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Abstract

Background: Finding effective ways to care for peoplgth palliative care needs a
national priority. Aprimary carelocality hasdevelopedand implemented an kegrated

Care PathwaylCP) for those with life limiting illnesses. focuses on identifyingatients

early, regardless of disease typ@d uses proactive and patient centred interventions to
plan for a good deathAlthough palliative care pathwaywresemh a promising practice
framework, the literature does not allow for an assessment of how and when they work
best. This thesis aimed to explain which parts of the ICP worked best, for whom and in
what circumstancefesign: Realist evaluation was used todgithe analysis of multiple

data strandsquantitative data fromthe GP practicesjnterviews with palliative care
patients and bereaved relatives; bereaved relatives and matched health care professional
guestionnaires; focus groups with health care geif@als; consultation recordings with
palliative care patients and their GIResults: The results of this study are multifaceted,
and focus orthe conditions of successful implementation, such as the presence of a
champion;palliative careregistration écisions for all diagnoses and the importance of
leadership and peer suppativance care planninocluding the roles of mental capacity

and time constraints; communication in consultations and the role of patient and GP
traits; and using open multicompent communication strategies to facilitate home
deathsDiscussion:A realist approach has exposedihine ICP implementation hasdle

to positive practice and patient level outcomé@fe ICP can be construed as a
translational tool, which enables the ogt@nalisation of policy directives on shared
decision making, proactivity and patient centeredness in primary care. In the context of
palliative care, this study allows important reconceptualisations of shared decision

making and advance care plannindpéopresented.
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Introduction

"Life is pleasant. Deatis peaceful. It's the transition that's troublesome."

tlsaac Asimov, Amecan science fiction novelist asgholar (1920 1992).

Background

When initially facing the prospect of working within the palliative care domain | was
undoubtedly nervous. My bkground was in psychology (Psychology BSc and Health
Psychology MSc) so immigrating into heattre was daunting, let alone the palliative
FDUH GRPDLQ 3HRSOH RIWHQ DV N&GI| was noZsu@ HiviheL W E |
answer But something intriged me; the opportunity to make a difference in an area
that affects every person. What | have found is that the padliaive domain is not
depressing;tiis actually somewhat the opposite. In the course of the three years of this
PhD | have never feltpset or disheartened by the area | work in or by the people | have
had the privilege to interview. They have shown me that palliative canegsing; it

can change lives and can also aid people in their unavoidable fate. | feel as a result of
this realsation | now know that previously | was affected by the death and dying taboo
that western society faces and throughout this PhD that taboo has been broken down
from within me. Thus, the need for death and dying to be discussed in society, | now
feel, is pvotal. As the quote above from Issac Asimov demonstrates, the transition from
life to death is difficult, but palliative care is a way to manage this transition. It will

never be easy but it should always be attempted.



| came to this PhD, as aforemengolh from my MSc, with no formal training or
expertise in primary or palliative care. | came to find that this was actually an
advantage. Although learning the infrastructures, t@wid relationships within primary

care and understanding tleervice | hae been evaluating was not easy, | have had no
biases throughout this studinstead lunderstood all health care professiorfatdes

and the difficulties that come with them. | have no allegiances to any group. This makes
this thesis a very impartial arimhlanced account of a service implemented to improve

primary care.

Having a background in the social sciences | was very drawn to realist evaluation

Pawson and Tilley 1997or several reasons. The first was its underlying wariness of

strong claims for evidence, drawing on a Popperian philosophy of sciBopper

1959. Throughout my psychology undergraduate training it became clear that all

scientific data is peppered with ambiguity. Tdmeumuhtion of explanation leads to an
increased scientific knowledge and investigation often stops when researchers are
satisfied that there is enough scientific evidence to support the claim. However, this

accumulation of evidence could be falsified by newdevice in the future and thus

nothing is absolute trutTPopper 195p The second notion that drew me to realist

evaluation was its embrace of the human mind and how the fate of a social programme

lies in the reasoning of its stakeholdgPaw®n 2013. Having abackground based in

psychology | was aware of individual differences and the uniqueness of individuals and
their reasoning. To see this embraced and linked to context in a methodology that
sought explanation of data was very attractioeme. Thirdly, | wished to pursue a

methodology that explained real life issues, encompassing the difficult phenomena that

can affect outcomes; realist evaluation aims to include and explain confounding



variables as opposed to eradicate them, an aspattiends it to complex real life
HYDOXDWLRQ )RXUWK DQG ILQDOO\ RQH RI UHDOLV\
generation and testing of theory. | am a great believer in science and logical scientific
principles, to see a methodology that alldivs use of theory in a flexible way that does

not have a sole focus on outcome was refreshing.

In summary, | faced two new challenges when | started this PhD: palliative care and
realist evaluation, both of which | was drawn to and both of which | haea hucky

enough to embrace and enjoy.

Formulation of the research questions

As described, my previous academic and professional life had not been in palliative or
endof-life care thus | came to this PhD ravenous to explore the domain. Integration
into the locality, the field of palliative and edHlife care in generaland delving into
realist evaluation gave me a greater understanding which prompted the formulation of
the research questions. Understanding these domains made it clear that adeins k
about palliative and endf-life care xit cannot be considered as a sparsely researched
topic. However, there is littleesearch on palliative and eoétlife care using realist
methodology. This gave me a great breadth of research paths to foltbig thesisl

not only wanted to generate research that was relevant to the locality as a result of the
Integrated Care PathwayCP), but also generate research that had a larger scope and
relevance to palliative and emdHlife care across the natio@onsidering this with
realist evaluation | wanted to know if the ICP worked, how it worked, for whom it

worked for and in what circumstances. These were thi@liquestions that guided the



inquiry and the formulation of the research questiovtsch aredescribed witin the

methodology (Chapter threpg. 73.

Protocol publication

Whilst formulating the research questions | began to write the protocol of this study

Dalkin, Jones et al. 201.2Realist evaluation is a relatively new method of inquiry and

thus | found it difficult to know where to stasthow do you find programme theories,

what sort ofdata should you collect? The literature offers some exploration of this but

putting this into practice is nalways easy. Despite the research questions and project

moving on somewhat from the publication, it provides a statement of how | started the
evaOXDWLRQ 5HDOLVW HYDOXDWLRQ LV YHU\ GLIILFXOW WR u
but | felt thisprotocolmay help others when starting realist evaluations and thus felt it

was important to publish.

Flow of the thesis

The thesis is divided iotnine chapters. Chapterone and two introduce and use
existing literature to contextualise the research in terms of palliative andf-¢ifel

care. It also provides a description of the ICP that was implemented in the locality
including commissioning @&cts and specific tools used (palliative care registration, the
traffic light system, th surprise question). Chapter thieoduces realism anckalist
evaluation, provides an understanding of how the findings of the research will be
presented and dedues the data collection framework. The chapter also provides the

reader with the research questions and programme theories that were developed from



this. The programme theories are therntesand refined irchaptersfour to eight
through interpretatioof the findings alongside existing literatukgach findings chapter
begins with an initial programme theory which is refined using data from several
sources; a refined programme theory is then presented at the end of each chapter.
Chaptemine provides adiscussion of the finding®ringing together all the programme
theories to form an overall programme theory of the ICP. This chapter also inaludes

critical selfappraisal of the research commenting on limitations and future research.



Chapter 1: Key issues in palliative and

end-of-life care

This chapter examines some of the key issues that affect palliative awd-ldaccare

both in the UK and internationally. A description of the history of palliative care is
provided with implications for praci&c Following this, preferences for enétlife care

in the UK and the societal taboo of death and dying are discussed due to their pertinence
and palliative and enabf-life policies addressing these concerns will be explored.
Important philosophies idenigld in relevant palliative care policies will be highlighted

and discussed in further detail. Practicalities of using these philosophies in palliative
care and primary care will then be addressethe diffusion of innovationand
Normalisation Process Thigo(NPT) literature is then explored to help understand how

philosophiedrom palliative care policgan be translated into practice.

Palliative care: historically and in practice

In the late 195Qsthere was little published research focusing on cérthe dying

Clark 1999; the modern hospice movement was not under{@grk, Small et al

20090 WKH WHUP pSDOOLDWLYH H@dﬂM—hﬂdB@jMOQRQ?anQ FRPPRQ X\

professional societies had formed tmipote interest in palliative carﬁlark 1998

Clark 2004, and there were only a few hospices which were managed by religious

foundations{fHumphreys 201). In 1967 the St. ChristopH UV KRVSLFHh& SHQHG DQG




PRGHUQ KRVSLFH P{RavuhtiErsi IQSI'BAI ciitia) dzEPsion from the hospice

was that it would only admit terminally ill cancer paterdue to limited resources and
the necessity to limit who was treated and to track clinical outcohmes.pioneering
work from Dame Cicely Saunders was pivotal in drawing attention to thefelifd

care needs of patierfisvith advanced cancer diseajéﬁark 2007. Although cancer

causesa large numbeof people globally to suffer extreme distress at the end qof life
this decision meant the exclusion of patients with equally distressing and symptomatic
conditions those with norcancer illnesses. This was despite reports in the slibah

identified a need for improvement of services for terminally ill cancer anecaoner

patients (Bean 1961 and DUJXPHQWV IRU WKH 8.V 1+6 WR PI

regardless of diseasype, a priority{Clark 1999. Additionally, evidence of the time

indicated that nowancer patients experienced the same, if noepdistress as cancer

patients{Exton Smith 196rL Despitethis, the modern hospice movement was focused

RQ FDQFHU 7KLV PD\ KDYH EHHQ EHFDXVH 'DPH &LFH

cervical or breast cancer gtients aged between forty and six{Zlark 1999.

