportionate support to a range of health care settings.
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suited to providing the means to help illuminate the central questions posed in this thesis. | found

t 2NISNRa adz33aSadizy ueiidisctsges #@.5.5R3) and lsed YhS @ igtidg A & Y &
my conjectured theories. Moreover, | was cognisant of the possible impact that the power vested in
individuals could weald in relation the research proced$ncluding design, implementation and

analysis)

Having considered some of the strengths and weakness&&aihd presented arguments to support
my choice of method, the next two sections move on to discuss methods of data collection and how

the different phases of the work inform the development of theory.

4.2 Data Collection Methods: Overview

REmethodology will be used to frame the study which will be divided into two phases:

i) I 402LAyYy3 aiddzRé RNIgAYy3I 2y | YSOGUKRRR{ 238
Analysis of UK policy documents and interviews with key stakeholders explored how
national policy and the way services are prioritised may influence the delivery of care.
The scoping study was used to generate the hypothesis and thetsequently

tested in the case studies.

The final decision to usREas the central paradigm to guide this work did not emerge
until the scoping study was underway which is why Realist SynifiggisoftMaloneet

al. 2010was not chosen as the method to inform this phase of the studypuld argue
however that the methodology presented here is compatible with the method of realist

synthesis (Pawson et al 2004). The one stage lacking in those outlinekisey And

¢

N

hQalttSe ounnptd O6RSIGFAfSR 0St260X 6KAOK g2d

explicit identification of CMOs and the articulation of these into conjectured programme
theories. However, as the scoping study developed this stage of thesglapment

was purposefully woven into stage 5 and became a part of the framework development.

i) Casestudies carried out within threeClinical Commissioning Grougg§CGpg The case
study approach was used not as a theoretical paradigm but as a method to inform data
collection design.This phase focused on how national policy is used to guide local

practice, examining the delivenf EOLEare within threeCCGs
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The studywasrooted in a method that privilegkdepth of understanding over generalisability and

reflected the realtlife context of the fasthanging health system and policy environment.

4.2.1PHASE 1: Scoping Study

Ascoping review methodologg used to map the key concepts, clarify definitions Arcconceptual
boundaries (Peters et al. 2015). Scoping reviews are helpful where the key objective is not to
measure the quality of research, rather to develop a concegp nmighlighting gaps in research and
shedding light on how policy has developetbwever, despite their potential to advance health care
practice, policy and researc@olquhoun et a{2014)argue how thé& worth has been undermined

by lack of clarity around terminology and methd&ktcognising the concerns which have been
expressed around the rigour and validity of some scoping studies the methodudogyedhere
attempts to apply greater rigour. In a press developed by NJ &4 S& | y(o0%h Qal £ f S&

andrefined bylLevacet al(2010)six stages are proposedutlined in tablel3.

Tablel3 Sixproposed stagesor a scopingstudy

. Stage 1: Clarifying and linking purpose and research questions; consideration of how to develop a
feasible research strategy which maintains a broad scope without losing direction and clarity.

. Stage 2: Considering how to manage breadth and comprehensiveness alongside practical and
resource constraints.

. Stage 2: Using an iterative approach to select studies — selection criteria will be influenced by
growing knowledge of literature.

. Stage 4: Extracting data. Challenges in remaining objective in selecting studies for inclusion are
acknowledged. The process is iterative and to improve reliability should be done in consultation, with
criteria being revisited and reviewed periodically in order to ‘discuss challenges and uncertainties’. A
‘narrative review' or ‘descriptive analytical’ method will be used that considers the importance of
context.

. Stage 5: Collating summarising and reporting results. An analytic framework helps to provide a view
of the breadth of the literature. Clarity and coensistency together with an indication of the weight of
coverage of specific issues.

. Stage 6: Consultation. This stage will allow for contributions from a range of stakeholders. The aim is

to sense check and explicate findings against real life experience.

Adapted from! NJ aS& | y(@0osh Qal f f Seé
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The intention of the scoping study was to pull together existing knowledge around the impact of
policy onEOLGC developing and framing the programme theory which was then developed and
tested in the case studies. Pawson and Tilley (2004) suggeshtbatiews with practitioners are
deemed especially important as discussions of apparent programme successes and failtwdp can

develophypotheses about what works for whom and in what circumstances.

Tohelp explore and shape the research questions | eldxhon the literature search and the
informant interviews in parallelwith eachphase informing the other in an iterative process. The
literature search helped identify key areas to explore in scoping interviews and at the same time
respondents directedne to literature and data relevant to my central research questidiss

processsrepresented irfigure 6.

Figure6 how scopng interviews and literature review fed into theory development
theory
scoping development literature
interviews to inform review
phase 2

4.2.1.1 Sources of Evidence

i) Keylnformants
The scoping study includénterviews withprofessionalsvho wereintegral to setting policy and
establishing good practice in the fieldBOLCthese includedolicy makers, commissioners,
managers, politicians, clinicians aachdemicsinterview guidegappendix4.1a-4.1d)were
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developed based on the research questions outlined in Chaypteand covered the central
challenges to providing consistent, good quai@L@vhich began to emerge from the

literature.

In-depth qualtative interviews were conducted between 01.06.2018 and 01.10.2048lidR

methods recognise that people in different roles bring different experience and insigtht
respondentsvere selected purposefully by role and known area of interest. A list of key experts
was initially populated from those involved in the consultation arotingd S Wiforo AGA2Y a
palliative andend of life care: a national framework for local action 2QD20INPELCP 2015)

A number of additional respondents were contacted on the recommendation of those being

interviewed (snowball samplin@shaljaie, Naderifar and Goli 2017)

During the interviews flexibilitto determine which areas were to be probed in more detabk
maintained,with the ability to explore different areas depending on context and experience of
interviewee(Robson and McCartan 2018he interview method drew on an approach

influenced byRE(Pawson and Tilley 200dgmanding a level of active engagement between
respondent and the interviewer, where the received narrative can be analysed against a variety
of other interpretations. Relevant literature and recent policy pertaining@LQvere used in

the subsequent analysis to review interview data against the social contexts, constraints and

resources within which the interviews were located.

Interviews were conducted either on the phone or face to fand lasted up to forty minutes
Data was then sorted into themessing the software programme\i/o which allows for full

text reviewing of interview data. The software allows for elabellingof codes and hence the
development of themes, enabling different visualisations of relatigmsbetween the data. The
ability to switch between different items of data (transcripts, codes, memos and annotations)
allows for a truly iterative proces$he broad themes emerging from the interviews were
plotted into mind majs which were used to comiiously develop and review the CM@émilar
methods for analysis of thaterview data were used across both phases of the study and are

described in more detalil in secti@hb.

ii) Searching the literature
Stagedandp 2F I N] aS®al yRAmQ@al FNE &S s Ftabkel3hdN) &4 02 LIA y 3
referstoextN} OGAy3 FyR Fylftéaiy3d RIEIGFE SAGKSNI KNERdJAK
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Fy £ &dA oMy neethad Sfinatrativedreview wasfluenced by Greenhalgh et ( 2018)

who suggest that whilst lacking the rigour of a systematic review, it serves to prbidad

critiqgue and in this wahelpsbroaden understanding of complex policy areas. The narrative

review Gre@halghetalo H A My 0 SYLKI &aA&asSas Aa yz2iad | WwLR2N O2
N} GKSNI I wO2YLI SYSYy Gl NBE FT2N¥Y 2F a0K2fl NEKALIQ ¢
SOARSYOSQ o6LIcUy YR LINA2NARAGA&ASE AYUSNLINBUOFGAGBS

4

They I NNJ GA GBS NBEGASGX RSIfa Ay LIl dzAAG6ES ONHziKe Lda

informed wisdom that is convincing to an audience of fellow exgémsenhalgh et al 2018. p.3)

The literature searcfocussedon reports produced ifEnglandover the last two decades and
defined the targetedpopulation groupaspeople identified by professionals as being at the end

of life (likely to die in the next 12 months) and over the age oLitératureexploring all

aspects of service planning, commissitw and delivery relevant to current practice in England
wasconsidered. All types of published and unpublished literature including guidance and policy
reports were included. Whilst the focus aspredominantly orEnglandcomparative
internationalliterature focussingon health systems and delivery modelss@dL Qwasalso
considered; thoughthe scopeof international literature explicitly linking policy to outcomes

waslimited.
iii) Search strategy

Key sources of evidencensultedand the MeSH terms included in the data base search are

shown in tabled4 and 15 below.
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Tablel4 Key sources of evidence consulted

Category Specific source
Databases e PubMed

e Scopus

e CINAHL

e Cochrane Library

Grey literature National End of Life Care Intelligence Network

Cross checking references from primary studies and

systematic reviews (snowhalling).

e Papers/websites recommended during interviews with
key stakeholders (clinicians, commissioners and
strategists).

Policy ® Department of Health

® NHS England

o Office for National Statistics

Organisations e Age Info (Centre for Policy on Ageing UK)
e King's Fund
e The Health Foundation

Key Informants e Experts involved in policy implementation

Tablel5 MeSH terms include

End of Life: exp Terminal Care, palliative care, terminally ill, and exp advanced care planning.
Population: Aged, 75 and over, frail, elderly

Resources: health care rationing, health care costs, healthcare economics, cost-benefit
analysis, cost allocation, cost and cost analysis, cost control, cost of illness, health priorities,
equity

Care: patient-centred care, standard of care, advanced directives, comfort care, hospice care,
holistic health, medical overuse

Policy: policy or policies or law or legislation or strategy or United Kingdom or Britain or

England or Wales or Scotland or Northern Ireland or Department of Health

iv) Selecting studies araharting data

Following a series of electronic searclising MeSH terms outlined in tahl8, a total of
176 papers were downloaded awdllated in RefWorks bibliographic softwayeesults are
detailed in Appendi®.3. Abstracts vere screened against inclusion criteaad were

reviewed and revisethrough the course of the studyable 16 below). Full manuscripts of
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all relevant studies ere obtained.Limits applied were English Language transcripts from
2008 onwardgmarking the date of théirst national EOL policend included all study
designs. Searches were carried out in Autumib&@tough updated continuously through
the course of the doctorateData extractedvascoded using NVo until saturationwas
reachal on key areas of interesthere was no formal appraisal of quality or allegiance to a

hierarchy of methodology.

Tablel6 Evolving criteria for selecting studies to include in scoping study

Evolving criteria for selecting studies to include in scoping study

EXCLUSION

Focussing on treatment of a specific disease

Not in English

Publications prior to 2008 (exceptions to this were policy/strategy documents of historical relevance)
EOLC in children or adults under the age of 75

Detailed evaluations of specific care models and tools

INCLUSION

Everything relevant to EOLC policy in England

Peer reviewed and grey literature

Relevant guidance and strategy docs from statutory and voluntary organisations

International literature relevant to a policy/systems analysis of EOLC — particularly comparative across a
number of countries

4.2.12 Interviews

The intention ofthe realist interview is to help test the veracity of the proposed programme theory.
It is this process that shapes the relationship between subjects and researchers. The job of the
researcher is to communicate the theory under exploratio order that respondents can articulate
their own points of viewA topic guide(appendix4.2a)wasdrawn upto help develop these
conversationsbased on themes emerging from the literatufehese techniques are referred to as
0KS WieSrheO&l IINU2 Y AKALIQ 2NJ WFaaAaGSR aSyasSyl1Ay3aQ
that is relevant to the evaluation includes an element of subtle teaching where the interviewee
communicates the basic ideas on which the programme theory is based to theiégweec

allowing them to support or refute these idefidanzano 2016)The aim is that the respondent will

be able to respond appropriately to inform the CMO configuration that is under examination

(Pawson and Tilley 2004). The dynamics which arise fnerajplication of these techniques mean
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that, rather than adopting a neutral stancthe interview is actively engaged in the process and

mustremain aware of their influence and bias during the interview pro¢kkszarm 2016)

4.2.1.3 Analysis of scoping study data
Mindful of criticisms around insufficient transparency in reporting (see sedtg)rl outline here
each stage of the process | followddring data analysis these methods are furtheglucidated in
section4.5.1
1 Interviews were audigecorded and transcribed verbatim by me
1 Transcripts were initially read and coded manually. Once | had read througtatiseript, |
highlighted key themes and noted them separately at the end of eaclgteatso manually
labelled codes as | read through each printed transcriptanndemwith this, and following
the method outlined by Papoutsi et @2018) notes were kept on CMO configurations and
the relationship of these to the conjectured programme theory. An example of a chart used
to document the building and refinement of CMO mechanisms is showppiendix4.11.
At the end of the scoping study a number of conjectured CkéPpendix4.12)were
developedwhich were used to inform the topic guides for the case studieswere then
refined during thecase stugt phase
1 Following this familiarisation stage, data was uploaded into N\Wiuoing the first stage of
inputting into NVivo some of the early codes which had been manually given were assigned,
whilst in other cases new codes wagenerated. The allocation of codes involved both
induction (codes emerging from the data) and deduction (codes created in advance
informed by theinitial rough programme theory) (Miles and Huberman, 1994
1 The key stages of analysis were discussed at hiystipervision and a sample of interview

coding was scrutinised across the team to ensure consistency in interpretation.

4.2.2PHASE 2: Case Studies

4.2.2.1Why use a case study approach?

A case study approach gathering datavas identifiedto interrogate howEOLGs rolled out at a

local level The method offers the means to closely scrutinise what matters to a range of

stakeholdersand & 2y S 2F Yl yeée | LILINRIFOKSA dzaSR Ay &a20Al f
are being askedYin 2014) Case studieallow for an indepth study of a complex intervention in the

context in which the programme under review was implementBuke focus, in a case study is on
relationships and processes with a view toteetunderstanding the issue from the perspective of

participants(Yin 2017)
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Through the exploration of multiple perspectives and inquiry into the influence of key actors, greater
insightcanbe generated into the research questiopssed Case studynethodology has practical
versatility in its agnostic approach whereby "it ig assigned to a fixed ontological, epistemological

or methodological position(Harrison et al. 201p.7). The epistemological lens | adopted to inform

the case studies was informed by ¥iral (2017) Accepting the multiple complexities of the real

world, Ay Qa  (YinellalR@ T) fdskiwith the philosophical paradigm of Realist Evaluation and
was used here to guide the method followed. The approach allowarf indepth study of a

complex intervention or situation in the setting in which the programme under review was
implemented. Through the exploration of multiple perspectives and inquiry into the influence of key
actors, greater insight is generated irtee research questions posed. As the data emerges, the
programme theory is reviewed and tested in an iterative process of induction and dedggtion
20KSNJ g62NRa 020K WFIOGaQ IyR WLINBYAaSaQ | NB RNJI ¢

involving multiple layers of datéYin, R. 2014p help uncover underlying mechanisms.

The intention of the case study was to interrogate and explicate the hypothesis developed in the
scoping study. Pawson and Tilley (2Dpdsit that the aim of continued, focussed data collection is

to look for

X ydzt yOSR 2dzi02YS LI GGSNYy 2F adz00SaasSa |yR TI
primary tactic is thus to interrogate these hypotheses by makinggsoinp comparisons.
(Pawson and Tilley 2004 p.11).

The theory emerging from the analysis of data collected in the case stuested and adapted in an
STF¥F2NI (2 SELX LAY GFINARFGA2Y & Ay AYLI OG | yR 2dzi0?
number ofdifferent levels and proposed models and theories are in a constant state of flux-and re
(SaGAy3aT GKS LINROSaa Aa O2O0fAOIf FYyR SYSNEBSydG |y
through interrogation of data collected is described more irtisec4.3 and the method of data

analysis in 4.5
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Tablel7 What characterises aasestudy?

There is a focus on a small number of particular cases

It takes a holistic approach to the study of social phenomenon in a natural setting — appreciation of
context is required, unlike an experiment which aims to isolate phenomena in a closed laboratory

setting

Cases must have bounded parameters

Each case is unique and enquiry into it involves multiple methods of data collection or evidence

Case studies are empirical in the sense that they rely on the collection of evidence - however given
the complex nature of social interactions this will almost always go beyond countable aspects and

trends and will involve interpretation and reflexivity

Case study focuses on a phenomenon in context where typically differentiation between boundary

and phenomenon is unclear

It is a strategy or approach rather than a method

Based on Yin (2014), Stake (1995) and Merriam (1398)

The inention of the case studis not to provide an account that can be generalised, but to provide

depth and detail of readlife understanding The focuss on relationships and processes with a view

to better understanding the issue from the perspective of participghtsrriam 1998. In thiscase

studies were used texplicate thehypothesis developed in the scoping study. The emerging theory
wastested and adapted, using a realist interpretive framework in an effort to explain variations in

impact and outcomeThe assumptionié K ¢ WiINHzi KQ SEA&G& 2y | ydzYo SN
proposed models and theories are in a constant state of fluxpilocesof re-testing therefore

should becyclica) theory developmenti§ YSNBSY 02 YR WIiNHziKQ A& Aff dza?2

Healthservices are under constant change and adaptation, strongly influenced by the prevailing
sociceconomic and political climate. Caseidies represent a research approach that can embrace
and interrogate the multdisciplinary complex nature of interventions, whilst allowing the various

stakeholders (including patients) to have a voice.
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4.2.2.2Case study boundaries

Although it is advisethat the case under studyeeds to be bounded and its parameters defined
and differentiated from the contexiMills, Durepos and Wiebe 201@®obson (2011) warns that
these distinctions can be hard to drain this study thre€€CGare used as the case study sites,
constituting organisations whose boundaries are particularly hard to detmessing different
sectors and professional groups and made up of increasingats of both permanent and

transitory partnershipsMethods used teselected case study sites are discussed in sedtibri

In summaryto gather information to inform the testing of CMO mechanisms postulated usiffa
approach/] usedcasestudiesto test a series of how and why questions. The aim was to elucidate

the context, mechanisms and agency that bring about outcomes (Porter 2015) and thus shed light
on, and bring clarity to, the various theoretical mechanisms that unddggih@olicy. The
suppositionwasthat closescrutiny oflocalEOLservice provision and the response of the various
stakeholders to the services providedlouldsupport the development oéxplanatory theories

Given the complexity dEOLservices, the overlap betweedifferent sectors and settingacluding
mainstream health services, social care and charitable and voluntary prowdsiarell as the largely

Wdzy 6 2dzy R NA SRQ 2 NH I yaxegiediok fexibiity wad redessdry.ih tReFesdarch / D

process.

4.3 Developing theory

REs theory drivery articulation of theory is evident at all stages and data collection serves to test
and refine the emerging theorfigure? depicts how informatiorfrom the scoping study was used
G2 3ISYSNIGS || WNRAzZZK LINPIN)I YYS (GKS2NEQ $6KAOK TFSF

methods used in phase 2.
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Figure7 How the scoping study fed intohe case studies and theory development
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THEORY DEVELOPMENT AND ITERATION

Developing a theory helps guide the evaluation and determines the value and utility of the results

(Scriven 1994 REstarts with a proposed programme theory which is sastind refined through the

evaluation process. The initial programme theory is based on previous research, knowledge and
experience and the assumptions on which the programme intervention was Blétarticulation of

the theory behindEOL@olicy is moramplicit than explicit and the processes by which the polices

(and theories behind them) are developed often remain opaque. The methods used in this thesis

RNI 6 2y GKS 42N) 2F {KSINYy Si | RPHwerhultas 6 KSNB W
frameda | I+ Ayad ¢KAOK (2 G(Sad GKS @OSNIOAGE 2F LINReESS
Ay G S NI Pyograniny the@rido not refer to high level abstractions, rather they focus on

linking method to outcomeA rough programme theory (RRalucidatinghow national policy

operatesis presented at the end of chapter five (phase 1 findings).
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In order to build on theory and check its veracity the programme components need to be tested
(Pawson 2003) and this is done through the creatio@MiOconfiguratiors which are tested and
refined throughout the researcprocessThe RPT helped develop the framework to infdime
criteria used for theselection of research participants through a process of pwfdsampling
(Palinkas et al. 20157 his sampling method can be effective for identifyimfgrmantswho are likely
to elicit particular areas of knowledge or experiengben limited resources are availal{éreswell
and Creswell 2017)

Collection of further data then leads to &arative process of testing and refining the components

of CMOsand 1 KS A RSY (A FUNB RA QY @fFS WSS NgyheheE gl QP R S Y A
theory devdopment process emerges (Merton 1968hesuggestion made biREs thatwhilst

social reality is not amenable to the kind of nomothetic, ®@eking approaches of positivist natural

science, it need not be limited wiscovering scientific fac dzi OF'y | AY F2NJ aSNIi 2y Q
WYARREt S NIMRB(BawsoK Za6NR T identifiedto help represent how the programme

being studied intends to bring about change. The steps outlivezd, detailing the stages of theory

development are laid out in figure3 below.

Figure8 Stages of theory deelopment

*Formulation of rough programme theory
Step 1 *Development of potential CMO configurations

* Data collection using insight from programme theory and conjectured CMOs

* Middle range theory is conjectured on the basis of the refined CMOs and
Step 4 contributes to future cycles of enquiry

Adapted from Salter and Kothari (2014)
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4.3.1 Middle Range Theo(IRT)

Jagosh(2011)suggeststhaan MRTA & y 203 WF 06 aG NI OG G2 GKS LRAYyOH 27
actual workings of programe implementation, yet, not specific to the point of being relevant to

only one case' (p.7). In otherords, it can be used to develop and test ideas around a set wijpdex

interactions. The notion ofaMRTF A 1 & ¢ St f & A (i K1997)ideathanRE Al Ky2Rlzf CRAYT X GS & Q.
work towards arirrevocable truthg rather a set of ideas that generate a common understanding

and can be built on and iteratively developed.

MRTs strive to provide a limited set of assumptions from which specific hypotheses may be logically

derived and confirmed by empirical investigation. thar words, whilst some degree of abstraction

is necessarMRTSYNB Y| Ay Of 284S Sy2dAK (2 20aSNBSR RFGI (2
LISNXYAG SYLANROFt (S54&0Ay INRTsnalBléNbraafisatiogPoaessLIPo o0 @ 9 E
Theory (NPT)YMurray et al 2010) whicbxpoundshow complex health interventions may be

AYL SYSYGSR FYR AYyiSaNIGSR Ayd2 NRdziAwhsh g2 NJ Ay 3
posits that behavior is influenced by perceptions or misperceptions of how thoseiagous think

and act Figure9 shows how the stages of theory development have been applied to the current

study.
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Figure9 Stages of theory testing in realist evaluation applied to current study

(

*\What works for
whom in what
circumstances?

(
* formulate
tentative hypothesis

on how policy may
contribute to
effective EOLC

develop -
hypothesis

—— Scoping
study

data
collection
in three )
CCGs

» Data collection
through case
studies to test
hypothesis

eExplore outcome
patterns - what can
and what can not

be explained by
initial theory? J

(.
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4.4 Gathering data: Procedural details

4.4.1 Selecting case study sites

Using CCGs or STPs as a base for case studies?

At the time of planning field work during the Summer of 2018, local commissioning within the NHS
in England was the primary responsibility of Clinical Commission Groups (CCGs). CCGs constituted
following the 2012 Health and Social Care (Bapartment of Health 2012yere clinically led,
statutory bodies thatsought tocommission health care across both community and acute seotors
the basis of local needn response to criticism that care could be more efficiently commissioned
from a larger population base and the argument that, in the case of cosionisg health services
nationally, small is not always beautifiddwards 2018¥urther re-structuring was envisagedrrom

April 2020 CCGs will cease to exist in their current fnchwill beamalgamated int@i2

geographical footprints, referred to as Sustainability and Transformation Partnerships (STPs).

Although STPs arew established across England, they currefithay 2020have no legal status
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and derive theidecisionmaking powers fronthe statutorybodiesresponsible for their
constitution There remains uncertainty about the state and form that the@agéographical

footprints willultimately take.

In summary yen the ongoing organisational uncertairgithe time of planning fielavork (July
2018), CCGs were chosen to represent the most tangible governance structure, through which to

organise case studies looking at local implementatioB©fL.C

Criteria used for case study selection
Selection of case study sites was guided bypitegosed programme theory and factors emerging
from the scoping study which appeared to influence outcomes relatigb@are ¢ shown inthe

table 18 below.

Tablel8 Local &ctors consideredo impact onEOLC

* Financial situation of local health economy

e Current performance of local services in relation to EOLC metrics (as determined by CQC and
national data held by NEOLCIN)

o Demographic makeup of local population. Including: percentage of the population over the age
of 75; ethnic breakdown; Socio-economic profile

e Geographical location within England

e Urban or rural population

e Current governance arrangements for local health economy particularly in relation to the
degree of service integration

* Presence of new models for EOLC/ways of working

e Level of development of STP/ACO/vanguards

e Strength and stability of local leaders

* Motivation of local specialised commissioners and clinicians.

In line with the RE methodology the intention was to select three CCGs which would reflect, in
different ways, howEOL@olicy impacted on outcomes. Given that thevere 211 CCGs nationally,
attempting to achieve a sample which was truly representativE@EL@ractice was considered

untenable, yet some sort of stratification was necessary to determine the factors which may impact
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on local performanceThefinal decisiorin site selectionwas guided both by a desire to choose sites
that would provide contasting characteristicas well as pragmatism and logistics. During the
scoping study one of the professionals interviewed was part of a network of CCG lee@d_fand
she offered to support recruitment of sites by sending out an information sheet tol€xd& across
London. A number of interested London si{es6)enquiredabout the study and following
discussionghree London based CGsvere selected. Whilst this inevitably introduced a bias in the
sample (all in London and &kgelyurban)in relation to the impact of national policy &OL®n

local practice, many of the key themes arising are of relevance nationally, and whilst inevitably
incomplete, will provide local insights which will help piece together a complex and dynamic,

broaderpicture.

Tablel9 Characteristics considered iimal case study selection of London CCGs

Characteristics considered when recruiting case study sites

e That each case study was based within a different STP footprint to reflect the developing

influence and policy of the broader geographical area

e That they represented a range of service models and EOL pathways

e That a range of performance outcomes and indicators were represented

e That the demographics within each area offered contrasting sets of local priorities

e That key local staff were interested and motivated to participate in the research

Motivation to participate and a sense of reciprocal benefit and value both to CCG and researcher

was also a major consideration.

4.4.20verview of case study sites

Table20 provides an overview of key population data and demograplaElongside comparis@ito

the national averagelable21 shows local availability of care home beds within the case study sites
and table22 provides an indication of the financial positions of each of the CCGs within the wider

healtheconomy Finally table 23 showsCQC ratings for trusts based within CCG sites
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Table20

Key statistics from case study sitemmpared b national average

Measure Case Study A Case Study B Case Study C | National
comparator

% whodieat | 26% 23.2% 21.6% 23.8%

home (75-84

years)

% dying at 25.1% 17.6% 17.5% 16.4%

home 85+

% who diein | 54 59 64.3% 57.2% 46.9%

hospital (75-

84 years)

% whodiein [ 48.1% 66.3% 53.4% 43.8%

hospital 85

years +

Death in 40.5% 27.3% 39.9% 45.8%

Usual Place of

Residence

Older people il 3 26

deprivation?®

Percentage 36.6% 54.1% 34.2% 14.6%

born abroad

Average age 34.8 32.1 36.4 38.8

Proportion of | 8 8% 7% 13.1% 17.7%

population 65

years +

Percentage of | 32% 73.1% 45.7% 149%

BME

Gross annual | £37K £28K £34K £29K

pay

Life 77.7 (men) 77.9 (men) 79.9 (men) 79.5 (men)

f;ep:;a”w 82.9 (women) | 82.2 (women) | 83.6(women) | 83.2 (women)

Main migrant | 1 Italy 1.Romanian 1.India 1.India

populations 2.France 2.Indian 2.Pakistan 2.Poland
3.Spain 3.Bulgarian 3.Ireland 3.Pakistan

[Data taken from:

Department of Communities and Local Government (2015)
GLA Intelligence (2015)
NEOLCIN (2020)

Legend:

Compared with benchmark

O Higher O similar

1 IDAOPI - The Income Deprivation Affecting Older People Index (IDAOPI) measures the proportion of
all those aged 60 or over who experience income deprivation. Ranking by London Borough.
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Table21

Availability of care home and nursing home beds in case study sites

London average
Case Study A
Case Study B
Case Study C
England average

Availability of care home beds per 100 people aged 75 years +

10.1 10.3

Availability of nursing home beds per 100 people aged 75 years +

(NS
-
o W
-
Wl o

4.9 4.9

PHE (2017)

Table22

Financial situation of primary acute trusts within case study CCGs

Financial Position of NHS providers local to case study sites

Acute hospital site A

2017/18 declared a small surplus following
significant deficit in 2016/17

CCG — Case Study A

2017/2018 met allocated resource limit

Mental Health Trust serving Case Study

Trust reported a significant surplus in 2017/18
dug, in part, to sales of property assets

Acute hospital site B

Significant deficit for 2017/18 with sizable
variance in projected deficit - second highest
deficit in the UK

CCG — Case Study B

Meeting allocated resource limit

Mental Health Trust serving Case Study B

Latest figures from 2016/17 — a small surplus
reported on operating income

Acute hospital site C

2017/18 significant deficit with anticipated
increase in deficit for 2018/19

CCG — Case Study C

Meeting allocated resource limit

Mental Health Trust serving Case Study C

2017/18 closed with higher deficit than
predicted

References withheld for identification purposes

116




Table23 CQC rating foEOLGN main hospitals servicing CCG

Date of inspection Rating foreOLC
Site A October 2017 Outstanding
Site B Jan 2019 Requires Improvement
Site C July 2018 Good

Data from CQC websitgtps://www.cqc.org.uk/

4.4.3 Interviews

Interviews have come to be viewed as a potentially sensitive and powerful method for exploring
4dz02S0GaQ LINAGIFGS YR Lzt A0 f A @ Sairkg foanfofisSejal 6 SA y 3
NB & S (Kiale ROD6)Kvaleg(2006)suggess that the interview holds thgpromise of a technique

thatprovidkesl y £ GSNY I GAGS (2 GKS WwW202SO0GATFeAy3ds LIaAil
KINBK YIFyALdz FGA2Y 2F 0SKIF@A2dzNRAAadG SELISNAYSyGaQ
story and in doing so are prone to reflect on things in a nt@iled and nuanced way than they

would if giving answers to a surveyhis may be particularly pertinent with sensitive issues such as
EOLCThe process allows for subtleties to be dragmobing for examples and deeper explanations

(Robson and McCartan 2018hrough investigating the subje@tview of the world, in their own

g2NRaz GKSNBE Aa | aSyasS GKIG GKS AYyGSNBASg Aa |
LISNBRE2Y Q® | 2 ¢S @3S NIDof sapokt fokitlie benéfits tha can e gledhed ffaméa

sensitive and empathetic interviewvale warns of the potential impact of the power imbalance

between interviewer and subject and the possible emotional manipulation of those in vulnerable
positions.The interview, Kale (2006) contends, is neither a conflict nor power free zone and the

tendency to lead, guide and suggest is something that | was particularly aware of when interviewing
patients and carers, ofteat highly emotional and vulnerable time$ their life. Whilst a dialogue

may be seen as an equal discussion between two partners, an intekview I WO2 Yy @SNAF G A2y

LJdzNILthe $upose being for the interviewer to collect targeted information.

A research interview is not an open atwminancefree dialogue between egalitarian partners, but a
specific hierarchical and instrumental form of conversation, where the interviewer sets the stage and

scripts in accord with his or her research interékisale 2006 p.485)
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Ly 2RI & Géacietdtre/qaatirfiG Niterview is an important tamed toelucidate

consumes experiences and desires which may ultimately facilitate the shaping of subsequent

choices, particularly by commercial or statutory bodies (Kvale 2006). Whilst elicitingpétion

aboutEOL@nay not have much in common with the investigation of commercial products, the

potential for information collected to be used in a way which may potentially manipulate the

consumer to the advantage of political or other agendas, shoelddknowledged. Kvale (2006)

suggests various routes for conducting interviews in a way which will help avoid the dangers of un

balanced consensus seeking. One such method, that chimes with the realist approach is that of

Wi OG0 A GBS OewharditBejtrviawar 2igenot aim for agreement but attempts to uncover

GKFEG YIFe 208KSNBAAS NBYFAY AYLI AOND &8 NR 8 & LIF NWRINE

ways of seeing (Bourdieu 1999).

Specific challenges arose in using tlalist interviewing techniquédescribed in 2.1.2)with frail

patients (and relatives) &OLand their relatives/carers which aexploredin Chaptereight

In-depth qualitative Interviews
As in phase 1nidepth interviewswere conducted witheach of the key stakeholder groupastng a
maximum of 45 minutes. No paymewasmade for interviews though if expensegreincurred

through travel/parking these are reimbursed.

4.4.4 Interview guides
Semistructured interview guidesvere used with a list of topics to be covered and a series of verbal
prompts to elicit further information. The intention was to cover key topics and themes which
emerged during the scoping study as being key to unravelling the questions central tGtaeata,
thus conveying to the interviewethe theory under exploration (see section 4.2.1.Zjree
different topic guides were produced:

- For use with service managers in CCppendix4.2b)

- For use with clinicians working with patients at tB®Lappendix4.2c)

- For use with patients and their relatives or car@ppendix4.2d)
It was important during interviews that the wording could be modified to suit the context (Robson
2016) and that here was flexibility around ordeHowever, | was also mindful that welt
constructed guideanreduce bias (Yin 2014) and therefore as much as possible the form and

coherence of the interview was maintained.
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4.4.5 Interview composition and samplingastgy

The aim of case study research is not to draw a representative sample from the population but more
to gather a detailed picture from those who have characteristics relevant to the phenomenon being
investigated (Mays and Pope 1995). Noobability, purposive sampling was used to select
respondents, with professionals being stratified by job title, experience and area of interest, and
patients being stratified by setting and clinical prognosis. Purposive sampling is useful in particular

case study sitations(Neuman 2013)

- To select cases that are particularly informative
- To select people in difficult to reach, specialised populations

- Toidentify cases for idepth investigation

For the professional sample, efforts were made to select a diversity of different professional groups
(both clinical and noielinical). For patients, given the challenges of achieving the targeted quota,
recruitment was largely opportunistic, a range oftimeds (see section.4.7) were used with the
intention to recruit across different settings and to include patients suffering a range of medical

conditions.Targeted interview samples are shown in taple
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Table24 Targeed interview sampleacross eactCCG

Non-clinical staff

Programme and project staff working either directly for the CCG or in associated community and
voluntary groups running EOLC services within the locality (n=8-10). This list included:

e Local end of life commissioning lead (CCG or STP)

e Leads of relevant new care models

e Staff responsible for accounts and allocation of budgets
s Project leads/managers

e Staff responsible for training and support

s Hospice or care-home managers

e Academics

Clinicians
Clinicians working with patients at the end of life (n=8-10):

e GPs working in local practices

e Palliative care consultants

e Consultantsin A&E

* Nurses in acute and community settings
e Health Care Assistants

e Allied Health Professionals

e Locality clinical lead for EOLC

Patients

Patients (aged 75+) identified by clinicians as being likely to die in the next 12 months (n=8-10).

Relatives/carers
Family/carers (target n=8-10). Criteria for selection:
s Either linked to patients or

e Had relatives who they cared for who were 75 years plus who had
died within the last 12 months.

4.4.6 Samp@size and saturation

Nonprobability sampling is a process where data is allowed to accumulate until saturation is

reached. This point is said to be achieved when additional participants no longer contributevany
themes to the dataUrquhart(2012)RSFAY S& &l Gdz2NI GA2Y
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0S Y2NB O2yOSNYSR GAGK FNNAGAY3I G | ERAYG 6KSNE
LINE RdzOG A @SQ> YR 6KSNB (KS WySgQ RiBebrin Satidérs O2 y OS L

et al(2018)highlight some of the inconsistencies in the practical application of the term. In this
study sample size was influenced initially by guidelines set down in research ligesf@harmaz

2011; Creswell and Creswell 2088)well as pragmatic and resource constraints. The range of
stakeholders involved and the coverage acribsee CCGseant that | was aiming for broad

coverage of key themes from the perspectives of different stakeholders, ratherrdepih

accounts fromanyone group. In each case study | was mindful of the concept of saturation and if
there was an indication in argategory that multiple new themes were emerging as the work
progressed, this would be noted in analysis and efforts made to add additional interviewees to that

particular category.

4.4.7 Recruitment method

Recruitment of Professionals

Professionalsvere sampled purposefully on the basis of known interests, experience and role.
Snowball sampling methodMorgan 2008)ere used to identify key players in lodaDLservices.
Initial contact withprofessionalszia an email invitation tgarticipate in the study and an

information sheet following this up after one week with a phone call. Signed consent forms
(appendix4.3a and4.3b) were completed prior to the interview. This method of direct contact from
the researchewasconsideredesslikely to put pressure on CCG resowaad is ethically justified
provided that the professionals contact details are in the public domain.

Inevitablythere was a degree of overlap between professional groups with a number of clinicians

carrying out service manager roles.

Recruitment of patients and relatives/carers
The sampl®f patients and carers were selected purposefully through dlifferent routes:

1 ¢KS WLINIAOALI GAY3IQ Dt LEQIEliatvE e Rafist& | O K
and screened it to ensure that the list complied with the study inclusion and exclusion
criteria. The researcher provided a letter of invitati@ppendix4.5) to be sent out from
the practice together with @onsent form(appendix4.4b), project information sheet
(appendix4.7a), a participant response form and a stamped addressed envelope.
Following an initial poor response rate an amendment masle @ppendix 4.9b) to the

protocol whereby one followup phone call was made to patients a week after sending
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the letter to check it had been received and answer queries. The phone call followed a

standard text which was agreed Bhics @ppendix4.6).

1 Il attended relevant CCG base@Lnetwork meetings to present a summary of the
research and made contact withrange of health professionaiscluding:GPs palliative
care consultantsgeriatricians OTs; district and community nursesther health
professionals linked to acute hospitals, and allied health professionals. If professionals
had patientsvhotheyd dzZ33Sa i SR Yl & 6S | LIWINRPLINAIGS GKSe@
containing information sheetappendix4.73d), response formsappendix4.8) and
stamped addressed envelopes. Professionals handed this pack to patients, with a brief
account of the researchyaR LJ- G A Sy (1 a oSWER I @ |ER NR(I dENISX w3
response form. Alternatively, in some cases where permission had been given, the
protocol allowed for professionals to forward patient details directly to the researcher.

In this way patients were regited across a range casettings.

It wasmade clear in all written and verbal information that participativasvoluntary and there

would beno change to the treatment or care received if patients chose not to participate. Interviews
followed strict protocolsbeingmindful of confidentiality and sensitivity of the topiaclusion and
exclusion criteridor the patient sample are listed in tabB below. Biases introduced as a result of

these inclusion and exclusion criteria are discussed in chaptem
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Table25 Inclusion and Exclusion criteria for patients

Criteria for selecting patient sample
Inclusion

Aged 75 and over
Identified by clinician as being likely to die within the next 12 months

Able to make informed decision about participation and enter into discussion
Representing a mix of one or more different conditions (e.g. cancer, CHD, frailty)
Representing experience of a range of community and acute services

Exclusion

Recognised cognitive impairment which means they cannot engage in lucid conversation
Mon-English speaking — unless an interpreter in the form of a family or friend can be identified
Those very close to EOL, i.e. expected to die within the next few days

Patient who have not had a formal conversation with their clinician about EOL.

Making contact with and interviewing patients

Once the patient response form with contact detailasreceived the patienor relativewas
contactedto organise a visit. Contastasmade either directly with the patient (telephone or email)
or through a relativécareractingas proxy. The patient acdsad on the preferred methodPatients
were asked directlif there wasan appropriate carer/relative who could be interviewed about their
own perspectives on the patient's care. If the patient sugggsbmeonewho washappy to
participate,| offeredto interview carers/relatives (either separately or together) on the same visit.
Interviewswere conducted at the patients preferred location or usual place of resid¢nome,

hospice, cardnome, nursinghome or hospital).

4.4.8Challenges in recruitment of patientsEE®LC

Recruiting patients at ®_presents a particulaset ofchallengsrepresented irfigure 10 (below)
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Figurel0 Recruitmentchallenges with older patients at th&OL

power
relations

identifying
patients who consent
meet prognosis

recruitment

challenges
for patient's
fati d
d?stlg:;z?ld at the EOL vulnerable
rapid change in POP:JC:itIOn
condition group
protective
Confidentiality behaviour of
gatekeepers

Gibbins et al (2013) note that it is common fess than 5@ ofhospitatbasedEOLpatients

identified, agreeing to take part. Factors listedlzsriers to participatiorinclude a range of ethical,
logistical, clinical, procedural amdlational issuesHowever, despite the challengdahe importance

of striving to recruit patients aEOLhas been highlighted. A 2004 conference statement from the
National Institute of Health Resear@RIHR 2004¢mphassed the importance of conducting

research withEOLpopulations in order to gather a robust evidence base. A number of studies have
demonstrated that if proper and sympathetic recruitment procedures are followed patients
appreciate the value of participatioin research and areften prepared to take par{Kendall et al.
2007; Gibbins et al. 2013)
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Table26 Strategies recommended for interviewing patients BEOLC

Strategies recommended for interviewing patients at the End of Life

- Flexibility in timing, site and pacing of research

Importance of appropriate messaging (both in relation to supporting written
information and face to face body language)

- Face to face communication is preferred to telephone

- Broad clear eligibility criteria

- The value of involving effective clinical champions

- Anticipating both the concerns of patients and gatekeepers

- Finding the right time to approach patients — it should not be done when patients are

feeling overwhelmed by recent prognosis.

The scoping study suggested that it was often the frail elderly, with a range of complex co
morbidities, who were particularly hard to identify and suppétir this reason | wasommitted to
identifying patients living at home, as well as those withwshitals, care homes and hospices. | was
unable to locate any literature where this methodology had been previously used with this particular
group of patients. Recruitment of horieased patients proved particularly challenging and will be

discussed in merdetail in chapteeight
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4.49 Characteristics of completed interviews achieved in each case study sites

Table27 Interviews completed withservice managers
Site A Site B Site C
1 Murse lead for care homes, | Researcher/academic London Ambulance
Local Authority B.SM.1 Service manager.
ASM.I C.5M.1
2 Care home manager. Senior transformation Manager. Hospice — lead nurse.
A.5M.2 CCG governance
B.5M.2 C.5M.2
3 CCG commissioner Care homes LA manager Hospice manager
ASML2 B.5M.3 C.5M.3
4 Public education and Senior commissioner LA — Manager for out of
support charity integration hours palliative care
ASMLA B.5M.4 service
C.5M.4
5 | Trusted assessor for care Hospital chaplain Director (STP)
Homes B.5M.5 C.5M.5
ASMLS
B. Charity service manager Care home manager CCG Director
ASMLE B.5SM.6 C.5M.6
7. OT professional lead. Adult social LAS Programme lead.
care C.5M.7
B.5M.7
8. Hospice clinical manager Programme evaluation
B.SM.B lead
C.5M.B
9. Hospital trust multi-faith manager | Manager ‘Coordinate My
B.5M.9 Care’
C.5M.5
10. Volunteer lead CCG Director
B.5M.10 C.5M.10
11. Hospice nurse coordinator
B.5M.11
12, Carer support manager
B.5M.12
N=28
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Table28

Interviews completed with clinicians/front line staff

Site 1 Site 2 Site 3
1 | Service manager and PC Medical director. Team leader and nurse
consultant B.Clinician.1 for community PC team
A.Clinician.1 and manager for out of
hours service
C.Clinician.1
2 Community matron for Hospital based palliative care Hospice lead nurse
district nursing services. consultant C.Clinician.2
A.Clinician.2 B.Clinician.2
3 Clinical lead EOL CCG GP lead Hospital based PC
A.Clinician.3 B.Clniician.3 consultant
C.Clinician.3
4 GP lead for EOL Medical director of community Hospital based clinical
A.Clinician.4 services (STP) nurse specialist.
B.Clinician.4 C.Clinician.4
> Community Engagement Geriatrician PC consultant
matron - hospice B.Clinician.5 C.Clinician.5
A.Clinician.5
6. | Care home - health care Hospital based consultant Palliative care ward
assistant geriatrician Deputy Clinical Nurse
A, Clinician.6 B.Clinician.b Manager.
C.Clinician.6
7. | GP and chair of CCG Hospice Consultant GP lead for EOL
A.Clinician.7 B.Clinician.7 C.Clinician.7
8. | PC consultant — community Psychologist
based Care home nurse C.Clinician.B
A.Clinician.8 B.Clinician.8
S. | LAS paramedic LAS paramedic Psychotherapist
A.Clinician.g B.Clinician.5 C.Clinician.g
10. | Junior doctor
A.Clinician.10
11. | Geriatrician
A.Clinician.11
N=28
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Table29

Interviews completed with patients

Site 1 Site 2 Site 3

1 | 94 year old woman 93 year old woman 83 year old woman with
White English White English dementia
Confined to bed. Mobile Mobile
Frail elderly — complex multi- Frail elderly on GP EOL list White English
morbidity Interviewed at home where she lives | Dementia

COPD, severe osteo arthritis
Lives at home with son
Interviewed at home with son
present

Recruited through GP

A Patient.2

Living at home with wife
Interviewed at home on his own
Recruited through GP
B.Patient.2

Care home resident alone Interviewed at home with
Interviewed in care home on Recruited through GP husband present
her own. B.Patient.1 Recruited through GP
Recruited through care home C.Patient.1
manager
A.Patient.1

2 79 year old woman 76 year old male 84 year old woman
White English Black Caribbean Mobile.
Wheelchair bound Cancer White English
Abdominal aortic aneurism, Mobile Frail elderly

Recruited through GP
Interviewed at home with
86 year old husband/carer
C.Patient.2

3 97 year old man

Confined to bed

White English

Frail elderly

Care home resident
Interviewed in care home on his
own

Recruited through care home
manager

A Patient.3

76 year old woman

White English

COPD — oxygen assisted breathing
Arthritis

Interviewed at home on her own
Recruited through GP

B.Patient.3

82 year old woman

White English

Confined to bed/chair
COPD — oxygen assisted
breathing

Arthritis

Interviewed on her own in
PC ward. Later interviewed
son by phone

Recruited through
community PC Consultant
C.Patient.3

4 83 year old woman
Wheelchair bound

Welsh

Care Home resident
Interviewed in care home with
son present

COPD. Frail elderly

Recruited through care home
manager

A Patient.4

77 year old man

White English

Bed bound

COPD — irregular breathing

Frail

Care Home resident

Interviewed on his own in care home
Recruited through care home
manager

B.Patient.4

87 year old woman

Stroke

White English

Lives alone

Frail Elderly

Interviewed at home on her
own

Recruited through GP
C.Patient.4
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84 year old woman 75 year old woman 84 year old woman
Confined to bed Confined to wheelchair White English
Hospice in-patient White English Mobile
Cancer COPD, rheumatism, stroke Cancer
Recruited through hospice Care home resident Increasingly frail
clinician Interviewed on his own in care Interviewed at home with her
A.Patient.5 home daughter. She lives alone
Recruited through care home Recruited through GP
manager
B.Patient.5 C.Patient.5
83 year old woman 75 year male
Confined to bed White, Southern Irish
Cancer, palliative treatment Cancer
Interviewed in hospice Interviewed at home with his
White English wife.
B. Patient.6 Recruited through the GP
C.Patient.6
84 year old woman in hospice. 79 year woman
Frail and confined to bed White Belgium
White English Haemophilia
COPD, repeated hospital Bed bound
admissions, recent operation on Interviewed at home with her
bowel and broken hip husband (aged 82)
Interviewed in hospice Recruited through palliative
Recruited through hospice care consultant
B.Patient.7 C.Patient.7
3 other care home residents — 84 year woman
interviews aborted due to lack of | White Welsh
capacity on the day Wheel chair bound
Cancer
Interviewed at home where
she lives alone
Recruited through nurse at
hospice
C.Patient.8
80 year old man
White English.
Cancer
Interviewed at home where
he lives alone
Recruited through nurse at
hospice
C.Patient.9
N=21
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Table30

Interviews completed with relativestarers

Site 1

Site 2

Site 3

Female carer (57 years).
Cares for 93 year old mother

Mother is blind, hard of
hearing, arthritis, immobile
Recruited through carers
forum

A Carer.l

Female carer (76 years)

Carer for husband who died
last year of advanced
dementia

Recruited through web site
advertising carers group

B.Carer.1l

Male Carer (83 years)
Cares for his wife with
dementia

Recruited through GP

C.Carer.1 linked to
C.Patient.1

Female carer (60 years)
Cares for 96 year old mother

Mother has diabetes, heart
problems, asthma, immobile
Recruited through GP
A.Carer.2

Female carer for 86 year old
sister (92 years)

Sister suffering from advanced
dementia
B.Carer.2

Male carer for C.Patient.2
(86 years)

Maobile
Frail elderly

Recruited through GP
C.Carer.2

Male carer (50 years)
Looks after 79 year old
mother

Suffers from: abdominal
aortic aneurism, COPD, bi-
polar and severe osteo
arthritis — unable to walk
Recruited through carers

Daughter of 84 year old
woman

Heart disease

Recruited through carers
forum

Male (55years), son of
P.Patient.3, who died one
menth after the interview
conducted for this
research

Recruited through his
mother

forum C.Carer.3
B.Carer.3

A Carer.3

Male carer (55 years) Compassionate neighbour Q2 year woman

Linked to A Patient.4
Recruited through GP

Matched with frail elderly
woman with COPD
Recruited through hospice

White, French

Interviewed at home
about her husband who
died last year at the age of
92

A Carer.d B.Carer.4 Recruited directly from
EOL forum meeting
C.Carer4

Female carer (47 years) for 83 51 year old woman

year old mother. White English

Mot her suffers: osteoporosis,
frailty, immobile, depression

Recruited through carers
forum
A Carer.5

Mother (C.Patient.5)
invited her to join
interview

C.Carer.5
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Female carer (77 years)

Italian — English second language
Carer for husband who died 10
months ago from Parkinson.
Recruited through carers forum
Interviewed by telephone
A.Carer.6

Female carer (70 years)
White, Southern Ireland
Interviewed at home
alongside husband
(C.Patient.6) who she cares
for.

Recruited through GP
C.Carer.6

Male carer (59 years)

White English

Carer for mother who died 6
months ago

Mother suffered arthritis, frailty,
poor circulation, obesity, COPD
Recruited through GP

Interview by telephone
A.Carer.7

Male carer (82 years)
White English

Carer for C.Patient.7

Frail elderly

Cancer

Recruited through palliative
care consultant
Interviewed at home with
wife who he cares for
present.

C.Carer.7

Female carer for 90 year old
mother

Nationality: italian — mother
speaks no English

Frail, immobile, mild dementia
Recruited through GP
Interview by telephone
C.Carer.8

Female carer (49) for mother of
82 years

Mother suffers from dementia
and psychosis

Mother from Jamaica. First
language Creole.

Recruited through GP

Interview by telephone
C.Carer.9

10.

Male carer for 89 year old
mother.

Greek —speaks English

Mother suffers cortico-basal
degeneration, immobile, unable
to speak

Recruited through palliative care
consultant

Interviewed by telephone
A.Carer.10

N=21.

Total Number ofnterviews = 98
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4.4.10 Patient andoublic Involvement

The interview guide for patients was informed by the Opening Doors to Research (GRS at

the Centre for Health Service Studies (CHSS), which is made up of 23 members of the public who are
interested in health research. The group plays a key role in advising CHSS researchers and students

on aspects of their research to ensure it is usefd eelevant to enelisers. Significant revisions

were made following comments to an eavlersion of the patient interview guide, helping to ensure

that the wording used was appropriate, sensitive and the language clear and easy to undetstand.
partofthS A GSNF GAGS LINRPOSaa 27T S yearyzhoNdcturedyORIOSHEBY &S (1 S
presented back to th©DRGollowing completion of case studies. Comments were used to

contribute to theory refinement.

4.4.11 Ability to revisit respondents, tetheories

Proponents of RE advocate an iterative moaith theories in a constant state of flux, demanding
ongoing refinement and testingnabled through revisiting research respondents to test the veracity
of emerging theories. Such methods, howeveggent challenge witlieOLpopulations who cannot
easily be revisitedandsomeLJNJ 3 Y | (-A QR &y R &N ¢ SAdegred ¥f itdrafiod BaR
introducedc for examplethrough theW & S y & Srefédr&d3otabofe | also had a few calls and
meetings withpivotal commissioners and policy representatives to clanfughts as they

developed.

4.4.12 Observation of meetings

Observation of participants in research has its roots in ethnography and aims to elucidate diverse
perspectiva of the study populatiorfDenzin and Lincoln 20Q8)ften complementing and adding
veracity to a range of other research techniques. Observation presents the opportunity to verify
accounts and to see if the natige collected from other sources of information fits with what is
203ASNIUSR® hoBSTNWISYNZE XNXKSWLINBINRLINAF GS G§SOKYAI dzS
g 2 N@R6bsbn and McCartan 201@)ccordng to Mulhall(2003)both accounts (i.e. what people
perceive they do versus what they are observed doing) are valid, representing a different
perspective of reality. Typically, the level of involvement of #earcher varies from high (where

the observer is an ordinary participant in the research setting) to passive where they are more like a
Yo @ & G (SpfarliSyNmi6)The extreme of the scale is nonparticipatighere there is no

involvement at all. In my case | would describe my role as passive; | introduced myself at meetings

and would respond to queries asked but had no active involvement in the regular course of the
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meeting. The meetings | observed tendedatidw a standard agenda and form and | was interested

more in the range of participants, the aims of the meetings and the content of discussion rather than

any more reflective analysis or the interpretation of deeper levels of meaning. My observation

techrnigue was largely unstructured, being led by meeting content rather than any form of specific
20aSNUIFGA2Y & 0OKSRdz Sdidahceoi tBeddijfdRent{adpideds Fth& e Qa o mdpy c 0
environmentto observe useful to help structure my thinking (taB®B and improve the

standardisation of process

Table31 { LNy Rt SeQa yAyS RAYSyaAiAzya 2F RSaONRLIW

Dimensions of descriptive observation

1. Space layout of the physical setting; rooms, outdoor spaces etc
2. Actors names and relevant details of the people involved

3. Activities the various activities of the actors

4, 0Objects physical elements: furniture etc

5. Acts specific individual actions

6. Events particular occasions, e.g. meetings

7. Time the sequence of events

B. Goals what actors are attempting to accomplish

9. Feelings emaotions in particular contexts

Adsapted from Robson (15933] p. 320

| used a notebook to capture observations which were supplemented by fieldnotes written straight

after the event, thisd particularly important to capture detail and maintain accurdzgta collected

in this way was analysed in the same way as interview transcripts (sdchidr).The meetings |

observed generally followed a tight timetable, with a lot of information ¢ through in a short

spaceoftine. 1 G SYRAY 3 LINPFSaaAirzylrta GSYyRSR G2 6,S dzy RSN
the meetings did not therefore present an opportunity for me to follow my own lines of enquiry;

simply to observe the everyday prosesf how end of life care strategy and operations were shaped

within local health settings.

Wherepossibleappropriate meetings relating to th&OL&gendawhich existed within the CCGs

were observed in each of the three case study sites
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Table32 Meetings observed in case study sites 2018/2019

Site A

Care home quality improvement programme

Site B

EQLC steering group meeting
STP health and care partnership meeting
MDT care home meeting

GP education meeting

Site C

EOLC CCG masterclass
EQL Forum (x2)

4.4.13 Collectingdata through @cumentation secondary analysis

Professionals interviewed in thedG were all asked if they could identify relevant reports or

documents pertaining to loc&OLstrategy and service provisioReports considered as part of data

triangulation are listed i@ppendix4.10, most are internal, unpublished working documents and
LINBaSydliAz2yad ¢KS AyidSyiArAzy 2F NBFSNNAYy3I (2 GKS

SHGARSYOS FTNRBY 2 KS NDécamaNggatharéwede, séryfinisedfon n >

LiMnTO®

information that informed the line of enquiry, using a similar method employed in the narrative

literature review. All relevant information was coded, in the same way as the interviewusita,

NVivo software.

4.4.14 Ethicalissues

The design of the study involved the useebple as research subjects and a combination of both

procedural and practical issues were considered in order to protect them from harm.

Practicalethics

As a researcher working with both professionals and patients in a sensitive area there were issues

relating to consent, risks to participants, confidentiality and data storage, of which | needed to be

mindful. Consent was sought from participants (professionals, patients and carers) prior to the

collection of data. An information sheet was provided (@pgix4.7aand b and subsequently a

consent form was signed by both the researcher and the participant, with a copy held by both

parties
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From the professional perspective the potential to disclose poor or negligent practice that might
have been exposeduring the research was consideredhough given that interviews focussed on
the generalities of service provision, rather than specific clinical practice around individhels
possibility of this happening wasnsideredow. Patients were advisethat should information be
revealed which gave rise to concerns about malpractice or patient safety these may need to be

reported through appropriate channels. This eventuality did not arise.

Ethical issues involved in undertakingdiepth interviews with ptients atEOLhave been explored

from multiple perspectivé { A @St tf S I f ® H nAnpriberlofR@riey émiege/ 1 |+ £ £ H
notably the challenge of acquiring consent withquitting undue pressure on participants and

issues around potential harms or benefit to the researched. Whilst some researchers highlight the
potential upsetfrom the emotive content of the materiglCorbin and Mors€003)others note the
therapeutic value of being given space to share experiences and tell you(Gtarke 2006)

Helgeland (2005) suggests that strong emotions are not necessarily destructive and that
overprotecting participants can be patronising. Given the sensitivity of this type of interview the
researcher must remain aware of the mental and physical state of the interviewee arsdatglish
consent at significant points in the interview. The importan€setting and context is also streske
notably thatthe frail elderly are a vulnerable group and care must be taken to ensure there is no

sense of coercion.

The presence of a companion/carer/family member at the interview may impact on the direction of

the discussion and proper conseanust beobtained even from those appearing unexpectedly. The
AYGSNIASGESNI 4K2 ddydRQ 0Sg A Bk NB2 VALK yGA 2Ay Iy RV LI GA Sy i
interview) there is less control over the content of the interviehieth can more easily stray into

unexpected areas with the potential to breach confidentiality (Allmark 2009).

I SYGNIt G2 lye O2yaiARSNIGAZ2Y 2F SGKAOKvaka (KS 4t
2006) The power imbalance is evident at every stage; from themes selected, questions asked, the

tone of the questions and in the analysis following the interview. It is largely the prerogative of the
researcher to select the final quotes and represent one rias@aover another. Whilst theoretically it

is possible to allow participants the opportunity to feedback on findings, and to some extent

mitigate this potential bias, in the case of frail patient€8ll. logistical and ethical issues methat

further follow up is particularly challenging.
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Procedurakthics

Ethics for phase 1, the scoping study, was applied for through the School of Social Policy, Sociology
and Social Research (SSPSSR) Ethics Committee at the University of Kent and approved 8, April 201
allowing the expert interviews to progress. Ethical approval for phase 2 was applied for through the
Integrated Research Application System (IRAS). Approval was received from NRES Committee
Stanmore on the 150ctober 2018 (IRAS project ID: 247340 REgCence: 18/L0/1443ppendix

4.9a). Following that research governance approval was sought from the three CCGs, with Site 3
FOGAY3I Fa Wl 2aid { AitheSlS of Dgt&MbeK I Gppenidix40f). Kddiiohaf A SR 2y
ethics needed to bsought from a hospicéppendix4.9e), a community trus{appendix4.9g, an

ambulance trustdppendix4.9d) and three care homeaswellag y | LILX A Ol G A2y F2NJ |
amendmanii @pendix4.9c) following a changén patient recruitment methodWhilg the range of

different settings used to recruit patients added to the bureaucracy of the permissions process,
impacting considerably on workload, it was deemed worthwhile in relation to providing a broad

diversity of patient experience. This will be exeld further in chapteright

4.5 Dataanalysis, rigour and reliability

Analysis for the study was conducted in two phases with the first phase completed following the

scoping study and the second during and after completion of the siaskes.

4.5.1 Analysidamiliarisation and generation of initial codes

Similar methods of data analysis were use@nalyse case study datas is described in section
4.2.1.3 for the scoping studies. In addition:

i) Observations noted followingisits and handwritten fieldnotes were transcribadd
uploaded into Nvivo
i) After the first round of coding | consolidated and categorised codes into higher level themes
and categorieg separatinghemes out into those operating at different system les/el
(meso, macro and microjt this point | also began toonsider a number of demi
regularities coding around themes giower, social norms, social capital amedicalisation.
iii) Data from meeting observations and relevant documents shared with me durincades
studies were coded in the same way as interview data allowing me to employ a number of
different strategies to compare and triangulate data from different sources. Pawson (2006)
RS&AONROSA GKS @I tdzS 2F wedzE latngandsifudatng | R2 dzRA Ol
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FAZNI KSNJ SOGARSYOSoQ ¢KS FaadzYLliAz2zy oSAy3a GKIFG

explanatory power and rigour of the analysis is enhanced.

4.5.2Refining data reliability, validity and rigour

Drawing on Papoutsi (2019) | didtnmmediately categorise data into CMOs, but approached each
new bit of data with an open mind to understand the real issues emerging from the data before
interrogating these against my CMOs which had been conjectured following scoping. Following the
first round of conceptual coding | considered how each of the categories, ancasefories

emerging from the data related to my provisional CMO configuratiappendix4.12). If data within
particular categories did not support existing CMO configuratibisswas recorded as a theory
refinement and coded as a child node which was revisited and reviewed at the end of each coding
cycle. Where themes arose which were of interest but did not appear in any of my conjectured

/' aha (KSaS ¢6SNE NBEOERNRSRQIBYRYRBODOSRSR | FUSNI GKSE
As refinements were made to CMO configurations the data was reconsulted audutinised to

find data to support new interpretations. Memos, annotations and secondary data from meeting

notes wereused to add validity to the findings from interview data.

Following the first coding cycle a retroductive process was used to attempt to interrogate the CMOs
conjectured after the scoping stu@nd identify the contextual conditions that are required for

LI NI A Odzf I NI YSOKFyAaY (2 WFANBQ (2 OoAppeyiddd.1A 6 2 dzi (0 K
illustrates this process demonstrating the refinement of thEMO relatigi 2 WLJI G ATigd OK2 A O
process of etroduction is advocated bsealists to help decide whether to accept, reject or refine

existing theories and in so doing to move closer to a more accurate representation of the way things

work (Fletcher 2017).

4.5.3 Synthesising data and drawing conclusions
Synthesising data andawving conclusions was an iterative process, moving between inductive,
deductive and retroductive modes of enquiry. The steps laid out in dleere used to help

inform decisiongegardingthe relevance and rigour of collected data.
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Table33 Steps taken when analysing and interpreting data

Relevance: Does the data relate to programme theory?

Judgements about trustworthiness and rigour: Does the data warrant changes to programme theory?

Interpretation of meaning: Does the data fit with conjectured CMO configurations?

Interpretations and judgements about CMOs:
- To which CMO does the data relate?
- Does the data relate to the complete CMO or just a part of it?

- Are there any refinements to the existing CMO which may need to be made?

Interpretations and judgements about programme theory:
- How does this (full or partial) CMO relate to the programme theory?
- Within this data source is there information which informs how the CMO configuration relates
to the programme theory? If not are there data elsewhere?

- Inthe light of this CMO and supporting data, does the programme theory need to be changed?

Adapted from Papoutsi (2018)

4.5.4 Validity

Validity of the research iRE that is theassurance that the research is robust, meaningful and
replicable is determined at a number of levels: descriptive validity (the factual accuracy of the
account); interpretive validitytiie accuracy othe meaning derived from the dataand theoretical
validity (does the data support the emerging theorie@@axwell 2012; Leung 2015; Dix@vioods et
al. 2004) There are a number of routes to improgivalidity including the provision of adequate
details about the methods used, triangulation of data sources and collection methods, and rigorous
testing and refinement of theoried. found the tool developed by Wong et al (2016) (see section
4.1.5.2)helpful in terms of providing clear guidanoe a staged, reliable process to follow.
Attention to transparency gfand clarity arounanethod, will help ensure that the causal
explanations that emerge from the research (the programme theory underpinned IysCb&n be
generalised across other settings and thus findings from small interventions can be used to test
higher level theories. In this way knowledge accumulates and a broader theoretical base is

constructed (Pawson and Tilley 2001).
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DixonWoods et a[2004) argue that one major problem arising in appraising quality within

gualitative research methods has been the tendency to treat the area as a unified field. The reality is

that qualitative research covers a huge diversity of methodological approadhekst to some

extent, by following specific appraisal criteria (such as those laid out by Papoutsi iB3atieve),
NEASFNOKSNE YI& 6S Y2NB o6fS (2 RAAGAYyIdzZAaK WTL
challenges, particularly thosefret G Ay 3 (G2 GKS ljdz f AG& -Wdodsethay/ a A IKG |
2004).REdraws ona methodological approach that calls on the skills of retroductjerhere the

researcher is encouraged to make subjective interpretations to help explain;datd may

therefore be particularly vulnerable to such methodological flaws.

4.5.5 Researcher role

The researcérin REis neither neutral nor impartial. As in other forms of qualitative research the
impact of the researchesn the type and quality of data is isiderable (Berger 2015). My

background and experiences withveimpacted both on the way research respondents engaged

with me, as well as decisions and interpretations made throughout. The purpose of laying out clear
processes for validity, reliabilitynd rigour is to protect against undue influence of personality
Nonethelesghe impact of individual researcher characteristics should not be underestimatedsand

considered further in chaptegight

4.6 Chapter Summary

This chapter begawith anexplication ofRE the methodological framework in which the study is
lodged, considering both its strengths and shortfdfigssible ways in which some of the criticisms
directed at REnaybe overcome in the current study were congigéd. The second padf the
chapter looked at thgoroposedmethodfor both phases of the thesishe scoping study made up of

informant interviews and a litature review followed by case studies in three London CCGs.
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Chapter 5: Phase 1 Resulmalysis of scoping studytérviews

This chapter presents results on tfiest phase of the field work compiigy of in-depth interviews

with professionals involved in the developmentE®Lpolicy in England over the ladécade.

5.1 Background

In-depth qualitativeinterviews to inform the scoping studgind highlight key challenges faced in
commissioning and practice BOLGn Englandwere conducted between 01.06.2018 and
01.10.2018. Respondents were selected purposefully by role and known area of interesof Kdist
experts was initially populated from those involved in tiaionalconsultation around the
Wmbitionsfor palliative and end of life care: a national framework for local action ZIZBQ
(NPELCP 2015 documet produced by a collaboration of 27 different organisatiofdditional
respondents were contacted on the recommendation of those being interviewed (snowball

sampling).The final response rate is show in taBle

Table34 Scopingstudy interview contact sheet
Total numbers contacted with request to interview 30
Non- response after 2 follow up emails 9
Responded to say they were not the most appropriate person or had moved to 7

different roles

Final number of interviews conducted 14

The fourteernpeople interviewed, capriseda mix of professionals working for statutory

organisations (NHSI, NHSE), charitable and voluntary organisations (Marie Curie, National Council for
Palliative Care, Hospice UK, Royal College of GPs, Royal College of Nursing) and clinicians (Palliative
CareConsultants). Respondentsy]; SS14) were assigned codes to assure anonyniitgny of the

interviewees had a clinical background but were now working in a policy role for voluntary or

statutory organisations. Although individual roles are hard to dedixactly respondents are
ARSYOGAFASR Ay GKS lFylfedara dzaaAyd GKS ISYSNARO NRf
YO2YYA&AaA2YSNDOD
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5.2 Key themes arising from professional interviews in scoping study

Figurell Key themesarising from professional interviews (scoping study)

Measuring and monitoring impact needs to be conducted at all system levels
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5.2.1 Macrdevel

Figurel2 Mapping ofkey factorsfound to impactEOLEare at macro levelscoping
study findings

i. Ongoing system
change and
fragmentation

ii. Settings:

vi. social values and community versus
norms acute

v. Workforce iii. Mechanisms to
pressures help achieve
central control of
EOLC

iv. Financial and
resource
pressures

5.2.1.10ngoing system change afrdgmentation

The last decade has seen significant changes to the internal organisation and workings of the NHS
(sedion 3.4.1)andthis wasmentioned in some capacity by most respondents. Many STPs are in the
process of formulating strategy and buildifgetnetworks, relationships and infrastructure

necessary to embed good working practice across the locality:
X thélY2YSyid GKS ¢2N] (KIG GKS {¢tad FINB R2Ay3 AayQi

really recognised within CCGs. The progregsgbmade is significantly hampered by severe workforce

pressuregSS10, Clinician/Policy/strategy role)
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Whilst there was agreement thatructuralchanges had delayed progress in certain areas and
meant a loss in focy#t was acceptedhat longterm, STPsepresenteda more sustainable

arrangement from the perspective of more effective commissioning

| think ultimately from arEOL@erspective STPs will be a positive influence but at the moment whilst
CCGs are still battling to get their palliative care services in order and to improve quality for CQC
inspectiong; the extent of the workforce pressure means there is little timea& towards the

forward STP visiofsS1Policy/strategy role and clinicign

Another challengemerges from the way theystem has evolved over the ye@msa piecemeal
fashion without clear unitary vision. Theisea sense of fragmentation faced by mapgtients as

they embark on pathways of careften crossing different sectors and setting$e obstacles faced
in trying to get patients out of acute hospitals back into the community was noted as a particular

frustration (SS11, policy/strategy role).

2Ga&a 2F NBaz2dz2NOS 3I2Sa Ay odzi AdQa y20 OSNEB 22AyS
handing on from one stage of a pathway to next can be difficult. If a patient has an acute
admission it can then be really difficult getting them out agaie itee community. This is a huge

problem(SS11, policy/strategy role)

One consultant was adamant that if he could change one thing to imgE®iebe would focus on

joining up the health and social care system and in so doing improve the social and personal care

received at the end of life. His vision was that if all HCAs, district nurses, social workers and
therapistsworked for the same organisati there would be better communication amccommon

set of standards that were to be collectively achievedigmentation in service provision and the

fact that different aspects of provision are funded by different pots of money has lpddosharing

of information, replication of work and passing the buck with no organisation wanting to take

dzf GAYIFI GS NBaLRyaArAoAtAGeEd / NUzOALFft& aeadsSy LX &SN
386G t2a0 Ay | NBdYSyiGa | o2exoicdard@ngeonds +yR RIGF
respondent expressed surprise that there was no mapping piece looking at investment in different

sectors to allow for comparison

Nothing is joined up and nothing is properly compared. If enormous amounts of money aredinveste
what are the outcomegl YR K2 ¢ R2Sa Ad AYLI OG 2y GFNARAFFaAaK X 2
YR GKSNB o0dzi GKSNBEQa vy 2 (BSE, clinichrdaidcdriniskiohér) & G NI ¢ S3A O
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5.2.12 Settings community versus acute

Discussion of different settings touched on both the economic arguments; that transfer of care from

acute to community tended to produce cost savings, as well as around valuing patient experience

and choice.
25008 aKAFAOISR (22 7 linkban@peopNBRuck dn Endziilsdiee trafleys dutside A y 3
A&E are a nice sexy topic in the medigut nobody is really telling the story that those ambulances
FNE GKSNB 0SOFdzaS GKSNB AayQi Sy2daAK ydzZNEAY 3 & dzLIL.

dialling 999 when things get b&d(SS10 policy/strategy role, clinician and commissianer)

Respondents were unanimous in their praise for the type of care provided in a hospice, yet
pragmatic that hospice money could be more effectively spent, in somenicessaby providing

similar services in the community (either patients homes or care homes). The Hospice at Home
model was welcomed as an integral component of commuB@} ®ringing the skills, ethos and
practical care associated with the HospMevementinto the home environment. There was a call

for more evidence to demonstrate the cost impact of keeping patients, identified as bel@lLan
hospitals for long periods of time, versus other more innovative models. Even hospices, universally

recognisedas providing gold standard care, were considered up for challenge:

We need to get more bang for our buck to reach more people. Hospices are independentcentities
K2¢ YdzOK AYLI Ol ¢62dzZ R Al KIFI@S 2y (KS aeaugSy AT (K

about the costeffectiveness of money spent in both hospices and hosf88Bpolicy/strategy rolé.

A piece of research frofheNuffield (Chitnis et al. 2012)as cited as providing strong support for
bolstering community services; a cohort of nearly 30,p@flentsreceivingMarie Curiecommunity
care, were matched with a control receiving no community support and were found to have
significantly better outcorasincludingdrops in emergency admissions, increased death at home

and reduced system costs

With these findings in mind number of masterclasses and training courses focussingaga of
reducing pressures on acute serviegs being planned (SSQ)dnt work being undertaken by NHSI
YR bl {92 FIdzZARSR 068 a2YS$S 2F (KS (KAMNHASAI0E) S & L2 dza &
draws attention to the value of patient time and work to minimise time wasted, particuinsn
patients are left to languish in hospital or other settings. The campaign focusses on reducing
admissions, allocating patients to appropriate pathways, reducing length of stay and facilitating
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rapid, supported discharge into the community. Improvestctiarge into the community needs to be
tackled at a number of levelaot only in relation to boosting community skills and resource but also
in challenging some risk averse cultures which adhere to anmi@nce on medical practitioners
(SS9).

Runnirg alongside a call for innovative practice and a shift in emphasis from acute to community,
there was nonetheless, recognition thiatthe near futurethe largest percentage of deaths will

continue to occur in hospitandit was therefore imperative to focus on improving patient

experience and bringing learning from hospice palliative care into the hospital setting. Two of the big
charities are undertaking work to improve experience relating specificaltyutpatients shared

decision makingpain and symptom managemerfbined up communication between primary and

secondary care (SS8olicy/strategy rolg

5.2.13 Mechanismgo help achieveentral control oEOLC
Prior to the 2012 Health and Social Care (B¢t 2012)EOLQvas overseen centrally by tHeHwith
a budget assigned to the National End of Life Care Programme. The 2008 End of Life Care Strategy

waslaunched in a different politicanvironment where:

NationalEOL@®olicy had money behind it and money malitéags happen. There was an open

landscape for developing wo(8S1, policy/strategy role and clinician)

Post 2012 powers and budget were devolved to CCGs with aE@lallTeam based at NHSE tasked

02 62N)] 6AGK GKS FI20SNYYSYyd FyR LINIYSNE (2 RSt A
I 2 YY A G WBhyh ih@ebirrentset-up there is limited centratontrol to influenceoutcomes and

the role of NHSE focusses on networlkamgl disseminating The ambition is thatharing good

practicewill result inmore equity, reliability and consistency in provisibmdividual pieces of work

are commissioned in areavhere there is evident national interest such as developing national

metrics The role of the currenNEOLCIB & RSAONAROGSR Fa WLINRPGARAY3IA |y
Wyl GA2y+FEt YIEYRIGSQD

TheFive Year Forward PlasY(FP(NHS England 201Has not prioritisedEOL@nd there are no
mandatory powers, to assure specific standards are Respondents reported the plus sidetbis
is that it'{gushes those who are motivated and interested in this area of work, within CCGs, to be

more creative and have mooe-ownerslip2 @S NJ A y(3Sth)MdwéverES8olvig powers
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locally was seen to inevitably build more variation in practice into the syBtagduality and

inequity is inherent in the idea of locali(83).

Levers, incentives and targets

One shotrterm ambition is that targets foEOLQvill be setby STPs and CC&sl local areas will be
financially penalised or rewardatepending on whether or ndargets are met; clearer indications

of how this will look will emerge as STP planning develoganger is that targets may be set that

have unintended consequences, for example paying per intervention may have the impact of
increasing numbers of interventions perceather than simply increasing the number of

appropriate interventionsAnother anxety voiced about setting targets was the fact that one target,
introduced at one point in the pathway, can have a deleterious impact on activity at another point in
the pathway some parts or people may benefit to the detriment of otheFor examplgarge cuts

to social care over the last decade have begun to impact on health settings and are said to be one of
GKS NBlFazya ¢gKe AlQa KIFINRSNI 2 RAAOKIFINHS 2fRX
(SS9)The Liverpool Care Pathway was cited m&alLpathway which when incentivised, in some

cases, resulted in poor patient care due, in part, to people trying to meet targets (in this case
achieving the numbers signed up to the pathway) whilst lacking resources to properly train staff.
More emphass, it was suggested, should be paicatient reported outcomes (PROMS), rather

than simply the demonstration dumbers on a li€{SS5policy/strategy rolé.

CurrentlyGPsare incentivisedo createEOLCegisters though reportedhare notremunerated for

this in the same way dsr other register SS5)Financial incentiveor EOlare providedper list

with additional points foextra workg for exampleanannual review for diabetes, or asthma or feet
checks or an ACPWhilstEOLCegisters were recognised as beimgportantin terms of patient
identification, there was a feeling that some registers may not be kept with such accuracy as other

databases.

Another tool mentioned abkaving a role in promotingreater consistency in national performance

was theCCG Improvement and Assessment Framework (IAF) published by RBSRvhich

provides a set of measurediowing CCG outcomes to be compardiis designed to prade a

greater focus in assisting improvement, alongside NHSE statutory assessment function. This
approach aims to reach beyond CCGs, enabling local health systems and communities to assess their
own progress from ratings published online. The framework asta focal point for joint work and

support between NHS England and CQG®Ips align the NHS Constitution, performance and
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finance metrics and transformational challenges and supports the delivery 6" RNHSEngland
2014a)

CQC Inspections

The Care Quality Commission have a responsibility to inspect both health and social care providers,
checking that people receive safe, effective, compassionate andguiglity care. These inspections

were seen by respondents to have an important roleninding failing organisations into line and

thus helping to reduce national variations in practice. It was, however, acknowledged that CQC was

Y20 2YYALINBaSyd |yRY gKAftad Iy SFFSOGAGBS NBIdA |
OneoftheNBf Sa 2F bl {L Aa (2 adzLIR2 NI {(NMzAda 6Kz KI @S
A YLINE @S Y Sy i CEOR@hd iNGéporteditisatyhunibérs in these two domains have gone

down from 91 to 56 over the last two years. Improvements have been achievedgh site visits,

YIELIAYI SESNOAASE YR AYLINROSYSyid O2ttlF 02Nl GAOS3

focussing on the sharing of good practice.