Additionally, a cancerfocus reduced the strain on new services and made a clear

distinction between pkétive care and geriatric cafdddingtonHall and Hunt 201pR

Furthermore, cancer had replaced infectious diseadeedsdading cause of early death

Brower 200%. Following the hospice movement, in the 1970s, palliative care began to

be defined and came to be construed as the physical, social, psychological, and spiritual

support of patients wht life-limiting illness, delivered by a multidisciplinary team

(MDT) (Clark 2009. Since the 1970s palliative cateas beenclosely related to

oncology(Clark 200%. The international need for palliative care remains much larger

than the actual availablgrovision, yet there are signs of acknowledgment by policy

makers and influential bodies (referred to in the policy section of this chapter) and



interest in palliative care has never been so df&ark 2007. In only four decades the

care of cancer pants has evolved completelypatients with advanced cancer and the

management of their symptoms has moved from being opethgheryof oncological

care to being at the centre of modern cancer (&lerk 200%. However, patients with

progressive diseas other than cancer (for example, chronic obstructive pulmonary
disorder, heart failure, motor neurone disease, heeédnred toas noncancer diseases)

have not been offered the same palliative services in the past, despite having similar

physical andpsychosocial symptomgEve, Smith et al. 997 [AddingtonHall 1999.

Yet recent policies (described below) have stated that palliative care should be provided

for all, regardless of diagnos{®epartment of Health 20T18However, the histocal

focus on cancenashad a lastingeffect onprovision of healt care services, resulting in

inequality in theprovision of services for those with a noancer diagnosis

This injustice can be seen in practi@es until 2008 cancer registers were used
practice regardless of palliative or curative statiéet there was no equivalent for
patients with norcancer diagnoses. Only recently were palliative care registers

developed that are for all patiemtgh a terminal diagnosis

Doyle and Woodruff (208) have reviewed barriers to providing palliative care which
can relate to access issues, social factors, the patient or the health care professional.
Access to palliative care can be an issHéhe high cost of care, treatments and

medications in devejfong countries, and laws and regulations restricting or prohibiting

the use of opioids can have an effect on the palliative care proyidiege and

Woodruff 2008. Social factors that prevetite delivery ofpalliative care include ethnic

minorities and language barriers, rural communities and underprivileged communities

Doyle and Woodruff 2008 The patient can also be a barrio providing palliative




care; they may have unrealistic expectations or believe their prognosis is better than
expected by professionalhere can also be disagreements between the patient and the

family about treatment options. There may also be no advance care planning (ACP)

Doyle and Woodruff 2008 delaying the onset of palliative cafiéhis can be dut the

KHDOWK FDUH SURIHVYVLR,QDBUWiIfig/in BuRdRVe¢ card Rrddedrivigiidr F D W
too long or lack of communication skills to address palliative andoétite care

iIssues. Alternatively, the health care professional may not believe us¢hef palliative

care or may not have high palliative care standards in their instit{fiogle and

Woodruff 2008.

The literatureidertifies health care professiosdJpoor prognostication as a barrier to

palliative are, as well as the fact thiitle is known about the potentially complex

transition to palliative careTGardiner, Ingleton et al. 20L1This transition can be

defined as® change of focus inthe RDOV RI D SDWLHQW(YfV FDUH IUF

where the focus is on cure or managé® W RI D FKURQLF GLVHDVH W

approach, where the focus is on maximising quality of lr.éott, Ingleton et al. 2011

p.1). The boundaries between palliation and curative care are blundcedexroming

increasingly spthis isdue to advances in medical technold@ayne, Seymour et al.

2004. Evidence suggests that continuity of care and MDT collaboration are crucial in

order to improve patient experience of the transition. Incorporating palliative care

earlierinthH SDWLHQWYfV LOOQHVYV WUDMHFWRU\ DQG LPSC

vital factors of high quality cargardiner, Ingleton et al. 20),lhowever this is seldom

evident in UK secondary ca(&ott, Ingleton et al. 2031 Adopting a stepped transition

from curative to palliative care may be difficas itrequires a chage in health care

professiona fethos and poses challenges for a health carensyktd has been created



to cure. These issues are discussed further throughout this chapter. In order to provide
palliative care that is based on patient preferences the barriers to providing palliative

care need to be overcome and a change in ethos toeectsur.

Preferences in enebf-life care addressed through palliative care
The North East, where the new palliative care ICP under investigation has been
implemented, had the highgstrcentage of those who would prefer to die in their own

home in 2010(67%), with the average across government office regions being 60%

Gomes, Calanzani et al. 2Q1The preference of a hospice death was second choice

across the UKanging from 2632% across Englan89% of people would prefer to die

in their own home or a hospi¢160mes, Calanzani et al. 2Q1Hospital was the least

prefared place of death across all government office regions apart from in the North

East, where it was the second least preferred place of death for 31% of@

Calanzani et al. 2031A care home was the least preferred place of death (34%) in the

North East in this study. Howevdhis survey was of younger adults unlikely to be
situated in care homes so might not be representative of the adult population as a whole.
Data from the locality under study indicates that those asked who are current palliative

care patients would prefay tlie in their own care home as opposed to hospital.

It is important that patient preferences are discussed in advance-of-ifedcare as

patients whdack capacityandhave not previously stated their preferences/ receive

unwanted, futile,aggresse and costlymedical treatment{Detering, Hancock et ail.

201q|Silveira, Kim et al. 201p Alternatively, they may experience the withdrawal of

treatments that they would have desirBétering, Hancock et al. 20{I8ilveira, Kim et

al. 201Q. If these decisions are not made by the individual waade they cannot be

10



adhered to. This not only causes dis§ to the patiefitut also to thie family and carers

as theymay be required to make decisions if capacitgiminishedandmay disagree

with one anothe{Breen, Abernethy et al. Zorl

Acrossthe country, there is substantiabapbetween themountof peoplewho would
prefer to die at home artlose who actually do diat home This gap islarger in the

North East (46%)hen compared to the government office regions as a mes,

Calanzani et al. 2031 This may be because as eofdife approaches the use of

hospital care rises very significantly, particularly via unplanned admisgitars den

Block, Deschepper et al. ZOTI?ot, Portrait et al. 200fMaddams, Utley et al. 2011

Rosenwax, McNamara et al. 2Q1Bardsley, Georghiou et al. 2012Unplanned

admissions are expensive to the NIdBd often not desired by patients and their
families. Research has shown that ACP is effective in helping patients to achieve their

preferred place of death by stating preferences and avoiding unplanned admissions

Detering, Hancock et al. 20flArnold, Finucane et al. 201.2

Difficulties in discussing death and dying

As discussed above, stating preferences is essential in ordachteve patient
centerednessiowever, in modern society people often do nohvitsdiscuss death and
dying, a fact that is ofteattributedto the deathltaboo(Lee 2008. The first publication

about death was hgroer (195%; his essayuy 7KH 3RUQRUDUBBWKYT RSHQHC

door for others to publish on this topic. He argued that death had replaces sex

VRFLHW\{V P D MEminNg/dné& Bi¢kindbR ZNQFThe 1960s sexual revolution

made advances in overcoming sex as adaubject. However, there has been no such

11



revolution for death and dying. The origin of the social taboo of death and dying is

complex and multifaceted, including historical,

cultural

and demographical

considerations. Historically, priests cared for terafly ill patients at the endf-life.

This has been supplanted by medical experts who traditionally see death as failure due

to the curative culture which is enforced byeedeveloping medical advanc@¥alter

199?1. Adults are living longer in the UK

[Caley and Sidhu 20]

)land since 1945

hospitalisation of dying people has been promoted with deatthe community

becoming rarefWalter 1991

Leming and Dickinson 201

)0despite the curative culture

that dominates hospital settings. The dying person can be seen to be banished from

mainstream society with dividuals eing fewer corpsqg

4 eming and Dickinson 2010

Meier, Isaacs et al. 20L.0This change in location has made death invisible tquiic

Walter 199). Additionally, persnnel in the media and medical domain who are part

of institutions who have the most power in interpreting death have strodgtias

about death and dyirﬁalter 199

). The controversy and media storm surrounding the

Liverpool Care Pathwatfor the Dying Patient (LCP} a direct, reent example of this.

Regardless of its origins or terminology, death is still a subject that many find difficulty

in facing or discussing frankly. It is a social taboo that is present in the media and the

medical domain:

3% XW ZKHUHDV GHDWd azpgary ofPexéryay IReUfbr
previous generations, in Britain today death is becoming a social

taboo (BBC News 2011, p.j1

S'HDWK KDV EHFRPH WRR FORVHG RIl WRR PXFK EHKLQG K

DOWRJHWKHU

WWORKBNI T DOSIZOLE, P,

HG ~

3:H NQRZ WKH SK\VLFLDQ DQG QXUVH NQRZ DQG WKH
(whether told or not) when the condition is terminal but we often exist
in anything but an open awareness context. No one lets the other know

12



that he or she knows. DeattWDON UHPDL({QvhinV&nERR ~ |
Dickinson 2010, p. 1§0

Death has been discussed as a social taboo for many ($Bamsson 198|{Walter

199?, meaning that it is not a new phenomenon, yet little has been dore paghto
address this. Although the social taboo of death and dying may not be as strong as it

was in the 1980s, it is deeply rooted and is unlikelygmwercome in just a few years

Leming and Dickinson 2030 despite some writers considering the social taboo of

death and dying to be in its twilight yedise 200?. The reslis of this are that both

patients and health care professionals can feel uncomfortable discussing death and
dying or caring for a person who is dying. This makes early identification and
preference discussions difficult, which in turn makes planning d,queferencédased

death problematic.

The political mandate

Recently the public, policy makers, hospice movement and individual case studies have

been seen to attempt to break down the social taboo of death and dying, with reports of

death cafeMSN News 201 and festivals (Cardiff University 2013 hospice care

providing a greater awaness about care for the dyifigee 2008, the Dying Matters

campaign{The National Council for Palliative Care 2Q0%igh profile enebof-life

euthanasia cases such as Terri Schiavo in the USA and Tony Nicholson in the UK and

publications such as the End of Life Care Stratddgpartment of Health 20T)81nd

Deciding Right{NHS North East 20]12 Palliative and ed-of-life care has recently

become a local, regional, national and international prigtgnnan 200[{Department

13



of Health 2008|The National Council for Palliative Care 200Bhe National Gold

Standards Framework Centre 2]]NHS North East 20]12A short description of all

relevant policy follows in order to frame the political context of the research and

highlight important concepts in providing high quality palliative care.