The role of policy

Ambitions for Palliative and End of Life C&M&@ELCP 201&as broadly welcomed as a successful
attempt to bring a number of policy reports together and unite stakeholders in a common direction.
Srategy documentsvere considered valuable in that they provide a best practice template and
examples were given of how national strategy and guidelinesauspape local practicéndeed, it

was evident in th&eOL Forum meetings observed in sBemd C(seetable 32) that the priorities

forcare laid outintha?! YO A A 2y a CNI Y SweteNge@s aftarheddrk tdnelp n m p 0
focus discussion in the meeting and set aspirational targets against which progress was monitored.
Whilst respondents acknowledged the huge variability in the way commissioning was undertaken
most were confident that nationatOLpolicy was used as a reference tool to help guide what

services were needed.

2Kl G LQ@S aSSy 02 YYA dacasbnysIsNiimapRifgiandygp ahalysis adarénNg 2 F
service provision against the recommendations in ambitions work to see where they may need to

bolster serviceSS11, policy/strategy role

Several respondents had been directly involved in drawinpegl plans whichvere inspired and
guided by national policyor in other casesrespondentsecounted howstrategy documentsvere

used to help local planning:
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L Q@ SW1aB5& NisadayCE @ levethe whole local economy comes together to look at the
framework and use seHssessment tools to identify gaps and then they challenge each other to see
gKIFIG Oy 0SS R2yS (G2 06S02YS Y2NB WO2t)itlhukingynii Q 6 A G K

a sticking plaster but really building best practid&3, policy/strategy role and clinician)

National strategy was seen to be influential in the way that CQC set the standards against which

inspections are carried out:

CQd 221 (G2 ylrLiAz2ylt LRftAOE FyYyR 3dARIYOS (2 AYyT2NY
(SS3, Clinician)

However, whilst examples of good practice were identified, so too was the fact that despite efforts
to consolidate policy, the number of daments in circulation continue to confuse the picture and

despite the continued rhetoric the often gaping chasm between policy and practice was evident:

The big issue is how to translate the policy into practice across CCGs where there isiseauitgh
X @e need to involve other professional and fmofessional group€EOLY dza i 6 S02YS SGOSNE 2
businesgSS11, policy/strategy role)

5.2.14 Financial and resource pressures

Austerity formed thebacldrop of all the interviews with constant ference to financial pressures
and acceptance that EOLQvas to become a priority area it needed to compete with a myaad
other pressing health and social care conceRisancial deficit &ws alsa strong and recurring
themenotedin meeting observationséetable 32).The fact that funding foEOLnot only cuts
across health and social care, but within settirige boundaries between one pot of money and
another are blurregdmeans that the finlgpot of money allocated t&OL@emains hard to define
One challenge with neapecialised services is that there is often overlap; where @ggis®egin
and end? District nursesgere cited as &ase in point, they often deal withEOL®ut have lots of
other roles as welg yet there is no specific proportion tfie budget attributed toEOLCMoreover,
how district nursedecide to divide their tasks varies with the individual and the organisafifimist
thereis noseparate budget foEOLN social cargit remainssomething thatoccupational therapists
(OTsyandsocialworkers deal with on a regular basis. The only formally allocated budget relating to

EOLGN the NHS is specialist palliative care and the Continuing Health Care Budget yet controlling
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the size of this pot is often something thiatsaid tafeel out of the control of CC@mmissioners
(SS5, SS1, SS10, SS6)

5.1.2.5Work force pressures
Workforce pressuresompounded by rising demand and tightening budgets were highlighted as a

significant challenge, particularly in the community.

There is a massive crisis ahead which everyone is closing their eyes to. Recruiting in the South East for
exampe, post Brexit, is a nightmare. It will become close to impossible to recruit nurses anddCAs

LIS2 L)X S KIFI @SyQi &S ¢21Sy dzLJ G2 GKS LINRPoOofSYDdD LQR
needs(SS8policy/strategy role

The decimation in imbers of district nurses who traditionally would visit patients at hahEOL
was signalled aa particular concernDespite acknowledgement that attention was now being
turned to issues of workforce capacity (particularly pronounced in the light of Brescithe
commentators felt thawhatever was currently being put in plae®uld not be able to fill the

growing gapsThe picture reported was of a workforce constantly chagsitale:

The biggest challenge is being understaffed and not having time between caring to do essential team

building and professional developmen{SS3, Clinician)

The lack ofntegrated planning across different sections of the work force was seen as a further
obstruction to good practice particularly the fact that carers were employed by social care, rather
than health, meamgthat though health and social care professianaked to work togetheto

provide integrated care fgpatients at theEOL this was not reflected in workforce management and

planning.

Finally, in relation to workforce planning the importance of good leadership was mentioned. CQC

data suggests that trusts with go&DL €are have credible, consistent leaders (SS9).

5.2.15 Socialvaluesand norms

Amongst the respondents there was a c¢learrative emerging thaEOLmust lose its predominant
hold on the acute sector and that a-esljustment of resources was necessary, with a much stronger
focus on community support and recognition of the wider determinants which contribute to a good

expeltience atEOL
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If people have to travel from Royal Marsden to Cornwall once a week for three months for a specialist

cancer drug; is that good use of the last 3 months of their?iSS5, policy/strategy role)

It wassuggested thathe accepted orthodoxy around medical hierarchsésuld befurther
challengedandrespondents welcomethe growingacceptance of qualitative and mixed methods
approaches. For professionals working in palliative medicine there wasaasionasenseof
perceived inferiority the inevitable slide into death not measuring up in value to the heroics of

saving lives.

| e what | do in palliative medicine, to be as important as what an oncologist does in cancer or what
a surgeon might do. It equates to positivist and naturalist arguments around the value of research.
.dzi 6SQ@S 320 YAESR YSiAng somewficRednithireseatd®S1,f S+ a0 6 S

Policy/strategy role, clinician)

5.2.2 Mesdevel

Three key themes were drawn out at meso level; education, commissioningga@gathways,
these are discussed below
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5.2.2.1 Education

Figurel3 Mapping of keyeducationalissues raised by respondents

Communication
skills training

Recognition of
wider health Improve skills to

determinants help identify EOL

Improve public
education and
broaden
responsibility for
EOL

EducatioraroundEOLQ@vas mentioned frequently with particular reference to communication and
identification issues. The majority of those interviewed suggested that there should be broader
responsibility folEOL@nd that rather than resting with clinicians (GPs or palliatee specialists)

it should reside with everyone (patients, relatives, social care professionals and a wider range of
health workers) Education is needed to challenge traditional ways of thinking and equip the work
force with the necessary skills to bedo change the status qudBringing about change requires
routine training both in identifyingeoplewho may potentially be nearingOLandin

communicating witithemto help them reach informed choices about treatment, care pathways and

preferences fo the last weeks/days of lifét was recognised that to begin to tackle the accepted
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norm, whereby deathis viewed as medical problema broadbasededucationprogramme is

requiredtargeted at staff, patients and relatives/carers.

Weknowweneedt@ S AdG NARIKG Ay GKS frad ¥S¢ RIea odzi Al
much earlier, much further upstream, encouraging people to plan and put their house in order.

Everything needs to be better linked (§859, policy/strategy role and clinitja

Education of the workforce
It was suggested that it may be helpful to take a step back and to revisit policy and strategy around
EOLCasking how aligned it is with the curriculum of nurses, doctors and other health professionals
(SS3).
Iwouldarguei KI & &2YS 2F O02YYdzyAOlI A2y &1Aftf&a GNIAYyAyYy3
people the confidence to embark on those really hard conversations about what matters(®S&u

Clinician)

Primary carestaff and specifically GPs were seen to lpeopal to embarking on earlgOL

conversationslt was reported thatMarie Curiesuggestshe average time patient received Marie

Curienursing supportvas 8 daysAlthough clearly of value it was felt that support was needed

much earlier than thisnd eatrlier identification of need would play a pa#fthilst it was understood

that national curriculums contained varying degrees of standard information and training around

EOLit was acknowledged that relevant ongoing support was needed for professlemalopment.

One respondent involved in the field of education told the story of a family who, she believed, had
Ymplodedd 06 SOl dzaS 2@0SNI I MH Y2y (K LISNA2R y2 NBaALRYyaj
courage to have a conversation about advanae@lanning. The patient, suffering from advanced

prostate cancerhadnever been told that death was imminent.

Time constraints on staff were acknowledged anddbacern that unless apppoiate courses were

mandatory or a standard part of the curriculum, the reality was that stefy be unable to attend

{ dzZOK LINB&aadz2NBa ¢gSNB W6l R Sy2dzaK Ay F0dziS o6dzi Ay
GKS GAYS G2 R2 Sé@anNI GNIAYyAy3aQ 6{{oZX [/ fAYA

Education of the public
Whilst education of health professionals wa$erred to more frequently than public education
there was, nevertheless, recognition that changing public perceptions of death and dying was an

important part of a broader approach.
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| would also love to see a proper national campaign. In the same svawe dave seen the stroke
OFYLI A3y W[SGQa GFf1 Fo2dzi &d4NR7GSBowstrate@dR f A 1S G2
role).

Broader determinants of health

The role of the broader determinants of health (housing, environment, ssggdort) need to be

considered as part of the package of education both for the public and professionals. An

dzy RSNEGFYRAY3I 2F K2g O2yySOGSR KSKHf UK 2dz2ido2ySa |
NEBALRYaAoAft AppkegstraegyNoled. h|[ o6{ {mMmX

5.2.2.2Commissioning

Figurel4d Mapping of key factors relating t&eOLE&ommissioning: scoping study
findings

i. Required skills

vi. Tacking inequities
and providing
meaningful choice

ii. Making EOL a
strategic priority

iii. Challenges in
v. Developing palliative monitoring spending and
care currencies ringfencing budgets

iv. Balance of
resources between
sectors

Localcommissioning oEOL@vassaid to bewrought with difficulties, demanding levels of resoe
and expertise that were often in short suppWhilst considerable knowledge has accumulated as to

what goodEOLGs, what it looks like, and how it can be delivereds iévident thata key challenge
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now lies in supportingcommissioning and implementatipparticularly in relation to ensuring

equity, consistency and timely provision of services.

We know what good looks likewe need to focus now on delivery and consist€8&10).

i) Skillsrequired for commissioning

The degree of knowledge required to commission effectively should not be overestimatedsand

witnessed in the thre€nd of Life Forum meetings observed in sBemd C(table 32) chaired in

each case by theespective CCG commissionéfilst peoplereportedO2 YYA 8 aA 2y SNR (2 0 ¢
YSEYAY3IQ | ydzYo SNJ 2 T theg(partiBujardy those Wi wesenbliNd tieRob)( K I

were lacking required skills and knowledge.

| sat down yesterday with two newi§fOL@ommissioning leadswe were preparing a joint strategy
CiKSe 6SNB TFTrLydladaolrtte 2NARIEPUICE SRK Dadziy SIKRE 8y RGKR yY2

support and direction{SS6c¢linician and commissioner)

hyS Of AyAOrt €SIR AYGSNBASESR 0StASOSR GKFG dGKSN

supported and was planning to develop a more formal programme to support their work.

i) Making EOLG strategic priority
Whilst EOLG@nay not currentlybe formallyrecognised asne ofthe toppriorities inthe 5YR/ (NHS
England 2014¢ommissioners and others recogniseiitsreasingelevance andmportance, not
only in relation to patient experience but also inmes of how it link§undamentallyto many

connected areas of health and social care.

A freedom of information request asking CCGs whether they had a strateGP{dZevealed a vast
degree of variation across English CCGs, with some not consideriagiyea#indEOL@ core service
(Lancaster et al. 2018Jhis discrepancy in the importance attachedEL s reflected in

commissioner time allocated to the work within CCGs. One respondent observed how, despite trying
to raise the profile oEOLCthey had only one officer responsible (péirhe) for EOLE&ompared to

12 people working on primary care and d© urgent care. The factors that lead to CCGs prioritising
EOLGN different ways are complex and reasaited include historical spendlocal need

knowledge and skills of commissiorard competing pressures faced bye CCG.
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iii) Challenges in monitoring CAEBDLGpending and ringfencing budgets
Comparing services and levels of provision across CCGs is problematic, not only because of different
demographic profiles, but also because some areas receive higher levels of charitable funding from
hospices and community provision than others (SS10)ebl@r, when considering commissioning
for EOLprovision it should be noted that effective care involves more than just the provision of

palliative care and includes access to drugs, pain relief, district nursing, social care and equipment.

The personwhbasEOL@ y L2 NI F2f A2 2dzald f221a Fd K2aLAOS | yR
GAGKZ 2N R2SayQi vy S d&dthercoideledments thad\Be thn0S8a\sh dssertial F 2 NJ

to goodEOLESS10, policy/strategy role, clinician and commissioner)

Increasing pressure on resource and changing demographics meahehabfile of EOLGs

changing and with it the growing challenges of demonstrating cost effectiveness, particularly in

relation to economic modelling for different care pathways; how does high investment in the

community impact across all system levels? Most business casestly need to show how
AYy@SaGayYSyld Ay WwW2dzi 2F K2aLWAGFE aSNBAOSaAQ gAtt 0N
length of stay.

A number of respondents mentioned the difficulties of comparing the size and appropriateness of
the budgetallocated to different sectors/settings or interrogating the pots of money going into both
curative and palliative care &0L The conclusion drawn was that an exercise to map how the
budget was spent across the different areas of care and treatmentduoelinstructive, despite

evident challenges.

iv) Balance of resources between sectors
Commissioning patterns and forecasts, it was suggested, are often based on what happened the
year before Traditionaly this may mean high spends in the acute sector withrdessurce going to
the community and primary caré. KS  WT A y | Yy OA thé preSigugydisideifaq a makBrY

for prospective spending rather than laak at outcomedataor anticipated need.
| think the reason we are so under resourced is a hangover from theapdsistorical narrative.
Money often follows where you have very enthusiastic and organised people. It depends how well

pitched and elevated and enthusiastic the previous work has beenc{id&an and commissioner)
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Commissioning behaviours may alsinfluenced by a reported power imbalance between
commissioners and service providers, exacerbated, it was suggested by the fast turnover of
O2YYAaaArAz2yAay3d aidlr¥FFE YSIyAy3d GKIG LINRPJARSNA
It is antici@ated that the move away from smaller commissioning models (CCG level), towards the
more robust STP levelill help transfer more power and resources back into the hands of

commissioners.

Wi

NE

The commissioners come up with a budget and the provRI&D G 6§ S K2¢ Al Qa aLISyldioo
f20 2F LI2GGSNI LI NGAOdzZ NI @& 6KSNB (KS (B, YA &aadA2YyY SN

policy/strategy role)

V) Developing currencies for palliative care
Recent work done by NHSE on developing palliative care currencies was mentioned by a couple of
respondents. The potential to identify unit costs for health care provides the opportunity to be more
in control of spend and wasonsideredo be of interest. AVOdzZNNBy 08 Q Ay KSIf (K
describe a consistent unit of health care which can have a price assigned to it and be used as the
basis for payment. Currencies are used in planning and commissiptiiag help categorise
patients into differem levels of complexity and thus determine treatment pathways and resource
implications. In palliative care, services are currently commissioned through block contracts for
services, local tariffs (e.g. for a palliative care bed on a ward) or spot purghAsimrrency model, it
was suggested, may create a more transparent way of purchasing services around individual
patients. Results from the 2015/16 testing of the currencies provided inconclusive results of the
benefits and respondents in the scoping stugho were involved with this work suggested that the
system was a long way off being able to create national tariffs. However, although not conclusive

the preliminary work was seen to have been of considerable value.

It gave a really useful methodicahderstanding of how palliative care could be broken down into

units of care for patientéSS8, policy/strategy role)

If successful the system would be similar to the Australian model where providers are paid for the
number of patients they see, with a tariff determined by the level of need. Some hospices suspect
that such a system may result in greater transparencymdifug, with the potential to be rewarded

in full for the complete package of work providedather than the current slightly arbitrary division

in funds which means health funding comes from one pot and social care from another. However,

the complexity olunravelling historical funding systems and finding ways to account for the various
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forms of treatment and care provided, in a series of different settings, has meant that there has

been reluctance on all sides to fully embrace the work on currencies.

Attempts along the way to produce tariffs fBOL®ave fallen on stony ground on a number of

200l aArzya FyR L OFyQdG &4SS K2g GKAA g2y Qi KI LWSYy |
the multitude with interrelationships that people experienc&@LCMedical and social and wider

than that ¢ defining what constitutes a package of care in last 3/6/12 months of life is problematic.

Asking people how much they spendE@LGs so variable because they include different things in the

measure e.g. oglpalliative care consultants or specialist nurs&sit so much more is involvé8S7,

policy/strategy role)

NHSE are not currently mandating for uptake of currencies though the model is available for CCGs to

take up at a local level.

Vi) Tackling inequites and providing meaningful choice
Increasing geographical inequity, was seen to be a central challenge to cE®&gprovision.One
tried and tested method ofacklinggrowing variations in practice was through highlightiocgal
performanceagainst beshmarksg challenging local providers to imprepractice Methods
suggested to try andeduce the extent of inequalities were considdrin 5.2.12. Below, a number
of other factors linkedspecifically to commissiamg, are consideredincluding the choice agenda,
mechanisms intended to empower patients athe way inequities manifest themselves in relation

to demographic and disease variables

Inequities
Inequities that have come about in relation to condition, notably the fact that cancer continues
to be better resourced than many other conditions is something ghatimber of respondents
noted. The fact that the course of the illness in cancer, followsoge predictable trajectory
was put forward as one reason why more work and planning may go towards supporting
cancer patientsEfforts toaddress this inequity were evident andd key drivers were
identified which were said to have helped facilitatelgadentification and hence greater
resource allocatiomo non-cancerdiagnosis

1 Locally enhanced incentives for GPs have been ttsedcourage the development of

End of Life Registers and Advance Care Plans.
1 In areas where there is coordinated 24/7 lgstive care and single point of access care

on offer- clinicians may be readier to offer effective prognostication and put people on
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the EOLQegister. Ongeason positedhs towhy early identification has not been
pursuedin some areass lack of resource to enable meaningful follow. igofessionals
were less motivated tidentify EOLpatients and place them on a regisi&€mo obvious

benefit was confered.

Continuing Health Care Fast Track

Fast track Continuing Health Care (CHC)ihghdias mentioned as an example to highlight
the huge regional variation in(lservices, with one respondent referenciageport to the
House of Commons Committee of Public Acco(@®8)which suggests that too often

LI GASyGa FINByQd YIRS g NB 2F GKS Fdzy RAy 3
through a complex system and, as a result, their care is compromigeCH{ast track
funding tool introduced in 2008 and revised in 2012, is intended to ensure that individuals
with rapidly deteriorating conditiog) which may be entering a terminal phase, are

supported in their preferred place of care as quickly as possible. The CCG is duty bound to
take responsibility for commissioning and funding appropriate care. However, there is
debate and confusion as to how people are identified for this pathway aséhierpreted

in different ways by different clinicians.

The choice Agenda
Therole of the choice agenda in potentially accentuating inequality was touched on by some
respondents. The was a recognised danger that in extending choice of treatment the

system is prone to privilegthose with the loudest voice

The choice agenda ieny political. We need to get the underlying conditions right if there is
to be genuine choice.... Often choice goes in favour of those who are best able to advocate

for themselves i.e. the most advantagé®S1, policy/strategy role and clinician)

Personal Health Budgets

There was some discussiohpersonalised health budge{®HBs)currently being trialled

for EOLCand central to the agenda of extending choiltevas suggested that such a system
couldgive those with long term conditiongvho were knowledgeable about different types

of treatment, more freedomof choice In rural areas, wheré is often hard to acceszid
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carers PHBs can possibly be usedty neighbours who provide less formal supptirt.

enables more flexible/informal cam@nd potentiallygets rid of unnecessary bureaucracies.

However there was scepticism that those whose condition has deteriorated more rapidly or
who had perhaps beenvgn a catastrophic terminal diagnosis, would be a position to plan

or operationalise their own care.

LQY | dzA (-@hea yoSdrddyirg brisomeone you love is dying the last thing you want
to be doing is managing a PKIBS8, policy/strategy role)

5.2.23 EOLQools and pathways

A number of respondents mentionédnovativeEOL(athways they were involved wit The Amber
Care Bundlgfor examplewas mentioned as a good example of a service helgimgncourage open
communication between patients, families and staff, particularly in cases of uncertain prognosis.
Others described work tvansfer resources from acute to community through the creatof
robustcommunity staffinginvolving the creation of morkeealth care assistants (HC/sid clinical
nurse specialigbosts tosupportpatients both in care homes and their own homgocial Finance

are currently supporting eangeof integrated prgects developing new partnership moddéts EOLC
The emphasis is on @weatingnew modelsvhich build up community resource and support with
the ambitionto reduae pressure on acute services and impeg@atient experience. Money provided
to invest in initial infrastructure is repaid if savings are evidenced in line with those forecast in the

business model.

One example mentioned in Waltham Forest, hosted by North East London Foundation dsust w
the form of a partnership agreemenbeing created between social enterprise, the CCG, the
community provider and the acute trust. A programme lead will be hosted by the Foundation Trust
but answerable to the partnershifhe investment challenge is to supptre transition to

improved 24/7 community support following a clearly defined model which can be rolled out in
other areas at the end of the project. Money will be loaned by Social Entegorispaid backf

savings can be recoveredie toless demand oacute services. Other Social Finance projects
mentioned included supporting additional resousde provide more ACPs in care homes; support

to rapid response community nursing teams providing phone advice or homeavrigitere home
projects providing elemedicine support from specialist nurses. Results from this kind of integrated

partnership project are awaited with anticipation.
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Another example of integrated working was the Coordinated Safe Integrated (CoSl) team which
constitutes a partnership betven Woking and Sam Beare Hospices supported by Marie Curie and
funded by Central Sugy Health. The team offers coordinated 24/7, skilled, personal and nursing
care inLJ- { A ®yids,aa®their iliness progresses, allowing them to remain in their preferred
residence The service typically supports patients in the la8t\8eeks of life. Much dhe new

thinking privileges the role of good communicatigboth between patients, families and

professionals, but also between organisatiolss anticipated thatimproved communication would

go some way towards removing misconceptions about what hospitals and community providers can

and camot do.

The broadening responsibility f&iOLQvas reflected in a number of models mentioned. Notable is a
YO2YLI yA2yaQ ASNBAOS o0SAy3d LIAf20SR 6 A (dhead dzLILI2 NI
project involves volunteers being recruited to sit with patients who have been identified asiheing

the palliative phase. The role of the volunteers is to try to improve the empathy and respect with

which patients are treated in hospital &OL They have a dual role advocating for the patient and

helping with nurse assessment of their conditioneBervice is seen to be a pragmatic solution to

helping make hospitals a more acceptable place to die within current budgetary constraints. The

model has been well received by both hospital staff and volunteers and there is an ambitioritto roll

out morewidely, however procedures for selecting volunteers in some trusts are onerous and are

reported as a current obstacle to wider take up.

Some respondents, whilst acknowledging the value of good practicéh&tltoo much emphasis

was put into continuingd create new models, the number of different EPaCCs currently being used
across the country being a case in poedch area trying to provide their own assessment of
effectiveness of the model being used, and a limited ability to transfer data acrossagbazl
boundaries Discussiombout the frustrations of EPaCCs and how they led to fragmented, disjointed
patterns of caretook up a significant part of the discussiorila¢ EOL Forum attended in case study

B. It wassuggestedhat continued replication of similar models was not the best use of scarce
resources and instead more focus should be put into rolling out and transferring models which have
already been shown to be effective. Given the time and resource pressure thatual CCGs were
under it was suggested that national agencies and charities had an important role in doing more to

highlight projects and tools that were working well and facilitate roll out:
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a® LISNE2YIf OASg Aa GKIFI(I2FBDSNEEKSI §3UNER#S QIS dzKY R
them. And to be one of those sites you get significant financial and practical support along with advice

2y RFEGF O2ttSO0GA2Y YR S@lfdad GA2y® ¢KS LINRofSY (K
get funding to roll out and scale up across the country they will always remain as pockets of good

LIN} OGAO0S® ¢KSNBE INB LI Sylie 2F @I y3adad NRa ¢KSNB (KS
have been doin¢SS5, policy/strategy role)

5.2.3 Micrdevel

Exploring factorémpacting on the individual at the micro levielcomplex, in part due to the
sensitivity of collecting meaningful information from people who are dying, but also because
preferences and values are so specific and unique to each indivdddaare liable to change as the
patient gets closer to the point of dyifGomes et al. 2013a; Munday et al. 2Q0Bere is currently
work being done by HEE to improve the collection ofgrdtlevel data both using direct measures

and reports from relatives and carers.

The extent to which patients are prepared to confront death and discussstiniftuenced not only

by theattitude of the individual themselvelsut also the attitude and approach of those around

them. One cliniciafSS6 dz33Sa SR GKI G GKS 1S@ ljdzSadAazy Ffgl &
G2 €2dz G2RIF28KQ ¢KNRdJAK &dzOK rdpsirdofiimakingkeytain A G A& LI
decisions; it may be that people want to stay alive to see a favourite grandchild get married, or to

sort out financial matters. At other times they may be so fearful of dying that they are prepared to

go on at any cost, regardie of the quality of lifein such instances it may be possible to reassure

them about what death looks like and assuage some anxiety. Clinicians interviewed also recognised

how frequently patients were encouraged or pressured by relatives or clinicisstayalive longer

than they may have chosen themselves. One clinician told of a friend with cancer who confided that

GKS KFENRSad LI NI 27F Wt S i shgdil ndd\@aft any mdre tiedniefitA y 3 K SN
W{KS FStG OKI 0 KERS RRIOE 2INSHDG 0y T PpRIGY | Y2 G KSNI O2 V4«
RIe KS gla aixdiAy3d o0& (GKS O0BRE2FAYS LA A AEWHQ o KRA ¢
RIFdzZZKGSN) 68 KAa aARS LINPB2d2RE wBf SARNYy I2dDASC

There was acknowledgement from respondents that individual reaction to death and dying were

influenced by a broad range of determinants:

There is something about all of us, both as individuals and as a system, needing to be moreqealistic

we need to ha@ more courageous conversations with people. Asking what people want and being
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clinician)

5.3 Metrics and measures

Metrics and measures are viewed as a tleewhichcut across all system levels (see figlLig
Figure 15 extrapolates a number of key factors that emerged during the scoping study in relation the
measuring.

Figurelb5 Mapping of key factorselating to metrics and measures f&OLC

Benchmark and set
standards e.g. NHSE Impact
Framework Assessment

I

Value of
measuring

Reduce
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Local T
o contextis National End of Life
key Audit 2019 looks at

range of providers

Assessment
of need

p Needs assessments too often
“‘a\ determined by historical
e patterns of commissioning

e

/]

Need to
standardise and
support process

5.3.1The value ofmeasuringat all system levels

Respondentsgreedthat data collection was imperative to the maintenance of strong effective
services Yet knowing what to collect, how to collect it and to eme that collected data was used
properly and acted upon, wagenerallyiewed as problematic. Collecting data which can both be
analysed locally and compared nationally was seen to be one of the most important ways to drive
consistencyWith the rise of bcalism, where outcomes and services become more divergent across
the country, the way to control for this was seen to be through rigorously highlighting variations in

data between areasErsuring that data was both meaningful and accurate was therefoyeakel
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there was discussion as to the relative value of the vari¢Riscollected. It was acknowledged that
it may be easier to collect quantitative dafadicators that could be measured and counteather
than the more ephemeral patient centred indicas around experiences of care and perceived

quality of life.

LiQa YdzOK SIFaASN G2 2 dzyilahtifadlynieasdrdhlSRorexatpleifyogd YS G KA y 3
can show that a drug is going to extend life by 6 or 9 mogthsw do you compare this with
AYLINR @AY 3 (GKS | dzl f(391Rolicgstratep@rofeSapd/chi@isin RS i KK

It was also noted that more value could bletainedfrom joining up ad triangulating data and that

views and feedback from NHS stafé currently undervalued.

2SS R2y Qi Fftglreéa YSIadiNBE GKS NAIKI GKAyIad LQOS y?2
measure what they think they can get data @rather than thinkabout what might be useful or what
GKSe2 ySSR 2NJt221 4 &89 6SQNB YI{Ay3d I RAFFSNByYyO

Yet also acknowledged was the need to start somewhere and the fact that too much debate over
what to measure could lead to paralysighilst some felt that particular areas of data collection
required more attentionthe majority were pragmatiabout the pressures, citing the view that data

should only be collected if it was clear how it was going todel

National benchmarking

TheEOLG@eam at NHSE have compiled a list of nationally available indicators from a range of
sources including national audits, VOICES and atlaedatorily collectedorms of data. They are
currently consulting with their board to help agree a common s&&©f. &PIs. The intention is to
standardise practice and facilitate a common language and understanding aESinGOnce

agreed such a list will help local commissioners identify the metrics that need to be stipulated in

contracts. The focus of the workiis2 KSf LJ | daSaa oKIFIG Wwadz00Saa 2271

"\

metric around the level of variation that is accepted or it may be a target to try and achieve.

TheNationalEnd of Life Care Intelligence NetwoNEOLCINhas been pivotal in developing

comparative data sets to benchmark practice nationally. Whilst over the last couple of years one of

GKS 1S& AYyRAOING2NAE dza SR (Percetdadast piitiondS dyiniOdreferredINI Ol A C

LX I 08 2F RSIGKQ GKSNB ¢ lasire laoks| synaitwity. Fécasdsidwbéingd K+ (

(N} yaFSNNBR D yL YLENE SwSywi FyR | 3483aaYSyd CNI YSs2
163



YydzYo SN 2F SYSNHSyOeé |RYAaarzya Ay flLad &SI N&
were agreed thatvhilst crude it was a more sensitive indicator which linked more accurately to the

effectiveness of a number of different components of the sys(&82)

A number of respondents mentioned an ongoing three year prgenimissioned by the Healthcare
Quality Inprovement PartnershigHQIP)gs part of theNational Clinical Audit and Patient Outcomes
ProgrammgNCAPOP). The project, referred to as NACEL (National Audit of Care at the End of Life) is
an independent piece of work which focuses on the quality @ndomes of care experienced by

those in their last admission in acute, community and mental health hospitals throughout England

and Wales. The aim is to measure to what extent the priorities for care of the dying petgtmed

in the document®ne Chace to Get it Riglfpare being achieved at a national level.

The NACEWiIll build on previous audits, with services being assessed against the Leadership Alliance
F2NJ GKS /FNB 2F 58Ay3 tS2L)SQa CAPS tNA2NARAGASaA

quality standards. Both carer and staff vieawrs included in the audifor the first time.

5.32 What tomeasure?
In order for data to make a difference it must be meaningfuihich, crucially,means identifying

sensitive and nuanced indicators.

21

2 SONB OdzaNNByidfe t221Ay3 d RIFaAK 602FNRA& YR YSGUNRO
F2NJ | OdziS o6dzi fSaa OtSIFNI AYy (KS EORPCOMmyiity i@ ® 2 SQNB

dashboard and doing some work to identify appropriate me(&3).

Data collectionappraisal and evaluation of serviogasseento vary across sectors and settings

with hospices and palliative cardéeingreported as having a particularly thin evidence base.
Currently research looking #te impact of hospice interventions ahe amount of time people
subsequently spend in acute is revealing interesting findings demonstrating that more resputce
into community and hospice interventionsay result in less pressure on acute services and overall

system savings.

Historically measures collected BOLhave includedoutcome based quantitative data such as place
of death, condition, age, time spent in hogj whilstpatient centred data has been considered

harder to gatherThe VOICES survey (views of informal carers for the evaluation of services) carried
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out for the first time in 2011 by the Office for National Statistics (ONS) was broadly welcomed and

seen as a positive step towards attempting to capture (via the proxy of relatives) the views of

patients. The survefpcussen issues around dignity and respect, pain relief, ease of access to

services and dying in the place of preference. One of thelsfor f t & 2F +hL/ 9{ Aa GKI
through the filter of grief, lossad SNBE I SYSy i Q 6{ {m0 I YR, effdtdtd 3G Al F
continue to collect firshand patient data shouldot be abandoned. IndeedNHSE reported plans to

develop more gphisticated patient centred data, based around ongoing pilot work in 20 trusts,

though at the time of thescopingstudy, progress was stalled due to issues around safeguarding and
accountability Whilst different forms of patient centred data are recordedally unless the datis

consistent across regions andn be nationally collated and benchmarked, a lot of the potential

value is lost.

Other ways mentioned to build patient views and perspectives B@bQvork included techniques

adzOK |a GK2a$8S LINIOGAOSR Ay vL Fid 1 2algdidkBg ! ¥ 6KSN
GKNRAAK LI GASYld LI GKgoglear SADSYORSNASR aRBRDKRES | ¢
the types of factors that a patient considers as they encounter different bits of the service. The value

2T WNBFf GAYSQ 7T ScSvRedeld&dd froms patients i fédbaclkita KB assddiRas it

is collectedo enable them to link immediate actions with direct patient response/outcomes.

Locally there is no imperative to collect a common séEOL Celated KPIs and a range of different

tools and techniques were mentioned. One local EO&Jead said that shevas focussing on

triangulating a range of indicators including patient and staff experience as well as information

about ACPs. Another spoke of an audit where records from all patients with unanticipated deaths

had their clinical notes reviewed to asséastors which may have been missed.

Another form of deep dived dzLJLJ2 NII SR 06& K2aLIAOS | Y Ay@2f SR ayl |
hospital files of those who had died within certain time periods following admissi8ro(-20

days), were examined in detail. The data was reviewed with clinicians from paléiativergent care

with a particular focus on opportunities that may have been missedtcomes were said to be

insightful with a number of areas being noted where processes could be improved.

One respondent mentioned the NA @S F2 NJ | £ Y SIRMAIGIA SRF BALE e Ha W
by the ShipmariThe Home Secretary 200 ®id-Staffordshirg(Francis 2013nd Morecambe Bay
public inquiriegKirkup 2015)¢ KS NB A LR Yy aAO0Af Al & 2sinaffdeath WYSRA OF £

certificates, a role which entaiexamining a number of indicatonscluding length of stay and speed
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of dischargeOne of their jobs is to phone the family and &8k I & S @S NeBhé Kdug/isdon 2 | K Q
the quality of care from a patient perspectivi¢ is hoped thathis new processvill promote

awareness ofhe importance ofpatient experience aEOL

5.3.4Assessmnt of need

Acouple of respondents suggested thawas not unusual for needs assessments to lack rigour or
standardisationcitinga study bySleeman et al 2018)whichlooked at78 Health and Well Being
Strategiesandshowed thatonly 21 demonstrated evidence of neédua relation toEOL A key

problem it appeared, was the tendency for assessment of need to be determined by historic
patterns of commissioning rather than retihe local datawhilst it was acknowledged that local
systemaeeded to come up with solutions to local problems, there was a feeling voiced that

mandatory minimum standards would help improve consistency in provision

5.4 Rough Programme Theory

As discussed in sectidn3 RE is theory driveand data is collectedbtconstantly refine and
interrogate conjectured theories. Following the scoping stud\R&®T was drawn gs a basis for

further theory development during phase 2. This RPT is represented in3abkdow.
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Table35 Rough programme theory for EOLC policy

That national end of life policy provides a framework and standards that can be applied locally to EOL
care with a view to maximising equity of provision and quality from both a patient and systems

perspective.

In relation to individual patients and drawing on Ambitions for Palliative and End of Life Care (NPELCP
2015) this translates to:

¢ being treated as an individual

¢ being involved in decisions

¢ having fair access to different services
¢ that care is coordinated

¢ that comfort is achieved

Whilst at the level of the system, although not explicitly spelt out in policy, for the purposes of
the current thesis, the assumption is that:

s resources are managed to maximise value for money across both health and social
care

e that the EOLC services are delivered to acceptable standards nationally within agreed
parameters

¢ that a range of real choices are offered to patient around preferred location for care
and treatment and that staff are trained in effective communication techniques

¢ that policy is politically acceptable (both locally and nationally, and to a range of key
stakeholders)

s that delivering of policy is feasible and that staff are enabled to carry through policy
directives.

5.4 Chaptersummary

The scoping interviews highlight many of the key themes emerging from the literature and reiterate
the huge complexity involved in exploring the value of national policy and its influence in helping
develop local systems which may lead to the more comsiated effective provision of lodaDLC

services. In particular the interviews provide insight into the rapidly changing policy environment and
the impact that ongoing NHS organisational change has on both commissioning and service provision.
The sense dfagmentation and the way services have built up, piecemeal, over the years has meant
that comparing the value of different services in different sectors, has tended not to happen, instead
there has been propensityto accept and replicate historical patns of commissidng. The move

now is towards a reducation of both the public and professionals, placing more emphasis on a

broader responsibility fdEOLQvith a shift from acute hospital into community settings with greater
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24/7 support for pain relief and expert advice. The rise of localism was aatkd was suggested
there may be value in providing more support and standardisation to the commissiordagspro
Data collected in phaskecontributed tothe development of programme theonknumber of

conjectured CMOs werrawn up whichused toinform phase 2 of the thesis; ttease stdies.
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Chapter 6: Phase 2 Results

This chapter presents findings frgshase 2, primarily consisting ofisestudy interviews, supported
by meeting observations and perusal of relevant documentation (484} K ZiRa@sifour). Given
the complexity of materiakcomparative aalysis was notarried out between case studjtes

rather themes wereaeviewed globally and by stakeholder group.

The chapteis divided into two sections. The first section begins with an exploratidmeaiultiple,
interconnected contextual layers that impact on the ability to fully enact s@rations of BL

Policy (seehapterthree). The second section moves on to expltire sevenCMOs deemed to have
the greatest explicatory power in helping to elucidate what needs to be in place in order for the

programme theory to work.

Respondent quats are anonymised and are distinguished by stakeholder dimatents,

relatives/carersglinicians and service manageasid case study site (A, B and C).