The Gold Standards FramewoB$F) (2009 was originally developed in the UK from

within primary care as an initiative to improve palliative care. It is a systematic

approachd improving the quality and organisation of care for people approaching the

HQG RI WKHLU OLIH ,W DLPV WR LPSURYH SDWLHQW RXWFRP
preferences, alongside better eefficiency through avoiding unnecessary hospital

admissons. The GSF has three essential elements:

1. Identify patients and whatage they are in their illness.

2. Assess current and future clinical needs and personal.needs

3. Plan (anticipate needg)he National Gold Standardsamework Centre 2009

The five goals of the GSF are provide for mtients with any final illness: consistent
high quality care;lgnPHQW RI SDWLHQWVY SUHIHUHQFHV WR DFWXDO
which can be achieved through shared decision mgkiongplanning and anticipation

of needs (proactive caremprovel staff confidence and teamworkone homebased

and less hospital based cafproactive and patient centred caféghe National Golg

Standards Framewor&entre 200p The GSF is recommended as best practice by the

End of Life Care Strategy published by Iﬂbepartment of Health (ZOT)ST his strategy

identified a number of significant issues affecting dying and death in England. This
included: dscussions as the ewdlife approaches, assessment, care planning and

review, coordination of individual patient care, delivery of high quality services in a

range of settings, care in the last days of life and care after @xsphrtment of Health

14



20098. All of these issues affecting death and dying can be addressed through the use of

proactive and patient centred care using shared decision makegtrategy promotes
high quality care for all adults at teadof-life by providing people with more choice
about where they would like to live and die7 KLV GRFXPHQW DOVR GHILQ

GHDWKY FRXOG EH FRQVLGHUHG DV

{ Being treated as an individual, with dignity and respect.
{ Being without pain and other symptoms.
{ Being in familiar surroundings.

{ Being inthe company of close family and/or friends.

As part of the End of Life Care StrategTDepartment of Health ZOT)ahe Dying

Matters campaignThe National Council for Palliative Care 2Q0@as createdo

support the implementation of the strategygusng onincreasingpublic awareness and
aiming to support changing attitudes and behaviours in society tiswhring, death and

bereavement. Echoing this national policy is local policy, such as Deciding Right for the

North East of EnglandNHS North East 2012 This is anintegrated approach to

making care decisions in advance with children, young people and addl{zrovides
information and instruction on how to implement a proactive, integrated appimach
palliative and enaf-life care that results in a good death, adhering to patient

preferences. This is done through use of shared decision making, the Mental Capacity

Act (Department of Health ZOT),SACP, generic form use across the North of England

and use of thd.CP (Ellershaw and Ward 2003 Deciding Right use§he Mental

Capacity Act (MCA) (Justice ZOOr, which is important for caring for those with

palliative care needs, assuring that decisions that are made in advance, which can

concern patient preferences, are valicgtdttes that a person lacks capacity in i@hato

15



a matter if at

in relation to

that specific time he or she is unable to make a decision for her or himself

the matter due to an impairment of, or a disturbance in the functioning of

the mind or brainfJustice 200} A person is not to be treated as unable to make a

decision unless all feasible stefeshelp him or her to do so have been taken without

success. Furthermore, an unwise decision should not be considered as a lack of capacity

either(NHS North East 20?2 Issues surrounding capacity are prominm palliative

and enebf-life care, for example, ACBhould always be done with someone who has

capaciy for the decisions it involves.

Important concepts from palliative care policies

Patient centred care, shared decision making and proactivereaadl highlightedas

pivotal conce

discussed ab

ptan the recent policies related to palliative and-efilfe care that are

ovand are explored in greater depth below

Proactive care

The primary

role of the GP is listening and offering appropriaatiment and advice,

and is perceived as such by the puﬁence 1960 It is wholly attuned with high

TXDOLW

\' FRQWHPSRUDU\ SULPDU\ FDUH DQG HQFRPSDVVHV

Spence 196

0 Thus the primary role of the GP is a reactive rqepence (1960

defines reactive care in thelowing way:

37 KH

HVVHQWLDO XQLW RI PHGLFDO SUDFWLFH LV WKH R

intimacy of the consulting room, a person who is ill, or who believes

himself

to be ill, seeks the advice of a doctor whom he trusts. This is a

consultation, and allelsee Q PHGLFLQH G HSpentel YO6OJRP LW -~

p. 273.
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However, proactive care has become a prominent focus in the basdtldomain and

emphasises the anticipation of neg@slies, Baird et al. (199r5describe proactive care

as:

3&«DUH WKDW DWWHPSWV WR SUHYHQW LOOQHVYV E\
LQGLYLGKHEsBErd et al. 1995, p. 16

However, in palliative care this term is refined. The patient is already ill with a
condition that can only be managed. The health care professional needs to be proactive
in tems of care planning. This is holistic and thus addresses physical needs
(anticipating required increases in medication to alleviate pain), emotional needs
(discussing enaf-life issues and fears), and practical needs (place of dé&atnyVorld

HealthOrganisation (WHOXefine palliative care as:

3An approach that improves the quality of life of patients and their

families facing the problems associated with-fifeeatening illness,

through the prevention and relief of suffering by means of early

identification and impeccable assessment and treatment of pain and

RWKHU SUREOHPV SK\VLFDO BNWYIBEKEWMRFLDO| DQG \

Organisation 2014, p)1

This definition highlights the imerent need for palliativeare to be proactivéntough
early identification and impeccable assessment and treatment; this means that to deliver
high quality palliative care, as stated in thelicies discussed above, proactive care

must be central. Supporting this, the academic literature indicatgztia@tive care is

pivotal in providing high quality palliative carg-roggatt and Hoult 2002Norton,

Hogan et al. 200[{Burns, Johnson et al. 2008ntegrating palliative care into curative

care or combining palliative care witlnessoriented management earlier in the disease
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trajectory resulted inncreasedsatisfaction with cardgess acute interventionand an

increased likelihood to die at honme chronically ill paients nearing the eralf-life

Brumley, Enguidanos et al. Z(ﬁ)gbarshi, Onwuteak®&hilipsen et al. 2099 The first

proactive action a health care professional must take to begin providing proactive
palliative care is to identify patients that require it. Identifying patiemly eaough to
work within a palliative care framework as opposed to in crises would encompass a

proactive approach. The early identificatiorpafliative caras akey concept in the UK

End of Life Care StrategyDepartment of Health 20118 Early identification of

palliative care patients means that they can build longer term, stronger relationships
with health care professionals, especially community nurses who will provide the
majority of endof-life care LI D KRPH GHDWK LV WKBy BUlddg HQW YV SUHI

trusting relationships prior to problematic symptoms patients and their families can be

offered access to timely and appropriate suppbgar, Currow et al. 20Q8 This is

important, as often a precursor to patients needing to be cared for in a location other

than their own home iked toreceivind pXQZDQWHGY SK\VLFDO KHOS IURP UL

as with incontinencéMcCall and Rice 20Qbor due to carer/relative fatigue inlagion

to providing emotional and physical support to loved ofi&snde, Todd et al. 1997

UK policy guidance on tement and care towards the esfdife has ideftified a need

to better recognise patients who are likely to be in the last 12 months (b éfdiner,

Ingleton et al. 2011 This means that people with life limiting illnesses who require

palliative care should be identified as early as possible (via proactive actions from

health care professionals) in the course of their progressiesslin
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Patient centred care

Patient centred care can be construed in different T\Wﬁgner, Bennett et al. 20pP5

Yet regardless of perspective all definitions are a reaction to the perceived inadequacies

of traditional care and its focus on the biomedical model aadddmination of the

health care professionF‘VIead and Bower 2090 To many, patient centred care means

—+

focusing on the whole person and not only their health care T‘ami;r]er, Bennett e

al. 2005|Manley, Hills et al. 201l This includesconsideration otheir feelings and

experience of illness and psychological and social faatoosderto direct WKH SDWLHQ

care(Wagner, Bennett et al. 20p5Thus patient centred care can also be thought of as

MHWEBHUVRQ LQ \GKddrichahd ICdroAaIN2008nd is adesired feature in

modern health carélhe Fourth Principle of Nursing Practice, Principle D, refers to

patient centred care, stating:

S1XUVHV DQG QXUVLQJ VWDII SURYLGH DQG SURPR
at the centre, involves patients, service usersiy tamilies and their

carers in decisions, and helps them make informed choices about their

W UHDW P H Q {Mabl&€y,GlilE BtaH2011, p. 35

Patent centred care should acknowledge individual patient preferences, needs, and

perspectives and ensure that patient principles guide clinical dec{difm@ormack,

Treiman et al. 2011

There is a consesus that patient centred care equates with high quality(bares,

Macpherson et al. 20Q)oyal College of Nursing 2009Chronic conditions which can

be likened to palliative care indicate that high quality care of this population includes a

IXOOHU XQGHUVWDQGLQJ RI WKH SDWLHQW(TV OLIH D
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WKH SDWLHQW\Wegn&rlBehHett ltQak Iﬂﬁr)ﬁrd the activation{Hibbard,

Stockard et al. 20Q4or empowermenf{Anderson 199F of patients. These are all

concepts that are often associated with the term patient centred care. Achieving patient
centred care consistigy entails specific knowledge arabilities a shared philosophy

that is practised by thaultidisciplinary health care team, @ositiveworkplaceculture,

and organisational suppofManley, Hills et al. 201l In addition, health care

professionals need to be alideuse diffeent processes to develop patient centred care,
including working with patient§values and beliefs, engaging patients, having a

sympathetic presence, sharing decision making and accommodating [pinysisal

needgMcCormack and McCance 20flGBhared decision making is required to provide

patient centred ca and will be discussed below.