6.1 Contextuafactors:

INRE(l SNY¥Ay2f23es O2y(iSElGdzZt FFOG2NE 2LISNFGS (23S
GKS&8 Oly 0SS @GASHSR I a W2LISNI (rbldng hecoledinhiBif Sa 2 F 7
data, contextual factors which appeared to influence outcomvese assigned codes and then

mapped into themes (see section 6.5). These thereemmarising phase 2 findingsge represented

in figure 16which shows the key contextual factors enabling the successful implementat®lot

policy. They are presented aspirational factors which need to be in place if mechanisms are to be

successfully triggered
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Figurel6 Contextual factorghat contribute to embeddingEOLQational policy
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6.1.1 Patienthoice

Providing patients with the opportunity to make meaningful choicessfot.Gs based on a number
of premises:
- that professionals initiate appropriattOLconversations at the right time
- that professionals identify when patients are approachingE@so that chosen care can
be put in place
- that patientsare willingto engage in conversations
- that the choices provided are meaningful and the options presented are based in the reality
of wha is available
- that choices align with patient priorities

- that access is equitable regardless of ethnicity, religion and-sacinomic group

6.1.1.1 Professionebmmunication skills

Clinicians and service managers repeatedly spoke of the importance of being able to proactively
raise questions with patients about preferred choice@Le yet many acknowledged that raising
such a sensitive issue was challenging and required trainifegv Auggested that conversations
about dying tended to be left until too close to the end at which point they becameiavested

with emotion. The majority of professionals in the research agreed that the existenceA@Rn
created duringeOLdiscussins, was importanboth to guarantee improved patient experienead

reduce inappropriate admissions to intensive care:

Many patients, relatives and staffonly understand that someone is dying too late. They end up in
I 06SOlFdzAaS y2 2yS KFER GKS GAYS 2N §KS 0O2dzN» 3S

family because it felt too difficult to do th{B.Clinician.1)

Communication with relatives (as well as patients) is central to any holistic care paCkagaurse
working on thePCward of a local nursing home described how relatives can be reluctant to accept a
palliative prognosis, at times challenging the course of action prescribed by clinicians. She recalled
one particularly agitated woman whose h#snd had been admittedrantically fighting to have him
returned to hospital. The nurse sat down with the wonwaimying to convey what it meant to be
palliative and explaining how his condition would progress. Eventually the woman understood and

acceptedhat this was the best option:
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X.no one had really taken the time to explain what it all meant. It was a shock to her that this was

probably to be his last stop and we were talking abB@land ACP&C.Clinician.6)

There was reported to be little coistency in the way conversations were initiated, who was

responsible for them, or the stage of the patient pathway at which they were most appropriate:

What we most suffer from is that many of our steffJ- NI A Odzf | NI @ (K2a$8S Ay (KS O:
able to offer these frank conversations. Specialist palliative care nurses and consultantsitwiiost
LIS2LX S R2y Qi Kl o@B.Chitia®3d.S aLISOAlFfAald alAtfa

A number of commissioners and clinicians reflected on the importance of broader public awareness

and the value of educating the general public to become more confident discussing dedfi®©and

choices; in so doing establishing a more receptitarting point from which conversations can be

initiated. Incasesi dzZReé ™M GKS // D FdzyRSR I @2f dzy i NB Wwaz2 OAl |
communities to lift the taboo around death, dying and bereavement and to raise awareness of the
importance ofEOL®lanning. The project in CS1 trains volunteers from Age UK to become peer

educators, in so doing raising awareness in the community and contributing towards putting ACPs in

place. A part time coordinator trains and supports volunteers and finds apities for
O2y@SNEIGA2Yyad t I NI 2F GKAA Lzt A0 SRdzOF GA2Yy Ay

encourage the public to come together in informal forums to begin to think about and discuss death:

What | see in death cafesis a release and appening which means a lot more conversations can
start which leads to all sorts of better outcore¥ y& FIF YAf ASa R2y Qi 1y2¢ oKIQ

wants...(A.NonClinical.4)

6.1.1.2 Identification dEOL

Even thougldying comes to us alhe trajectory that leads to death is often hard to foresee. Some
frail patients hold out for months longer than anticipated whilst others die withoutE@y

prognosis. Identification of patients &OL(be that in their last yearor their last days) was seen to

be problematic.

Thislocalauthority commissioner believed that the problem could be assisted by encouraging

broader ownership oEOLissues both from a health and a social care perspective.
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GP identification oEOLisa major problem. One of my aims in social care planning is to change the
culture of ownershipEOLG & S@SNEB 2y SQa LINRPoO6tSY FyR | Y&8NAFIR 27F
EOLconversations (particularlsocialworkers and OTs). My plan is to commission training of social

care professionals in initiatingOLconversationgB.NonClinical.4)

Another anticipated outcome of better public education was that being more familiar with the
process of dying and knowinghat to expect imparts more confidence, meaning that carers would

be less likely to call out emergency services when patients could be managed better at home.

Although for some patients, such as those with cancer, the prognosis followed a predictable
trajectory, for other conditions levels and speed of deterioratémuld behard to predict. A number

of different tools and indicators were mentioned by clinicians such as the GSF Prognostic Indicator
GuidancegRoyal College of Practitioners 2013PIC{The University of Edinburgh 2018)d the
Electronic Frailty IndeMoody, Lyndon and Stevens 201fhpugh degite theseit was agreed that
many still die with nd&eOLstatus having been flagged. In part this was attributed to lack of staff
capacity, but also, in other instances resulted from the fact that professionals saw no advantage of

flagging people aBOL

In the borough there are thousands of frail elderly. Not all will have palliative needs and only a few

would be specialist palliative careaK S o6 dz2f {1 2F (K2aS 62dzZ R 0SS dzyRSNJ OF
simply enormous population so you have to know ttha benefits of identification would

0 S(X.Clinician.5)

6.1.1.3 Patient engagementB©OLconversations

Patients exhibited different levels of tolerance/enthusiasm for wanting to be involved in decisions
around their own care. Some approached their disease in an active, engaged way. The more
knowledge they had about their treatment the more in control theit.fSome wanted tdhave

things properly explained dtey could make informed decisionghilst others, perhaps the

majority, were more passive; happy to hand control over to the doctors.

No, we rely on them to tell us what to dpwe go alongwhenwefée ¢S Yy SSR G(G2d ¢KS&QNB
who tell us what we have to do. We go round and get an appointment and go from there. | had a

0f22R (Sad &eSaiSNRIFIed ¢KS& 3IAGS dza UG KScotifllLR Ay GYSY
RAR (y26¢ L-0dS LFRYNBR A\ (Q.Pafientl) 0 KS NB adzZ GaH
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In a number of cases the carer takes on the role of gatekeeper between professional and patient.
Here James, a cancer patient, explains how his wife is the one who wants to find out as much as she

can about higondition:

Caroline my wife wants to know everything. She gets in their face (the medics). Sometimes | wonder if |
NEFtte ySSR (2 (y2¢ 6KIFG aKS glyda G2 1yBed {KSQa
she knows everythingL Ol y Qi 06 S lléhatiKKodgdis pplieti Bhe wants to take

control (B.Patient.2)

In terms of preparing foEOL. where patients did have discussions anddmalans, it seemed to

provide comfort and assurance. Barbara talks about a much loved husband wheadied that

year:
Il A& /a/ &alAR (KIFId KS RARYQO gtyid (G2 0S8 NBadaoAaidl
DppP CKS Gp2 2F dza KFIR Ffglé&a oSSy Ay | IANBSYSyido
matter if it was himorme. Welgiy Qi 6+ yid G2 0S02YS | @ét®mdd F 6t S 2 NI
jdz- t AGe 2F tAFS® IS 4l yiSR (2 RAS Ay KA& OKFAN X
KFYyR® 'yYR L ¢2dzZ R KIFI@S &FAR (2 KAY Usaodgd@esSs KI R |
ago(C.Carer.4)

6.1.1.4 Are choices meaningful?

Historically one of the measures used to determine the effectiveness oft@aGervices has been
an indication of the number of people dying in their preferred plaoeever, what emergé over

the course of the fieldwork, was that decisions over preferred place of death are rarely.binary
Choicesare impactedoy multiple, rapidly changing contextual circumstandeshis account,
Elizabeth, a 94 year old woman, confined to bed in her care home, talks about the importance of
having things that are familiar around herEB®©L Having the nurses and the carers talk to her, and

communicate on a human level weffer Elzabeth the most important aspects of good care:

L¥ Y& KSIHfGK 3SGa ¢2NARS L ¢lyid G2 aidleée KSNB yR i
see- you get to know people here. | can talk to people about how things are going. If you go to

hospitalits unfamiliar¢@ 2 dzZQNB & dzZNNR dzy RSR o6& Fff &a2Nl@az2¥T ySg LI
K2ALAGEFEE L GKAY| @&2dz ¢2dzZ R 0 BorlickgA Ftiedta) 3S4 2y 6AGK
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Care home managers reported that supported by better training education for staff there is a
growing confidence that the sectavill be more able to cater for residents &OL.enabling them to
remain until their end, in the homeWhilst there was support for the aspiration to help enable
patients remain in a familiar environment as their health declined, a number of respondents queried
0KS @It dzS 27F WLINB TS NAREORe palliativecare @oAsultRrbwad faudarhyt a | O f
scathing; her analysis was that for other NHS interventions such as operations or chilgb&t® dz | NB
LINBaSyGdSR gAGK | fA&ad Fa f2y3 a &2dz2NJ I NY 2F gKI
information was to be made available for chada dying, sheuggestedhe decisions arrived at
would not be economically viable.
L adzalLISOG AF LIS2LX S 6SNB LINBaASYiSR gAGK Fff GKS A
Patient choice might be a good thing depending on where you liveaH living in a nice middleclass
area, | may want choice.but imagine | live in poverty like many people do in this area. Imagine my
whole life has beenin povery. Q@S Yy SHSNI NBFfte 6SSy SyO2dNJI ISR (2
oksothisisag€hNI f A&l GA2ych yRNIALI@®W $ WwERIAME 6SSy WR2O00G2NJ 1y
GKFiQa K2g (KSeQ@S INRBSY dzldJd t | GSNYyFfAaGAO YSRAOA
RARY QUG 3IAGS LIS2LX S | OK2A0S® 1ESBHEDEA RAREHK o6 6 Q ldaf
people choice it KS OK2 A OS ¢S BNa@ficah® y Qi NBFfAaGAO

The same clinician went on to describe some of her teaching. ExplE@bghoices with students

she asks them to raise their hands if they want to die at home; lots of hands go up. And she says
W2 K2 gl yida G2 VeryNed hangs gklayLR Gk K KQ WogK2 glyda G2 RA
¢ even less hands go up. And whadas a hospice? And again quite a few hands. Then she builds

the scenario further and gets people to imagine themselves having deteriorated and being unable to

eat, or dress or go to the lopbeing dependent on husbands or wives or daughters to carnghmut

Y2ald AYyGAYIFGS 2F Graijaoe LYF3IAySs akKsS GKSy aleacs
82dz2NJ Hn @SENI 2fR RIFAZAKGISNI A& KIFE@GAy3 (G2 sl aK &2 dz
WgKSNBE R2 @2dz ¢yl (2 0S yigigsk@ondl tayedFindi@dNidsayls NB Y 2 ¢
WEYR y2¢ A0QaBRadZANMBIKSENEKYIF¥E | YR GSNNAFASRI &2
G222 FyR 1SSLA 2y laiAy3a AF KS &aKz2dZ R OFff Fy I YC

actuallysay they would be happy in a care home.

6.1.1.5 Choices align with patient priorities
Quality of life, being treated with compassion and the importance of maintaining dignity and

independence were common themes within patient narraticghere were several accounts where
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LI GASyGa AYyFSNNBR GKIFG Wi A QD kel hnical digezoeRendlileF SQ o1 &
tF0ASyda 2FGSy NBLIZ2 NI SR ¢drawttd defidedhepdint adHicl G Q@ 2 NJ Wo 2
diminishing levels of independence and dignity would mean it was no longer worth the struggle to

keep on living. Generally, ¢ne was agreement that for as long as they got pleasure out of life they

wanted to go org, beyond this they were happy to say goodbye.
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with isolation particlarly mentioned as being hard to manage:

Oh ljustwant more visitoisA 0 Q& A &2t GA2Y | yRIvagjysStchgsdaiah G KIF G 3§
person G KI G Q& 4®&Patient8) YA & a

And for others it was when independence begarebd away and everyday tasks grew difficult that

depression set in:

L OFyQil R2 (KS (KAy3a L ¢lyid (2 R2e LGIQ&a FNHzaGNI G
(B.Patient.6)

A significant number of pafig#s were adamant that they didot want aggressive treatments or

operations to extend life furthersimply to have their pain managed and be cared for:

LO@S G2t R Yihatgigeh ThiS cahcerysinguiabidf they offered me chemo and it just gave
YS I F¥S8¢6 SEGN} Y2yidKa L ¢2dz RyQid G118 Alod 2Ké R2
(B.Patient.2)

The desire for independence and dignity remaiséwng as people grew weak and frail. This
woman, suffering from cancer, but living at home supported by carers, forcefully rebutted her
RFEdAKGSNRA SyO2dz2Ny 3SYSyid F2NJ KSNJ G2 3I2 Ayidz2 | K2

L R2y Qi o6lyid G2 32 Ayidz2 | KdapeSdonceMy@h eHiK GiENE IR2Yy &S
dzy RSNEGFYR AGH ¢KSe GKAYy]l LQY -arkHi eld RKYS®I a15/52Yp (&
R2Ay3d ! YR L R2y QG aSSY (2 o6S lotS G2 02y @Ay0OS @K
(B.Patient.3)
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Tensioms relating to choice and tolerance of risk

The notion of risk is interesting to consider alongside the tension between patient choice and clinical
guidance. Risk was mentioned from time to time by respondents, increasingly concerned with being
held responible for neglect by an increasingly litigious medical system. As a result patients,
sometimes against their wishes, can be passed along professional pathways with each new part of
the system trying to relinquish responsibilitypassing the patient on urtihe highest level of acute

care and observatiors reached:

People in different parts of the system can no longer tolerate the level of risk. We have a joke about
Y2OAY 3 GKS FUNR AWY2¢A S QEKH  2NHaA K@ ¢ LISBylali sSfagidst € a KA T
they can(A.Clinician.2)

hyS ydNBAYI K2YS YEylISNI NBFSNNBR (G2 a2Y$8 adl §°%
call ambulances if they lacked confidence to deal with palliative patients themselves. In the same

way, ambulancastaff spoke of concerns around having to follow prescribed pathways. For example,

if called to deal with someone who has a condition such as sepsis the prescribed pathway for this
condition is hospital admissianyet if the patient already has &aOL@rognosis and a CMC in place

a tension arises over which prescribed path to follow.

At times tolerance of risk appeared to be influenced by the values held by the respondent. For those
who valued life extension over quality of life certain risks cowldo® tolerated. One son for

example spoke about his ailing mother whose swallowing function was wealkamitig prevent

choking the consultant had suggested she drink thickened water. The trouble with this, the son

explained, was that his mother hatedehhickened water:

When specialists come in from a particular field it can be a bit myopic. They just see things from their

one perspective. But for me everything has to be a balance of quality of life over quantity. My mum

needs to enjoy the life she has left to lead artdat means not drinking thickened watethen so be

AGH 9EGSYRAY3I tATS KAt AG AG AYLIOGA 2y ljdzktAdGe A
ho@A2dzat e L R2YQ&KlI aRY(GIYRENIEKS Ofutt B Wdtsto@&Y 2271 Ay 3
bland food and drink thickened waték Carer4).

Impact of value systems on available choices

Value systems were also touched on by one hospice manager, who was invalwpdementing

volunteer led community support projects. She referred to thellemging cultural backdrop to her
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work; namely the notion, strongly held by some of the clinical workforce, that clinicians and clinical
environments provide the gold standard of safety and assurance to tho&atDevelopmental
programmes on the othenand, attempting to integrate nowlinical volunteers to support those at
EOLwithin their home environment, are viewday somewith suspicionPeople spoke of tensioris

locatingcommunity projectsvithin more traditionalhospicecare

Whenchoice may not be supported by the system
For a small number of patients interviewed it appeared that their quality of lifecoasideredso
poor that their preferred choice would be to hasten degthn optionin the current legal climate

which is not &ailable:

F L O2dAZ R FAYR | gl& 2F R2Ay3 Al L g2dd R® LQY 02y
(B.Patient.4)

6.1.1.6 Equity of access to services
Respondents were clear that choices should be available to all those in need regaradibsseof
they live, their condition, ethnicity or soceconomic groupFactoramplicated in equity are

considered below:

Geographical area

Each local area had a range of different services available for thoE®ameaning that there was

y2 2yS 02YY2y aSi 2T WRRBEAORaAd SINBIQA INBd ff S yEK & 2W L
referred to. Many examples were given, though one service goaparticular mention was the Fast

Track Continuing Health Care (CHC):

| have the data for London on allocation of CHC per 50,000 head of population and the variation in the

way its allocated is absolutely shockif#gClinician.1)

Inequitable access to hospices was also reported, with one of the three case study sites not having a
hospice based within the CCG. Whilst, in this case, the CCG commissioned hospice beds it meant that
logistical arrangements for relatives were not soyeasnother area of considerable disparity was in
overnight palliative visiting serviceswith one of the CCGs nptoviding thisservice.Those service
providers who work across a number of different boroughs are particularly aware of the impact of

inequitable services as is revealed in this comment from a manager of the ambulance service:
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There are such significant levels of variation between local areas that it can make it difficult to follow
the wishes laid out in the Coordinate my Care (CMC) Plaar latest London scoping there are about
five different Single Point of Access (SPA) systemach slightly different from the oth¢€.Nonr
Clinical.7)

Socieeconomic group

Whilst those needing clinical care are entitled to receive this from\th&S regardless of income or
socioeconomic status, social care is not supported in the same wily access tatate support
based on incoméCarers UK 2019The case studies found evidencattsocial care provisioinom
the local authorityis 2 T Sy y 23 RS S Yee séfforl.d.2.1.2 NJ LIJdzN1J2 a4 S

Those who could afford to employ carers directikather than throughHocalauthority authorised
agencieg; appeared to have better experiences of care. Only a smiatiber of interviewees in the

study had carers who were exclusively privately funded but these accounts conveyed the sense of a
system that provided better experience for patients and caranere there was more control to

provide regular carers with kom relationships could be built up.

CKS 22& Aa ¢S 1 ycégetatic Bamg RRomBveEASY(&iBayedl)

Although there is limited state provision for respite services, having money available to organise
flexible breaks for carers, wasmething not available to all participants. Here Bobgalkout his
wife Barbara, who suffers from dementia and has had the odd break in a privately funded nursing

home.

2 KFG 6SQ@S R2yS GKNRAZAK 2dzNJ f ATEBRXFHPA[ KEI2FSLIOR
P L0 QxwdakeBIFiirQimgic s SONS A LISYRAY3I Y2NB Y2y S& (G2 1SS
odzi Yrye OlFyQi (KSYy | HG@aeRl) (i KS &a20A+f OFNB (KSe

2 Asingle point of acessdescribes amccesprocess where all services sharsiagleset of contact
information
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Clinical Condition

Type of clinical condition is akéactor determining the care pathway along which patients are
directed. Patients receiving specialist cancer or other services appear to benefit, not only from
ongoing clinical supervision but once under a clinician for treatment of a specific conbitios

often a route into services providing relational and social care. A couple of respondents for example
mentioned that hospice dagare, offering social support once a weelas a service they

particularly looked forward to and valued. Those, inatgdihe frail elderly, who suffered a number

of comorbidities but had no specific terminal conditiamere potentially the group who missed out

on organised social support. Whilst acute based clinicians mentioned that more was being done to

improve identfication of the frail elderly aEOL

It is often the frail elderly who slip through the net so having a consistent way of reviewing need
against a clear frailty protocol will help clinicians to ensure that necessary support is put in place
(B.Clinician.6)

Ethnicity and religion

All three case study sites were ethnically diverse and challenges relating to ethnicity and choice were
raised. Most fundamental was the ability to provide services in appropriate languages, having
translation serices available, and acknowledging differences in religious beliefs and cultural norms
which may impact on service preference. For this elderly carer, born in India, whose first language
was Guajarati, there was a sense that not having English as arfiggilge led to a lack of

entittement and consequent disadvantage when trying to access statutory services:

¢KS GNRdofS F2NJ dzd A& GKEG G KSyod pedleWeajust spedk f S+ Ny A
simpleEngliskd 2 ¢S O y QU ¢k NBlSdz6RdaK @RSExY | ljdzSadAizy GKS:

ask you a question (B.Carer.2)

Cultural and religious beliefs and understanding may also impact profoundly on the way choices are
made at EOL(see also section 6.1.5.5). Here a care home manadects on some of the

challenges:

There are some cultures in Southern and Eastern Africa where they think that if something comes out

of your mouth you are prophesising y 2 G KSNJ ¢ 2 NR & weshavdza reshilént herg g G A y 3 A (

sheisEOlgshe Dl dzl t t & ¢Syl (2 K2alLAGlIf ¢KSybuthe gl ay Qi &

FlLYAf@ AyaraidiSRd ¢KSe& NBFdzaSR ()dB.NoaCHneal.) 5b! w oSOl
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Such beliefs mean that discussing choices, around ceilings afi@aseto be done with particular

sensitivity¢ here a hospitabased geriatrician shares similar observations:

Plenty of patients and families have different expectations about ceilings of sarae patients and
relatives want to try everything. A lof our norEuropean patients are likethil. G KAy 1 A Qa

factors: education, culture and religigB.Clinician.5)

One patrticular concern for communities with Jewish and Muslim residents was the ability to secure
the timely release of death ceficates to allow for immediate burial. Death certificates need to be
signed off by a doctor, a process which, particularly if the death falls on a weeala@nte slovand
frustratingy bureaucratic.In casestudy B progress has been made through partnership work with
hospital staff, religious leaders and the CCG to enable the process to be streagtiiosgital staff

have been made more aware of the religious imperative to get the body released quickly. Doctors
hawe been advised that if they have seen such a patient in the night before they die they should

make every effort not to leave the next morning until the death certificate has been issued.

6.1.2 Paid workforce

6.1.2.1 Impact oftaffing and workforce presires

Effective working across relevant sectors and settings relies on having adequate numbers of staff
who are appropriately remunerated and supported. The case studies revealed significant issues with
both the current and future sustainability of the wdorce. The challenges highlighted varied

between sector and professional group with a distinction between the registered and unregistered

workforce

Care Sectog untrained workforce

There were very significant concerns voiced as to whether carers, gatpto look after those at
EOLneeding high levels of care, were fit for purpose. The strong consensus, reiterated time and
again by all categories of respondent, was that the carer workforce was poorly paid, poorly trained
and poorly supported resulting ian unreliable workforce with low morale. Whigime carers

provided high quality, compassionate care the overriding experience highlighted by both patients
and relatives was negative, with patients and relatives lamenting a lack of choice and control.

Here Mark voices the anger felt by many at the poor status and level of resource assigned to elderly

social care.
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2 KSYy Y& YdzyQa OFNB LI O1l3S ¢Syl 2 dzigthéyustigbgrRS NI F N2
the lowest quote. If you did that for a sick child, and they were sending carers who were falling asleep

because they are so exhaustethere wouldbe anci ONBE & . dzi G KIF G Qa FAYyS F2N i
OF NENJ aA3ya az2YSOKAYy3a areAay3da GKSeQ@dS o6SSy GKSNB ¥
FYR KS@& KIFI@gSyQi S@Sy TSR GKSY LINRPLISNIeéd b202R& N
(A.Caren).

Despite the stress and anxiety of trying to find suitable support in what appeared to be a flawed

system many relatives expressed sympathy with the underlying problems:

X GKS o20GG2Y tAyS A& GKIG GKS@QNEB cuhatdatfed GKSY LISH
SELSOG G2 3SGK L GKAYyl AdGQ&a I O2YoAghutprdahly 2 F 62 G K
also a personality thingasweld 2 YS 2dzad R2y Qi KI @S (AiQasr7) oAt AGe& G2

In multi-cultural areas there were alamhallenges in finding carers who were appropriately matched
in terms of language, beliefs and cultural preferences. One son describes how he stopped using one

LI NI A Odzf F NJ OF NB | 3SyoOeé FUSNI Gg2 Y22ylikKa o0SOI dzas

the care he felt his mother needed:

...it just got too awful. They were bringing people ovewithout any effort to help assimilate people

to our way of lifeand culturetK S&@ g2 dzf Ry Qi 1y2¢ K2g (.zherdwayd | 0Ad
Greekgirl who had no English at all. She was a nice girl but she had to speak into her phone and do
D223tS ¢NIyatliadSed ,2dz OLyQi R2 GKIG 6AGK az2yS8Sz2yS$S

For relatives being forced to witness the perceived disrespect with wheahloved ones were

treated could be harrowing:

CKSNBE gta 2yS gK2 RARh&dwasSd 8ngageénierd at &IAl saidl20 hef dne Y dzY

day it would be nice if you could at least speak to your client (A.Carer.10)

Problems presented by lacif initiative and understanding on the part of paid carers were echoed
by other relativesparticularly when it came to looking after people suffering dementia or lacking
cognitive capacity. Relatives complained that if someone lacking cognitive cagaaditiey dichot
want to eat or wash carers would often take this at face vglnet considering that these were

everyday necessities that should automatically be carried out.
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For those living on their own, the erratic and unreliatifieetables carers followed could be
frustrating. Here Meriel, an elderly wheelchair user living on her own, having recently returned from

a long stay in hospital, shares some of her frustrations:

In the beginning | had carers come inafewtimesaday. B KSNE RARY QiU aSSyYy ¢
LI GGSNY (2 AGd ¢KS@QR 3IALBS YS Y& RAYYSNI G wl
Fad Fff K2dz2NA® ¢L O2dZ Ry@AdzZORVLISH gA{IKYy R GA G | ye Y2
Xt(KSNBQa y2iKAYy3d ghNRFAQOMR (&dza KEZ &l REFBU § MR By |
0KS@QNBE O2YAy3 | yeR YA HQY S| Ki- @& 3 Adzyf R R 2N HA IR NI
helping you in the shower (&tient.8).

Perhaps the biggest irritation voiced was the lack of control over whaeard the frequent

changes in, and turnover dftaff allocated by agencies. A small number of relatives got around this

lack of control by managing a Personal Health Budget (PHB), effectively meaning they had more

control over the selection anchanagement of carers. The process however is reported to be far

from transparent and very few carers were aware of the potential opportunities available. In the first

place the carer has to request a PHB which they are subsequently in charge of manayiidggp

invoices and audits and taking responsibility for performance issues as well as the welfare of the

OF NENB® ¢KA& WazfdziAz2yQ Aa GKSNBT2NB y20 F2NJ K¢
motivation. Here a son currently trying toka control of a budget to employ carers talks through

some of his anxieties:

L KIgSyQd 3204 G2 GKFdG adr3asS &St 2F 1y2eAy3a Kz2eé Al
the quality and consistency of carers. All that mum has said to metistikavants to stay at home.

| SNJ 2yte& NBFt NBIJdANBYSy:G Aa GKIFIG WYLb5Q LIS2LX S f
F OlGdzl tfe& KIFI@S (2 SyYLXz2e (GKS LIS2LX SX LGQa y2i aiNy
particularly uneasy is that yoare responsible for disciplinary issues. At the moment | just have to call

iKS OFNB 38y0e FyR al & Wicpleape déakwithiit! (D.CaB3)) A &4 2 dzi i

Clinical workforce
Problems with recruiting to clinical posts and awareness$ ¢fag@s in numbers were creating
additional pressures across the system, were frequently cited. Notably, CQC repadsdstiudy

sitesAandB showed that numbers of palliative care consultants working at the hospital and
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provision of sevemlay service¥ St f 06St 2¢ (GKS 3FdzARFYyOS 3IAGBSY Ay Wi
2 6 2 § QHHSESgE April 2016)

In other areas, examples were given by managers finding it hard to recruit nurses to a range of new
projects due both to the national shortage and particular local difficulties, in part exacerbated by
regional differences in incentives. Scales for London Weighting for example vary between inner and
outer London (with higher rates being paid in inner Lamd though the cut off between the two

was seen to be somewhat arbitrary. Here a hospice palliative care consultant explains his concerns

about the gaps in the clinical workforce:

| think the biggest challenge faced at the moment is the workforce &iS$sQ @S 320G dzy FAf £ SR )
L2ada FONR&aa GKS 02 dzy (i Néwe hdvei2®8% unfilleédBursing postsh Bhdli K 9 | &
money is there to pay them but there are no staff to fill gaps. Added to this is the fact that inflow of EU

staff is decreasig and outflow of staff increasing. We always run a vacancy factor on quatient

dzy AG®d 2 SQNB YI{Ay3d dzLJ 4KS 3l LA @Al Ko SSQIA ST Fy 2Ri2 AR S
close wards or bedsbut it makes it hard to plan new services when yowcQ i S @Sy NBONMzA i
posts(B.Clinician.7)

Significant problems were also experienced in relation to recruitment of community staff and the
loss of manylistrict nursing posts over the last decade was particularly ¥hilst some areas were
more successful than others at recruiting there was a realisation that given the national shortage, a

gain in one area meant a loss somewhere else.

Commissioning workforce

Resource constraints observed to be a barrier to implenmgrEOL @olicy goals in other parts of

the system arainremarkablyalso experiencetly commissioers. It is notablethat each CCG within

the three case study sites allocate different levels of resource to commissionitQLsérvices.

Whilst all threesiteshad a commissioner directly assigned responsibiliyEfoL Ghey were

allocated different amounts of tim# the job with some also being concurrently assigned

responsibility for other clinical areas. At the time of fieldwork, CCGs were transitioomg

working predominantly at the level of the CCG, to commissioning a range of services at a larger scale

through theSTP¢see sectior8.1)>. Each case study site was based within a different STP footprint,

3 As from April 2020 it is forecast that CCGs will no longer exist as legal entities (ref NHSE).
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made up of a slightly different configuration§ CCGs, councils and NHS Trust. The varying pace of
transformation within each site meant that commissioners were having to find their way around a
unigue and rapidly changing commissioning environmé&uavernance arrangements were complex
and evolving \vth little consistency between individual role€ne of the leadscasestudy A) had at

the time of interview in October 2019 just been made responsibl&fL Gt the level of the STP as

well as local commissioning within the case study CCG.

In case study B, the lead fBOLQ@vas also responsible for winter resilience and capacity planning
and whilst they acknowledged that the majority of challenges they face related to older people or
those with complex needshe full remit dd not fit neatly underEOLCWithin this CCG thengas

one GP assigned three clinical sessions per wegklodssues.

Case study C hadddrector of Quality, Transformation and Planning, responsibl&@k Gervices,
who estimated thashe spent just under half her time working BOL®athways. However, by the
time the field work was drawing to an end this member of staff had left her wbith waseplaced
by a new position; the Deputy Managing Director of the CCG. Due to conktargecand flux across
CCGsamparing the actual amount of staff resource being allocateH®@1Gn the respective sites

was challenging.

6.1.2.2 StafSupport and remuneration
If the NHS is to robustly tackle the vacancy gaps in its workforce, therawaasness that improved
staff care and support need to be an integral part of any workforce stratgyerabtaff groups

were highlighted as having pronounced support nemdlation toEOLC

T /2YYdzyAGe ailFFs 2FGSy semedAy3 2y G(KSANI 246ys

1 Ambulance stafivho are known to suffer particularly higbevels of stresgUnison 2015)
Onemanagermreferred to theimpact of the relentless and ongoing, frailty and isolation
which they see in so many of the patients they are calle@tdlonClinical.7).

1 Care Home and Nursing home staff may also be affected by the high numbers of deaths

amongst patientsvith whom they have forged close relationships:

Two weeks ago we lost a woman who haghificanthealth needg; she was ringing her bell
allthetimeca KS g1 a @GSNB RSLISYRSyid YR y2¢ akKSQa yz2i

emptinesgA.Clinician.6)
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6.1.2.3Appropriate levels of training and education to buhé necessargkills

Clinical skills
These were believed to be critical to essential carE@tbut were not spontaneously called into
guestion by respondents in the research. It was generally beliévat clinical staff had appropriate

skills to carry out necessary clinical analysis and treatment.

Communication skills

There was agreement that whilst some people, by nature were more empathetic than others,

training in initiating empatheti€OL@onvesations could nevertheless enhance skils\umber of
examples were cited of communication training courses, often funded through the CCGs. Here a care

home manager talks about recent training undertaken by nurses and senior health care assistants:

Ourda it FF FTNB 3ISGiGAYy3a 0SGGSNIFG AyAdGAlLGAYy3a O2y@SNAI
O2y @SNEIF(A2yaQ MR WA @WES afi2 GFt K2 ¥ BABSE DEICYIES Al f
we try to do this at the point when patients and relatives comeok aroundca 2 A G0 R2Say Qi 02

such a shock when they arri¢i®.NonrClinical.6)

Yet whilst progress was being made in improving access to education and training many still felt that

more could be done to standardise practice.

Listeningskills.

For some patients and carers a primary concern was not so much the act of tatkitgr the act

of being heard. Carers often referred to the fact that although they know the person they are caring
for better than anyonegetting a professiondb listen and to act on what they say, can be

challenging

Empathy/compassion
When patients were asked about what was important in the care they received, empathy, dignity
and compassion came high on the list; yet commissioning to ensure that thesearaifirmly

embedded in practice remains challenging
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Commissioning skills

Commissioners, who were clearly signalled as being a pivotal group in ensuring that adeQuéte
services were in place, were identified as needing a specific and robuséskilhe ambition of
some of those commissioners interviewed was to provide transformational services, rather than
simply repeating historical patterns of commissioning. Achieving this requires significant
competencies, yet it was suggested that these warewell-defined during recruitment and

consequently people came to post with a wide range of skill levels.

Important commissioning skills identified during field work included:

1 Knowledge of data systems
Commissioners reported using a wide rangéatt systems to inform the knowledge
gathering process (see appendix 6.1) including needs assessments of local population and

outcome data from current services and interventions.

1 Identifying good practice: knowing how to navigate the evidence base

Identifying good practice, encouraging dissemination and reducing replication were flagged
as priorities by both@mmissioners and service managers. If models which were proven to
be effective were not shared and disseminated this was lilcelgad to resources being

wasted in multiple local attempts to reinvent the wheel.

1 Awareness of factors which impact on quality

EOLcovers a vast array of services, organised in different ways across localities, often
following slightly different business models. The task of maintaining clear oversight of the
effectiveness of each service and recognising alhtivéllesthat impede efective provision

is significant

There are a number of national issues impacting on the qualiBQifGas demonstrated in 6.1)
which local commissioners tended to see as being beyond their eimiduding for example
problems with national recruitma of clinical and nostlinical staff and national training to raise
skills levels. However, whilst commissionersriitifeel they had the power to solve national
workforce issues, or to come up with entirely new evidence based models, they did sdkeitras

role to recognise and respond to issues particular to their locality relating to demograjpiticsling
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the age distribution, ethnicity, language, religion and cultural preferences of the local population.

Here the BLCCG lead explains her appcba

| understand our population by every stratification includegtors such asthnic diversityand

L2 @SNIiegd LQ@PS 3I20 YI LA $KAOK aK2g GKS RAAGNAOdzIA?Z2
variance across boroughs and at local enumeration level. We then have to look at gaps within specific

groups for the different religious communitied this area Muslims are the predominant gpXwe

have developed a nelmOLEhampion wio looks to assure we meet needs of our population whatever

their cultural background (B.Ne@linical.2)

6.1.2.4 Skills for care home staff
In all three sitesneasures were in place to bring training and resource for care home staff up to

speed with other settings ensuring a more balanced offering across the system.

LQ@S 06SSy 62Nyl Ay3I gAGK GKS | Odzi S § NUzahomdsyGR, KI @S 3
community rapid response team and community nursing services to begin to wrap an additional layer
of care and expertise around our 549 residents who are spread across 7 care homes in CS2 (B.Non

Clinical.2)

6.1.3 Unpaid carers and role of famil
The majority of patientseven those living on their own, or those in care homes, have some sort of
network of family or friends who influence their choicend should beivotal tocommunication

and planning aEOLCRelatives impact on choices avaiato patients in a number of ways:

Relatives as enablers of patients remaining at home

For many patients, who may otherwise have had to go into institutional care, it was predominantly
spouses or children who enabled them to remain at home. Whilst fustrthis was done within the
confines of a loving relationship and therefore not without its rewards, the stress and burden of the

caring role was nonetheless evident. Being a carer took time, energy and mental stamina.

It was evident in somanterviews that carers were placed under enormous pressure. In one
particularly harrowing interviewNelema, ®1-yearold woman, originally from India, expresses her
helplessness around knowing what to do for the béstre she describesaring for her 88/earold

sister with advanced dementia:
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At night if she tells me something is happening todehe is anxious and | feel scaredreally feel

a0 NBR® L 2dzaid KI@S (G2 waltid |yR L)SdbBuiSHé KSNDRd L |
R2Say Qi c¢alKYBi aliRlat aKS gAtt 0SS FENAIKG yR S@Syidz ¢
bedc¢ then she wants to get up and go to the toifek (1 Q& R@La (KeNDRA yiZ2 I SG dzldd L ¥
her room she puts her light on anliriow she will need helpshe will be waiting for me to come and

Lldzi KSNJ yIFLILASE 2yd {2YSiAYSa akKS FT2NBSGa (2 Lz
bed LT L (Stf (GKS R200G2NE (KS& O yQIXLRRaH®E § KAy I D 2
daSYR KSNJ G2 | ydz2NEAY3 K2YS 2NJ 42YSGKAYy3a A1S GKI G
GKSe OFyQi R2 XS02SINELINGINGE 0F2NJ G KSY

In a number of interviewsyith elderlymarried couples, there was often a blurred line
differentiating patient from carer. Joyce, for example, was ay&arold woman suffering from
haemophiliag and largely bedboundlivingwith her husband Julian, who although more mobile,
was himself suffering from lung cancer and CORIandescribed how whemis wife was last

hospitalised he was horrified whestaff announced she would shortly be on her way home.

Joyce was still poorly but the doctor sgi# L QY & Sy RA Yy 3, UWeS2NEOKNEBY 3P @ 2Ip & HiA R |
GKS adGrasS 2F IND A 2Wb 2K GAYA |WKEIIARI KESTRBOGYSY Al & R
KFE@dAy3 KSNB akKS OFy KI Qdstrictaursé2 ¥ FRQ Of KE NA I OR YWFRAS QA
thought | can do it all myself. But nowukj do the basics (cooking, cleaning and my own stuff) and |

f SIS (GKS OF NBOBareti3 AlG® LGQa Sy2daAK

Family as advocates

There were numerous examples cited demonstrating how carers battled to help patients access

services and find their way alowdten disjointed and fragmented system pathwaler those

without family to advocate for them, particularly those living at home on their own, it seems likely

that they are more likely to be overlooked by service providers. One manager who had worked to

support carers for many years explained the importance of knowing what to aglatmessing

ASNDAOSE 2F0Sy Ay@2t@gsa Wiy2siy3d GKS NBRLSAQ | yR
LGQa ft Fo2dzi GKSANI |y 2 aka®ieds$o khoy RhadeyrtdEnNEtd | v RA Y 3 &
ask foiXthey need to understand that they really need to open up in order to get the services that they
need (B.No#Clinical.12)
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Family as decision makers
Several storiesere narratedwhere tensions or conflicts arose, either between relatives or between
patients and their relatives, which impacted on subsequent treatment, sometimes going against the

wishes of patients.

Here a PC nurse who now works as a network coordinator, charijledasucing avoidable hospital
admissions, recounts the story of one of her patients; a lady suffering metastatic cancer. The lady,
RSAONAOSR a4 WGKS YFONRFNODK 2F KSNI FlLYAfE@Q 4 yis

front room with family ad friends, for as long as she was able.

And so the GP, myself and all members of the teanpported each other to make it happengven

though her health varied from day to dgyhere were days when she was more sleepy and poorly, or

she would get a infection, but it was ticking along nicely and we were able to keep her out of hospital

cdzy At I FlLYAf@ YSYOSNIEAGAYI FoNBIFR OFYS 2SN ¢
how much she had changed. She was a very dominant relative amdlt:the ambulance and even

though the ambulance crew could see there was a CMC in place they were somehow overruled by the

relative (A.Clinician.2)

The professional involved explained how on discovering her client had been taken into hospital she

hadimmediately gone to see her:

The memory will never leave me. Honestly. She was a tiny thin lady and she was sat up just begging

me to take her home. She was cold, so | wrapped her up in théasiitbned way with something

round her head;then I laidENJ R26y | YR L LINBYAASR KSNJ iKIFd LQR
K2alLWAGrt o . dzi aKS RASR GKSNB:Z FyR aKS NBFrHftfte KI G

A

when they have a plan there are things that can happen to subvert it at the lasento

(A.Clinician.2)

It wasnot unusual for those aEOLto appear more accepting of their prognosis than their relatives
who they claimed found it harder to discuss their dying. One patient, Enid spoke about her wish to
die in hospice, rather than hogpl but admitted that whilst she had tried to talk about it with her

sons, she had found it hard.