Shared decision making

Policy makers perceive shared decision making as necessary due to its potential to

sustain the healtbare systen{Coulter 200? and promote the right of patients to be

174

involved in decisions concerning their hediBtraub, Nebling et al. 20()8égare, Ratte

et al. 201?. It has been referred to as the crux of patient centred Gadolphin 2009

It can be described as a middle ground between paternalism and rampant consumerism,
with a medical encounter perceived as the meeting of two exp#rés patient asn

expert in his or her own life, values, and circumstances, and the health care professional

as an expert in medicirTéuckett, Boulton et al. 198@50dolphin 2009 In order for

shared decision making to take place the health care professional must search for and

offer choices, as without choic#®ere is no decision to be maflbodolphin 2009 The

health care professional must then inform patients of the choices in order to engage
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them in shared decision makif@odolphin (Zooridentifies eight abilities a healtlae

professional needs to successfully use shared decision making. These are the ability to:

=

Develop a partnership with a patient

N

(VWDEOLVK DQG UHYLHZ D SDWLHQWTfV SUHIHUH

information they receive

3. Establish and review thepWLHQWV SUHIHUHQFHV IRU WKHL
(including their preferred degree of involvement)

4. Determine and act in response to patidisas, concerns and expectations

5. ldentify relevant choices and evaluate research evidence atiorelto tle
individual patient

6. Present or direct the patient to relevant evidence

7. Make or negotiate a decision in partnership and resolve conflict

8. Agree on an action plan and complete arrangements for folloyGagolphin

2009

Health care professionals shduaim to relieve suffering and increase autonomy

Godolphin 2009 to allow the patient to feel more independent and-reéitint post

consultation, as opposed to disempowered and dependent on the health care professional

or system{Godolphin 2009. However, shared decision making is not always in

isolation between the patient and the health care professional. It may also involve a

team of health care professionals working collaboratively or significant others including

family members and cars{Godolphin 200r

Involving patients in care decisions makes a potentially significant and lasting

difference to health care outcorrT&ewart 1998Elwyn, Edwards et al. ZO(rDDespite

this, the lierature indicates that qualithaed decision making only occuabout 10%
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of the time(Braddock, Edwards et al. 111Eodolphin 2009 and that generally shared

decision naking in practice is pooTCampion, Foulkes et al. ZOTEIwyn, Edwards et

al. 2003 [Towle, Godolphin et al. 2006Young, Bell et al. 20(18 However, it is

envisaged thait will improve as the health care professiepatient relationship is

changing due t@ more consumerist society with greater public involvement in health

care(Coulter 2002Godolphin ZOOF Furthermore, shared decision making is now an

internatonal philosophy that features in guidelines from Canada, the United Sfates

America Australia and the UKHAustralian Council for Safety and Quality in Health

Care 200p and is incorporated into training programs and good pragGoeolphin

2009’. The General Medical Council in the UK declares shared decision making as an

SRYHU ULGLQJ GXW\ RU SULQFLSOH”™ DQG WKDW 3VHULRXYV F

JXLGDQFH ZLOO SXW \RrGUneﬂ&HMMbWCthMILZRO&FDBN ULVN’

Difficulties in translating policy in to practice

An ageing population
The annual number of deaths in England and Walpsedictedto rise by 1% per cent

from 2012 to 2030, and the average age at death is also sebdtantiallyincrease

Gomes and Higginson 20p8n 2012, cancer was the most common cause of death in

England and Wales (29% of all registered deaths) but this was closely followed by

circulatory diseases, such as heart disease and strokes (28% of all deaths registered)

Office for National Statistics 20}13Information was not available for other roancer

deaths (frailty and dementia, organ failur8)nce 2002 death rates for cancer have

fallen by 14% for males and 10% for femal@Sffice for National Statistics 2@}; the
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prevalence ofoncancer illnesses such as dementia are expected to increase, from

800,000 in 2012 to 1,000,000 in 2081 the UK (Alzheimer's Society 2033 This

evidence, alongside the knowledge that the populatioreis@?:aley and Sidhu 20}1

and cancer treatment is advancTtIg)stanzo, Ryff et al. ZOT,QSuggests that cancer

deaths will continue to decrease and-ancer deaths will increase in the futubeie

to the ageing populatioffrorder and Fernandez 2(”110mes, Calanzani et al. 2Qihe

level of frailty, impairment and needs of people admitted to care homes is now higher

than it was 1615 years agTForder and Fernandez 2Q1A Bupa repdrrecently found

that over 50% of care home residents were over 85 years of age in 2011 (53.9%), this

figure was similar to findings from the Department oé&dth for 2008 for residents over

85 (55%) (Forder and Fernandez 2Q1Bupa figures are largely representative of

Englandaverages in relation to age and sex. In 2@dd average length of stay Bupa

care homesvas 801 days; half of residents had died by 464 days. Older adults had a

shorter length of stay in care homes as they had a higher deat{Foater ang

Fernandez 20)1Thus, care homeesidents are often elderly and frail with rcancer

diagnoses. The literatugnd statistics indicate that neancer illnesses will increase,

however this poses difficulties iproviding proactive care ggognosis can be difficult

to determingfMurray, Boyd et al. 2005 Differences in the trajectories of cancer and

noncancer illnesses have been recognised as far back as(G8&®r and Strauss

196§. Three typical illness trajectories have beefinedfor patients with progressive

palliative illness: cancer, organiliae, and the frail elderly or dementia trajectory

Murray, Boyd et al. 200%The National Gold Standards Framework Centre P009

Individuals who have cancer do not have serious debilitation or rastrict activity

until the final stages of the illness, when ar@ncer treatments are no longer effective

Murtagh, Preston et al. 20F4This means that for most the illness trajects
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commonly a slow overall decline until aig@ncer treatments cease to be effective.
Therefore peoplewith cancer diagnoses have a predictable terminal phase, similar to

that described by McCuske¢t984. By contrast, cgan failure trajectories are erratic;

they have sudden acute deteriorations followed by substantial improvement, but with an

underlying downward trend in function and abilTMurtagh, Preston et al. 20p4

However, not all noitancer illnesses stemming from organ failure follow this
trajectory; for example, end stage renal failure may be that of a steady decline, at a rate
that varies with patholyy and individual factors. However, renal disease has a high

level of cemorbidity with cardiovascular and cerebrovascular diseaaking this non

cancer iliness also difficult to predigilurtagh, Preston et al. 20r)4ndividuals who

have dementia or general frailty have a much lower baseline level of functioning, with a

declining but variable downward course towards de¢istinrtagh, Preston et al. 20p4

Sudden deteriorations may lead to hospitalisation and intensive active treatment being

more often associated with neancer (organ failure and frail elderly or dementia) than

with cancer diagnosegMurtagh, Preston et al. 20P4Thus the different trajectories

make providing palliative care for those with rcemcer illnesses much more difficult
andthis DITHFWV KHDOWK FDU kb [pRatiiveViIhiz @ ud vhamsElaO L W\
health care professionals will have difficulties being patient centred and engaging in

palliative care based shared decision making.

Time constraints

Over the past several decades major transformations haveeatouhealth care in the

more developed world; this has affected the way health care professionals perform,

experience, and evaluate their own clinical wii¢knrad, Link et al. 201J0 Health care
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professionals are increagly pressured to be proactjveeliver patient centred care,
engage in shared decision making, follow guidelines and engage in evibased

practice. Thustime is very important in designing national health care systems that

operate efficientlyKonrad, Link et al. 2010 Health care professionals often struggle

with how much control they have over their time in terms of hours of service and
minutes of patient contacthis can affect patient centred care which requires the ability
to develop good relationships, a process that can be time consuming. The relationship

between the patient and front line worker is crucial to the experience of high quality,

patient centred care and suppnines, Macpherson et al. Z(TOH ransient experiences

with patients in primary care thaas high demands and time constraints may prevent

health care professionals from providing patient centred care and engaging in shared

decision makingElwyn, Edwards et al. 19T9A recent systematic review identified

longer health care professional visits were associated with more positive outcomes such
as more attention to psychosocial problems, lower prescribing rates, lowsr retu

consultation rates and higher patient satisfaction indicators suggesting patient

centeredness was high@«ilson and Childs 2002 Furtrermore, longer visits may

decrease malpractice litigation rigkevinson, Roter et al. 19F7American health care

professionals reported that they scheduled more time for consultations with patients

than health care professionals in the UK or Germ@iftgnrad, Link et al. 2010

American and Geran health care professionals rewhilar percepbns of control over
their time;in comparison UK health care professionals felt that they had less control

over time.Health care professionals from the UK are scheduled more tightly and appear

to work more rapidly than their American colleaglfkisnrad, Link et al. 2010 Thus

health care professionals in the UK have shorter consultations, feel that they have less

control over time and arscheduled more tightly and work faster than their associates in
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America and Germany. However, with longer consultations hgeasitive outcomes

for patients andhealth care professionakss well asreducing risk of malpractice

litigation {Levinson, Roter et al. 199Wilson and Childs 2002 feeling time pressured

and working rapidly are not beneficial to patients or health care professionals and may

compromise patient centredre and shared decision making.

Communication surrounding death and dying

The UK General Medical Council guidance on fdife care, which came into effect

in July 2010{General Medical Council 20}0states that health care professionals must

HQVXUH WKDW GHDWK EHFRP HWheD QatientsS &d_|Ikélywo Gie VFXVVLRQ

within 12 months, and that medical paternalism on the subject, however benignly

intended, musbe replaced by patient choicgBell 2010, p. L This is in line with

policy initiatives to identify patients in the last twelmonths of their lifgDepartmen

of Health 2008 However, awkwardness, embarrassment and fear can mean that people

avoid connecting with those who are dyir'lghe National Council for Palliative Cafe

2009, making proactive care, patient centoagle and shared decision making difficult.