LOQ@S 320 y2 TEAURAGOESIAGN) poazaiLX(iy202Re 1y26a 6K
get what you want. But my childrepnogi KS& R2y Qi 6 y@B.Pdtient3p2y G SYLIX | 4SS A
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6.1.4 Levers anidcentiveshow are standards for quality BOLGervices enforced?

Respondents mentioned a number of mechanisms which proved useful levers in helping to achieve

required standards:

6.1.4.1 CQC inspections
The fact that since 2016 CQC have inspecte@&@ir@vas wetomed. Examples were cited where
aspects of care had been highlighted in a CQC report as requiring improvement which in turn had

supported a drive for enhanced funding:

There are national driversmainly it comes through CQ@ (1 Q& @S NE KéinspedAor@li® | & (G KSe@
So we are led by CQC reports as well as NICE guidance, the national audit cECHI& dlhese all lead
to direct feedback and ongoing change. Our last CQC report showed that we were understaffed and so that

supported the businessmse to build our staff bag®.Clinician.2)

6.1.4.2 NICE guidelines
Nice guidance was used as a marker; setting standards for good prattizcegh as this respondent

suggests the extent to which national guidance was usedingassistent:

I look at NICE guidelines ®8OL@&nd various bits of legislation that dictate different things. | would expect
all commissioners to be able to undertake this. However, commissioners come from very different

backgrounds and how well theyl achieve this is questionable (B.NGlnical.4)

6.1.4.3 Commissioning for Quality and Innovation, Quality Outcome Framamalksal Enhanced

Services

Primary care and community providers were incentivised to provide interventions believed to
result in enhancedOLCExamples given included:

1. extra payments to complete Coordinate My Care plans

2. extra training for social care staff

3. workshops for multdiscplinary teams

4. enhanced monitoring of specific KPIs in care home residents, such as of residents on high

numbers of medications or those without ACPs.
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6.1.4.4 Targets and benchmarking

A couple of commissioners mentioned using data onNE©LCIMebsite toreview performance

against local comparators. Using aspirational targets to set a goal was seen to be helpful, though one
manager observed that in cases where there were punitive consequences of not achieving targets,
this could lead localities into a dowward spiral. In some cases the penalties which were incurred

could exacerbate an already overstretched system, creating something of a catch 22:

¢tKS LINRPofSY A& az2vYSiAavySa GKIG az2y$sS 2F (GKS NBlazya

arethings that need more money to improgend simply taking away money as a penalty just makes

this worse. For example we know 24/7 medication is an issue in our borough, we know the community

nursing offer is an issugbut we also know that we are strapRe ¥ 2 NJ OF &K I yR 4SS OF yQi

enhanced services (B.N@tinical.4)

In some of the more diverse localities cultural, social or religious norms may not align with profiles
and measures determined by national aggregates. P kexample used as a measeiof quality
nationally, may not be culturally appropriate for particular communities. An example of this was the
KPI encouraging reduction of deaths in hospital, when for particular ethnic groups hospital was the

preferred place of death.

L i Q& CREC &dlookirg at numbers of DNARs or CMC Plans as a qualityqyatkiéit seems
inappropriate to persist because of religious or cultural preferergcthen this has to be taken into

account(B.NonClinical.6)

Another issue highlighted related the difficulty of identifying measures to reflect some of the
Wa2FGSND 2dzi O2YSa LINR 2 Qdeindsgic Ranageér stiedsed Ah8 iyhiiostanae & S S
of improving the collection of patient experience perhaps using relatives as a proxy ayebtaed)

reviewing suitabl&PIs.

6.1.4.5 Mandatory guidance on models for service provision
Mandating for greater consistency of both service provision and outcome was an area mentioned as
needing attention. The example, discussed later inc¢higpter (6.2.1.6) of numerous EpaCs creating

issues around data transferability, was a case in point:
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The one piece of advice | would give people is that if you are creating policy which needs to extend

over large areas, covering different systems, succha@adon the only way you can ensure that you

KFI @S o0dz2 Ay Aa (2 YIFyRFEGS F2N A Gdsopekph ddibeNNBSy (i LINR
own thing(C.NonClinical.1)

6.1.4.6 Norstatutory monitoring of standards

In casestudy A apooled budget (local authority and health) was used to fund the team overseeing
care home governance and support. Jointly funded posts monitored the quality ehoare

provision across the locality. The following insight from a member of this team d&tnates how
information which contributes to raising standards is sought from both formal and informal

channels:

Well CQC of course inspect. But everyone else who enters that care home, clinicians, managers, staff,
relativescg they are all the eyes and ea Regulation must be more than just ticking a row of baxes
AGQa NBlFffe FNRdzyR | 6K2{ANonQingal® 2F AYRAGARdAzZ fa 7

6.1.5 Exploration of policy

Ambitions for Palliative andEOL@are (NPELCP 2015) lays ougyaaisfor achieving more
consistentEOLindividualised care, fair access, maximise comfort, coordinate care, staff are
prepared to care and community involvement) and a range of building blocks, detailing a long list of
contextual mechanismshat need to be in place in order for these ambitions to be achieved. To
interrogate how the priorities of stakeholders interviewed aligned with policy ambitions | carried out
a thematic analysis by stakeholder group. Using NViter, eoding all 96 interviews across the three
case study sites, | looked at patterns across the most commonly repeated themes in each of the
semistructured interviews. TableGpresents the dominant themes which emerged from this

analysis.
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Table36 Dominant interview themes emerging in case study by stakeholder group

Patients Carers Commissioner/Manager | Clinicians

Patient centred Securing the best Ways of assessing needs | Coordination of care

compassionate care; | care for their relative

being treated with particularly relating Prioritising services and Prevention of
humanity and dignity | to management of addressing gaps admission to acute
paid carers
Being listened to Being listened to Communication and care | Responding to patient
planning choice
Maintaining The burden of Resource constraints, Flexibility and support
independence for as | responsibility and prioritising and value for | across sectors and
long as possible tensions emerging money settings
when they have
Ease of access to different priorities to | Flexibility and support Communication and
services (both health | patient across sectors and care planning
and social care) settings
Staff support and
Achieving consistent | Negotiating care IT systems training — addressing
relationships across a fragmented gaps in the workforce
system Workforce planning

Reducing isolation
Resource constraints

Comparing the interview themes, presented in tab& WBith the articulated policy goals (NPELCP
2015) reveals no significant areas of disagreengggiving some level of reassurance of policy
acceptability. However, detailed analysis of stakeholder accounts highlights a number of tensions

between policy and reported practice
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6.1.5.1 Does policy contain sufficient operational quueia
The most significant overlap between policy and stakeholder accounts focusses on direct
experiences of care i.e. the issues raised most commonly by patients. The way in which these desired
EOICexperiences can be achieved (how aspirations can be turneddatity) was more the
concern of those responsible for providing the gamed whilst policy documents provide guidance
on what needs to be in place to achieve the policy goals, the extent to which information and
support provided meets with the needs thfose ultimately responsible for commissioniggvas
called into question. A number of suggestions were given by respondents regarding areas where
greater support could be given including:
9 guidance and support to commissioners in assessing local needscaassing
appropriate local/national data
9 provisionof suggestedninimum standards or guidance relating to preferred type of
service model with some level of mandatory enforcement e.g. specialist palliative

overnight services

6.1.5.2Professional views on policy

The theoretical importance of policy was routinely taken as a giwétih a couple of respondents
AYy@21Ay3 GKS hadl gt [/ KFENISNRa | LIWNRFOK (2 Llzof AC
Personal education

Supportive environmt

Community action

Reorientation of health services

= =/ =4 =4 =

Healthy public policy

The value of policy, one palliative care consultant explained, lay in helping people through changing

the environment they are in, rather than changing people themselves.

A bit like some of the radical disability literatug@JS 2 LS S R 2 y Q llandywdli& Re jiseneed S G dzLJ
to make doors that people can get through. So, there are a number of different narrabues
according to the Ottawa charter you need to start at the bottom with grass rootscaifthe same

time as working from the top withigh level policy stuff. It absolutely works both ways (A.Clinician.8)
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Another area of dissonance between prescribed policy and the lived experience of clinicians is the
observation that patients are liable to change their mind as thisdumstances and condition

change. Yet the system can lack the flexibility to countenance that such a change in heart may be a

L2 AAGADPBS OK2AO0SZT YIRS Ay GKS LI GASYdQa oSaid AydSs

failure, particularly ér patients who may have indicated different intentions in their ACP.

In my head, the real pressure at the moment, fromQUGa A T & 2 dz R&oyvbérevétA S | 1 K2
you say was your preferred plasemonths before you die, then you are seen as failing. But from my

LR2AYd 2F OASs AT GKIG AYRAGARIzEE OFffa Iy FYodzZ y
K2YSIKSY 6KIG 6S aK2dzZ R NBIFR FNRBY (KIFdincal8) G(GKFG (KS$

The danger, it appeared was that once the policy had been articutgitedid not allow for the

nuance of individual circumstances view supported by another senior clinician:

It feels sometimes like if we ask people where they wanttqbiggy R G KS& R2y Qi 3IABS (KS
preferred choice, which is home, we just go back time and again until they give us the right answe
(A.Clinician.1)

6.1.5.3 Is policy coherent?
EOlp2 f AO& gt a NBO23ayAaSR (G2 0S 2dzad 2zydéningkhdtA O Ay

it can be difficult to find the levers necessary to enact policy.

There are too many programmes screaming for prioritisation and managers movéeneis so

much change both on the front line and from manag&$onClinical.1)

Given the broad landscape BOLG@nd the fact thattiis delivered across a mix of statutory (NHS

services) voluntary and charitable organisations, it is hard féenadls of stakeholder to have a clear

overview of how all the parts (both in terms of policy and practice) fit coherently together.

As was seen in chapt8r4, EnglisieOL@olicy has evolved in a piecemeal fashion over the last two

decades? KA f ad W! MOLEG Yy R2 Y& { T NRELGR2E1G)HS liskd 3 the key working

document used to guide and reference good practj¢teere was no real sense that eith&OLC

AGaSt¥s 2N GKS LRfAOE 3IdZARFYyOS G2 &adzZllll2NIL AGE gt
in relation to how stakeholders found it hard to see their way through the systeften not
knowingwhotocont®i 2NJ K2g (2 | OKAS@®S (GKS wasSlyiSaaqQ ash
This presented challenges both for service providers and service users:
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EOL®dzia | ONR &4 (NI RAGAZ2YLFt 02dzyRI NASa dcpaiearst y20 SE
R 2 yfe@pkct those commissioning or professional boundariek I ¢ A a I LINBo6f SY 06SOlF d:
work with. Many patients end up in wards when they should be somewhere else. Many would be

better off in a hospice, a care home or supported back at hpmgA (i Qac ik kR A y24G G2 al @
R 2 S &y Q (¢ sdretindedSt Yiappens very effectivelput it could be easigiB.Clinician.1)

Coherence of the policy itself in terms of how easily it translates into a practical working document
concerns only themall number of commissioners and clinicians who worsstensiblyenact

policy. At this level the support offered by the pan London CliE€INetwork was welcomed. The

role of this group was to provide strategic leadership and exglericalsupportto commissioners

and providers across London. In each of the case study sites there was clear evidence, gleaned

through interviews and observation &OLGorums that there was an understanding of the key

components oEOLLJ2 £ A O& I yR O KIH{GySWi2KNg Q Wwa QN 2y 0 HGINdp 0 &6 a

services and review progress.

Understanding and application of policy by professionals was closely related to position and level of
seniority with staff in management positions actively using and referring to p&lirystaff on the
front line the drive was to deliver high quality care rather than enact a policy of which they were

generally unaware.

Clinical priorities and the articulated policy direction necessary to achieve such priorities need to be
backed bothwith a firm financial base and governance and infrastructure arrangements enabling
policy to be enacted. In the political climate of 2018/19, with the backdrop of a decade of austerity
and three years of Brexit paralysis, the level of useful debate otigadlpriorities aroundeOLGvas

seen to be losing some of the momentum it had at the turn of thé@&htury. A couple of

respondents who were involved in curreBOL@olicy referred to the Five Year Forward Plan and

the fact that although there was ménn of EOLQuithin it ¢ it was given less mandatory leverage, in

terms of targets, than other clinical areas.

In cases gudy C we have a good team who are well established. But local realities of delivering
national policy relies on servipeovision and skills which are often not in place. They rely on budgets
GKFG NB 2dzi 2F Y& O2yGNRft | yR OX@NoNMirdld) ¢KAOK L
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The link between effective service delivery and joined up system level work wanmed

frequently ¢ yet with stringent cuts to social care over the last decade it was clear that the
ramifications of this were being felt across different pathways. System and infrastructure issues are
explored in more detailseesection 6.1.5 Whilstit is the logistical and operational issues which
impact on the way care is deliveregolitical will is needed to change the structural mechanisms
determining the governance behind health and social care systems, something explored in more

depth inchapter seven

Some respondents suggested that certain aspects of policy and strategy may more easily garner
financial backing than others. Education of the public arod@dand promotion of more open,
timely conversations abolEOLwishes were felt to be amof the areas not given the kind of priority

that clinical practice was:

Even though raising public awareness is clearly written in stratedies D& 2dzi i R2y QG aSSY
to come up with the money. Improving choice, public awareness and commanieati all seen to be
essential in the latest policy guidancé dziT (KA & R2S&ay Qi LINRRdzOS Fdzy RAy3I o

according to historical spending into acute or commugtyserviceManager.4)

Work force issues, particulgrcurrent difficulies of recruitment (see 6.1.2) are pertinent in relation
to being able to fulfil national policy and although local actions can address these issues to an extent

¢ gaps in workforce numbers atargely the remit of national policy.

6.1.5.4 Where patierthoice does not fit with policy

National policies are developed based on the assumption that they will benefit the majority of the
population. Within this broadbrush approach there will be a minority whose stated choices cannot

be met by policyirectives. At its most extreme this was illustrated by a small number of patients

who suggested that they would like to be supported to find a way to end their life. Gary, for example

was a 77 year old who | spoke to in the care home where he livedytba la bed, frail and

emaciated, his breathing was raspy and laboured and caused him anxiety. As we talked every now

FYR GKSY KS NBLISFGSR G4KS NBFNIAY GKFIG KSQR KIFR €

What | really want novg is to end the lot; somewhere quiet do you know how dould do it? | want

to end the lot. | want peace and quiet. Do you know how to dBitR?atient.4)
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And Brian, aged 97, who was too frail to spend much time out of bed but was considering whether
he should get out his three wheeled stroller and do a hirenexercise along the corridor outside his
room. He explained his dilemma was that he wanted to keep activenjoy the life he was living
odzi FStd KSQR f A bSOt fo Bxgrélse Biyntedadhis lifé woid bR prétonged:

L R 2ayit@lexeise for the sake of iis it werec becoming a hundred. | want to exercise only so

that | can enjoy being ali@.Patient.3)

Such comments shine a spotlight on the huge ethical dilemma involMe@lichoices and highlight

some of the comg@lxity relating to the agenda promoting improved patient choice.

6.1.5.5L0ss of faith in promises made by policy

It was evident, across all case study sites that whilst many practical and effective examples of the
application of policy were cited, itsalue was lessened when those charged with implementing

policy grew mistrustful of the offer being made or diot believe the policy would benefit the

patient. Scarcity of resource was often a contributory factor, #wtinicians worried about an
insufficiency of resource in the system, they became disengaged, worrying that policies appeared to
promote false promises. One GP, for example, reflecting on challenges around early identification of
the frail elderly, indicated that there may, in some cas@sabieluctance to use existing tools to

identify vulnerable members of the populatigrparticularly if there was a belief that there waet

adequate support to provide appropriate follow up.

Anxieties were voiced about home deatlthen considered alongge the reality of available

community support. A number of clinicians cited instances when they had been reluctant to release

patients home due to worry about the adequacy of home care packagessimilar vein, a hospital

geriatrician, lamented the fat¢hat when discussing care plans with patients and asking about
LINSFSNNBR LI OS 2F RSIFIGKXZ aKS KFIR 06S02YS AyONBI 3

view of PC services available in the community

| think there is an issue around being realistic about what faces a patient who wants to die at home
and what we envisage happening from our positions inside the hosgpitalthe delivery of

communityPCli 2 LIS2 LI SQa K2YSa& A Zalify thét pgbpte@tpeérientelafidi SNBy (i (i 2
GKAY1l S ySSR (2 0SS 2Ly IyR K2ySad lFoz2dzi 6KI G LIS

¢ which is quite different from what people actually receive and experience. And the result of that is
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thatyoubedg y (2 f2aS O2yFARSYOS Ay GKFG FALANIGAZY (2
(A.Clinician.11)

There was also cynicism voicéloat policies may be developed more with an eye on financial

savings rather than concern to enhance patient experien&eST RSoF S | NRdzy R W58 Ay 3
t f I-@ & €ase in point. Some professionals felt under pressure to persuade patients to opt for

dying at home not necessarily because this would be their preferred chelmg because the level

of required stateresource is generally lower. Another area where there was a degree of dissonance

was the drive toward&CPsAlthough it is increasingly assumed that better communication around

patient preferences aEOLwill improve patient experience, there were a number of clinicians, and

indeed patients, for whom this did not appear to be the case. In more ethnically diverse sites there

was a suggestion that cultural and religious preference were often a key faatboices made.

{2YS 2F GKS LI dASyida 2dzad R2yQG ¢l yld G2 R2 GKSYO®
LI NI AOdzZE NI @ Ay 9/ {HY 6K2 0SOlIdzaS 2F NBfAIA2dza 0685
choose when it comes. Thank yarywmuch. And he will deal with the how and the WBiNon-

Clinical8).

And whilst some patients suggested that sharing details of their dying preferences was reassuring,

there were a significant number who found the notion of their own dying too brat@lontemplate

6.1.6 Serviceorganisation and integration

6.1.6.1 Low status of social care sector needs to be addressed

Numerous examples were cited to support the contention that clinical care was prioritised over

relational care reflected in the low pay and poor status of social care workers and by perceptions of

staff in care homes and nursing homes, that they werg/sed- & (G KS WLIR22NJ O2dzaAy 27F
Ol N&tiidbugh care home residents often have complex social and medical needs, theyfet

under NHS governance systems and for this reason have, over the years, fallen behind in terms of
benefitting fromroutine support and training. One care home manager articulated the challenges

faced in fighting to raise the quality and standards of what she saw as a pivotal, but largely

undervalued, service:

Too often people in social care are seenassectass 8 G AT Sya G2 (K24a4S 6K2 ¢2N]

responsibility as part of this world; to begin to change that. In hospitatsvhen they are very

stretched i® understood that results in poor cag® dzii LIJS2 L)X S R2y QG aSSy G2 oS
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care homes.why are the staff in a care home different from the staff in hosgital are they just

given a lower value@A.NonClinical.2)

Respondents cited instances where clinical outcomes appear to be prioritised over quality of life;
demonstrated m the account given by this disabled son of the response to his mother falling in the
WSEGINGSE a20AFf K2dzaAy3IQ NBAARSYOS 6KSNB akKS tAg@S
do any heavy lifting and the son, whaisabled does not have Bough mobility to do it on his own.

On occasions when his mother falls therefore the ambulance service has to be called hibwheer

not badly injured the call is not prioritised, meaning that she can be left for a number of hours on

the floor.

LiQa KI LISy S Bndiighappeny an a Briflay & Saturday night she can be there a long

time. Everything is about health and safety so people no longer work on their own intuition. It stops

LS2LX S 6FyildAay3a G2 R2 sltkd®nghanaughiwhat & Bigfs3ue it is. OiddthgrQ i S E L.
200FaArz2zya aKSQa WAIIAKGS y] AlYWRR 2YEnd@ogSthBiM&EBave inanade® dzy R

G2 3SG KSNI o6l O]l 2yié2 GKFG OKFANIIFYR GKSNBEQa y20 o

calling the ambulance outA.Carer. .

6.1.6.2 Flexible integrated working with alignment of health and social care

There was strong rhetoric, particularly from commissioners and service manabgets joined up
working and a clearly stated aspiration to continue to focus on ways of bringing alseammless
patient pathway For a number of clinicians, familiar with the local system, establishing better

partnership and joined up working, was citasl their key priority:

If my mother neede&OLGhe one thing | would want is to ensure that the people looking after her

were connected to and understand the different bits of the syg®@arer.5)

TheACRdescribed in more detail in section 6.2.6ase study @as an interesting example of

how budgets and resources could be pooled to create broad system benefits:
C2NJ SEF YL S AT 2dzNJ O2YYdzyAdé GNHzaG R2SayQid KI @S

Ortt 2y 2yS 2F (KS LINIYSNR (2 &4SS AF¥ G4KS& OFry KS

it prevents things falling apaxg makes everytimg more flexible and resilie€.NonrClinical.6)
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In case study A where integrated working across the LA and CCG has been embedded over the last

few years, a number ahnovative examples of joined up practice have emerged. One example was a
project focussed orcare home management and quality, jointly funded by the CCG and the LA. They

work with the specific aim to reduce avoidable hospital admissions and follow key aspects of the
Y2RSt SalLkRRdzaSR o6& GKS W. NAYy3IAYyIdoYyKIYyOSR I SIfiK

There were also a small number of examples of jointly commissioned projects, such as a user group

in case study Aointly funded by the LA. The group created an open forum and information

exchange between service users and providers, where user®gmeducers in setting th&OLC

F3SYyRI @ lfaz2z Ay [/ {m gFa I LINRPINBaAAADS LIA2YySSNJI
/| 22NRAYFGA2Y {SNBAOSQd ¢KS a5¢>X gKAOK Aa // D Tdz
diverse, deprived area. Servicare wrapped around the GP who makes most of the referrals. The

service picks up the most vulnerable elderly patients with a focus on patients where standard

pathways have failed. It was emphasised that given the vulnerability of the particular patbent gr

in this project sensitivity needed to be shown in measuring project success since stiilandy

not be appropriate (A.Clinician.2). One example of what was deemed to be a succesessittiryg

from good partnership working is narrated in tabl& 3
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Table37 How partnership working can help bring about patient wishes

Charlotte

| had dealings with Charlotte over a 2 year period. She was 94 when she died. She suffered dementia and severe short-
term memory problems. She was on a very short loop. When you were talking to her — she would take out her fags —
and say I've only got two left. Then she'd take one out of the packet, put it back and repeat the conversation. ‘I've only

got two left’...that was the sort of loop she was on. In the beginning, when I first met her, she chain-smoked.

One of the first things the doctor asked me to do when | started seeing her was to talk to her about what her
preferences were, what she wanted when things got worse. And at that early point —even though she was ‘on a loop’ —
she was able to give a good account of what she wanted. She lived alone in a ground floor flat and she could do what
she wanted. She could go shopping, go to the doctor, feed her cat and the pigeons —that’s what she wanted to do. But

also, in her lucid times we were able to understand, quite clearly, that if she got sick, she wanted to go to hospital.

A couple of months before she died, she was taken to hospital with vomiting. She had a bowel obstruction from a
primary carcinoma of the bowel - so she was treated conservatively and then sent home — knowing that she would die.
When she got back from hospital the doctor asked me to visit her and | had a conversation with her — she would say
‘darling, something is wrong’ — and she would touch her tummy. I'd ask, ‘i it starts to hurt — what do you want to do’ —

and she would say ‘darling, must go to hospital’.

At the end —the last time | saw her she had a new kitten — there were four cats under the bed — and she was aware
enough to know that was a problem. She said ‘don’t touch the kittens' to me because she knew that | would anticipate
this as being a problem! She was trying to encourage me not to look at them!

We had the conversation about going to hospital and | wrote to the social worker to remind them that if she started
vomiting again the carers needed to get her into hospital. Sure enough, within another week this is what happened, and
she died pretty quickly which is exactly what she wanted. | think everyone involved deserved to be congratulated for
that —we got it right! There was a lot of courage needed by all the professionals involved to enable her to stay in her
own home. It was brave of them. It could have ended up with us all at the coroner’s court with them questioning our

decisions. But you have to do what you feel is right.

Source: A.Clnician.2

However, across the three case study sites, whilst examples of good practice were cited, no magic

bullet was offered as to how best to achieve flexible, integrated working. Indeed, there was a high

degree of realism as to the challenges involved. Respdedeere mindful of thehuge complexity

involved in systems, organisations and individuals struggling to work in unison and communicate

well. Here an academic talks of her experiences evaluating integrated ceasestudy B.

There is a gap between rlwetc and what actually happens...l attended lots of CCG meetings with a

range of stakeholders from local trusts, social care etc. Irrespective of different levels of integration at

management level, on the ground there was no differentere was exactlyhe same dynamig
203



which meant staff felt even more frustrated that there was the same level of dysfunction. Particularly
when they felt like champions, being part of trguardc yet in my opinion, based on what | saw it

made no differencéB.NonClinical.1)

The frustrations of organisations purporting to do one thing, yet front line staff experiencing

something quite different were manifest:

Everyone on the ground wants to work togetqdf K S&@ QNB RS&LISNI 4GS the (y26 6K?2
20KSNJ AaARScoAe (REEQDI YWN#H s K@BNonEIMicagllk 2 G2 F LILINB I OK

Another frustration raised was that in both large scale or small integrated projects the pace of
change and progress was determined by the slowest part of thermysthis was the case both at

STP level where the financial position of member CCGs impacted on system wide deGisiora|

as in much smaller schemes where various members of the partnership may have differing resource

capabilities or opposing viewsidiow to progress project direction.

EOL&Kla 0SSy ©@SNE YdzOK SYGSRRSR Ay (KS {¢t LI YyyAyS:
interesting thing is that our CCG and one other have put the money in to ledoltithe other
boroughs who are in financialrd straits are finding it hard to join us. So the work is stalting

particularlyin terms of achieving something really innovative and systenfatilinician.7)

Flexible staff showing initiative as key enabler

Service fragmentation and flexibility of working patterns were mentioned frequently, both as a
facilitator of good quality service provision (in cases where flexibility was demonstrated) and as an
obstruction (in instances where systems were seen to loediand intransigent)In terms of

patient and carer experience, fragmentatiandlack of signposting as to how to navigate
themselves or their relatives along different pathwayspacts on their perceptions of care and the

acceptability of current prasion:

| think particularly when people get elderly there is a big overlap between physical health, mental

health and social care needs. They need to be more joined up by a geriatric sg@c@édistr.3

Ironically, as this manager notefragmentation of the system means that from a patient perspective
Al INRBga KINRSNIo2dGK (2 | 00Saa aSNBAOSaE FyR (2 ¢
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We have fewer gates to direct people in but more gatekeepers; threshatdsiac ways of keeping
LIS2LX S 020K Ay FyR 2dzi 2F aSNBAOSad LiQa KINR F2N
in. TheEOL@vorld is dominated by needs and risks and cBtslonrClinical.10)

In an effort to help staff understand hoane area of work may impact on and work with another
the EOLGIlinicallead in CS2 was in the process of trying to appé@tL&hampions across different
settings. These champions would be located in community, acute trusts and social care and their
function would be to highlight issues within their sphere which were likely to impa&QInC

services. The commissioner responsiiolesocial care in this area explained howEB@LChampion

may revisit social care plans:

When you are considering someone who is dying you should look at more than their clinica needs

@2dz ySSR 2 t221 i az20Al f dyfét$hera wefedumbexdf ¢l yi SR
changes this would involve from a social care perspective including the training and breadth of

understanding of our social workers. That would mean back office stuff being chékuh

Clinical.4)

Pooled Budgets

Issues relating to organisational ownership and management of funds were touched on by a number
of clinicians and commissioners. Whilst it was acknowledged that pooled budgetacilidgte

more integrated care, perhaps more important than the locatiéthe budget, was the governance

system supporting joined up working.

I think perhaps we oversimplify thingby suggesting for example that the cure to everything is to
L22f o0dzR3IASGAEA 6KSy Ay FIFOG GKAAa of hetinfolabig Aay Qi GK
odzZAf RAY3 (KI GQ&a pp &a02NASA (I (CNorCligiRR.IGELISOG AG G2

The Better Care Fund (BCF) (see section 6.1.4.4), a programme spanning both the NHS and local

government was mentioned as a vehicle which seeks teypihealth and care services.

6.1.6.3 Information and data that can be shared across settings
One of the most common frustrationgoiced, related to there being no one standard IT system in
use across NHS providers. Systems used in one setting tend not to be transferable to another setting,

meaning that if the patient is transferred or moves to another tamaalong the pathway their data
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often becomes inaccessible. The frustration was summed up succinctly by this Rbapésdl

consultant:

Acute services use one system, GPs another, care homes another. At the moment we have all sorts of
discussions in hp#al ¢ which a junior doctor then reduces to three words on discharge which is then
buriedinaGPrecomlt YR ¢ KSy GKS O2YYdzyAide yda2NAS O2vSa (2
any of it. An IT system which could be used across different settindd make a big difference

(B.dinical6).

And echoed by this hospid#sed clinician:

),

b2ayS 2F aeaitsSvya GlFft] (02 Sbtdy 20 KEND OXKBY d@f A i R OdzN.

Coordinate My Care, someone else uses EMIS, weSh@v@ NEB (i KA y 3 @ngthing @iKdupldri & f 2

talks to one another. Nothin@C.dnical2).

Electronic Palliative Care Coordination Systems (EPaCCS)

9f SOGNRBYAO tFHEEtALFIGABS /FNB [/ 22NRAYFGA2Y {@&adSy
wishes in the last year of life (see secti@.2.1.4) and present one of the most cumbersome

national challenges. Whilst there is agreement about the vafiedopting a consistent approach to
recording these wishes, the case studies reveal a system which was poorly aligned often leading to
valuable data being lost or inaccessible as patients crossed between areas/settings/organisations. In
London there is oneoordinated EPaCCS in the form of Coordinate my Care (CMC). CMC was

fl dzyOKSR AY ! dzZ3dzad wnmn (2 RSEAGSNI AYyGS3INI GSRZ
personal wishes. Effectively CMC involves an urgent care plan, created jointlydatidm and

their health care professional, including wishes and care preferences as well as practical information.
Yet, whilst the premise of CMC, that information gathered in this way should help to inform

everyone working with the patient, appears inglisably sound, the reality, due to glitches in the
transferability of the IT used to create the plan, is often fraught. A number of concerns specific to

CMC were mentioned

1 Although some organisations were able to transfer CMC data this was not truesacros
the board and there were worries relating to how data was kept updated and the degree

to which the local system was incentivised to keep records active.
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1 For those living in areas that were on the boundaries of inner and outer London they
may have afcePaCSthat could be read in the area where they were registered with a
GP¢ but if the local hospital to which they were transported was in a different CCG or

LA, it was likely that the data on the CMC plan would not be transferable.

1 Until recently ambulance crews struggled to access information held on a patients CMC.
The recent provision of iPads to ambulance crews and a system for flagging the
existence of a CMC plan was positive, despite ongoing issues interfering with smooth
implementation.In the absence of formal records ambulance crews described situations
where they found themselves looking for contextual information such as the presence of

hospital beds or anticipatory medications to indicate that patients maig ©&

2 S R alwags have access to their records and if there is no CMC retieed we have to
work out whether or not the patient EOL@nd determine what the best steps are. A lot of
patients have anticipatory drugs at home which we can gibet if the papeng2 NJ thHedey Q

we can be nervous about giving thg8inical 9).

9 Those connected with the care homes experienced frustration around lack of inter
operability of data between NHS and nbiHS settings. One care home manager related
the frustration of creating care plans which are only of value if the patient remains in the

care home:

At the moment if we have a DNAR here which has been signed by the GRR2 y Qi (Y26 AT
that document is relevant once the patient gets transferred to hakgr what happens if

that patient (with the DNAR) then falls and breaks their leg and gets transferred to hagpital

then if their heart stops on the way to hospitahe LAS crew will probably have to

resuscitateg(B.NonClinical.6)

1 To provide back up for instances where electronic CMC records cannot be accessed an
AYAUGALFGAGS OFftftSR WwwS{t9/ ¢Q gl a dzaASR Ay &az2y
combines resuscitation decision making with treatment escalation gjamsvhat was
intended to be an easily transferable pagmased format. ReSPECT was seen to be a
Wol 01adG2LIQ dzyGAf &adzOK I GAYS 6KSy St SOGNRYA
tensions were evident in thEOLGorum meeting attendedCase Study 31.11.2018)
with staff siggesting that challenges persisted; both in relation to some patients finding
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themselves in an ambulance without the back up of either system and that maintaining

two systems: one paper, one electronic, was unnecessarily cumbersome.

Despite ongoing comens with CMC there was unanimous agreement that London benefitted from
having one of the only consolidated Eg80sed across the county. Other areas are not so fortunate
and whilst robust data on EP@SIs hard to come by one participant at &OLJGorum meeting in

Case Study 3 suggested that there were something in the region of 86 differeddf¥iiR&d across

the UK. The result, according to this hospital consultant wasted resourcpconstant reinvention

of the wheel; clunky, fragmented systems wfiormation sharing and poorer patient outcomes.

EPaCs seem to me to be the most significant demonstration of lack of joined up thinking. Why does

this all have to be so local@.Clinican.6)

Data requirements for commissioning; identifyingegitlence base

The three case studies revealed manifest differences in service types, employing different numbers
of staff, from varying levels of seniority in distinct compositions of professional groups. The evidence
base that commissioners can accesgdiiere often does not match the details of locally

commissioned projects. The comments from this commissioner reveal some of these issues and how
business models have to adapt to local constraimbeaning that replicating tried and tested

models betweerocalities is often problematic:

¢CKS FTAYLFYyOS RANBOG2NI gl yilia (2 YhewsteduzMPutaskK| G SGSN
many nurses as we could in these pastbe advised against one nurse and one HCA since she felt this

would make things mear sustainable if one of the nurses calls in sick. Actually when we came to recruit

this meant that it was less workable as a business model than we had hdipsity because of

national shortage of nursesbut also because nature of work means thatafihave two nurses in a

K2YS GKS aidaNuzO( dzNB 2@ NdRQificdla) GAy3I AayQid a2 Of SI N

In instances where guidance was given as to safe staffing numbers or specific commissioning
guidance from bodies such as the Raondon End of Life Clinical Merk, it was welcomed and
some suggested that clearer guidance would be welcomed araghgvingminimum standards

and how to ensure that new contracts clearly reflect what needs to be in place in order for these

standards to be met.

The gathering of appropriate data was recognised as being a key step to putting effective services in
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place and whilst not an end in itself, it contributed to the building of business plans which were used
to advocate for identified services. Commissiorfensn Case Study 3 had put significant resource
into costing and justifying their newly appointed SPA PONS sgagieessing potential savings the

service would contributén relation toreduction of inappropriateacuteadmissions.

As IT systems and intgperability improves it is hoped data collection will grow easier. Currently,
whilst viewed as important, it was alsecognised to be aignificant drairon resource. Here a

commissioner provides insight into the level of detail required when assessialgieed:

When | started to look dEOLE | needed to understand what was being spent where and qiand |
foundthatoutcL | y2¢ SEIFIOGfe& 6KIFGQa aLlSyd Ay GKS 02YYdzy A
spent in the acute trusts here and elsewherendvk how long people spend in care and exactly how

many people died over the age of 55 in 2017/18 in the acute sector and what they died of. | know

gKIFG 2dz2NJ RSIGK NI}YGSa KFE@S 6SSy F2NJ G4KS fFad mn @8
eSIHtNBCQ YR o0FasSR 2y Ftt GKFIG RFEGE L FENBFER& 1y2g UfF
need..| try to be evidence based in everything | do (B-Nlimical.2)

At the end of the dayworking out how much is spent on each of the key services is not a precise art

YR WRAAIIINBIIGA2Yy 2F 02a0aQ Aydz2z aLISOATAO Of Ay
LINE @A RS W0 scfthe challenyd|iio drivaadzNiBure that v W3 2 2 FOnlgon@dza K Q @
armed with this knowledge can commissioners and managers begin to determine how services need

to be distributed across the different parts of the system (community, primary, acute) and where

there are gaps that may need plugging

Long term service transformation is frequently about building greater support and firmer
foundations in the communitg both through more robust primary and community care, as well as
voluntary projects focussing on engaging civil sociegpinmunity development and volunteerirg

based on the assumption that such practices save ressggment on acute care.
| put together a business case that proposed if we invested x amount downstream this should

translate into larger savings in the aeusector. Commissioners need to be savvy to the relationship

between community resource and the way it impacts on-@lewtive care in acut@B.NonClinical.2)
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Some measures/data are easier to collect than others
Challenges around some types of data lge#asier to collect than others were touched on in section
6.1.4.4. and those working in community development reinforce this message. One project, referred

G2 a WwO2YLI aaAirz2ylasS O02YYdzyAGASaAaQY OdzNNByidfe oSA

in its roll out as one palliative care consultant explains:

One of the big problems faced is that when we were trying to get funding to support thig work

funders were proposing that unrealistic KPIs be met to demonstrate effectiveness in relation to a

matOKSR al YL S 2F WLI GASydaQo . daiz 6655 40 2ydif SRy Qiliz &4 20Ny
FTdzy RSNE 08 Ol t iAKySR GekSSWS yuaLdl (LarSiyalSyi a H LG G 1Sa ¢
1y26f SRISP LGQa y20 tA1S I mberdpedde@ilzaccessth8SIDA OS 6 KSN
AYUSNIBSYyilGAz2y SIFEOK 6SS1 20SN) I ORGHNEH.8)2F (GAYSP LIQ

Ore clinician mentioned the importance of further research to develop tools which would help

measure outcomes important to patients. T@eitcome Assessment and Complexity Collaborative

(OACC)Wwitt et al. 2018)kuite of meaures were referred to as an example of an attempt to improve
measuringofi KS 1S@& R2YlFIAya 2F LI EfAFGASBS OFNBY ail3Sa
symptoms and other important concerns and the impact palliative care services are having on the
path Sy i1 Qa |yR FlFYAfeQa o0dzyLI AR OFNBIAGSNERO ljdz £ AG

reflect patient experience of care remdargely illusivFernstrom et al. 2016)

6.1.6.4 Services need adetpigesources

Resource pressures were evident at all stages in the patient pathway wiitinesllICCGs facing

varying scales of deficit. The resulting landscape fraught with tensions:

Everyone is begging for whatever crumbs of money theyc@0OSaa® L GKAYy1l AdGQa | NI
set of disincentives and incentives that are driving the systéma vision of what should be done

R2SayQi | OGdzktte G118 I OQ@NaOinica.T, Adadeic) Ol LI OAGe 2y

Cuts in social careewe often cited as were the kno@n effects that one system has on the other.
The fact that age adjusted spending per capita on social care has fallen by 12% since 2010/11
(Charlesworth 2019) has not gone unnoticed though some boroughs have been mote abs®rb
funding cuts than otherg with those in deprived areas perhaps feeling more of the impact than

others.
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There was acknowledgement that given the scale of the challenge to the NHS in dealing with the
growing proportion of the population, livinigr longer with increased emorbidities ownership of

the problem needed to extend further than a small number of specialised health professionals, and
encompass instead a larger sweep of civic society. Schemes were mentioned involving volunteers to
provide a range of support and nurturing for thoseE®L Hospices, which tend to get the majority

of their funding from the charitable sector, are not bound in the same way as the NHS by statutory
guidelines regarding service provision, but nonetheless affersng from the growing clamour for

their services and rising costs and this was mentioned by patients who were struggling to get the

desired level of care.