Both a palliative diagnosis and information about palliativee czan be classed as

distressinghealth threatening information which is difficult for the doctor to deliver and

for the patient to receivilBuckman 1984Ptacek and Eberhardt 19f&acekandPtacek

ZOOTT. The literature suggests conversations about death occur infrequently and that this

may be due to professionals not feeling at ease with broaching the s(ikjjegt

SUPPORT Principal Investigators 11l%affman, Wenger et al. 19¢Rlational End of

Life Progranme 201). It has beemproposed that in such health related risk situations

individuals utilise distinctive attentional processing styles which allows them to be
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classified as amonitorfor plunterf(Miller 1995). When faced with a health related

risk, monitors generally seek information, magnify disease related cues and display
greater dissatisfaction about the amount of information provided. Alternatively, blunters
psychologically dstract themselves from health related risk information and desire less
knowledge. People can be classified as (high or low) monitors and (high or low)
blunters using the MilleBehavioural Style Scale (MBS$nd ths scale could have
explanatory potentiah terms of why some consultations about death and dying work

better than others.

Communicating realistic information about different treatment options and the

likelihood of successful treatment or adverse effects and symptoms is also difficult

Matsuyama, Reddy et al. 2Q0@ he literature indicates thagatientswho have cancer

would choose chemotherapy for much smaller improvements in outdwmmewtould

health care professiona1Matsuyama, Reddy et al. 2906 his makes supportive and

holistic palliative care that is patient centred, proactive and based on shared decision
extremely difficult. If a patient wishes to continuétwaggressive treatment could be

that they are unlikely to engage in eoidife care preference discussions. However,
SDWLHQW DXWRQRP\ DQG FKRLFH VKRXOG DOZD\V EF

options should always be presented in a balancethengEarle 200§, and preference

discussions and a palliative approach should be entered into mutually. However, there is
a subjective discrepancy in how aggressive palliative treatment is viewed by patients,
bereaved relativgeand health care pfessionals. Bothereaved relatives and health care

professionals who have experienced aggressive treatment for palliative care patients

would avoid it, giving more time to plahospice and endf-life care (Earle 200§.

However, in focus groupgerminally ill cancer patients who by virtue of still being
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alive had not experienced the whole course of their illness were more inclined to

consider aggressive palliative treatmghiarle 200¢. This discrepancy suggests that

there is a gap beeen the informed opinions of beredveelatives and health care

professionals, and the decisions of pati§fftevin, Stubbs et al. (19pGnakes this

more explicit, stating that 53% of cancer patients are willing to contemplate aggressive
chemotherapy if chances of a cure weanereased by as little as 1%. Furthermore,

patients have stated that they would accept chemotherapy or radiotherapy despite being

aware that it would have no clinical benefit and no gain in survival chdRedda,

Llewellyn et al. 199}]Jansen, Kievit et al. 2001This could be due to explanations

from those providing t treatment being unclear or due to a fear of death. A quote from

de Haes and Koedoot (2Q08uggests that oncologists prefer tivegtreatment as

opposed to deny it, despite doubtful expectations about a positive result.

Giving chemotherapyrather than watchful waiting, is what I have
beeneducatedo do; W K vkaf] Viaveto sellin myshop ‘(de Haes
and Koedoot 2003, p. 45

Earle (ZOOT suggested that primary care health care professionals may feel

uncomfortake in communications about palliative care due to a lack of tools in
conveying pros and cons; the subject being too emotionally distressing to discuss;
patients being unable to comprehend the realistic outcomeésateampt to not be

totally honest inorde to preserve hop¢Earle 200? However, if these discussions do

not take place it is difficult for proactive care, patient centred care and shared decision

making to occur.
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Litigation in palliative care

Around 3,800 years ago, the Code of Haumabi stated that health care professionals

who harmed their patients would have their hands cu{S#ftkin 201}. Since then,

health care professionphtient relationship has produced potential civil, criminal and

administratie liability (Selkin 201). Often physicians learn the law as defendants in

malpractice claims, thus the systems are adversg8&kin 201). Few health care

professionals know the different factors thahstitute negligence and can be confused
about informed consent; this can lead to inappropriensive medicine, such as

cardiopulmonary resuscitation (CPR) palliative care patients, where it is unlikely to

succeedSelkin 201}. Furthermore, it is not only healttare professionals who face

litigation but also those who care for palliative care patients outside of the medical
domain, such as care home workers. Due to the litigious society in which we reside it is
difficult for health care professionals and carers to make decisions surrounding
palliative care, with caveats needed in terms of CPR, capacity, autonomg il LHQ W V
best wishes. This makes patient centred care difficult, as despite the knowledge of
patientsfwishes supporting documentation may be required to avoid litigation. If this
documentation cannot be produced (for example, is lost) or is not valid (for example,
not signed) in a crisis, patient centred care cannot be carried out due to thedrealth

profesgonal or caref self-preservatior{to avoid litigation)

Definitions of palliative and endof-life care

The terms palliative and erad-life care are often used interchangeably in practice and

the literature, preference in terms has changed in th80a# years, specific meanings

of terms have changed and definitions vary by organisation and cqlminyi, Nagae
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et al. 2012 In the UK curative caris care that is focused on ultimately preserving life:

remission and stabilisation of illness. As stated earlier, palliative care is defined as:

3$Q DSSURDFK WKDW LPSURYHV WKH TXDOLW\ RI OLIH RI
families facing the problem associatedtiwiife-threatening illness,

through the prevention and relief of suffering by means of early

identification and impeccable assessment and treatment of pain and

RWKHU SUREOHPV SK\VLFDO @SWN#FKE&NMRFLDO DQG VSLUL)

Organisation 2014

End of life cares considered by the General Medical Councifasissed orpatients

who are likely to die within the next twelve months. This includes patients who are:
expected to die within the next few hours or days; those with advanced incurable
conditions, those witlgeneral frailty and cexisting conditions; those with existing

conditions who are at risk from dying due to a sudden crisis in their condition; life

threatening acute conditions cadd®y sudden events such as accident or stfhikéS

Choices 201B Thus, palliative care is congiced as a more holistic form of care.

However, there is great variation not only in practice but also in the literature in terms

of definitions for enebf-life care, especially in relation to timeunney, Lynn et al

(2003 andChan and Webster (ZOfLQtate enebf-life care focuses on the lasdays and

hours of life, as opposed to the last twelve months. Confusion about and between
palliative care and endf-life care may make it difficult for shared decision making to
take place with patients. They may become distressed if a health caresipratks
attempts to be proactive by suggesting a palliative approach. Furthermore, palliative
care does not mean that a patient does not require active care. A frail elderly patient
who health care professionals view as appropriate for palliative careathapd break

her wrist; being a palliative care patient does not mean that this person should not

receive appropriate, patient centred medical attention for this injury.
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Aids to translating policy into practice

There has been drastic increase ifiterature about researcpracticepolicy links in

recent decadegNutley, Morton et al. 20]10 Despite this, there remains a well

recagnised and significant translational gap between these domains. As discussed
above, there are issues in implementing conceptual ndtiomsthe political mandate
(such agroactive care, patient centred care ahdred decision making) into practice.
However, there aretechniques (Continuous Quality Improvement) and theories
(Diffusion of Innovation and Normalisation Process Theory) that may aid the

implementation of these concepts into practice.

Continuous Quality Improvement
Quality improvement is na new feature in health care. It dates back to the nineteenth
century, with Ignaz Semmelweis introducing hand washing to medical care and

Florence Nightingale identifying that poor living conditions were a leading cause of

death (Chassin and Leob 20L1However, quality improvement in health care has

developed significantly, with a systems approach used to describe and improve existing

services termed Continuous Quality Improvement (CTBBdawski 199F Thus CQI

can aid the translation of national policy into practice. It is a philosophy of continual

improvement of the processes associated with providing a service that meets or exceeds

customer expectatiogshortell, Bennett et al. 1998The basis of CQI is the assumption

that problems in producing a quality outcome arise commonly due to poor job,design

failure of leadership or unclear purpose, as opposed to lack of will, skill, or malign

intention from those involved in the procg&aham1999. Another premise of CQIl is

that of a blameless culture; establishing trust and respect and avoiding retribution are
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advocated (Radawski 199F Honest communication and collaboration about

implementation and use of an interventias well as flexibility to make changes to
these procedures is also important in CQIl. This gives healtle professionals
responsibility and empowerment in relation to an intervention. The NHS is now tasked

to ensure that services are driven by a cyclé@f that includes clinical aspects of care

Ferlie and Shortell 2001 making CQI an important factor farew servicesand

palliative care in gemal. In order to undertake CQI, revision of the way an

intervention is performed is executed through examination of outcomdRkzdawski

1999. The goal of CQIl is to understand and improve the underlying work processes and

systems inorder to add value, as opposed to correct individuals mis@

Bennett et al. 1998 Most studies evaluating@ in clinical practice have reported

favourable results, with quality and outcomes of care being impnSteattell, Benng

et al. 199}1 Thus CQI can be an aid to health care professionals using a new service
that is implemented due to national policy and can be seen as a facilitator to new service

diffusion in practice.

Diffusion of Innovation

Diffusion is a processwvhere an innovation is commuaited over timéo andamongt

the members of a social systand can be¢hought of as a way to bridge

the gap between policy and practide can be considered as special type of
communicéion as it isconcerned with the spread of messages that are perceived as new
andideal. Diffusion is distinctivebecause of theovelidea in the message content, thus

in health care some uncertainty and perceived risk must be associated with the new

innovation thats to be diffused in practiggkogers 199p
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New services or interventions require diffusion into practice in order to be successful

and he healthcare domain and its ability to implement and diffuse innovations has

created greatesearh interest{Greenhalgh, Robert et al. 2QQ4insisalmi, Kivimaki ef

al. 2009. The need for innovation in service delivery has bleighlightedsince the

early 1980s(Hunter 198§ but the implementation ofinnovatiors still presents

significant challengegBarnett, Konstantinat al. 201}, regardless of the potential

benefis. This isalso despite the perception of healthre organisations as the most

knowledgeable and scientific based institutigiBarnett, Konstantina et al. 20111

The innovation decision process gives informativeginisinto how and why individuals

adopt a new innovation. This pr@seconsists of five stages:

1. Knowledge- when the indridual is exposed to the innovation and understands

how it operates.

2. Persuasion- when the individual forms gositive or negative vie of the

innovation.

3. Decision- when the individual engages in activities that lead to a choice to

accept or reject the innovation.
4. Implementation when the individual puts an innovation into use

5. Confirmation - when the individual seeksonfirming evidgknce for an

innovationdecision already madd&he individualanay change theidecision if

they areexposed to conflictingvidence about the innovatigRogers 199p

This process highlights how individuals adopt new services, and thus how national

policy can be adopted by front line staff. Howevdrere are some criticisms of
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diffusion research including th@ro-innovation bias{Rogers 199p This is the

suggestiorof most diffusion research that an innovation shouldapedly diffused to
and adopted by all members of a social system, and that the innovationrebidadde-
invented or rejectedlhis ethos is therefore counter CQI which enforces that new

services can be implemented differently and yield better (or pdtgmiarse) results.

Factors that can aid innovation diffusion can be perceived attributes of the innovation

itself, such as relative advantagieogers 199p Alternatively, innovation diffusion can

be facilitated by key individuals, such asantpions or opinion leadgGreenhalgh

Robert et al. 2004 Both perceived attributes tie innovation or key individualsnay

enhancehe translation of national policy into practice.

The five perceived attributes of innovations

Rogers (199F names five attributes of innovatiortkat male it more likely to be

adoptedrelative advantage, compatibility, complexity, trialability, and observability.

Compatibility is the degree to which an innovation is perceived as consistent with the

pre-existing values, past experiencesd needs of patéal users(Rogers 199p An

innovation can be compatible or incompatible witkocioculturalbeliefs and values

formerlyintroduced ideas; odient prerequisitesor the innovatiorfRogers 199r

Complexity is theperceiveddifficulty of the innovation{Rogers 199r3 Any new

intervention can be situated on the complesityplicity cortinuum +some new

innovations are clear to the potehtizsers whereas others are r&ogers 199F

Trialability is the degree to which an innovation may be experimented with on a limited

basis(Rogers) An intervention that lenddself to a trial can be adopted more rapidly
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thanone that does nqRogers).Observability is the extent to which the results of an

innovation are visible to otheffRogers 199r5 Finally, the last perceived attribute of an

innovation isits relative advantage which isthe degree to which an innovation is

perceived as being better than grecedingdea(Rogers1995. Innovations that have a

clear, unambiguous advtage in either effectiveness awost effectiveness are

implemented and adopted more eagilyeenhalgh, Robert et al. ZCiOZI'hus fora new

serviceto be implementgcdhealth care professionals and other associated organisations

who are involved witht will have to believe that it will make difference to the care

they provide to their patientfcreenhalgh, Robert et al. (Z(TOdescribe relative

DGYDQWDJH XV QRQAMHRT DGRSW Lio@ntial usér& RiKWot ZKLF
consider it further. Therefore it is a corner stone of any new innovatiorcamde
consicered as an aid when implementing new services or interventitmsever,

relative advantagen isolationis not enough to ensure the adoption of an innovation

Greenhalgh, Robert et al. 2104

The perceived attributes of an innovation state that if an innovatammrparable to the
norms of those who use gimple to e, trialableobservableand advantageouken it

is more likely to be adopted into practice. Thus interventions aiming to dikesge
concepts from policiesnto practice may be more successful if they have these

characteristics.

Champions and opinideads

Greenhalgh, Robert et al. (2(104tate thatpeer and expert opinion leaders and

champions can have a particular influence on the beliefs and actions of their colleagues.
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An opinion leader exerts influence through their representativeness and credibility and
can have a positive or negative influemcehow a new innovation is adopted (diffused
into routine practice). A champion can aid innovation diffusion as they exert influence

on others. A champion can be:

1. The organisational maverick, who provides health care professionals with
freedom from the or@nisations rulesprocessesand systems in order to
generateénnovative solutions taurrentproblems.

2. The transformational leader, whweatessupport from other members of the
organisation.

3. The organisational buffer, wHormsa flexible monitoring sgtem to ensure that
LQQRYDWRUYV SURSHUO\ XVH WKH RUJDQLVDWLRQYV UHV
actinventively.

4. The network facilitator, who develops crdssctional patnershipswithin the

organisatior{Greenhalgh, Robert et al. 2104

Champions and opinion leads therefore could be pivotal in translatingnalagiolicy
into practice through new interventions or services. They provide support for others and

could facilitate enhanced team work, coordination or communication.

Both CQI and innovation diffusion literature highlights that these rokes could aid
the translation of national policy into practice through the support they provide to health
care professionals using a new service. They could therefore potentially contribute to

overcoming some of the difficulties referredahe previous section
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Normalisation Process Theory

The Normalisation Process Theory (NP{May and Finch 2009is a sociological

theory that has beeextensivelypromoted asa way tounderstand implementation,

embedding and integrath of innovationsespeially in health care settingdcEvoy,

Ballini et d. 2014. Thus it has beeadvocated as a means of bridgthg translational

gap between policy and practig®lurray, Treweek et al. 201{Morrison and Mair

2017 [McEvoy, Ballini et al. 201f The NPT emphasises the fluid, vigorous and

interactive processes between context, adads objects and is ceaquent oftudies

aiming to understand implementation of complex interventions in health care settings

McEvoy, Ballini et al. 201 The NPT has four main theoretical constructs

coherence, cognitive participation, collective action, and reflexive monitoring.

Coherence refers to trdevelopmenunderstandinghat individuaé and organisations

must work to achieve in order to promote or inhibit thetine embedding of a practice

Finch, Mair et al. 201 Cognitive participationmefers to the work that individuals and

organisations have tdo for individuals toregister andengage with the new practice

Finch, Mair et al. 2012 Collective action is the work #t individuals and

organisations have to do to enact the new pragkoech, Mair et al. 201 Finally,

reflexive monitoring is the appraisal of a new practice once it is in use, to assess it

advantages and disadvantages.

NPT is not concerned with the relationships between individual attitugdsnéentions

and behavioural outcomes and thus does not focus on how knowledge is created within

or across professional grougiglcEvoy, Ballini et al. 2014 However, similarto the

Diffusion of Innovation(Rogers 199F the NPT focuses on the legitimacy of the

intervention and the role of opinion leadgus it explores understanding, trust and
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interpersonal relationships within social networks as they impact on the implementation

of anintervention{Doumit, Wright et al. 201r-1arris, Provan et al. 20}.2

Summary of aids to translate policy into practice

CQl, diffusion of innovation and NPT are all concepts that can explain, and in some
cases, aid the diffusion of policy into practice. They roffigplanatory potential as to
why some interventions are not adopted by practice or why they are only adopted by

some organisations and not others.

Chapter Summary

Palliative care has been termed since the 1970s ayaihisg increasing significanée
health care However, there are still prominent barriers to the implementation of
palliative care in practice related to disease type (cancer ocarmer), health care

professionalethos and the constraints efstens FUHDWHG WR pFXUHY SHRSOH

understandable given the complexities of palliative and-afrde care (Vissers, var

den Brand et al. 20}3lIt is currently not explicitly known how these barriers affect the

care that is provided in practice. However, in order to provide preference based
palliative care these barriers must be overcome. The literatndécates that most
patiens would prefer to die at home. However, a home death requires discussions and
planning, which are often stunted by the societal taboo of death and dying. Efforts have
and are stilbeing made in breaking down this taboo by the public, through the media
and policies related to palliative and eofdife care. National guidancestrongly

advocates the use of proactive care, patient centred care and shared decision making to
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provide hidn quality, preference based palliative and-eftife care. Although these
philosophies are of good standing and can result in positive outcomes for patients, they
can be difficult to implemenn primary careThere are some theories and tools that can

be used to understand and, in some cases, improve, the implementation of interventions

into practice including CQI, diffusion of innovation and NPT.

The next chapter describes hd@Ps can structure palliative and ewfdtlife care and

aim to provide proacte, patient centred care using shared decision makihg. T
chapter will describe an IC&nd explore onef the most welknown ICF related to
endof-life care. ICPs in palliative care will be described and the ICP under study in this

thesis will be expleed in detail.
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Chapter 2: Integrated Care Pathways

A detailed explanation of IGPwill be providedincluding howthey are defined and
described in the literatur&ollowing this,the ICP implemented in the locality will be
described in full, includig the locality and GP practic§scharacteristics, the
commissioning process and all the tools that can be used within the paBulvhshed
research wilthenbe used tdiighlight what is known abouCPs inpalliative care and

identify a clear gap in thigerature regarding underlying generative mechanisms

What is an integrated care pathway?