The pragmatic approach, to delivering the best possible service within available budgetaraicdnst
was both consciously and unconsciously evident within the professional narrative around service
delivery. Whilst the impact of cuts on the quality of clinical treatment was generally not called into
guestion, more likely to be mentioned as sufferingm resource constraints was the relational side

of care and the time that both health care professionals and carers were able to spend just being
with and talking to patients. A lack of time to have important discussions with patients around what

patients wanted atEOlwas highlighted by this senior clinician:

¢tKSNBQa y2i Sy2dAK GAYS Ay | 0dziS aSiddAay3aa G2 aLsy
families that they are dying it often needs to be done over the course of more than one convarsati

¢ over more than one dafA Clinician.}

Ease of access to services and availability of resource is perhaps haidsrtity in the community

than it is in hospital. Those working in primary care often noted the difficulty in accessing services

which enabled people to stay at home. Hospitals provide a boundaried environment where it is

easier to ascertain whether available sers are meeting the required standagé question now

a1 SR NRdziAySte& RddzZNAYy3I YIYyRFEG2NE / v/ AYyAaLISOGA2Yy3
space where scrutiny as to how resource is provided to meet needs, is not so easily put in place.
Nonetheless, when asked about the challenges facing peopleCit the most prevalent issues

raised, alongside issues around communication and care plannarg,cancerrsabout adequate

provision of social and relational care, as well as comm@support to those dying at home.
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Another result of resource pressure is that services may become more insular and less flexible.
wSalLR2yRSyia NBFSNNBR G2 | (SyRSyoOeée G2 wWLI aa GKS
example, working in adult social care, eaiped how when people are referred who need input from

across health and social care, the professionals who make the first contact will try to be as flexible

FYR AYGSANFrGSR d L2aaArAotS AJhegraohidp,shed (G2 | RRNB A3

acknowledgd as resources tighten is that:

People are more likely to work to rule and this results in things being passed from pillar to post and the

patient is not best serve@.NonClinical.7)

Although at times it is hard to distinguish between the psychological impact of being sick and dying
FYR RA&O2y Syl ¢ kihdewerg & uaberf/pdtiertsRnyheiShgrie or care
home, who suggested that more resourgearticularly sociabupport to decrease their sense of

isolation would be welcomed.

LY Hn K2dzZNBE L YAIKG aSS GKNBS LIS2LX S ¢KIFiQa Ado
RAYYSNY ¢KIFI{iQa Aldd ¢KSNBQa y2 O2VYLBS/ A22yyiaeK AGLE YASY LUCKE

been out of this room in 8 months was to go to hosg{BaPatient4).

For others, although weakened and fatigued by their condition, there were frequent allusions to the

feeling that pressure on resource meant corners were cut

6.1.6.5 Frequent structural and organisational change creates instability

For staff, who are charged with enacting policy, the frustrations created by numerous changes in
organisational structure, alongside changing sets of priorities, were strongly felt. Specifically
mentioned were changes within government (following elecsi@md reshuffles of key ministers)
impacting on NHS structures, often heralding new targets and priorities that can be hard both to
keep up with and make sense of. Here an acadepéakf her experience evaluating an

Integrated Care Programme:

In (CS2}here were a lot of changes in the CCG and amongst local government partners which caused
NHzOGAZ2Yyad 2KSYy L OFYS Ay (G2 S@ltdad dS F2N G6KS GKAN
0SSy &dzwadzySR dzy RSNJ Wi NI y & T ENSICYWas sillgoidg bnbbta (23S0 K

there were new priorities and IC had been subsumed under other prografBrisiClinical.1)
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6.2 Conjecturedccontext mechanism outcorsé CMO )or embedding policy

The first set of CMOs were put together following phase 1 (the scoping study) and were used to
inform development of phase 2 (see appendli¥?). Following the case study field work the original
CMOs went through a number of iterations which were useadterfogate and reflect on the
propositions behind the theory. During the process of analysis, interview data was assigned codes
(both through open coding and coding against the initial hypothé¢slges, Huberman ad Saldafa
2014) the codes were then mapped into groups or themes whighe used to scrutinise each of

the CMOs. The final set sévenconjectured CMOs are presented in the second half of this chapter.
Much of the data to support the development dfd proposed CMOs has been presenteddntion

6.1 (contextual data). In each case, as was stated in Chimptermechanisms are considered in two
parts, with one part relating to the resource or intervention, and the other relating to individual
agency.This thesis is looking primarily at the role of policy in influencing the qualitpbCPolicy

or elements of it, ar¢herefore, in each of the CMOs, considered to be the structural resource
(intervention). The aspect of the mechanism that changelldgesponse of the key actors and this

changes depending on the system level at which the particular CMO is operating.
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6.2.1 CMOL1: Enabling and responding to patient wishes

Table38 CMO1: Enabling andesponding topatient wishes

Context

Mechanism

Outcome

At the level of the patient:

If there is adequate resource (human and financial) in the system

If patients are properly communicated with, in a timely fashion and provided with
meaningful, informed choices — regardless of their ethnicity, religion and socio-
economic group

If the system enables the patient’s wishes to be valued and heard and pays
attention to both clinical skills and ‘softer’ relational skills

If EOL is recognised and recorded in a timely fashion

If the system is integrated both within and across
departments/organisations/sectors

If the aspirations of policy align with patients wishes

Patients are provided with meaningful opportunities to make their wishes for the
EOL known including indications on ceilings of treatment and preferred place of
death.

Then patients will engage willingly with the process of care planning and clinicians,

managers and commissioners will use policy levers to help fulfil patient’s wishes

Better patient experience and person-centred care at the EOL

Supporting evidence from case studies

Thepatient story narrated iriable 39 (below)is used tadllustrate CMO1. The text recounts what a

care home manager perceived to be a good death. The highligletettbnsof the text show how

actions taken by stafpathways followedand staff flexibility and initiativlelped achieve the

NB & A RSy (i el shesshalld $etathdmelsurrounded by fanfigr patients who have been

communicated with about their wishes f&OL&nd an ACP drawn up, it was more likely that

outcomes in terms oEOL@xperience were improved.
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Staffflexibility andbeing able tause initiative rather than sticking to agreed or historical working
relationships was often cited as a mechanism used to achieve better patient outcddreshospice
manager mentioned how they provide training rooms to the local acute trust free ofehiarreturn

for which they benefit from getting to know some of their commuritysed staff. In another

example of flexible working a psychotherapist working for a hospice explained how he worked
closely with the community based psychologist to ensunedaver for all patientg, rather than

work strictly by organisational protocol which may have meant some deserving patients might not

have accessed services.

The management get all flusterethey worry about where the money comes from. But we work it

2dzi 0S06SSy 2dzNBStE @Sad 2SS ale W2K GKAAa 2yS (2214
GKFG GKS FTAYlIt RSGIAtessetif {f BNDSDABt BBy 0@ Ny A/ I( 5 S
{CS3} trying to make their lives better. Does that sound very n@ve®nician.9)
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Table39 Patient story to illustrate the working of this mechanism

Story of a good death told by a caleome manager

We had a family, a husband and wife who moved into this care home together. They both
had mental capacitg they had a double room on the second floor. They were doing well un
the husband had a sudden illness and got taken into hospital whilst dyestayed here we
could see an immediate change in her condition, and we had conversations with the family
about her. We told the family we thought she was approaching the EOL and asked if we cq
sit down with them and their mother to discuss her prefences She was a very quiet lady
from Irelandg she would be more open when the daughter or son were aro&ug.we booked
an appointment when the son could be ther&/e discussed what she wanted when the time
comes. She was a Catholic @i said she wated to be visited by the Priest so we

2NBI YA &SR ( Kals@code@ hed akoSr gafliativeSn@d®ing, so she had the DNACP
an ACP and she had let us know that she wanted to die h&#hen we reached the point of
GKAY1AYy3 GKIG ¢S ¢g2dZ RyQi 0S weakNdelhdhtactdRtheA
PC team for anticipatory EOL medications. The Palliative Care (PC) team are very quick a
responsiveg they are more reliable thathe doctors who we find will delayeven if they know
AGQa 9 h [ifdve seBdd Ee@ueN o the doctors through the PC tegmt K S & Q NI
responsivecd 2 6SQOS F2dzyR || o6SGUSNI LI GKgl &@d ¢ H
for anticipatory madicationsck YR 0 SF2NB ¢S 1y2¢6 AlG 6SQff
0KS2 Q@S NBOS A BS Re picked o Benaedidatici dn@the doctor came to see)
her and discuss itWe began to administer the medicatiand she slowly began to
deteriorate. The daughter who lived in India was contact@d@ (G KS 2 G KSNJ & A
2yt e KI a ¢oosheichainged Herkichk& nd came over eallg. provided
accommodation for them and they stayed here for two nights. the end the whole fany
were here when she passed awayhere families are more cooperative and where we have
the support of the palliative team and the monthly MDT palliative meetiqa@ll these things
KSt LI AYLINR@S LI | yyRBNoRClifcalB)Y) I Ww3I22R RSI GKQ
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6.2.2 CMO2: Enablirasnd supporting staff and carers

Table40 CMO2 Enabling and supporting staff and carers

At the level of staff and carers:

The importance of providing adequate support for staff and carers/relatives (paid and unpaid) enabling
them to feel equipped to work effectively, in the best interest of the patient, was a recurring theme in

the research. This CMO was not apparent from the data in phase 1. It was developed due the emphasis
in many accounts collected during field work of the importance of bolstering support for those working

in any capacity with those at the EOL.
Context

e If paid carers receive appropriate remuneration

e If both paid and unpaid carers/relatives to are supported, valued, listened to and
offered appropriate training

e If professional staff (clinicians and service managers) are provided with adequate

managerial support such as clarity around roles and boundaries
Mechanism:

e Then carers (both paid and unpaid) and health professionals are recognised within
policy and practice as being a key part of patient experience and in recognition of
the centrality of their role are provided with appropriate levels of support

® As a consequence of being looked after themselves carers (paid and unpaid) are

better placed psychologically to provide patients at the EOL with appropriate care
Outcome:

e Patients will be provided with holistic person-centred care in a familiar environment
surrounded by appropriate levels of support and care.
e Patient experience will improve

e Carer burden will diminish
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Supporting evidence from case studies

Whilst this CMQ@lraws together widely divergent groupsaid carers, relativeand other

professional staffland may therefore be in danger of conflating different isstirese was a strong

link between the support these groups received and the impact this has on patBottshealth
professionals and carefpaid homecarers andelatives)suggested that when they were unsure
about their roles and responsibilities, or they felt badly treated themselves, or indeed when stress
and pressure of their role began to impact on mental health, this in, @iffected the way they were
able to care for patientsThe support referred tdhere relaesto helping the carer to feel valued and
respected (through remuneration arte provision of emotional and psychological suppoather

thanto knowledge based tde and training.

There were many stories told in the research by carers about the huge and often unsustainable

0 dz2NRSY YR LINB&a&adNB Lidzi dzll2y GKSY (K p&dtzrets § KSA NJ
provided by care agencies exacerbated thpewblemsleading, in some casg® poor mental health

of the relative in charge ofor others, it meant their relative was admitted to be cared for in

hospital or care home. A couple of caskelativesstated that because of impenetrable bureaucracy

andt O2yaidlyd asSyasS GKIFIG GKS& ¢gSNByQld 3ISGiAy3a sKI

strategy to shield themselves from frustration and disappoient, was simply not talisengage

CKSe gAfft y20 2FFSNIAG 9KSELWY G2 &2dz ' yR (KSe& R2Yy
goes org and not really supporting you to carry out the role. | found all the promised support comes
G2 y2iKAYy3Id LIQa ¢A0&EBB.N) 2dzadG G2 R2 AdG @2dNBSE T

However, where finances allowed, and where unpaid carers were more in control of the support
provided (particularly through employing private carers themse(gee section 6.1.2.1) or where
their needs were, at least to an extestypported through social and support groups, outcomes
could be improved. A few carers attended, or ran, local support groups which reportedly reduced
their isolation and loneliness. One carer in case study 2 ran a group for Asianiitiedhs
supportedby the LA; though whenfunding for the group ran dry she explained how members had

begged her to continueThere was a strong sense that such groups reduced the sense of isolation:

You meet people who have gone through even waraed | find that comfding ¢ you feel supported
(C.Carer.2)
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| used to go to the carers forurthere are a lot of things they can do fory§i® dz RA Ry Qi ySOSaal
know what was out there for youbut they could help you with lots of thingdike towards the cost
ofaholdayc@ 2dz 3S0 (2 KSI NJ(RCRESINI LIS2 L) SQa aG2NASa

Also important to carers were the perceptions of the levels of care and the thege
communication between themselves, professionals and their sick relative. Here a daughter

commends the compassiate, patient centred, care her mother received:

| think we have been well treatedhey have been caring. The doctors have sat withcleme

R20O0U2NAR S@Sy NBO23IyAaS KSNIy2¢g o0SOlFdzasS aKSQa o6SSy
doctor who sat with her and talked to her in French which mgnmuaderstands to make sure that she

understood her wishes for tHeOL® ¢ KI 6§ Qa o0 SGGSNI F2NJ YS 0SOFdzaS Ad Y
translating (A.Carer.9)

Professionals mentioned how they found it easier when there was clarity aroundrdheirThe

stress of attempting to engage in complexiltidisciplinary work environmentsof having to

surmount significant organisational barriers in order to get small tasks qorften had a negative
impact on their experience of working life. Wheraftfelt supported and enabled to use their
initiative, often working across organisational boundaries or following new pathways, this was seen

to have beneficial outcomes.
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6.2.3 CMO3: Alignmentlinicians are convinced of the value of policy
The corept of policy alignment was not envisaged in the earlier set of CMOs. It was introduced here

as the importance attached by clinicians to believing in the credibility of policy aspirations, emerged

from the data.

Table4l CMO3 Alignment- clinicians are convinced of the value of policy

At the level of health professionals (clinicians and service managers):

Context

e |If health professionals believe that policy aspirations can be supported by available
services and are in the best interests of the patient (both clinically, socially and

psychologically)

e If health professionals are aware of policy, see it as coherent, and know how to promote

its implementation

Mechanism

e Then clinicians will believe in the value of policy and so will actively promote policy goals
and use the national policy guidelines to direct service provision
e Clinicians will work flexibly, often on their own initiative, to bring about positive

outcomes and promote the best interests of the patient

Outcome

s Professionals act to support policy direction
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Evidence from case studies:

Where clinicians saw the value of policy and believed in its coherence with the rest of the system

they followed robust mechanisms to ensure that policy guidance informed all aspects of service

delivery:
Yesnational policy is central to our work. Ceyfai @ G KS Wl YoAGA2yaQ 62N] Aa 4a:
through my veins. We often think about how our services fits with ambitidmsexample, 4

everyone prepared to car€B.NonrClinical.8)

Senior clinicians tended to be involved in policy atieber of levels:

We input into national policy and thinkirggparticularly through London wide meetings. We have both

a hospital and borough wide strategy feOL@nd we try to structure our meetings around key

strategy documents. For example, &®LGorum is structured around the key planks of the

FYOAGA2Y Qa TFNI YSE2N] © ¢th&DalengeNsSo turn thd SdpibatioRlsto LIF dzf 3 dzA
details and targets having to deal with resource, staffing and funding constraints. So,

implementatbn is the hard part but we have to be influenced by the national agef@Clinician.5)

Whilst theEOLGorum meetings were led by commissioners within the CCG, clinicians and service
managers were actively involved in contributing ideas and implemgrgirategy. In case study C

the EOLGorum had identified a gap in their overnight PC provision and had subsequently

successfully applied for funding of an innovative overnight service, securing funding from Social

Finance. At the time of field work theiwice was up and running with early datighlighting

LINPYAAAY I NBadzZ 64 6KAOK gSNBE alAR (2 0S WSYSNHAS
successful the ambition is that through investing more in community services, the outcome will be

reducal pressure on acute settings and significant financial savings which can be returned to the

system.
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6.2.4 CMO4: Measuresaming and Shaming

Table42 CMO4 Measures- naming andshaming

Context

Mechanism

Outcome

Measures — Naming and Shaming

At the level of commissioners, service managers and clinicians

If data are meaningfully recorded, collected and made publicly available so that
stakeholders are aware of local variation

If data is collected at all system levels relating to demographics, condition
suffered, pathways experienced as well as at micro level relating to experience of
care

If data is collected from patients, clinicians and carers (paid and unpaid)

If data can be shared seamlessly across organisations and settings

Then policy will provide guidance, levers and incentives to begin to level
unacceptable disparities in EOLC services across local areas

Then clinicians and managers will feel a moral and professional duty to improve
standards to avoid reputational damage

Then the needs and preferences of patients and carers will be more robustly

incorporated into service design

Standards will be raised in relation to meeting local targets for KPIs such as
reducing number of emergency admissions in the last three months of life and

increasing numbers dying in their usual place of residence

Supporting evidence from cassudy:

Challenges around identifying appropriate KPIs and collecting valid data (both reflecting clinical

outcomes and patient experienghave been discussed in chapténs andsix A strong theme

running through the case studies related to issues adbwansferability of data both within and

acrosdifferent organisations and settings particular he need for interoperability in IT systems

was highlightedData now lodged on the ROLON (Public Health Ehgnd 2017websiteis becoming
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an important tool used routinely in the collection of local information. There was awareness that this
data compared local performance to national comparators and a number d& @ginitiatives
encountered in the case wtlies were motivated by the knowledge that local performance in a

particular outcome measure needed to be improved.

We recognise that numbers dying in {CS2} in hospitadt@rgarativelyhigh acros¢.ondonc we are
working to address thiéB.Clinician.3)

Data collection is alsonportant in relation to service design atigere was recognition that the
voice and experiences of patierdad carershouldbe a central part of all planninthere arestrong
links therefore betweerthis CMO4(measuring) and CMQEelating to theimportance of supporting
commissioners and providing them with the necessary tooldeatify local needsOn-going efforts
were sharedboth local and system level) improveways of collecting information about the

experiencesand prioritiesof both patients and carers.
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6.2.5 CMOS5: Supporting commissioners to implement good practice
The value of offering more routine support toramissioners emerged as the field work progressed,

it became increasingly evident how variable the commissioning process is.

Table43 CMOS5 Supporting commissioners to implement good practice

Supporting commissioners to implement good practice

At the level of commissioners:

Context

e |f commissioners are supported in enacting policy and provided with necessary resource and
training relating to: know-how in relation to needs assessment; guidance on minimum

standards; access to good quality data; staff capacity and finance

Mechanism

e Then policy can provide an effective framework to guide equitable local and national
commissioning services
&  The commissioner believes that using policy benefits outcomes and as a result will be motivated

to use policy to inform decisions around commissioning evidence based local services

Qutcome

e  Higher quality, more consistent and standardised EOLC is made available to all regardless of

geography, ethnicity, religion or clinical condition.

Supporting evidence from casgudies:

For those commissioners interviewed in the case studies, who were: confident in finding their way
round the system; familiar with the policy environment and had skills and experience both in
assessing need and reviewing the evidence base, theseewidence of progress in setting clear
policy driven agendas. Those responsible for commissid&@igvithin the CCG, across all three
casestudy sites, were instrumental in organising and chairing raiggiplinaryeOLGorums. As part

of the fieldvork | observedive EOLGorums and in each case saw how the framework was guided

by the Ambitions Framework (NPELCP 2015). In case study C, following a mapping exercise looking at
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current provision against theixambition statements, the lead commissiordnew up a framework
for action, against which progress was robustly monitored. Tébkhows the ambitions listed
alongside examples of the type of intervention/project the CCG was putting in place to help achieve

the targets set by policy:

Table44 Types of intervention measured bgasestudy C to monitor targets set in
Ambitions for Palliative andEOLGNPELCP 2015)

Individualised care

* training in difficult conversations and information governance for care home staff from
members of palliative care team

* Early identification of problems through health checks at 55

* GP masterclasses for primary care MDTs e.g. training users in Coordinate My Care (CMC)
registers

* Discussion of use of ‘Respect’ forms

Fair access

* Reviewing numbers accessing continuing care beds
*  Working to re-establish palliative care beds at local hospital where ward has been closed

Maximise comfort

* Review reports from CQC and patient feedback in care homes, hospitals, hospices

Coordinate care

* Exploring options to avoid holding up discharge for example specific efforts are being
made to talk to the prescribing team about discharge delays

*  Work to configure different IT systems (EMIS and CMC) including discussion around
streamlining these with ReSPECT (Recommended Summary Plan for Emergency Care and
Treatment) DNAR

* SPA PONS (Single Point of Access Palliative Overnight Service) to fill gaps in OOH services

* Exploring ways to fast track access to local hospice

* Improve CHC fast track process

* Looking at ways to speed up discharge due to delays in accessing necessary medications

*  Working with local pharmacies to ensure that necessary anticipatory drugs are routinely
stocked

* Review bereavement support

Staff are prepared to care

* For example, staff are embarking on ‘carer assessments’ - reviewing how caring impacts
on physical, mental and emotional needs,

Community involvement

* Planned partnerships with civic groups e.g. the Old People’s Forum
* Identify Age UK Resources
* Interact with Care Connection Teams to coordinate initiation of EOL conversations
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6.2.6 CMOG6System level structures and incentives support andble the application of

policy

Table45 System level structures and incentives support policy application

Context:

Outcomes:

At the system level:

That system level structures and incentives support and enable the application of policy

If there is adequate resource (financial and human) in the system

If different parts of the system work together to enable sharing and consistency of
data

If progress towards EOL targets can be measured, collected and recorded using
appropriate measures

If local data is published and compared to national benchmarks and comparative local
areas

If there are adequate incentives and levers in place to encourage those implementing
EOL services to follow policy

If policy direction aligns with patient preferences as well as potential cost savings

Mechanism:

EOLC policy exists in a tangible form that can be identified, operationalised and
understood by all key stakeholders (commissioners, professional health care staff,

patients and carers)

Then staff at all levels are both motivated to implement policy and can access suitable
tools (guidance on minimum standards, levers and incentives) to enable a more

standardised application of policy

Higher quality, more consistent and standardised EOL care available to all regardless of

geography, ethnicity, religion or clinical condition.
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As discussed in section 6.1.6.2, where the necessary contdéatwatswere in place, examples were
observed of organisations and individuals coming together to use resources and know how, to
effectively implement aspects &OL@olicy. The Accountableag Partnership in CS3 was one such
example, as were a number of integrated partnerships across health and social care in CS1. In CS2
the introduction of champions fdEOL(funded by the LA and CCG) into a number of different
settings including local trs, were an interesting example of intesectoral workingwhere the

champion is tasked with networking and building relationships sitlikeholdersOne of ther roles

in this area of high ethnic diversity wasreview how the needs of the ethnic commtinwere

being met.
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6.2.7CMO7: Redressing the imbalance between 'task orientated clinically focused care'

versus 'relational empathetic care'

Table46 Redressing the imbalance between 'task orientated clinically focused care'
versus 'relational empathetic care'

Redressing the imbalance between 'task orientated clinically focused care' versus 'relational
empathetic care'.

At the societal level:

Context:

* |f the system recognises that both clinical care and relational care are intrinsic

determining factors in overall patient experience

Mechanism:

* Government policy in general and EOLC policy in particular includes specific strategies
relating to more routine/robust integration of health and social care sectors and
commensurate levels of support and remuneration for the social care sector

* Then stakeholders at all levels embrace the narrative espousing social care and health

care should be more equitable partners in public service provision

Outcome:

* The reported chasm between the values assigned to clinical and transactional care on
the one hand and relational/empathetic care on the other will be addressed. The status
of social care will rise and workers in this field will be better supported and remunerated
meaning that the aspirations of EOL policy are more likely to be met

* The preference of some patients, privileging quality of life over length of life, will be

better supported.
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Supporting evidence from case study:

The ase studies founthat where efforts were made to challenge some of the historical social
normswhich have tended to privilege the value of clinical care over that of relational ttése,
appeared to be welcomed by patient8rojects which recognised the importanceagen
communication; integrated social networks and of being treated wotmpassion and kindness

were applauded Examples of innovative projects that stood out in the case studies included:

1 A multi-disciplinary integrated network coordination servicie casestudy A,whichworked
flexibly with both mental health, physical H#aand social care to help ensure that the most
vulnerable members of the population were provided with the best quality cafs(it
Despite working with patients, often with behavioural and learning issues, for whom normal
pathways have failed, a numbef stories, demonstrating success were cited (see taBje 3

1 Death cafespublic education initiatives to normalise conversations about death and dying

have been well received

i A public education programmén case study A provides unique training courses to
communities and the workforce to help lift the taboo around death, dying and bereavement
and to raise awareness of the importanceEL Qlanning.

1 The New Public Healtmovement (Awofeso 2004yvaswelcomed by a number of
respondents, referring particularly to the emphasis plaocedhe relationship between
health andsociceconomic variabled YA G A+ G A @dSa &adzOK Fa WO2YLI aaA
beginning to make apple and the outcome of the evaluation currently being conducted by
Nesta(2019)is awaited withinterest. The following account from one of the compassionate

neighbours who is part of this scheme conveys how supportive a visit can be:

| visit her every Sunday. She does have fapdilpzi (KSe @GBSy 2GKE20F YAt & |
(KSNB 3 KSBeHoWwNXKLA ZHA G2 GNB (2 LINPOARS a20Al ¢ dzLJ

Q¢

being able to make a cup of tea for somegBeCarer.4)

And here a palliative care consultant involved in the compassionate communities movement

explains how ideally policy shlgl work in tandem with other types of peer led initiatives.

Whilst policy is important to set a supportive environmetiie influence on individual

behaviour may not be as important as peer networks. You still need policies to support this
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sort of programme;, but both need to go hand in hand. Local action deteasiday to day

decision making but higher policies set boundaries and framewBrkiinician.8)

6.3Chapter mmary

In summary, this chapter has identified multiple, interconnected contextual layers that impact on

the implementation oEOL@olicy. Each of theseontextual factors, irREterminology, may work
023SGKSNI 2N AYRSLISYRSY (if eOKIR dwyTreNEY® GFNTy R dzNJ& &I |
I O G Ageyseraend part of the chapter presentsevenrefined CMOs operating at the levels of:

patient; carer; professionals; the system and soci&he next chapter considers the rough

programme theory conjectured dhe start of the thesis and in the light of findings presented here

develops a revised programme theory before moving on to usiitgrange theories (MRT#) assist

with broader conceptualisation of findings.
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Chapter 7: Discussion of findings

7.10verview

This chapter looks at the findings of the thesis in relation to new knowledge, considerirgpéow
studymay contribute toa better understanding of the application of EOL policy. In keeping with

realist methodology findings are discussed intBeye i SEG 2 F (G KS WNR dzZZKQ LINE 3 N
developed irchapterfour and interrogated alongsidarevised programme theoryrhe case studies,

which introduced the views of a wide range of stakeholders, have provided insight into the extent of
systems complexitand the emerging picture imore nuanced than originally anticipate@he

revised programme theory provides a fuller picture of how pdkapterpreted by the various
stakeholdershow this impacts ortheir ability to implement policyand in what circinstancest is

most likely to be effectiveA broader search for theories to help elucidate understanding and

illuminate the significance of the findings for policy and praati@y now offer further insightThe

LIN2E OS&da 2F RNBdIH éekeiod. &8 B ¥edearch findings, which are

represented inCMOst ST Ra (12 (KS ON& WS daNAS2INE2 6 aWMAOR | Y R
how findings may be used to inform practice. This chapter introduces three emerging MRTs which

may clarify thinking around the application of EOlwlicy. Theories are used to provide a new

conceptual map which will enhance our understanding of how the mechanisms developed in the

CMOs are triggered.

It concludes with &et of recommendations detailingpw pdicy may be used to address some of

the key themes arising from the case studies, including the fragmentation of health and social care

and rising inequities in local provision.

7.2Developingorogrammetheory

The initial rough programme theory (RRifliculatedin this study was necessarily unstructured
making the assumption that EOL national policy helped produce the intended outcomes (identified
as consistent and good quality EOL care) without referentieet@ausal mechanisms behind the
theory. The supposition being that the policy framework acts as a trigger to bring about a series of
responses to put in place standardised services and monitor these against a set of aspirational
statements. | suggest thatrogramme theory for the National Policy relating to EOLC fits the

typography that Greenhalgh et al (2009) describe as highly complex, large scale and/or messy.
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National EOLC policy is not wadifined and commentators have pointed towards the myriad of
guidance documents in circulation, some of unclear status and prover(@wgre for Health and
Social Care Research 2016)

The scoping study and case studies have revealed a clearer view of the causal processes at play at
different levels of the social structure; micro, meso and macro system levels. To help arrive at a
revised programme theory theevenCMOs identified ithapter sixare represented irfigure 17,

depicted in relation to their position at the broad system level.

Figurel7 Thesevenproposed CMO configurations associated with enactingdEOL
policy

7. Redressing the balance
between health and social care

6.System level structures and incentives
support and enable application of policy

5. Supporting commissioners to
implement good practice

4. Measures: naming and
shaming

1.Enabling:
Responding
to patient's
wishes

Key:Blue¢ Micro, Red¢ meso,Green- Macro
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Whilst the differentiation between levels is not exact, ahd different factorsmay beintertwined,

recent evaluations of complex systems suggest that greater attestionld be paido the

interactions between different coirigent and contextual level[§&reenhalgh and Papoutsi 2018

Robert and Fulop 2014Both institutional and environmental factors, together with human agency
are seen to influence outcoes. Each level of the system influences and interacts with the other;
micro-level encounters between patients, carers and health professionals, affect and interact with
both meso and macro structures. Westhorp (2012, 2013) provides the analogy of clinpbamgl

down ladders, where the rungs represent each level of the social structure within which a variety of
mechanisms may be at play. Micro relates to individual factors, meso relate to interpersonal and

macro to institutional, infrastructural and cultura

EOLC policy per se does not work to bring about intended beneficial outcomes unless specific

conditions are met rather it acts in a way that Porter (2015) (see sectidn5.3) would refer to as

I WNBaz2dz2NDOS YSOKIYyAAaYQd toRshike el SHeBxted @ SyichtheK Sy (G K S 3
enactment of policy achieves intended goals depends on the extent to which actors, at different

levels, act to trigger the mechanisms involved. These dynamic contextual and mechanistic factors

are considered in theewised programme theory elucidatéxtlow (table 47).
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Table47 Revised programme theorfor the enactment of EOLC policy

Revised Programme Theory
If the following contextual factors are in place:
At the macro level:

s If the system recognises that both clinical care and relational care are intrinsic determining factors in
overall patient experience and provides joined up infrastructural support to enable effective
commissioning and provision of effective services

* If minimum standards can be set and levers identified to reduce current inequities in access to

services
At the meso level:

s |f professionals (commissioners and clinicians) are provided with the necessary training and support
and have access to the right forms of data on which to base decision making and if priorities held by

the professionals align with those held by patients and carers
At micro level:

s [f the voices of patients are listened to and the system is able to provide choices which fit with
patient preferences

» If carers and staff are supported so that they feel valued

# [f EOL policy is coherent and health professionals’ pricrities and beliefs fit with the preferences of

patients and their relatives

Then:

» Professionals can engage with policy and witness the value conveyed to patients, through following
prescribed policy

o  Stakeholders at different levels will act together, reflexively monitoring the impact of their work
through observation and feedback from patients

» Patients are more likely to have their wishes at the EOL recognised and fulfilled.

Realist theory encourages the researcher at this point to engage in the proaegsodiiction,
where the identification of MRTs can provide greater insight into the programme under sciTitiay.

aim of retroduction is to explore the:

Hidden causal forces that lie behind identified patterns or changes in those pditéong et al.
2016)
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The use of different theoretical lenses mfayther developour understanding, enablingjfferent

ways ofconceptualising the empirical worl&igurel8 considers how MRTs support the
conceptualisation and exphation of outcomes. Ultimately MRTs assist in providing possible
explanationsasto why interventions are effective thus providing insight into how efficacy can be
improved. The value of realist evaluation is to help reveal why the winners win and the losers lose
(Pawson 2017)

Figurel8 How MRTSs help support conceptualisation and explanation of outcomes

Inform programme theories

Programme Theories Middle-Range Theories

Support Conceptualization &
Explanation of outcomes

\\_\

X \7\"“*\_5
(Context) + (Resources--> Reactions) — (Outcome)

Taken from Jagosh (2019)

Identification of MRTs in this thesis was guided by Shearn (2017) and Wong (20Fppbsea

three staged process:

i) Defining the concept
Definition of concept in the current thesis is complicated by a lack of clarity both about the nature of
EOLC policy and about the intended outcomes. If, as was surmised in ohagtére aim of EQL
policy is to improve the quality and consistency of ECin immediate challenge is presented by a
theme recurrently touched on in this thesis; what does good quik-@nean and hows it
measured? Data reveals how quality is defined in many ways and varies depending on a wide range

of social, cultural, eamomic and psychological variables.

i) Developing the proposition
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The scoping study revealed that programme theories around EOLC policy were neither well defined
nor well established, indeed no pexisting theories were located in literatuneecessitating that

the initial RPT arrivedt was developed uniquely for this thesis. The dearth of related studies meant
that there was little guidance pointing towards MRTs previously used to promote conceptual

understandingn this area.

The RPT propes in chapterfour hypothesised that EOLC policy worked to bring about outcomes by
setting a standard and framework against which services could be guided and monitored. In the light
of the more nuanced picture detailed in the 7 CMOs presented in chaptea new search was
conducted, seeking to identify theories which would improve the explanatory power, heightening

our understanding of how policy may help achieve better outcomes for those at EOL. A search for
appropriate MRTs was conducted through anttaf previous realist studies, together with a search

of EOL and more generic literature on medical sociology. Drawing on the thinking of &safh

the three explicatory theories, suggested here, were selected on the basis that they:

9 are applicable across each level of the social system, with the ability to explain
phenomena at micro, meso and macro leyels

9 focus on theory and concepts relevant teethtakeholders and subject matter of the
current thesis

9 offer clarity and simplicity which will support theory generation

1 offer insights to help understand in what situations and with whom&gallicy is most

likely to produce the intended outcomes.

Thethree theories identified here (normalisation process theory, social capitaCaadizO | 1@48)1 Q& 6
02y OSLIi 2F WYSRAOFfAAlI GA2YyQ0S I NB y2G GKS 2yfe 2
basis that they provide insights, across system letelsome of the key causal processes

highlighted in the CMOs.

1 Normalisation Process Theof{NPT)
NPT was felt to have particular explanatory power, in that it focuses on the way new

interventions and programmes become embedded.

1 Foucault and the medicajaze
The wayprofessionals, patients and carers/relatives respond to the options presented by EOL is

influenced by a range of social, cultural, religious and economic factors. One particularly
236



powerful and dominant narrative intertwined in this contextuaix is thatwhich presentsa
G2NI R OASSs 6KSNB YSRAOAYS Aa 2F0Sy LINARGAf SISR
(Foucault and Faubion 1994; Foucault 19¢8hking about powe permeates systems and

individuals at all levels.

1 Social Capital
The third MRT focuses on notions of social capital and draws on thinkikegvafchi and
Berkman(2000 andPutnam(2000, and echoes the predominant patient view that priorities for
them at EOL often revolved around their location within a social network and the desire to feel
connected relationally as death drew clos®ocial capital is a concept often thought to inhere at
the level of community (macrpdhough scholars talk of individual social capital, as being
something located at the meso level that impacts on psychologicalb&#iy and behavioural

mechanisms.

i) Connecting propositions to develop theories
Thefinal challenge is to use the identified MRTs to build connections between the different parts of
0KS GKS2NER 6KAOK gAff o0dAfR NRARI2dzNI Ay GKS Y2RSft
reliably achieved (why does it work?), the circumstartbes lead to intended outcomes (i.e. in what
OANDdzyaidl yo0Sa R2Sa Al 62Nl KLOX FYR WgK2Q R2Sa Al
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Figurel9 How mid-range theories (MRTghay support conceptualisation of theory

Three proposed mid range theories to help conceptualise the enactment of end of life care policy

1.
Normalisation
Process Theory

”\
Coherence Cognitive How is EOLC

>

Various different Participation - enacted? .

conceptions of Buy In system Refl_?xwe
EOLC policy complexity monitoring

ow does power invested in

medical model of care influence (B e

Randomised

[T Controlled

Trials

Extent to which cohesion o

groups/individuals can fulfill

relational needs at EOL
2.
3. Medical
Social Capital Lens

(Foucault)

7.3 In what ways do identified MRTs pdavexplicatory power to the enactment of

EOL policy?

7.3.1 Normalisation Process Theory

Normalisation Process Theory (NPT) provides a conceptual framework which sheds light on how new
ideas are routinely embedded and operationalised, or not, into waylkiractice. Some of the

processes at play may shed light on how service managers and health professionals begin to
operationalise EQLpolicy. According to NPT there are four core constructs, representadhlie 43

relating to the actions, views and uacstanding of participants and their relationship to the

intervention:
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Table48 How do NPTconstructsrelate to implementation of EOLC poli@y

Core Constructs of NPT in relation to EOLC policy

i) Coherence — How do participants understand and make sense of EOL policy? Is
there coherence between the different perspectives?

i) Cognitive Participation — how participants buy into EOL policy

iii) Collective Action — how participants enact EOL policy

iv) Reflexive Monitoring — how participants appraise its effects

Adapted from (May et al. 2020)

NPT helps elucidate homational policy relating to EOLC can be of value and effectively
implemented in contextlependent ways. As a theoretical model it articulates how and why a
programme works and is therefore a valuable tool in planning and evaluating the implementation of
policy and practice. NPT is made up of the four generative mechanisms outlifiabl@#8 that

work to embed policy within its social context. All four constructs work together dynamically, each

part is contingent upon and interacts with the others.

Applying NPT to the implementation of EOLC policy begins with clarification of who the key actors
are. In this PhD stakeholder groups were divided into:

1 Policy makersg interviewed in the scoping study
1 Service commissioners and managers
9 Clinicians
1 Relativescarers
1 Patients
Whilst policy implementation is largely the job of clinicians, service managers and commissioners the
findings show the interconnections at each level and how the preferences and priorities of patients
and relatives were influential in aping the degree of motivation professionals showed towards
enacting policy. The four components of NCP are reviewed in the following section, in relation to the

findings of the thesis.

7.3.1.1Coherence
Finch et a(2015)propose that coherence relies on the building of a shared understanding of the

aims, objectives and anticipated benefits of the intervention. Results considedtptersixshow
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that whilst professionals agreed that policy is useful in that it provides a framework against which to
set goals and standards, the considerable array of policy directives and aspirational statements
mean that having a broadly sharedderstanding of what policy sets out to achieve or what success
will look like remains tenuous. Moreover, the different stakeholders represented in the study have

different insights into and interactions with policy.

For patients and relatives there wiéittle spontaneous articulation in the case studies of policy, or
how EOCpolicy may impact on access to care. Indeed given that neither patients or relatives
implement EOCpolicy, they have little opportunity to be familiar with the aims or objectieé the
policy¢ yet for policy to be effective there needs to be a shared understanding and agreement
between professionals and patient/relatives as to what these priorities are. If patients are asking for
one thing and clinicians are advocating anothbere is a lack of coherence in the system. An
example of this is withessed in instances when patients struggle to access good quality relational

care atEOL. whilst access to clinical care continues to be prioritised.