To meet patients' needs as stated in national padicwholesystems approach is

required whichco-ordinates care across professional and organisational basdar

Addicott and Ross 20)0ICPs offer a system ahultidisciplinary care planning based

around the principle of clinical audit and on tinederstandin@nd practice of clinical

staff, which facilitate the management of defined patient groups with a specific clinical

problem(Hotchkiss 199ﬂCampbeII, Hotchkiss et al. lgﬁastwal and Caldwell 200R

They have been formulated as a stratethyus provide a potential link between the

publication ofnational guidelinesand their implementation inlocal clinical practice

Campbell, Hotchkiss et al. 19r98T herefore an ICRan reasonably be expected to

constitute an effective tool for the translationpobactive care, patient centred care and

shared decision making into practice.
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ICPs aim to: redt or exceed existing quality standards; improve multidisciplinary
communication, health care professionphtient communication and patient

satisfaction reduce unwanted practice variaticamd enable new staff to learn key

interventions for specific contbns quickly (Campbell, Hotchkiss et al. 19r98

Furthermore, they are a strategy for improving the collection and analysis of clinical

datafrom practice in order to promote chang2e Luc 200}. ICPs are primarily

considered to be tools for designing careceduresimplementing clinical governance,

unifying delivered care, improving the quality of clinical care, and ensuring that clinical

care is based ocurrent evidencTRiIey 1998(De Luc 200}. Theycan consist of one

document aahg as a care plan, detailing the essential steps in the care of patients with a

specific clinical problemand offering description of expected progregSampbell,

Hotchkiss et al. 1998Chan and Webster ZOrLG-Iowever, a palliative care ICP of this

format would be very difficult to formulate for all palliative care patients due to the
great variety of conditions and needs. Yet all palliativee qaatients have underlying
similarities in needs that require attention from health care professionals; most
prominently the need to plan for a good death which can be achieved through the use of
proactive care that is patient centred through use of sli@@dion making. Thus ¢h

ICP studied here@ises an advance care plan asa@imenumber of potentiaksourcs (as
described in full later in this chapter). Although it is not validat8sdU RXFKHUfV ZR
(2005) provides a helpful set of criteria to frarhe service provided in this study. To

be considered an ICP a service must be

{ A plan of expected clinical caret this is in all the documentation and
information in the service being evaluated

{ On some form of timeline, whether that is daysurs or stges
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{ A multidisciplinarydocument

{ The actual clinical record.

{ Basd on evidencéased guidelines

{ A system to review performance

{ Able to cross organizational boundaries.

{ An evolutionary anddynamic tool that is therefore never cast in sﬁucher

2009.

Thus the palliative care ICP in this study is a long term integrated service that includes

aspects of the traditional ICP but has been edited to work with the palicaiie patient

population. Due to meeting most of the criteria describg@imycher (ZOOFand the

term ICP encompassing the general approach of the servicstulis evaluates, the

service will be referred to as an ICP throughout the thesis.

ICPs provide benefits which lead to patient centred care, increased patient satisfaction, a

reduction in documentation and inappropriate lengths of stay in secondary care

Kitchiner and Bundred 1996Hotchkiss 199¥ Use of ICPs can reduce errors and

ineffective clinical practice, therefore improving outcom&stchiner and Bundreg

19969. However, there are concerns about ICPs and barriers to thé@metation.

These include discouragement of clinical judgement of individual cases, restriction of

innovation, and the requirement of guidance, energy, high quality communication and

time for successful implementatitfﬁampbell, Hotchkiss et al. 19F8’E)ther barriers to

implementation include reluctance to change, lack of suitable evidence based
guidelines, inadequate resources to developejjuies locally, disruptive interpersonal
politics, lack of recognition of the need for improvements in the quality of care,

difficulty in identifying cost savings, insufficiently informed leader or a leader who is
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not of high enough standing within the arr_i;sation1CampbeII, Hotchkiss et al. 19r98

ICPs for palliative and endf-life care management are used widely around the world

and have ben regarded as the gold standfman and Webster 20r10I' hey have also

been set as the main part of the End of Life Care Strategy in thF)lel;b’artment o]

Health ZOOT DQRG DUH SDUW R(Thurkad I»)Dﬁ.GG]Rspfcﬁ/)de a key tool in

translating policy into practice but practitioners nevertheless have been rdpdeed

some implementation barriefampbell, Hotchkiss et al. 19r8

The Liverpool Care Pathway for the Dying Patient

Historically dying patients received insufficient attention from senior medical staff and

nursing staff and experiencemhadequate symptom contrgMills, Davies et al. 1994

This prompted the development of th€P, the most wetknown ICP in palliative and

endof-life care in the UK for the dying phase of palliatif@han and Wester 201?.

The LCP was developed by the Royal Liverpool University Trust and the Marie Curie

Centre Liverpool to transfer the high standard of hospice care to secondary care

Ellershaw, Foster et al. 19Tlillershaw and Ward 20T)3It is a standardised approach

to care for dying people which is intended to ensure that consistently good care is given

to everyone considered to be dying within a maximum of three dayardtegs of

location (hospital, nursing homes, own hor‘ﬁ)ershaw and Murphy 20(1!&Ieuberger

Aaronovitch et al. ZOJF The LCP monitors not only the physical care of a dying

patient but also addressdbeir psychosocial and spiritual neesisch as the religious

\v

and spiritual aspects of caTEIIershaW, Gambles et al. 2(11)\7eerbeek, van Zuylen ¢t

al. 200§ Other objectivesof the LCP are toencouragecosteffective health care

through appropriate prescribing, and avoiding crisis interventions and inappropriate
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hospital admissiongChan and Webster 20r10The document was developed from

surveys, focus r@ups,expertopinion and consensus on best practice, with an aim of
being patient centred and addressing holistic care ndé@s.LCP defineineteen

goals considered essential in the management of dying patients and for the care of their

relatives and arers after deatITEIIershaw, Foster et al. 19FEIIershaw and Ward

2003. After the development of the LCP numerous other groups developed ICPs for

—F

the dying based osimilar principles{Pooler, McCrory et al. ZO(ﬂFowell, Russell e

al. 2004|Bookbinder, Blank et al. 20T5Due to substantial criticism including claims

of premature diagnosis of imminent death, the LCP masking signs of improvement in

patients, and dissatisfaction from carers and family memfmes/in 2009 |Smith

2009, the LCP was dyject to an independent review in 20{NBeuberger, Aaronovitch

et al. 2013. This report concluded that there was poor understanding among health care

professionals of existing guidance in care for the dying and a need for improved skills
and competencies was identified. Furthermore, there was a reluctance to discuss the

prospect of death and its clinical uncertainties with patients, their relatives ansl care

Neuberger, Aaronovitch et al. 2Q18ue to a lack of openness and candour among

clinical staff. A lack of compassion was also highlighted, and a repdttthe patient,

their relatives and carers first, treating them with dignity and respect was elected as
pivotal for future care of the dyinghis echoes the principles explored in the previous
chapter (Chapter,p6) regardingthe difficulties of traslating poicy and evidence in

to practice due to difficulties surrounding communication in palliative aneb&hfik

care.

The difficulties described HVXOWHG LQ WKH GHFLVLRQ WR puSKDVH

NHS, with a replacement service for eofdlife care currently being developethe
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national and regional guidance for the care of patients in the last three days of life is that
WKH pSURSH UCP Mtk eguivalémt)Hshould continue until new care planning
tools are introducedAppendix 1. Thus the locality health care professionals now
explain the pros and cons of the LCP to patients and their family members and they
make a decision as to whether they would like to have the LCP or not. If the patient or
their family members (making a dsion through best interests) chooses not to have the
LCP, health care professionals ensure that the patient still receives the same standard of
care (that identified within the LCP) and discuss all relevant care decisions with
relatives.This illustrateshe highly sensitive national debates which form the backdrop

to this study.

One limitation of theLCP is its usability only in the three days prior to death; this
GRHVQMW VXIILFLHQWO\ IXOILO WKH QHHG IRU SURDF\
in the illness trajectory. However, it is important that -efdife care is given unique
attention, which the LCP, or other en#ilif e ICPs which focus on the last thiageys of

life, can do. They are part of palliative care, which includes theoé&titk phase and

thus many palliative care ICPs use the LCP for-eflife care.A Cochrane systematic

review aimed to assess the effects of-efilife care ICPs (including the LCP) in

comparison to usual care or care guided by anothey@@Bn and Webster ZOrLOThe

study aim was to focus on the impacts of-efidife care ICPs on symptom severity and
quality of life for the patient, their family and carers, and health care professionals. The
authors planned to include randomisedtrolled trials (RCTSs), cluster RCTs and quasi
RCTs. The initial literature search identified 920 potentially relevant titles, but no
studies met criteria for inclusion in the review. The review concluded that there was

insufficient evidenceto make resmmendations regarding the use of such-@ritfe
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care pathways for the dying. However, the inclusion and exclusion criteria for this study
were very stringentand the study focussedn whether these interventions work
Furthermore, there are ethicaluss associated with RCT designs wleousing on

patients at thendof-life; randomising patients to a study arm that does not include an

intervention which many clinicians believe to be effeclT@dnan and Webster 20r10

The LCP is aninherently complex intervention, with human factors playing an
important part thaaredifficult to control for. The outcome measures in the study were
physical symptom severity, memorial symptom assessment, psychological symptom
severity, quaty of life, and harms, all of which are extremely difficult to assess during
the endof-life phase, especially as the patient can be unconscious or sedated. The
traditional RCT design has not yielded the outcomes needed to make informative

decisions aboutndof-life care ICPs effectiveness or worth.

Studies using research designs which do not match Cochrane review inclusion criteria

canhoweverprovide informative resultgBailey, Burgio et al. (200pimplemented an

endof-life care intervention in a tertiary care Veterans Affairs medical centre. The
intervention included staff education and support to identify dying patients and
implement care plans for the last days or hofilfe The study found the intervention
resulted in significant increases in the mean number of symptoms documented, the
mean number of care plans, opioid medication availability and Do Not Attempt

Cardiopulmonary Resuscitation (DNACPR) forms. This p@liéa care intervention

improved outcomes for those with eafilife care needs. Similarlj/eerbeek, van dgr

Heide et al. (20C18investigatedthe effect of the LCP on théocumentation of care,

symptom controland communicatiann hospitas, S D W Lhdr@anfnursing honge

The study found that in comparison to the baseline period, when the LCP was used the
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documentation of care was more comprehensive and symptom burden was significantly
lower. Thus both studies found that eafllife ICPs have the potential to improve

symptom management. Other studies assessingfdifd ICPs found improvements in

clinical documentation and assessn1®nokbinder, Blank et al. 20QJkuhrs, Meghan

et al. 2005|Veerbeek, van der Heide et al. 2pO&nowledgeof endof-life care

amongst internal medicine studenf@kon, Evans et al. 2094 prescription of

medications for endf-life (Bailey, Burgio et al. 20ggMirando, Davies et al. ZOT&nd

bereavement levels for relativegeerbeek, van Zuylen et al. 2Q08Vhilst these do not

provide irefutable proof b ICPs effectiveness at the endlife, they nevertheless

present themselves as promising.