The case studies revealed the galexity inherent in determining priorities and how these are

subject to considerable variation depending on a wide range of factors including individual
circumstance, family support, religi@mdeconomic status. The huge challenge for national policy in
reflecting the nuanced stance that each patient adopts was recognised. Despite this, where
professionals withessed positive outcomes as a result of processes to enact policy being set in place
effectively, then this motivatethem to formally engage idlecsions and actions which reinforced

policy. One such example was found in instances where: if professionals worked together to respond
to the choices that patients articulated in an ACP, and if this resulted in increased patient
satisfaction, then, going favard, professionals had more confidence to create ACPs (even for those
patients who were initially reluctant to engage) and as a result enabled more patients to achieve EOL

wishes. Byng et al (2005) refer to this as a positive feedback loop.
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Example of positive feedback loop

Professionals have confidence and
training to enable ACPs to be complete

Patients
reluctant to
complete ACPs

Patients engage in completing ACPs
feel listened to and are more likely to
havetheir wishesfulfilled ¢ this is
witnessed by professionals

Context

Mechanism leads to and reinforces
this positive feedback loop

Conversely, where professionals worked to achieve a particular goal articulated in EOLC policy, for

SEIFI YLX ST Syl oftAay3a Y2NB LI GASyda G2 RAS i Kz2YS:
the community to provide adequate levels of care and sarpghis resulted in professionals

becoming disenchanted with policy, in this case creating a negative feedback loop (Byng et al 2005).

The findingrom this studythat budgetaryand resourceconstraintsmeant thathome deaths could

not always bdacilitated, ¢ I & & dzLJLI2 NISR o6& |1l aKSyQa NBGASs 2F K-
et al 2020)

Example of negative feedback loop

Professionals witness lack of resource in tt
community and become disenchanted witr
policyand are less likely to adhere to it

Professionals feel
pressured to enact EOL
policy and discharge

LI GASyGaQ

Context Patients discharged to the community are

not provided with required levels of care an

support in the community.

Mechanism leads to and reinforces g
unplanned negative outcome
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Findings suggest that coherence is likely to be improved by jomti-professional working and

whilst all case study sites had mgtiofessional EOL steering groups, the regularity with which they

met varied, depending on the priority assigned to this area of work. In areas where they met

regularly and had a clegrlaid out process for monitoring EOL activities against policy goals (such as

in casestudy A), a greater degree of both individual and shared understanding of what EOL policy

was striving for was apparent. This process, a familiar part of NPT, ddpiageshared

dzy RSNAR Gl YRAY3IZ A& RSEAONROGSR 0 dsarOthey @&mpl8df howwf 6 H 1 M

an initiative may contribute to a positive feedback loop.

7.3.1.2Cognitive participation

Cognitive participation refers to theelational work that people contribute to building a community

of practice wio together may implement a complex intervention (Finch et al 2015). ICpGIcy is

to be widely implemented theres a requirement foplayers in the systeno recognise thati Q& G K S A NJ
responsibility to take the work forwardadieed h allthree case study sitethere were

commissioners and cliniciamgo took ownership othis role. There were many examples too

where professionals worked flexibly, often beyond their roleenit, to ensure that policy

aspirationswvere met particularly in relation tdulfilling patient choice. In such instances examples

of good practice were frequently cited.

A barrier to cognitive participation was evident when professionals were uncfeébe role or

f 01 SR Wit Saikudusiandesit@ NHS drganisational structures, particularly thigh
establishment of STReghich wasongoingat the time of the studywere highlighted as a clear
impediment to progress, creating an ongoing staf uncertainty and role confusio@larity of role

therefore, is another examplef a context whichresuls in negative or positive feedback loops.

7.3.1.3Collectiveaction ¢ how is policy enacted?

This construct refers to the work involved in implertiag the intervention and the challenges
encounteredonroute. There are a number of aspects to this construct of relevance here. Collective

action refers to the ease with which practitioners operationalise the intervergitor example in
thecaseofen O Ay 3 9h[/ LRfAOE | ydzYoSNI 2F GSyairzya Sy

particularly evident at macro and meso levels.
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System Complexity and contextual integration (macro level)

The results presented in chaptsixreveal a picture of a system bound in high levels of complexity

where a broad range of contextual factors (see 6.2.6) need to be in place in order to trigger the
mechanisms enablingOL@olicy to be followed and enacte@omplexity, it is said, does nig

solely in the intervention itself but is inextricably linked to its dependence on the wider system.

Complex interventions do not neatly divide into discrete sets of actions with predictable, stable and
fAYySEN 02y aSljdzSyoSas WhdedidaSlélhnd foBngar dssodRidn®dS S Y S NA &
0SG6SSy 0O2YLRYSyNoare 200R 2 dzi 02YSaQ

EOL®olicy is not located within a vacuum but interacts both with (and on) a huge range of

individuals and organisations vefi operate within a multiayered system. Recognising the interplay

of agency and structure and the impact of these on the way policy is enacted is chall€nggnof

the issues, revealed by the wide range of professionals working in the area qfviE3Li@t whilst

GKSe Lizi LI GASyiQa ¢AaKSa G GKS F2NBTNRBYGI Yl yE
delivery was dependent, did not lexclusivelyin their control. Whilst examples were given of

innovative ways of making local improvements,npaf the particular challenges mentioned,

relating to: national staffing shortages; workforce pressures and the interface between health and

social care, were considered to peoblems residing at aationalrather than local level

Pawson (2006) proposehat there are four key contextual layers that pervade most systems:

i) The individual capabilities and characteristics of key actors (in this case the four levels of
stakeholder interviewed)

ii) Interpersonal relationships (In this broadly based piece cdaissh there are many
different manifestations of theseli KS Y I Ay [®iywSe gatieatSand 3
clinicians, patients and relatives, patients and carers, carers and relatives, clinicians and
commissioners)

iiiy The organisational setting (e.g. organisatiboaltures, senior leadership support,
characteristics of people using the system, resource allocation, local prigrities)

iv) The infrastructural setting (e.g. prevailing NHS cultures and staff experiences at work).

Each of these layers were identified iretthesis and are represented in figuré, section7.2.
Greenhalgh and Papout@018a)highlight how these multiple layers of contextual complexity can
cause confusion:
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Complex systems have fuimundaries; their interacting agents operate on the basis of internal rules
that cannot always be predicted; and they adapt, interact angwolve with other systems
(Greenhalgh and Papoutsi 2018 p.2)

One of the outcomes of working within sucbmplex systems is that tensions and paradoxes will
inevitably arise and that linear causality between inputs and outcomes is hard to identify. Research
enquiries located in complex systems must be able to tolerate uncertainty and remain committed to
YWSASJ Ay RA & IGERMBaB VB HRagodi2088). The complexity of systems has meant
that cumbersome structural arrangements can obstruct and obfuscate the primary purpose of the
health serviceto work in the best interestof the patienQ & K Sd-wiellbéing I Y

Anotherconsequence ofvorking with complex systenis K I i R 2 S & y Orivad dasdd patic f £ & A
is the tension that inevitably arises betweetorking towardsbroadsocietalbenefit on the one hand

and catering for the nuances of individuded on the othe Commentators looking at other health

policy areas addressing interventionsrking in highly complex systems (such as stroke pdieye

highlighted the challenges of having to adhere to one rigid, universal policy wftgchiacks he

Tt SEAOATfAGE (2 WOI LI dzNB  ((KBahatBow adtl Wilson 2689, 28 A Y RA O A

¢tKS 02y OSLIi ARSYGAFTASR AY bt¢ 2F WwO2yGSEGdZ f Ay
resources are allocatelly following defined protocols, policies and procedures (Finch et al 2015).

The ability to allocate resource depends not only on acawvallability but also on how commodities

are shared across different parts of the system and the ease of access that one part of the system

has with another, enabling greater connection and flexibility. This is nowhere more noticeable than

in the allocatbn of resource across health and social care. In instances where models had been
developedthat enable the sharing of resource across different parts of the system, as in the

accountable care system in case study C, the reported outcome was more figxilbi#rer shared

goals and greater transparency.

The case studies highligtitat when the required contextual factors are in plaitevas possible to
achieve effectivavorking practses characterised lpartnership. The best examplestbfs look
beyondthe dislocation of systems, focussing less on organisational barriers and instead
reconceptualise how services can be positioned around the pafRegponding to @tient need

drives professionals to overcome organisational constraingdf @ere enabledeither formally or
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informally) to work collaboratively often on their own initiative. In addition to pooled budgets
appropriate governance arrangements needed to be in place both to enable effective
communication, to share data and to ensure that theidegtrmaking process did not become too

cumbersome. Effective partnership working was enabled when:

9 Staff had the confidence to assert their own initiative and to be flexible in relation to job
role.

1 Different players across the system understood andensware of the reliance of one
part of the system on another.

9 Additional support was provided to bring about more consistent commissioning. In
London, for example, the work of the p&wndon clinical network was identified as
playing a role in facilitatin joint work, encouraging sharing of tools and raising of
minimum standards. Whilst the establishment of STPs will encourage more collaborative
working and may contribute to larger scale shared systems, there may befarale
more formal national conthution to help disseminate good practice, reduce replication

and mandate national guidelines for minimum standards.

Is the policy workableTmeso level)

The guestion of workability is relevant both to commissioners and health professionals.

For commissioers, the ability to successfully fulfil the required role depends largely on whether

they have the skills, access to data and necessary supp@mablethe commissioing ofnecessary
services. For health professionals, who have to build accountaliiigye appears to be a greater

onus on relationships with patients and the necessity to maintain confidence in the way EOLC policy
is enacted. Various examples from the case studies demonstrate the conflict that professionals feel if
they lose confidence ithe efficacy of theadvice or support thegre offering. Frustration was voiced
F2NJ SEFYLX S 6KSy (KS &aeadsSy 6l a a2 FTNI3IYSyidSR
oversight of the whole patient pathway, or where resources were so thin on the grimatdhe

offering being made was considered unrealistic and impossible to achieve.

Relational integrations used in NPT to refer to the work people do to ensure the system operates
efficiently to produce intended outcomesone example from EOLC maythe electronic palliative
care systems (EPaCS) that operate to ensure information abo@wEEes is shared seamlessly
across organisations. Case studies found that where systems work together and achieve

interoperability, then patient information can be effectively shared, however many instances were
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revealed where the system is clunky, withrmerous barriers presented across geographical area,
organisation and professional group. If professionals lack confidence that the information they
gather from the patient, pertaining to their wishes at EOL, will not follow the patient along their

journey, then this creates further disincentives to creating ACPs.

l'Yy20KSNJ FalLlSOoG 2F GKS FoAfAGe G2 Syl Olwhich LINE 3 NI Y
refers to the importance that the right people are assigned the right jobs. In something as complex

as the implementation of EOLC, being clear about which professionals are assigned to which tasks
andensuringthey have the right skill set to achievhese taskgs particularly challenging. EOL

commissioners were seen to be a group with significant variation in skills, competence and gupport

impacting on their ability to manoeuvre their way effectively through the system.

Both commissioners andimicians suggested that whilst policy was strong on aspiration, it was not
always backed by adequate technical guidance and there was an assumption that the skill levels of
those involved (particularly commissionersasmot alwaysadequate Results fronthe Lancaster

study (2017), exploring the reasons for inequities in local EOL services, show that standardised
information is not being used to commission services and there is confusion around responsibility for

service provision.

The commissioning fution for local health services was, at the time of fieldwork in 2019, at a point
of considerable transition and flux as C@@se beingdisbandedand beconmg subsumed within
STPsData collected highlighthe important role that individual commissioneptay in determining

how services are planned and prioritised and how this is impacted by the knowledge commissioners
bring to the job, and their ability and motivation to consult with related professionals (particularly
clinicians). Whilst guidance for EGdmmissioning exists it was clear from the research that not only
were a wide range of different tools and data systems usbdt also that commissioners come to

post with varying levels of skills and experience. It is anticipated that STPs will camratdarger

scale involving fewer, more highly qualified commissioners.

7.3.1.4Reflexivemonitoring

In order to assess the impact of the work being done to enacCp0Olicyit is necessary to have

ways to appraise and monitor progress. Finchetalf201 NBFSNJ (12 waeadSYAT | GA2
determining the value of a particular practicenethods for achieving this range from Randomised

Control Trial§RCTsjo informal collection of anecdotal data. Respondents in this study agreed in the
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value of daa collection and monitoring and highlighted some of the challenges relating to

identifying appropriate KPIs, collecting data and putting it to good use. A particular issue identified

was concern over the value attributed to quality of life, and expeenc2 ¥ O NBX @OSNE dza W
clinical measures which may be easier to collect. Appraising the value of interventions is carried out
continuously, both consciously and unconsciously and leads to adaptations and modifications.

Recognition, for example, of tHack of integration of the system and the consequent fragmentation

of the patient pathway at the EOL, has led to attempts to introduce a number of more integrated

models of care.

An ongoing challenge is the difficulty of equating like with like andiagriat effective ways of
measuring complex community based interventighnary et al. 2019)The veracity and

robustness of data is often called into questi®@allnow (2018)for examplehighlights the

anomdous outcomes of evaluations looking at the value of schemes to reduce social isolation. She
muses on the disparity between the findings of Charlesworth £@08)on the one hand, who
undertook an RCDf a befriending intervention and concluded that befriending is not effective in
improving wellbeing. And on the other, in stark contrast, a rraatalysis of social isolation carried

out by HoltLunstad et a{ 2010a) which suggests that access to a social network results in a 50%
mortality improvement. It is difficult, Sallnow (2018) concludes, to reconcile these two positions.
Whilst the studies are asking different questions, of different populatibot) are trying to

understand the impact of social support and networks on isolated and vulnerable populdtioks.
Oy 6S RNIgyYy KSNBE 6 A K2 C2NIDI dd 1yOBA RRKNERRNASYE RES W
suggestion that positivist versionstbie truth, such as those drawn from RCdre favoured over

gualitative data vinere more subjective, experiential data is privileged.

It is notable that there have been few attempts to measure the value of EOLC @péclyaps
reflecting some of the chahges identified in this thesis of both defining what policy is and the

complexity of evaluating its impact.

In summary NPIE purported to addyreater explanatory power to the research findings: that where
EOICpolicy is believed to be coherent, and peeionals are able to engage and appreciate the
value conveyed to patientthen prescribed policyvill be followed. Rrticipants will act together,
reflexively monitoring the impact of their work through observation and feedback from patients. For

this process to work, there needs to be coherence and congruence from all levels of stakeholders; in
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other words patients, carers, managers and health professionals all need to engage with and believe

that policy will result in outcomes that fit with patient pegence.

Whilst NPT works well, particularly at the meso leteehdd explanatory power, providing insight

into the implementation of EOLC policy, it appears to fail to account for the pervasive influence of
inherent power structures that influence inddual behaviours and contribute to the coherence (or
lack of it). Clarke et #2013)suggest that NPT places too much emphasis on individual and collective
agency, without explicitly locating this withilhe organisational and relational context in which the
programme is being implemented. However, May €t24118) in their review of NPT studies

suggest that its particular value is as a conceptual toqlidgedto address practical issues relating

to implementationg stressing its versatility and the fact that it can be used in combination with

other theories. The next section considers how exploring the findings in relation to commentators
such as Foucault arfds theories of power may help add further insight in helgimgonceptualise

the triggering of mechanisms.

7.3.2Does consideration of inherent societal power structures add explanatory power to

theories of EOLC policy implementation?

Michel Foucault, the French social theorist and postmodernist, has been persuasive in articulating
GKS2NRASEA 2F LJ26RING Q@ Al yRRA TFIdMISNS IWGBKASYNED® L gAf | NB
the often insidious nature of power throws a light amumber of mechanisms integral to the

programme theory developed in section 7.2. Power is embodied in discourse, knowledge and
WNBIAYSE 2F GNH2ZIKQ 0C2dz0Fdzf & MmO YR YIFyAFSaid
PW25SNI Aa SOBMNEZVEENBNR ¥ yYROSNEGKSNBEQ 42 Ay (KA&a &8
A0NHzOGdzNBQ 6C2dz0F dzf & mMdppy >~ LI coO0Od h¥F LI NI AOdzZ I N
2T WOoOA2LRUSND 6KAOK KS dzaSa (2 RSaONme&d 6 KS LINRC

control subjects through numerous different routes.

One way that Foucault argued the body was controlled and regulated by the state was through

medical scienceAccording to Foucauthe aging body is a body of deterioration or defegénility

and aging, within this contexare considereddeficientQ4hcompetenQor HeterioratingNiamsti

and Boonmongkon 2017)he biemedical paradigm considers aging as something that should be

fixedt YR Lldzi 2y K2fR FT2NJ I & f 2 ypawelespoudddslhe foBebof C2 dzO | dz

life over death, where the body is managed and disciplined in order to conquer ill heaftinent
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reinforced and remodelled through societal mechanisimsluding education and the media,

reflecting the change and flux of political and economic ideologies. Truth is not absolute but is

reflected in and endorsed by economic, fioll, social and cultural trends. Power, although not

always repressivglays a major role in instilling social discipline and conformity. At times it is so

embedded and diffuse that it acts unconsciously, influensidgridualsto act in particular was

without the need for coercion from others.

A Foucaultian analysis of EOLC policy suggests that the medical discourses acuhstalied

narratives which are an integral part of policy are imbued with power which will impact on the

various mechanismislentified in the CMOs. In relation to EOLC it is useful to consider the

LJae OK2ft 23A 0Lt Kk Odzf G dzNJ f b gkFldredz@uytiteBSipagtsfon relatigndHtipa A 6 £ S L
between patients and professionals, the nature of communication and the tyfesoices

subsequently made by patient8OLC policy is drawn up by those in positions of relative

organisational power. National and local government, supported by local systems (including health

and social care) drive through policies (using incentiea®rs, pathways). Additionally, there is

power inherent in the relationships between medical professionals and patients. Foucault saw

medicine as a form of societal control; concerned with managing birth, death and iliness. He

RSOSt 2LISR (kKS BROGHLEs ARG 3 K26 R2002NE Y2RATE
selecting what they consider to be the relevant parts and fitting it into a biomedical paradigm.

Information that does not fit with the medical paradigm is filtered out, and in this, Was argued,

medicine can create an abusive power struct(iisselbrook 2013)One of the strongest themes
SYSNABAY3I FTNRY (KS OFas$ addRASa sla GKS AYLRNII y
lisi Sy S &to ia@nQ their experience, views, knowledge validatditting perhaps with the sense

2F y26( styGAy3 GKSANI ARSY (A Blixteold)igghsh fhatast C2 dzOF ¢
OFNBE A& OGNl YyAFSNNBR FTNRBY (KS F0dziS G2 O2YYdzyAale
potential for surveillancen the Foucaultian sense, widens. Narratives and themes emerging from

the research highlight a number of wain which power was manifest through patient/professional

relationships and these are explored in the remainder of this section.
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7.3.2.1 Patient typologies and individual agency

9EIFYLX S&as 2F (KS WLI aaA0SQ3 R2 6owkdye didheldac®y (> K1 LI
were numerous, however these existed alongside instances where individual agency was used to
challenge and counter these top down manifestations of power. Also in evidence were individual

patients, or in some cases relatives who e/erepared to exert their own wishes, and still others

who referred to health professionals more as friends and confidamth whom they were able to

Whare anythin@®

Silence and a refusal to enter into dialogue was one way of exerting individual .pdlaést there

gra G GAYSa SOARSY(H LINB&aadz2NBE (G2 FR2LI Wy2NXIfQ
opt for home as the preferred place of deathyome patients had agency to articulate wishes which

did not comply with preferred guidance, ¢@ engage in a conversation where their own needs and
preferences were clearly stated, rather than simply accepting medical agleicindeed the

guidance of relatives. The ability ¢hallenge medical powdras been facilitatedby a number of

factors indudingthe rise ofuser groupgsuch as Patient and Public Involvement groups)

consumerismand wider access to the intern@usfield 2017and examples of this were evident in

the case studieBusfield (2017)MB dzS&a GKF G | LINBGIFfSyd @GASs 27F LI
has been oveemphasisedHowever, assessing levelsmdividual agencywas complicated by the

fact thatpatient choiceh & a G NRBy 3f & Ay T fsdelghd@rRlialdetvorks&n8 LI GA Sy i Q

conflict was often witnessed between patiemtishes and those of loved ones.

The way in which power relationships are played out at the end of life is likely to reflect the way
patients adjust their priorities as death approach8seme patientpreferred not to dwell on talking

about their health, tending towards the introspectiwgantingto put their life in orderandmake

sense of significant life eventlt was not uncommon for patients to reflect on their life story;
perhapslooking for authentcation anda sense of purposeunravellingtheir individual narrative In

this desire they appeared twant to reinforcethe connection with their social selves attd need

for social affirmation. Once the end was in sight and people were resigned tm@ntrdeath their
priorities were not so much focussed on available treatment choices which they were happy to defer
to those around them with greater agency, but rather to be treated with kindness, compassion and
empathy- to have their voices heard antirough this to be reminded that they are first and

foremost social beings.
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7.3.2.2Access to information: knowledge is power

In an age where much of our information is mediated through the internet, with the World Wide
Web offering access to a huganoply of information, it is interesting to reflect on how this impacts
on elderly patients towards theEOL. In the cohort of patients in this study only a small minority
referred, unprompted to use of the internetindeed many had no access to it amtied on younger
family members oprofessionals if internet access was required. Lack of adoeti®e current
generation of old people to the internet, which is increasingly relied upon by public services
including GP surgeriesis an evident obstacl®r older people in manoeuvring their way around the
system A review by AGE UMVest 2015) on digital technologies concludes that moving public
services on line, without at the same time providing tailored suptmdider people is deterring

somefrom accessing services and putting them at greater risk.

Three out of ten people aged 65 to 74 and #hivds of those aged 75 and over are not online. There
is also a link to social disadvantage. For example, while only 15 per cent of people aged 65 to 74 in

sociageconomic group AB do not use the internet, this rises to 45 per cent in grqupeSE2015)

Whilst those who had no access to the internet dat themselves perceive it to be particularly
problematig it is ikely that the inability to book appointments, order medicines and access
information on line, in the way that the majority of the younger generation are able, does have a
significantdeleteriousimpact, particularly to those in lower income groups. Téiari area requiring
further scrutiny.Indeed, in Foucaultian terms, lack of access to the internet, amongst the elderly,
can be seen as a means of those holding power reinforcing levels of control through social
mechanismg i.e. in developing systems theonsciously or unconsciously exclude the eldedynf

acquiring information or interacting with local services, the elderly are rendered powerless.

7.3.2.3Interrogating EOL choices frarFoucaultian perspective

The overview of English EOLC policyhligbted the considerable attention paid to individual patient
choice in the policy narrative (secti@®b.3), yet research findings suggest the appearance of choice
may not always be reflected in what is available on the ground. | suggest that lyingl bledinse of
the agenda to promote choice is the desire to assert a narrative where choice pgresaated as
beneficial. According to the narrativeaiients are offered choice bynaapparentlybenevolent state

which, despite the appearance bkneficence ha a hidden agendaeither to pressure patients into
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compliance with the proposed choices on occasiono suggespublicly that services existhen

the realityturns out to be quite different

The ability to emct choice is not just based on free wilbne,but is contingent on pervasive and

often invisible power mechanisms. Patient choiceilkienced by factors including family situation,
physical and mental condition, soe@onomic status, religious belgsds well as prevalent societal

and medical discours&he danger of establishing patient choice as a central plank in EOL policy is
that these complexities are easily overlooked and professionals, as was borne out in the research,
can feel pressured to @ourage patients into making inappropriate binary decisions whichado
properly take account of complex contextual factors. ACPs are in danger of becoming another tick
box exercise for professionals to complete as part of the ongoing balancing actsiraidtiies

individual patient welfare and compassionate care on the one hand, against theeauniih
bureaucratic nature of healthcare on the oth@orgstrom 2015). There is also a danger, if ACPs
were to become a mandatory requirement, that patiemtay be required to participate against

their will.

Neof AGSNIfAAY YR (KS LINBaSydalridazy 2F OK2A0S | a |
Increased choice fits with the political ideology ebdiberalism, premised on markdtased values
encompassinO2 YLISUAGA GBSy Saazr O2yadzYSNAaYs: SO2y2YAO f A
LINE FA G Y I(VieAs201%.148).Mecyiding to this paradigm market forces begin to shape

how we understand health, defined mmoften in its most negative sense as an absence of disease

rather than a positive manifestation of goo@ihe individual is empowered to take more

responsibility both throughadopting health promoting behaviours and through thewer to select

and accss an array of commodified services (Viens 2019).

Affording choice to patientand encouraging them to be part of the decistameking process, is
presented as something to be celebrat&brgstron{ 2015) in her interrogation of choice at EOL
suggests that within the policy rhetoric, choice (particularly in relation to Advance Care Planning) is
presented as a solution to a number of the rising criticisms raised against the current system. The
presentation ofchoice may be seen to equatie honouring and respecting the wishes of the

individual:

AOSNIFAYAY3I YR OGAY3 dz2y LI GASYd LINBEFSNByOSa
and care as more people dieProviding the ability to choose @ffiacilitating choice are seen as goals
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potential for failureand lack of control that death and dying preséBorgstrom 2015 p.705)

Yet the case studies reveal that the context of chaaee its relationship with the power invested in
individualsis complex and muliayered.Choices are made in a social context and the capacity to
make them is greater for those who are well educated and informed. The most vulnerable will need

additional help to find solutions and draw on available public services (Leadbeater 2004).

7.3.2.4 Power and tolerance of risk

Also relevant to consideration pfatient choice ishe concept of risk. Medicairactitioners,

incentivised by the fear of being accused of and held responsible for negligent pratficeto

reduce risks. Yet, oneviglent tension emerging in the interviews was that patients often felt their

capacity to make choices was taken out of their hamdsticularlyif chosen activities were

perceived to put them at greaterrisk.y’ 1 SSLIAY 3 6 A ( K 102 AN Kireasityga A RS
aversion to risk shown towards older people, is an example of how a group may be regulated and

controlled by the state to comply with a prevalent medical/social discourse.

The story, recounted iphapteronez ¥ NB Y | (i dzZf DI Kortgl,Rr&hGea some2oRthe . SA y 3
YINNI GA@PSa O2ftft SOGSR Ay (KAAa GKSaAad ¢KS O2YLI NA
SYlLot SR Ay KAada (pnQa G2 NARS 2dzi 2y KA& K2NARS (2
who felt their independencand choice wasrodedin the name of health and safetyis stark.

Francis (2015) cites a study of Asyluf@effman 1961yvhere henotes the similarities between

prisons and nursing homes

They weredbtal institutionQ preoccupied witiminimising risk and facilitating staff routines at the
SELISYAS 2F 3ANI yi Ay 3-rebpRatizEviertnaw, theteiage ynany Bursing/hBmed is f F
which clients are not allowed to walk alone in case they fall, eat certain foods they want in case they

choke, use knives in case they cut themsdlencis 2015. p.1)

A number of commentator@~rancis 2015; Gawande 20B&sert that the modern dagbsession
with avoiding risk, takes poweway from patient and stultifiethe lives of the most vulnerable in
our society We have exalted longevity over what makes life worth liiiagancis 2015)Mead and
Copeland(2000)argue, from the consumerguspective, that risk is inbuilt o the experience of
life, andconsumers have the right to assess the level of risk they chose toHakesver, the danger
it seems, towards the end of life, is that both professionals and relatives may perceive thet pati
be incapable obeing responsibléor their own conductPatient desire for independence is viewed
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as reckless in the light of the many potential dangers to trip, fall and choke. Rather than being
allowed to be their own experpatients have choicetaken away. Safety and longevity triumph over

individual enjoyment or quality of life.

Risk aversion argues N¢a000)is a symptom of our ovemedicalised deatidefying society. In days
of old, he saygjeath was integrated into everyday life. Whilst death was sad, society accepted it

with pragmatism; it was a normal part of life. Death now, has become segregated from normal life

From being something expected and integrated within the domestic spresath tas become
increasingly segregated and hidden from view. This trend has contributed to the development of

healthism and aversion to rigkleal 2000 p.18)

7.3.25 Biopower and the devaluing of social care and the social care workforce

A significahfinding from the case studies was that patient relational care and the way carers (both

formal and informal) were supported was prioritised less than clinical cagain echoing

C2dzOl dzf 1 Qa | aaSNIA2y 2F (G(KS R2 Yheyieoithpag & thiR G KF G Y
was that carers tended to be undervalued and poorly recompensed. The breadth of this thesis has

meant that this crucial areacanto S O2y aARSNBR Ay 3INBWUM3)sRbidali K K24S
work on human needs may help inform future study in this area. Maslow proposed a hierarchy of

need physiological, safety, love and belonging, esteem, aneas#lialization Hiscontention was

GKIFG dzyf Saa | yR dzyichdedsiwgre meyhiyheAdvel deeds bald nétbaé G o6 | &
actualised. The suggestion is that unless those looking after patients have their essential needs met

they may struggle to reach out to the people they are caring for with kindness and compassion.

Maben ¢ al (2012)drew similar conclusions from a study exploring links between staff and patient
experienceg they found that on wards where staff were caring for acutely ill older people, those

staff who reported feehg cared for and supported themselves, were better able to provide

personalised care to the more needy patients.

7.3.2.6 The primacy of the medical model of health

Findinggresented heresuggest that the medical model of health, built on freradigm of

WSPARSYOS o61FaSR YSRAOAYSQ 69. a0 LINBGFAtA YR (KI
raised status of clinical medicitiurray, Holmes and Rail 2008he accusation some direct at EBM

is tha it prevents other means of enquiry or knowledge from being taken into account and, at its
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worst, perpetuates the power of certain groups in society at the expense of ofhensay et al.
2007) Certainly, theslevated status of clinical medicine when compared to social saggesthat
personal patient experience and relational care desalued by our current health and care system

whilst transactional procesand hard, clinical outcomes are prioritised.

Evidence based medicine supports a ppssitivist epistemological stance, focusing on facts and an

external, knowable realit§Sallnow 2018)

LYRSSR yINNIGABSE SYSNHA (1976)asgertiinKtaughedith &hSpteND K =
two, that modern medicine has in some senses emasculated us; robbing us of the power and ability
to talk aboutand deal with death as a society. Indeed, a clinician recounted a powerful story of the
FdzNE 2F | a2y 6K2aS Y2G0KSNJ KIR RASR® WL OFyQi
fSG Y& Y2GKSNJ RASQ 6/ o/ tAYAOAlI Yoy d

This seemingly relentless dei to live longer instils in us all a sense of immortality, where to let
someone die iperceived as failure, a betrayal of modern science. There is an expectation that
progress equates to longer and longer life expectancy and recent reports from tiatenand

Faculty of Actuarie(2019) suggesting that life expectancy projections are slowing down and in

some cases even deteriorating,yeebeen met in the press with condemnati¢@ollinson 2019)Yet

given the rapidly changing demographic discdssehapterone and the increasing demands this
placeson our health and social care system, how does the rhetoric of progress and its aspirations to
continue to extend life expectancy ever further, translate into the realities of finite budgets and
health economicg not to mention arguments about choice, quality of life, respect and dignity? The
reframing of death and dying by modern medicine and the tenacious drive towards immortality, at
times eclipses th@npact this has on other areas of our livdsoth in terms othe cost(materials

and staff resource) anthe humanexperiencegquality of life) that werealluded toin many of the

case study interviews. Professional clinicians and service managers are burdened with life and death
decisions; how mutmoney and resource should be invested in extending life? For how long? At

what cost andvith what impact on thequality of the life still lived{Seymour and Gott 2011)

7.3.3Can social capital contribute to stiggtheningrelational careat the end of life?
The third MRT considered to add conceptual power to the current thesis is that of social.capital
number of commentators have reflected on the dangers of health policy putting too much emphasis

on individualagency and overlooking the individual as a social bgihgned et al. 2014)Thereis
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growing recognition that individuals need to be supported by using the assets of communities as

well as the formal health and care systédam, Charles and Wellings 2018)

The notion of social capital although not ddbed in those words, was alluded to by many
respondents who espoused the importance of community support, networks and infrastructure
from which practical, psychological, and social support systems were accessed. Sociakeapital
term popularised at thend of the twentieth century and although its precise definition is contested
it refers loosely to the extent of connectedness and solidarity between groups in a particular local
area or societyKawachi and Berkman 2000; Putnam 2000; Wilkinson 2002%sides in
characteristics of social structures (such as levels of interpersonal trust, norms of reciprocity, links
with civic society) which act to suppadndividuals and can proate and facilitate collective action.
Social capital, in this sense, is a form of social cohesion (Kawachi 2000) which is lodged not in the
individual, but in the structure of social relationships. Links have been found betweish caital

and health with evidence to suggest that individuals living in socially isolated areas, where social
capital is high, report better health than in areas where it is (Bwksson 2011)hree plausile

pathways by which social capital impacts on health are proposed (Kawachi 2000):

1 healthrelated behaviours through diffusion of health information or by exerting social
control over marginal or deviant behaviours
1 access to services

1 psychosocial processe

The concept of social capital builds on the Durkheimian sense of a cohesive society, marked by an
Fodzy R yOS 27F WyYdziidz- € Y2NIf &adzZlJ2NIQ SKAOK Fff2g3
when energy is loyKushner and Sterk 2008)hilst debates rage about the precise definition, the

emphasis resides either in cognitive concepts (trust/moral reciprocity) or in the structural side

(networks) of social capital (Moore and Kawachi 2017).

Drawing on the ntion of social capital there has been a ¢8&linow et al. 2016; Kellehear 2013)

embrace a model of public health which places more emphasis on the social determinants of health
andthe influence of communities in the development of better health for all. A public health

I LILINB I OK G2 LI ftALGADBS OFNBs as8S1a G2 o6dAtR I yR
action, reform of healthcare institutions and local communityAagty Q @q19. p.80S Within

this model the focus is on empowering communities to support those dying, bringing to the fore
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(Kellehear 2013)

In his calfor a more compassionate, community based, model for@&Qdllehean2013)cites

examples of volunteering projects to support the frail elderly and outreach programmes, linking
school children with hospices, contributing to changing attitudes and broadened responsibility for
EOICwithin local communities. He cautions a growitigconnect between the basic family unit and
their connection to broader community networks, the impact of which, he contends, is a growing
dependence on professional input at EOL. Broader community involvement which promotes social,
psychological and gjitual aspects, alongside physical health is seen to be the most robust strategy

to living with a lifelimiting illness:

Involving schools, workplaces, places of worship, the mass media or local businesses could help
mobilise untapped sources of sociatlaspiritual care and support as well as practical resources
(Kellehear 2013. p.1074)

Examples found in the current thesis relating to the value of social capital include community
RSOSt 2LIYSyd LINRP2SO0a yaSdk(KK & ZxdzNineper 860, ogsthér A A 2 Yy I G S
with numerous observations by individuals about the challengesaddition and benefits of strong

social network.

Building social capital in end of life care

Whilst work in this area is new and evolvjegrly results demonstrate positive outcomes. Eriksson
(2010) documents that particularly amongst individuals rejmgrhigh levels of cognitive social

capital (trust and reciprocityyelfrated health is found to be correspondingly high. On the

cautionary side there have been warning&@wachi and Benkan 2000; Eriksson 201that running
alongside the potential benefits of creating a sense of cohesiveness and belonging, there may too be
YyS3IFLGAGS 02yaSljdzsSy0Sa 0O02yO02YAllyd 6AGK WoSAy3I f ¢
link between higHevels of social capital and positive health outcomes leads commentators to
supporta new look at the nature and quality of interactions among people (Sallnow 2017; Kellehear
2016). Sawyer et al (2019) conducted a realist review of interventions to logilal setworks and

social capital in people suffering from dementisE®L andupported the call for acultural shift,

cutting across societal and organisational practices, challenging deeply held notions of responsibility

and duty of care (Sawyer et2019, p.10).
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Pertinent to this call for a cultural shift is Hpltdzy” & {01B)@eta-analysis of 148 studies looking

at individual mortality data as a function of social relationships. Results showed that those with
stronger social relationships had % increased likelihood of survival than those with weaker social
relationships|t appears that the beneficial health impact of building social connection may be as
strong as medical interventiofRecognition of the value and importance of social capital
(encompassing social cohesion and social interaction), particularly in isolated, elderly population
groups may help authenticate the importance of community/cinterventions. Patients frequently
spoke of thevalue they attached tgsupportreceivedfrom those around them (section 6.2.), yet

those without access to social networks, whose social capital was low, were more likely to express
feelings of isolation. The issue of risk and the apparent low tolerance that some clinical settings have
for involvemen of non-professionals and volunteers in EOLC was highlighted in the case studies and

would need further exploration as civic socidcomes more involveih EOLC.

Recent policy directives have includegferences tacommunity engagement. The Ambitions for
EOLC(NPELCP, 2015) for example, includes a mention of the new public health approach under the

' YOA@GARK OGRYYdzyAlGe& A& LINBLI NBdRetsiofFunding frondthe LYy | RRA
Cabinet Office, HospdJK TheNational Council for Palliative Care dPldEhave encouraged the

collecting and showcasing of good practice in new public health appro&shtsow 2018)A

number of other policy and government initiaés, both big and small, have incorporated

O2YYdzyAide Sy3arasSySyid FyR a20Alf OGA2Yy RA&O2dzNA S
Big SocietyCameron 2009)and NICE guidance on community engagenfdi€CE 2016)Yet despite

GKS INRBGAYI AYLRNIFYOS IGdFOKSR G2 wO2YYdzyAideaQ A
be a disconnect between the clinical needs of the individual patient and the patient as a social being
embedded within a social networkvhere needs and choices are influencedampmplex mix of

social and economic variables. A more holistic approach to policy making, which pays more attention

to wider structural influences, may go some way to building gionore congruent with the lived

experience of patients and carers.

7.4 The rise of inequities and the impact of cuts in social care
Legislative changes which were part of the 2012 Health and Social CafeHA12)which

invested greater decision making powers to local areas, through the creatio@Gghave arguably
further benefitted those who already hold powdnequalities have been exacerbatadding to

longstanding concerns that it is the morelaéint who continue to be advantag€t¥icKenna and
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legislation which would have provided a mandate to bring about greagional equality through
setting minimum standards for 7 day access to palliative care, but in a parliamentary session

paralysed by the politicallamouringof Brexit failed to progress pasts second reading in the Lords.

The case studies provided evidence to show that where professionals were motivated, skilled and

had accesstoresourse f 20F f AaY LINRPGARSR | LI I GF2NY (G2 WSYL
practice attracting growig funds and acclaim. However, conversely in other areas cuts to local

government budgets have the potential to undermine some aspects of localism etiralg
WRAASYLROSNAY I (KS LI g S RIEAL sAnG@nber of cliaidiahsaddd YR al
commesioners suggested that mandatory benchmarks may help achieve minimum standards at a

national level. More work neexto be done to interrogate what these minimum standards should be

but could begin with recommendations regarding access to services, s@dfifasommunity

palliative care cover.

7.5 Towards a more holistic vision of care

¢ KS 0SNMSYLINGERZ YOF NEQ dzia SR Ay ONES I aawayoBthirkinglayd KS I £
doing things that sees people using health and social care servicgaagartners in planning,

developing and monitoringareto make sure it meets theirneedds 6 D22 RNAOK | YR [/ 2Ny ¢
LMo @ ! f 6 K2dzZ3K a2YS0AYSa RdraviNGadaraidsSaRthe: & WY y | 3 €
importance of patient experience has promotediew way of seeing things through the eyes of the

patient; understanding their expectations, perceptions and experiences. Interviews conducted with

patients and relatives in this study provided an insight into this patient perspective, often

overlookedor misrepresentedf only the professional perspective is sought. And one of the most

striking outcomes of these narratives was the finding that whilst, from the patient point of view,

their health needs were generally being met, the glaring gap in unmet redatéd to social support

and relational careg with patients noting time and again the impact of isolation, loneliness and

being treated with a perceived lack of humanity and compas$ifochinoy2007)usedthe
YSGFLK2NI 2F | LI GASydQa GKNBFRE FaaSNIAy3a GKFG
patient as a person; to touch the thread that roots their patient as a social being to the real world. A
FILAEdZNE (2 &aSS GKS aubchinoBwéarins, isks uriderriining tdir Sendelsf Ndif,2 y Q >

representing a repudiation of personhood.
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Examples cited throughout the research show how system infrastructure and service provision,
continue to prioritise clinical outcomes over more social agldtional factorsFindings suggest an
imperativeto revisit the prevalent bianedical model and to find ways to challenge the current

statusquo determining how need is prioritised and how resource allocation flows from this.

7.6 The role of policy inddressing the health and social care imbalance
Ambitions for Palliative Caf®NPELCP 2018)ggests that the 6ixkey ambitions for achieving
consistently good EOL care are that:
9 each person is seen as an individual
each person has fair access to care
maximising comfort and wellbeirare prioritised

1
1
9 care is coordinated
9 all staff are prepared to care
1

each community is prepared to help

Chaptersixshows that for those patients who remain at home, and for the relatives who care for
them there, a major barrier to fulfilling some or all of thigkambitions for palliative care (NPELCP
2015) is the facthat the social care system, particularly in relation to provision of and support for
paid home care, is deemed not fit for purpose. Inconsistencies and lack of operational guidance as

well asinadequate funding appear to be a major stumbling block ineadhg policy goals.

A clearer policy drive reasserting the value of relational and patient centred care needs the backing
of a public education initiative, focussing on cultural norms, building confidence in the
appropriateness and suitability of enhancedn-professional forms of relational care at the EOL.
There is a paucity of evidence demonstrating which interventions at policy level will make a positive
difference to patient experienc@soodrich and Cornwell0B8). More research is needed to assess

the lived experience of care provided at honerglation toinformal carers, paid carers and

patients) and to use this to take a broad view of how funding for health and social care should be re

aligned, to fitbetter with patient priorities.

One challenge, raised by the findings presertiedk, is to find a way of bringintipe choices

available in thesystem more into line with patient prioritie3he problem of hovpatient priorities

should be reflected in palic policy is challengingdemanding perhapssome sort of system of

weighted prioritisation, whereby the perspectives of those at EOL (alongside the perspectives of
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clinicians and policy makers) are incorporated into a formula for determining thedspeaf public
funds. The patterrobserved over the last decadé increasing the spend to clinical health and
medical provision, whilst cutting the allocation to those relational issuss highly valued by

patients (including funding to social care) engly needs to be addressé@harlesworth 2019)

Whilst this thesis has questioned the relentless drive to extend length of life, the complexity of the
numerous moral and ethical issues involved widereloping policyaround life expectancy should

not beunderestimated.Yetit is perhaps time to reviewhe notion that extending length of life &n
unquestionable sign of positive progress2018 a government document was issistating the

ambitionto increase life expectancy for the whole of the pPépulation It pledged

To improve healthy life expectancy so that, by 2035, we are enjoying at least five extra years of

healthy, independent life, whilst closing the gap between the richest and pddidSIC 2018)

Poicy makers should beognisant ofthe views of some of those interviewed in this thesikose
perceivedquality of lifehad diminished to the point they no longer wanted to struggle amd

mindful too of the human and relationahspects of life thatfor many,make it worth living

7.6.1Funding health and social care

I NBOSyid AYyRSLISYRSylu O2YYAaarzy SadlotAakKSR o
I AaAYLX AUSRZ aAy3aftS KSIHfGK FyR &2 OAreddpddsaNE a &
NI 6 KSNJ 6KFYy gKSUOKSNI 6KS ySSR A& (Bakel DBtNFBESa SR |
been suggested thatraimportant first step in providing a more equitable approach to responding to
individual need is to provide for both health and social care from the same funding pot, using a set

of criteria where neither sector is privileged over the other. Barker (2pf@posed a system where

access to funded care gradually increases as needs rise, explicitly acknowledging the circumstance of

EOLlas a time where greater support should be available.

The picture that emerged from closer investigatiortted experiences bEOLservicesexplored in

this PhDjs often far removed from the aspiration to provide a joined up seamless service along the
patient pathway. Confusion was voiced, by stakeholders at all lemadshow services were funded,
commissioned and regulateaslith blurring of boundaries between statutory and voluntary sectors,

the NHS, local authority and charitable enterprises. At the root of the fragmentation and significantly

impacting on the way services are run, is the way funding has historically s#ghwuded across

261

QX (04
N

Q)¢
daTy



health and social care. Healtare spending accounts for £1 in every £5 spent by the governgient
amounting to more than £150bn across the UK in 2019/20 (Gershlick et al, 28118} public
spending on adult social care, is around £1.8&gure 20 (below)shows how social care funding
over the last decade has fallen in real terms from a peak in 2010¥lith a decrease between 2010
¢ 2019 of 4.9%(Charleswortl2019) Additional pressures on ¢hsocial care system with an aging

population have meant that access to services has been substantially reduced (Gershlick et al 2019).

Figure20 Trend in total spending on adult social care between 2010 and 2019

Total spending adjusted for population size and age profile (2010/11=100)

-0— Spending Per person —0—- Age-adjusted per capita
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o The Health Foundation Source: Health Foundation analysis of NHS Digital, Adult Soocial Care Activity and Finance 2018-19

Source Gershlicet al 2019.

Demands for a fairer funding system for social care are growing louder and more clamorous
(Humphries 2013, Gerschlick 2019, Charlesworth 2019) though root and branch reform remains
elusive. Dilno( 2011)put forward a plan to cap the cost of care for older people, but whilst
parliament agreed and legislation was passed in 2014, the issue became too politically fraught and

has been postponed with ongoing posturing and prevarication from all gaf@earlesworth 2019).

An important first step, highlighted by results from the case studies, may be to address the
iniquitous pay and conditions of staff working across health and social care with ctatesiof pay
being much lower than equivalent roles in the NH&th average care sector wages reported to be
£6.78/hour¢ below that paid in most supermarkets (Skills for Care, 2019). Oneisocial care

staff are on a zero hours contract, with higties of staff turnover. Thelealth Foundation
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(Gerschlick et al. 2019¢commend that as a priority staff pay in social care should be boosted and

access to services be improved.

7.7 Chapter summary

This chaptehas highlighted some of the complexity involved in answering the research questions
about EOL poligynamelyhow does English nation&lOLpolicy and the way it is interpreted by the

key stakeholders, help guiadfectivepractice? Threemid-range theorés have been proposed to

help conceptualise theory and inform the implementation of effective policy. NPT was introduced as
a tool to help identify, characterise and explain the key mechanisms involved in implementing EOL
policy. Whilst it was suggestedatNPT elucidates mechanisms at meso lgteekxplicatory powers

at the micro and macro levels were less persuasive and theories developed by Foucault relating to
power and the potential for social capital to build potentially beneficial social tiethése at EOL

were purportedto add additional explicatory poweAlso considered was the notion of system
complexity and how policy implementation is bound inextricably into the different system levels.
Finally, the importance of boosting the status dndding of social care was reviewed in the light of

growing inequalities and system fragmentation.
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Chapter 8Conclusion

This final chapter begins with an overview of key findings, offers insight into the research methods
and the challengesncountered through the course of the study, looks at study limitation and offers
some personal reflection. It concludes with suggestions for future research together with

recommendations targeted at policy makers, clinicians, commissioners and civiy socie

8.1 Overview of findings in relation to research questions

A fictional Edith Sitwell, the redoubtable poet and writer, portrayed in a recent BBC radio drama,
NEALRYRSR G2 | 1jdzSNE | 062dzi KSNJ KSIf (K dXOK GKS ¢
(Cooper 2002). Having spent the last three years immersed in narratives around death and dying this
matter of fact riposte struck a chord and seemed to resonate with many of the discourses collected

through this study. The message conveyed of strermgtilience, and the resolute wish to carry on

as normal even as death becomes more imminent, felt strangely faniileamy of he patients |

spoke to, rather than wishing to spend their last days wrapped in cotton wool, wanted to be able to
turnonthewa KAy 3 YI OKAYyS> K2fR UGUKSANI f2@0SR 2ySQa KI yF
for. And others who even though they were reporteBi@> NB LIS § SRf & Of I AYSR {2
KSIfGKQ®d ¢KS yINNF¥GAGSa O2ff SO0 S Rgdaaihndslying.F (G KS A
The focus was rarely on a continued wish to fight the disease, and whilst there was a desire to be

pain free, other priorities were to maintain independence, to be treated with kindness, not to be a

burden and to stay connected, as f& was possible, with family and friends. There came a point

where quality of life was more important to those reaching the end, than extension of life. The

previous chapter discusses the importance of policy alignment;gbkdy coheres both with

patient prioritiesand professional view¥ et the lack of coherence between stakeholder priorities

and the reality of provision was starkly highlighted in the research findings.

Whilst the importance of and value attached to Epblicy by professionals wawvident, andthere

were examples demonstrating where it was applied effectively to help bring about more consistent
outcomes, yet there were areas which need to be addressed if policy is to help achieve equitable
and good quality services for all at EOatdlly, policy must be aligned with the priorities and
perspectives of stakeholders at all system levels, and must have the necessary resuasted,

including adequate support and training for staff. The commissioning role was key and although
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currenty undergoing some level of4aignment with the creation of STPs, fuller consideration of
the skills needed by those in commissioning roles is segivatalto help achieve equity across

local areas. Additionally, the ability to monitor progress, ugieyg performance indicators that
accurately reflect quality outcomes and patient priorities, should be at the forefront of the policy
agenda. At the macro and meso level the importance of integrated, joined up systems, where staff
were enabled to work flakly was emphasised, as was the urgent need to realign the health and
social care sectors. Cuts in funding to social care over the last decade have exacerbated the
inequities, with staff who care for the elderly at home being particularly poorly treatedeupaid

and undervalued. Finally, the potential to broaden responsibility for EOL, particularly promoting
policies that enlist citizens to build local networks and mechanisms for supporting those at EOL is
highlighted.

One of the strengths of thihesis is the attention paidot only to professionals but al¢o the voice

of people approaching EOL attd relatives andtarers looking after theml'he nature of aging and
dying is changing. We are living for longer with an increasing number ofémaad complaints

which impinge on our quality of life. As we are invested with the potential to stay alive for longer we
must become more courageous about voicing what our priorities are. Most patients | spoke to were
clear that being treated with kindrss, dignity and compassion was a priogiet in relation to the
distribution of public funds it remains unclear how these priorities are responded to, indeed the
dominance of medical discourse remains prevalent. Funding to the health care sectouesrttn

rise whilst social care is felt to be overlooked and undervalued.

Researching EOL is an area of study fraught with numerous logistical, moral and ethical challenges
yet unless efforts are made to record their experiences there is a danger thaieds and

priorities of this vulnerable group will go unrecorded and largely overlookiad.importance of

listening to patients is as pertinent today as it ever has been and the findings demonstrate that all
too often the needs of the patient are paclejinto different service areas; clinical needs on the

one hand and social needs on the otlzasften leading to a sense of fragmentation, frustration and

obstruction.

The moral quandary, presented in chaptere, which motivated me to embark on this tis,
considered how the rising anxiety over soaring healihe costs on medications aetinical
interventions, running alongside a fall in social care spending and examples of neglect of elderly

social and relational care, fitted with priorities of thaaeEOL The emerging theories, developed in
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chapterseven which contribute to the conceptualisation of the successful implementation o€CEOL
policy, point to the importance of ensuring that the priorities of the various stakeholders align with
the ambitons of policy. A number of tensions emerged between the aspirations of policy and
contextual challenges which may mean the mechanisms necessary to enact policy are less likely to
trigger. In addition the various social theories introduced in the MRTs detraie how concepts of
power, social capital, trust, coherence, system complexity and reflexive monitoring may all influence
outcomes.Case study findings underline the complexity of effectively embedding the provision of
equitable EOL policy and practjceiggesting that a multifaceted strategy is required, with input

both into strategic structures at the top system level and more local, grass roots support to staff,

carers and patients.

The task confronted by politicians and commissioners, in dividirthe budget to support public
servicesis enormously difficujtwith the need to consider a huge raft of moral, ethical, economic
and social arguments. Yet unless the views of stakeholders at all positions in the social hierarchy,
from those at the top level of government, commissioners, clinicians, families throute tfrail
elderly who are close to death, are fully considecg@sulting policy, despite the rising sums of

money invested, will fail to meet the needs and preferences of those it sets out to serve.

Writing this concluding chapteturing the Springf 2020as the panic of the corona virpsindemic
sweeps the nation, the findings of the thesis appear all the more relelamirecedented numbers
of deaths in care homes fiafuelled the suspicion thagecuringCovid19testing andpersonal
protective eqiipment (PPEh the care homesector was considered les§ a prioritythan provision
across the NHECowper (2020) in the H&dnsidershow the gulf betweerthe ¥Wvo culture<bf the
NHS on the one hand and social care on the other have become incilgamtayised. As the
pandemic spreadn early Marchthe governmentpledged to throw whatever was needed at the NHS
whilst social care (initially anyway) remained largely igndgt@avper 2020g indeed it was only as
increasing numbers of coffins were takeut of care homes thaattention was turned to the sad
plight of this forgotten sectorA Guardiareditorial in April(Booth 2020)roclaimed a verdiodf
Wulpable negle&in regard tothe governmenR & (i NS thié ¥ak Bettoréitifig lack of routine
testing shortage of PPEesidentsbeind 42 f 1 SR FNRY FFYAfASA FyR N dzi
NB a dza O A {.The Srtick2 NederS thlFaelsense of anger, despair andayet felt by both those

resident and working isocial care
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Anotherarea of concern teemerge duringhe @vid-19 pandemicthat resonates with findings

from this thesishas beerreportsof insensitive approaches made towanasny of the frail elderly,
particularly those in carhomes encouraging them t@omgete DNARorms, orof attempts to

impose blanket DNAR orders on particulesidents in care homg8ooth 2020) The pressure on

beds in intensive careas rightlymeant that efforts not to hospitalisthose who hae chosen not to
haveinvasive treatments (including ventilation and resuscitatioaye beerredoubled, yet this

research has shown how important it is that conversations arathuice at EO&re both timely(i.e.

that they take place at a timehenthepak Sy i R2Say Qi FSSf LINBS&dadz2NBR
capacity)and handled with sensitivity they should not beeonducted as knee jerk reaction in a

crisis.A joint statementssued by the health regulat¢€QC et al. 202@pnfirmedi K & Wot I y |
L2 f A OAS&Q | NResnifppopriatayet emitiassbidiie importanceof older people,

particularly those who are frail and suffering-emwrbiditieshavingan ACP in place.

Yet, alongsid¢he huge pressures faced by bothadith and social care serviciéss evident that the
strength of the response to the virus from civic society, in the form of establishing local community
support networks and the rise in volunteering has been, and will continue tiorineense(Easton

2020) The potential for mobilising social capital and the huge power local movergantkave

perhaps provide an opportunity to subvert some of the hegemonic power discourse discussed in the

previous chapter. Indee@ne government ministerconjectured:

This virus will be a measure of "social capital” in every country of the world, the strength of the glue
that holds communities togethg¢Easton 2020)

Perhaps most importantlihis thesis reminds us of the priority attached by patients and their
families to the social and relational aspect of death and dying, which whilst acknowledged in policy

documentsis not alwaysrecognisedn practice.

8.2Discussion of method

Chapterfour presented a rationale for usiri@Eto interrogate how EQCpolicy may be used to bring
about better quality, equitable E@QL RE was considered an appropriate method of enquiry to
maximise learning within the complex world of national poling &s application across

institutional, organisational and individual barriers and boundaries. Its recognition of the complexity
of the social world and acceptance that causality is often not ligdiied well with the multt

layered nature of this enqry. Whilstl am confident that the chosen method was appropriate it was
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not without its challengessome relating specifically to RE and others to more general issues relating
to qualitative methods, kicidation ofwhichmay be helpful to inform futuretadies in this areaThe

next section begins with reflections specifically relating to RE methodology, before moving on to
look more genaally at challenges arising from qualitative and case study research, particularly with

vulnerable groups.

8.2.1Evaluating programme succeslimitations in relation to outcome data

The initial rough programme theory (RPT) for this study was conjectured on the basis of the stated
intended outcomes of E@lpolicy. An articulated theory for how it was anticipdtEOCpolicy

worked could not be identified from the literatur&@he supposition was thahe mechanism worked

through the creation of developing an aspirational template or set of markéaging out what good

practice looked like. The initial theorRe 2 dzi 02 YS GAGKAY (KS equitgof 51 a 0 NEP
LINE GAAA2Y | yR ljdztfAGe 61 & YIEAYAASRowewEhY o020GK |
extent to which the relative success or failure of anticipated outcomes being achieved could be

assesed was limited. For each case study site CQC inspections were reviewetle gsilicly

available measures provided on thEEOLCIMebsite(NEOLCIN 20199 however impressions of

guality and equity within each case study were surmised m#imbugh selfreports,largely based

on the experiences of patients, relatives and professionalsgheahed through analysis tife
gualitativein-depth interviews Whilst ase study selection was guided dyange of factors (section

4.4.2) includingrelevant KPIs lodged on the NEOLCIN welgditeyord this quantitative data was

neither collectednor considered.

8.2.2Definitions and understanding of CMOs

My understanding of and ability to use and identify CMO configurations, developed and evolved

through the course of the research. A number of commentaféos exampleDalkin et al. 2015)

have recognisethe potential for confusion in distinguishing between context and mechanism,

particularly when working in complex environments with a myriad of different stakehqldersss a

variety of sectors and settingén reviewing the first set of conjectured CM@e&veloped following

the scoping study | became aware that | had occasiondallen into this trap angtonfused

mechanismwithcontee 5t {1 Ay &dzZ33Saida onHdmMdPpdolO GKIFG WYSOF

0KS AYyUSNBSYyliA2y QONBFFRNBRSIYSOK|I YNBYX2 6zZNPEER 2

W3Sy O0eQd wS@OASEgAYI (KAA OGKAY1LAy3a gl & KSELIFdzZE |y

central focus was on how this mechanis(that isthe decision making process thafluences the

extent to which EOL@olicyis followed and implementedg I & G NA IISNBRP ¢ KS WNB A+
268



case, is thespecific aspect of policy which applies to that MO y R rélated & Yabaviours

such as reasoning, motivation, level of engagementorcom&iymi 2 F G KS WI Ol 2N Ay

Through clarification of these definitions | became aware how | had in some cases conflated
mechanism with contextFor example, in the conjectured CMO for EOL commissioning (Appendix
4.12) | suggested that th## NS & 2 dzZNOS YSOKI yA&AYQ 4l ay

Professionals are educated in and enabled to use the policy framework to commission and implement

effective services

Ly KS NBZAASR O2YYAaaAzyAya /ah 6cdPudp0OI WiKS

commissioners becomescantextual factor which needs to be in place if the mechanism, is to be

triggered. The revised mechanism becomes:

The commissioner believes that using policy benefits outcomes and as a result will be motivated to use

policy to inform decisions around corissioning evidence based local services

8.23 Linking context with mechanism

In some RE studieEMOsare shown as linear arrangements. In such cases a particular contextual
factor is the key causal determinant that triggers a mechanigmurn bringngabout an identified
outcome (Rolfe 2019). Respondents in this study, as was reportidiers 5 and 6, identified a
wide range of contextual factors which they linked to outcomes @msequentlymultiple

contextual factors are implicated in prograrertheory. However, the conjectured mechanisms
proposed within the CMOs presented in chapter 6, were seen to operate at different levels
(individual, organisational, societal) and different contextual factors are implicated to different
degrees within eacMO. Like Rolf2019)and Byrng2018)l found that amongst the many
contextual factors identified, being able to assign the degree of causal impact that any one facto
has, in relation to triggering the mechanism, was problematic. Pawson (2013) advises that
NE&SHNDKSNE NBaAad LINRRdzOAYy 3 Wi shoddbudd 2F AGSYa
propositions, where the different components are integratecet thereappears to bescant

guidance as to how this can be achieved.

8.24 Realisinterviewingtechnique

Chapterfour explores the RE style of interviewing, describing how its intention is to test the veracity

L

2F GKS LINBLRASR LINRBIANIYYS (G(KS2NER® ¢KS Ay (dSNIASHA
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NEBflGA2YAKALIQ 6KSNBE (GKS Ay dSNIIA SrcdtiNngtiey G NB RdzOS a |

conjectured theon giving the respondent the opportunity to either support or refute these ideas.

¢CKS adzo2SOG YIFGGSNI 2F GKS AYy(iSNWASs A& GKS NBaSIH N
refine this theoryManzano 2016)

The objective of a realist enquiry is not to elicit loosely guided narratives and ethnographies but

NI 6§ KSNJ G2 OF LIGdzNE aid2NASa GKIFG NBf I prdgraraimedS OA TA OF €
theory. Whilst this proved straighHbrward with professional respondents it soon emerged that this

style of interviewing was not easy, or perhaps even appropriate, when applied to interviewing

patients (and to a lesser extent relatives)#DLWhen talking to patients, as with other

respondents, | used a topic guide focussed around how patient priorities and experiences of their

care align with EOL policy. My focus was to try to elicit what would either encourage or inhibit

patients to cloose treatment options which were aligned with national policy. Yet, as the interviews
progressed, for both ethical and logistical reasons | found that interviews with patients could not be

4 WAYGSNIBASSGSND SR a 3IdARFYyOS &adza3Saida Al &AK2

Borgstrom (2017) considers how researchers, collecting narratives from pedpleLahay position

themselves in relation to the data collected and looks at issues around reflexivity. Some

commentatorsK @S RSYIF YRSR WINBI (i SNJ (ishihdgall fodlaNdtey O& Ay NB:
ydzr yYOSR dzy RSNE Gl YyRAY3 2F K2g (GKS NBaSkNOKSNDRa 2¢
processes and knowledge producti@orgstrom 2017 p.3).

Aware of the power imbalance between interviewer and research subject, anfuaitty of most of

the patients | was interviewing, | made an early decision that although | would try to focus patient

interviews around the topic guide, if they appeared resistant to talking about their health and

priorities for care, then | would simpbe led by their own agenda. In making this decision | was led

in part by the knowledge thany focus and intereststhat is, priorities forEOL were not

necessarilyopics that some respondents wanted to talk ab@uand indeed EOL was never a term

that | used in the interviews unless it was initially used first by patients. A couple of patients | spoke

to, who had been identified by their GPs as being on tB€itregister, when bskedWK 2 ¢ | NB @& 2 dzK
RSOf I NBR (GKSYaSt @Sa g signifcantedltiiissliey tRen &nteigddiiek 8 Qd | f
interview progressedt felt that the delicacy of the material under consideratjoaquired an

interviewing style which was more respondent led than RE guidance suggests. | was also influenced
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by a beliethat what patients told me, given that they had all been fully informed about the nature

of the study, may be of value in conjecturing and refining theory.

Reflecting now, post field work, | suspect that my decision to wantake my interviews more
disOdzNB A @S (GKIYy WiNryalOGA2ylIftQ 6l & Ay LI NILGEZ |y S
my respondents and a stdonscious desire to show a level of humanity, which was harder if

following a prescribed template of questions. The reality was fihlasome patients, due to pain and

fatigue, speaking was slow and laborioustihis in mind, vhilst | was clear about the themes |

was interested in, beyond this | tended not to be too directive.

In a number of interviews where | felt the topic guidasamnot going to elicit any meaningful
response, adoptedthe role more of a curious listener. TheestionL. G SYRSR (G2 a1l ¢l
AYLERNIFYyG (G2 @2dz y26KQ !'yYR (GKSyYy L g2dA R fAad
themes that arose inth& WO2y @SNEIF A2y aQe hFTaGSyx L ¢l & LN

& @
o ST
w & =

peopleglives the death of a husband, son, wife or daughter. Stories of immigration, of fitting in to a
foreign country. Stories of children going astray or the importance ofijaifine sense | got was of
people wanting taeviewthe big events that had occurred in their life, to understand them and tie
things together, so they could more easily accept the end. The other overriding impressioh was
the importance for many peoplef simply having receptive earThese observations, whilst clearly
impressionisticappearedan important part of the research procegarticularly in relation to one of
the major themes arising from all levels of stakeholder about the relative values assigned to social
care on the one hand and health care on the other. At the end of most interviews patients thanked
me for taking the tire to listen to them or for providing company breakthe monotony of their

day:

LGQa yAOS (2 KIFI@S &2dzNJ O2YLI yeod ¢KI G6Qa oK LIS2LH

even if i just for an hour or tw@B.Patient.3)

52 82dz K @S (2 3J2K L R2yQi 2F0Sy KI ASPaietBS2y S KSN

Reflectingon patient interviews following field workduspecithat my interview style with patients
wasY2NB Ay (| SSLAYy3 g@AIBRvismalshtianDNrolinged thdory, Mihedzidha Q
data collected is used to develop theory, rather than to refute or refine existing theory. | would

suggest however that in interviews with vulnerable groups this may be a more appropriate method
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than traditionalRE methods and that emerging data can still be validly used to interrogate the

degree of alignment between the perspectives of different stakeholders.

8.25 Honouring the patient voice

The interview technique | used encouraged patients and carensflect on a range of issues

including current levels of support, their relationships with people caring for them and their state of
mind. The resulting narrative was often spoken from the heart without checks on the political
correctness. On analysing thata one interesting outcome of this was a dilemma | felt as a
researcher as to how to appropriately deal with accounts that may be construed as offensive and yet
to honour my role in relaying the veracity of what was being said. Within the very diverse
communities in which the case studies took place one common theme ardegtatingto ethnicity

and the challenges presented of caring for a diversity of ethnic groups. Whilst it seemed acceptable
for members of BAME community to reflect on the culturapippriateness of available services

or perceived racism from health and care workers, processing comments made from white British
patients and carers about how they or their relatives experienced the care received frofBritish

ethnic groups, presentegreater challenge. Complaints about carers not speaking the required
language or not knowing how to perform tasks seen to be routine amongst the white English
respondents; buttering a piece of toast or boiling an egg were not infrequent. Whilst on ale lev

such comments could be construed as racist slurs, they were often offered alongside the assurance
that the carers were not bad people, indeed were often said to have the best intentions, but lacked

a basic understanding of lifestyle preferences whicluld@llow for adequate and dignified care and
O2YYdzyAOFGA2y G2 GF1S LXIFOS® ¢KS dzaS 2F w3z23f S

seen to be a barrier to achieving true compassionate care to someda®lat

8.2.6 Logistics and uncertainty interviewing at EOL

In common with other studie@ischer et al. 2012; Borgstrom and Ellis 2pfb&ussing on the EOL,

| found that field work was characterised by complexity. Cha#lenwgere encountered in relation to
gaining access to patienfgarticularly those living at homegegotiating unpredictable iliness
trajectories and the sensitivity of the topics under discussioaldwork had to be approached with
flexibility, being senisive to the condition of the patient on the day of the interview. On a couple of
occasions, | arrived somewhere to interview a patient to discover that their condition had
deteriorated and the interview was no longer viablBysels et a] 2013)discuss how gaining
informed consent from patients with serious health complications, particularly in the light of a

relatively inflexible ethics process which required patients to digest considerable amounts of
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information from the Participant Information Sheepf@ndix4.7a) can be difficult. | too

experienced this process as onerous and clumsy (both from the patient and researcher perspective)

Yet despite difficulties with consent and accesswell adears that interview requests may be

unnecessarily burdensomthe majority of patients reported it to have been a positive experience.

8.2.7 Ability to revisit respondents, test theories

Proponents of RE advocate an iterative model in which it is suggdsietheories are in a constant
state of flux, demanding ongoing refinement and testiligs recommended that this be enabled
(Manzano 2016dhrough revisiting research respondents to test the veracity of emerging theories.
Such methods, present challezgyvith EOLpopulations who cannot easily be-wisited. A degree of
iteration was introduced, for example, | returned to the Opening Doors Research Gragpaup
made up primarily of older people who act as advisers to researchers and provide andnvalblie
perspective on applied health and social care researchi 2 WwaSyasS OKSO1 Q Y@
of field work. | also had eouple ofcalls and meetings with pivotal commissioners and policy

representatives to clarify particular ideas | proessed the data.

8.2.8 Breadth of study

The breadth of this study, encompassE@ICpolicy in all its manifestations, has been achieved
perhaps at the expense of a deep understandingrofone particularpolicy area. Whilsit was an
intentional and imprtant objectiveto look at thewhole system, asking how well policy is aligned

between different stakeholders, thscale and breadth of the studlycreased the complexity both of

TAYF

the field work and the analysis. AttimesK Sy L ¢l a i RIFIYy3ISNI 2F 3ASGdAy3

complexity of the multiple layers and perspectiyedrew comfort from the notion that truth is not

Foaz2t2dzi$ +yR &Ay3dz | (RODS)EINKIByDY GompleRifg Sdiegt®was | LI2 dzii & A

particularly useful:

We need research designs and methods that foreground dynamic interactions and emeygerste
notably, indepth, mixedmethod case studies that can act as concrete, cordependentexemplars,
including powerful ethnographic narratives paying attention to interconnectedness and incorporating
an understanding of how systems come together as a whole from different perspé@reeshalgh

and Papoutsi 2018)

Another consideration relating to breadth is that the study dat look at any onespecific health

condition. There will be unique and different issues relating to each condition suffered at EOL which
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GKA&a addzRé RAR y20 KI @S GKS aOfareidmpleare comdifichst RS NXp !
of growing significance as the numbefshe populaton affected aregrowingand commentators

warn of the need to identify and respond to rising ndédlis, Winslow and Noble 2016)

8.2.9 Casestudy sites and governance procedures

Markers used to select case studjtes

The methods | used to select the case study CCGs, were based on a desire to reflect a range of

different outcome measures (across a spectrum of levels of perceived success relating to quality

markers). However, as | became more familiar with the da¢se methods appeared more fallible.

C2NJ SEFYLX S (GKS @Gl tARAGE 2F GKS YSI&adNB 2F WRS!H
of good quality EOLC was called into question by a number of commentators. Nonetheless these
measures continue todcollected nationally and as such distinguish different approaches and ways

of working.

Casestudy boundaries and logistics

Case study sites were largely unboundaried. Although each case study was limited to the
geographical area of the CCG, within thisre was no limit put on the type of setting in which
interviews were conductednterviews wereconductedA y LJS2 LJX SQ& K2YS&X Lzt A O
organisations, careaomes, nursingnomes, hospices and voluntary organisations. The impact of this
in terms oflogistics and the time spent seeking permissions from a large range of providers and the
processes that needed to be followaglere not always commensurate with the amount of work
conducted in each organisation. Whilst some systems were relatively sfaighrd to navigde

others took weeks/months and involved filling in similar information, on different fomitk

different headingsthat then had to be checked and scrutinised by individuals working in the
different organisations approached, in eaase at considerable cost in terms of staff tirfie.

undertake my three case studies | had to apply for separate permissions from:

NHS BsearchBhics Committee (REC)

The host CCG

A local mental health and community trust
The ambulance service

One hospice

Threecare homes
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As the drive towards integrated working pushes forward, in a bid to reduce wasted time and
resource research managers may usefully consider how governance systems for research ethics can
be used across different settings. The NHS R&énsyhas achieved a route for accomplishing this

across certain parts of the NHS though the system remains clumsy and cumbersome.

8.3Limitations of study

The case study approach adoptedvileged depth of understanding over generalisabilklfthree
siteswere based in urban areas, all with highly diverse communities and all with wards characterised
by high levels of poverty. In additiphondon has demographics which distinguishatrf the rest of

the English population, namely the age profile is younger than the national averege is greater

ethnic diversityand lifeexpectancy is longer. Marmot et al (2020) report thatossevery

deprivation quintile Jife expectancwvas hidner than for any other area of Englanthe average life
expectancy for women in the lowest deprivation quintile in London is 81 years compared to 76 years
in the North East of Englant.K S WLINR 1 SOGA GBS STFFSOGQ 2F t AQOAy3
of variables somef which will have impacted on this piece of research and means that the results
have limitations when generalising to geographic areas beyond Lohdadon is also unique in

relation to the profile of its workforce. The adult sociate workforce in London has the lowest
proportion of British born workers: estimated at 6@3kills for Care 2019)again this introduces a
London bias into the findings. However, RE is based on the premisiia¢hatith is multilayered

and the findings of this case study, although not purporting to represent a universal truth, peovide

version ofthe truth, contributinga piece of a larger puzzle

8.4 Personateflections

I embarked on this thesigoming fran a background in health service social reseadetermined

that | would produce actionable, real world recommendations. As | became more immersed in RE, a
theory driven methodology, the tensiomsd challenges in achieving tlggew more pronounced

and lhave fought to reconcile the requirements of academic research with the practical realities of
the public service provisiomReflecting on these challenges as | conclude the wdeel that whilst
dragged, rather reluctantlynto the study and applicain of broader social theories and theoretical
paradigms, now emerging on the other sideam immensely grateful for the deeper insight and

understanding that exploring outcomes through a variety of philosophical lenses has afforded.
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In relation to theemotional labour of the study, whilst | imagined that interviewing people at the

end of life may be harrowing, and indeed there were moments where the despair of a small number
of respondents was hard to bear, on the whole | was humbled and inspired lgdtience, clarity

and humanity displayed. Whilst this humanity can be obscured by the mess and complexity of the
wider systen; to see evidence of its strength at all system levels has been, for me, one of the

positive outcomes of the study.

| was avare throughout thafin the largely qualitative methods used, my own views, perspective
and character were likely to impact on research outcomésth through influencing and leading
respondents in interviews and through the filtering and interpretatardata during analysis.
Bazeley (2013) talks of how personal processes have the capacity to infhesnlteand raises the
possibility that data is sought to confirm preconceived notions. | would concur this is a strong
possibility indeed it seems unlikely that my values have not impinged, in some way, on outcomes.
Despite this, the various mechanisms introduced to enhance rigour, including regular supervision
and sharing results with PPI groups have sought to counter too greasarn influence. Reflexivity
is the process through which a researcher reflects on how they have influenced or biased the
research outcome@Carolan 2003)Notes that | made during the research process, in whjatied
down impressions and thoughts that occurred to me as the work progresketbed me to monitor

my own thinking as it changed and developed overttirtee years of study.

8.5 Recommendations:

The chapter concludes with a series of recommendatitivided between policy, practicand

research. | believe that the current COMI®crisis has provided a policy window where there is an
opportunity to push the importance of attaching greater priority to social and relational care higher
up the public ervice agenda. For this reason, unashamedly, | begin with a number of aspirational

policy recommendations.

For policy makers (macro level)

i) Review policy to explicitly address the imbalance between clinical care on the one hand and
personal/relational cag on the other. Prioriseimproved pay and conditions for social care
staff.

i) Reframe policy acknowledgirigat patients operate as social beings rather than individuals

and that choices are made within a broader social context
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iii) Develop a publieducation programme to build confidence in the value of talking about EOL
planning and the notion that responsibility for EOL planning shootdest solely with
professionals.

iv) Stem the rise of local inequalities in EOLC, relating to both social groupeagraphy.
Specificallyeview requirements for the achievement of minimum national standards in
relation to service provision for specific EOL related KPIs.

V) Strengthen the mechanisms for incorporating patients' and carers input into service design,
funding priorities and system reforqiimportantly this should take a broad view across both
health and social care systems, allowing the relative impact of one pot of funding on
another, to be more transparent.

Vi) Review levers and incentives for enacting E®licy and assess their suitability for helping
facilitate best practice.

vii) Consolidatehe range and scope of policy documents relating to&Did ensure that they
are properly signposted, indexed and linked so that those who need to refer to, and follo
through the guidance provided, are able to identify the most current advice.

Viii) Focus not only on aspiration but also operationalisation. Clarity is needed as to who, within
the system, has responsibility for different levels of implementation

Forpractitioners (mesdevel)

Commissioners

i) Produce a set of minimum standards for commissioning EOLC which may include stipulations
relating to:

1 Required levels of access to essential E€&lrvices such as 24/7 palliative care

9 Further updated guidance on staff training, and for which groups, in EOL
identification and communication

1 Recommend regular mulprofessional EOL forums to help build a shared
understanding of aims and olggves and work towards common goals

i) Ensure clarity and consistency in relation to the STP commissioning function and the skills
required.
iii) Provide a clear set of guidelines, associated tool kits and training courses to those working in

STP EOL commissiog posts, with a view to improving consistency both in relation to
available competencies and allocated resource.

iv) Provide training to commissioners to familiarise them with commissioning toolkits floc€EO
services, including identification of mandatd{{Is.
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V) Provide commissioners with sufficient levers and incentives to assist the commissioning
process to stipulate and secure minimum standards.

Vi) Promote the NEOLCIN website and the ability it affords to compare local and national data

Health and social care staff

i) Offer routine, mandatory support and education to staff across health and social care
in keyareas relating to palliative care and EOL (including recognition of EOL and
communication skill assist withadvance care planni.

1)) Continue to build recognition of thienportance of the social and economic determinants of
health.

For research

i) Continue work identifying appropriate KPIs for patient outcomes and patient experience at
the EOL.

i) Build the growing research bakmking at the potentiatontribution civic societgan make
to the quality of the dying experiendkrough initiatives suclas compassionate
communities

iii) Showcase successful examples of integrated working across healtociaticare.

iv) Build the research base around the lived experience of care provided at home to those at
EOLand for carergboth family and paid carers).

V) [221 G sreéa G2 FFLOAEAGIGS 3AFAYAY3d WwSaSE NDOK
multiplicity of sites, across both health and social care when conducting fieldyehlich
both guarantees safety to sites and does not involve laborious and wasteful repetition of
staff time.

Vi) Carry out more research on the lived experience of being at the enfi ¢bbth from
patient and carer perspective)

vii) Explore the impact of lack of access to digital technology on frail elderly

8.5 apter summary

There is a paucity of research addressing the role B@it @olicy plays in bringing about more

equitable se@A OSa GKAOK INB 2F 3J22R ljdzrtAde +FyR YSSiG LJ
GeLIS 2F LRtAOE $2N] 4KQS WogKe R2S5& Al 62NJIKQ | yR

system with multiple layers of complexity and many contextual variaklésh impact on outcomes.
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It is hoped that whilst not presented asuniversal truttthe findings will go some way to
contributing to a fuller understanding of how policy can be effectively used in helping to meet the

needs and priorities of those at EOL.
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Appendices

Appendix 2.1 Economic indicators used in EOLC (Coast 2014)
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