The Integrated Care Pathway under study

The locality that the primary care based palliative care ICP is implemented in covers a
predominantly semiural and rural geographical area in the North East of England. The
business cases initially proposed in 2008 and 2009 for the ICP by the Locality Practice

Based Commissioning Group were developed and delivered in line with the national

strategies on ACPra endof-life care (Department of Health ZOT)BThis strategy

encourages all health and social care services to acknowledge and value high quality
care in the final years of life. It also emphasises-ardinated pathway approach. Key
components in the palti@e and enebf-life care journey should be: to identify
individuals approaching eraf-life; to assess and agree how needs and preferences of
patients can be met through use of ACP; well planned and coordinated care; provision

of high quality services regdless of location; managing the last days of life; supporting
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families and carers. The eleven poattion plan developedy the localitywas as

follows:

1. Palliative care registers needed to be developed that were meaningful and

resulted in actions.

2. PAQQLQJ $&3 QHHGHG WR GHILQH SDWLHQWVY SUHIHUHC

3. Capacity to provide home care needs to increase.

4. 20% of deaths in the locality occur in care homes, the care is currently reactive
EXW QHHGVY WR EH SURDFWLYH pFDUH KRé&#T ZLOO EH X
to nursing homes, care homes and residential homes, from here on in this thesis.
This is because the data used in analysis does not allow for differentiation

between the different types of care homes).

5. Deaths in hospital are at around 47% whgbkuboptimal.

6. OOH services need to be integrated.

7. Ambulance services need to be integrated.

8. Standards should adhere to the GSF.

9. Data on performance was required which could be feedback to practices.

10.Education and training was needed for all health paodessionals using the

ICP.

11.A pathway must be created through commissioning to allow capacity &

alternatives in providing palliative care.
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In line with the End of Life Care Stratengepartment of Health ZOT),Sthe aim of the

ICP business cas@rompted bythe eleven point plan) was to provide proactive and
patient centred carelhis wasvia an improved range of services which result in the
early identification of those with terminal conditions, the opportunity to discuss and
plan care, thus resulting in higjuality palliative and endf-life care across all terminal
conditions, regardless of diagnosis. Previously in the locality, palliative care had
focused onpeople with cancer diagnoses and palliative care registers were poorly
developed and not used inparposeful way. This was due to a number of reasons:
terminal cancer diseases are easier to identify, cancer trajectory has a more predictable
course (than in nenancer conditions)and cancer registers were available in some
practices that allowed thegatients to be closely monitored. The premise of the ICP
developed was that patients with life limiting illnesses should be identified early and at
a point in their illness when active treatment is no longer likely to extend their life, but
while their ned for medical, nursing and social care input is relatively low. These
patients should then be placed on the practice palliative care register, which should
trigger the offer of ACP. This ACP should result in shared decision making about
preferences for # endof-life, which can then be documented, thereby encouraging
choice, implementing planning and making home, care home and palliative care unit
deaths more viable. This ICP is thus an implementation of the three key concepts
identified in the palliativecare policies proactivity, patient centeredness and shared

decision making.

Once the ICP was designed a large multidisciplinary education event was held, at which
the theory and practicalities of ACP in relation to -efdife care were discussed.

Feedlack regarding the proposed ICP and documentation was collated and utilised to

49



refine the ICP, meaning that it was tailored to local needs and therefore there was a
strong sense of ownership of the ICP from those who were going to implement it. The
event wa attended by sixty individuals representing members of primary health care
teams, secondary care, voluntary sector organisations, patients and carers. The ACP
document designed by the locality was passed to the Medical Protection Society for
medicelegal comment. Further development of the ICP through feedback from the
various stakeholders was also sought. The local urgent care services and local

ambulance service were both informed about the ICP.

Initially, twelve primary care practices agreed to implatriibe ICP in April 2009. Two
additional practices joined at a later date, thus the ICP involved a total of fourteen
primary care practices. This meant that the population covered increased from 60,000 in
2009 to 78,000 in 2010. A Local Enhanced ServideS).was developed to encourage

GP practices to take part in the project. This LES rewarded practices for setting up the
necessary systems, allocating more time to visiting patients in their own homes, for
attending education sessions and for agreeing trnrepractice information and
feedback questionnaires. Each GP practice was paid an initial sum of £750 to sign up to
participate in the ICP. The ICP is still in place and still coordinated by a

multidisciplinary steering group that has service user raraent.

The new ICP for those with life limiting illnesses requiring palliative care involved six
newly commissioned services: advance palliative care registration, palliative care
incentive scheme,lospice at Hom&care (from a local registered charitythree
community palliative care beds in a local care home, two sessions of medical cover per
week for these beds, support from a local charity to provide complementary therapies to

those in the community palliative care beds. The three community paliedre beds
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were commissioned as an alternative to hospital admission, to widen choice and to offer
a pragmatic hospice, as all hospice provision prior to this was approximately eighteen

miles away from the locality. A wide range of appropriate servisepivotal in

maintaining patient§quality of life (Ellershaw and Ward 20Q@#\gar, Currow et al

2009.

Unfortunately the tweyear pilot was not fully funded to continue. The third sector
organisations (Hospice at Home charitable organisation and complementary therapy
local charity) and the three community palliative cardsbat the local palliative care

unit were not initially recommissioned. However, public campaigning led to the re
commissioning of two of the palliative care beds with reduced funding for these beds;
medical cover for these beds; the charitable orgaaisairoviding Hospice at Home
support had its funding cut from pilot level but would remain above baseline for the
following year. Advance palliative care registration and the palliative care incentive
scheme were continued. This highlights how the ICPois anstatic intervention; it
evolved in response to local commissioning stimuli. The palliative care incentive
scheme includes several interventions: preference discussions, ACP, OOH notgication
MDT meetings, the traffic light system of wellbeing (adeabby the ICP founder for the
locality from the GSF), use of anticipatory medication, and use of the LCP. All of which
are described in detail below. Additionally, Palliative Care Quality Visits (PCQVSs) to
GP practices were carried out by the founder ef ItBP, to ensure ICP diffusion and
implementation. Thus the ICP has multiple components and is implemented by many

different people in different job roles and is inherently complex.
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Advance palliative care registration

Palliative care registrations casisof a confidential list in each GP practice, which
details the patients who require palliative care. A patient should be considered as
requiring palliative care if they have a life limiting illness and active treatment is no
longer likely to extend thelife. Healthcareprofessionals from the locality assess this

E\ XVLQJ pWKH VXUSULVH TXHVWIpRQJ§ thBiGio§asticG I URP WKH

indictor (Department of Health 2008 he National Council for Palliative Care 2Q09

The National Gold Standards Framework Centre ZI(NHS North East 20]?2 The

VXUSULVH TXHVWLRQ DVNV 3 RXOG \RX EH VXUSULVHG LI W

PRQWKV"" 8VH iRive bakeHred@seO as resulted in early identification

(proactive care), planning and -oodinated care nationallfOmega: the Natiual

Association of End of Life Care 20r10IdeaIIy, advance palliative care registration

VKRXOG RFFXU ZKHQ WKH SDWLHQWTV QHHG IRU PHGLFDO
relatively low and whilst their symptoms are not severe. By strengthening practice

palliative care registers, patients who require palliative care can be identified and health
careprofessionals can plan with the patient in a more effective and efficient way for the

future when their care needs increase. Palliative care registrationgd stiigger

preference discussions and ACP.

Preference discussions and advance care planning

SUHIHUHQFH GLVFXVVLRQV DUH FDUULHG RXW XVLQJ VKDUHC
preferences for care when they have been identified as requirirgipaltare. As part
of the palliative care incentive scheme, these preference discussooiis Isé recorded

formally. At the start of this PhD the advance care plas one document that was
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developed by the locality. Throughout data collection thischasged, according to the

local Deciding Right (2012) documentation. ACP is now used as an umbrella term and
refers to the process of documenting preferences which can include the use of four
independent documents: the advance statement, the DNACPR foemadivance
decision to refuse treatment (ADRT) and the emergency health care plan (EHCP) or
Personal Welfare Lasting Power of Attorney (RWA) including health (all described
below). ACP is now centred on shared decigimaking, with these documents as an
outcome of a preference discussion between a patient and a ¢er@ifirofessional.
Regardless of the outcome of ACP (advance statement, DNACPR form, ADRT or
EHCP) it should be a process of voluntary discussion and review to help an individual

anticipate how their condition might affect them in the future and identify their

preferences in different situatioffSHS North East ZO]TZIt IS important to note that all

of the outcomes from these documents are idwahilst the person retains capacity for

those decisions, and none of these documents can be used with individuals who do not

have capacity according to the Mental Capacity Qcistice 200[{NHS North Easj

2017. Furthermorgan automatic and rigid approach to ACP should be avoided; the

patient should be willing to engageACP for it to be successful and to avoid distress.

x Advance s@atement

The advance statement is a document that is written by the patient to clarify and
document their wishes, feelings, beliefs and values about their future care (Deciding
Right, 2012). his document is not legally binding but will be taken into account by

healthcareprofessionals and carers if the person is to lose capacity in the future.

X Do Not Attempt Cardiopulmonary Resuscitation form
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The DNACPR form is a document that a person ltawe if they do not wish to have
CPR. It is the most frequently used document in ACP and has the advantage of

simplicity as it only addresses one decision. However, this also means that the

document is inflexible in complex situatiof’$HS North East ZO?ZThe form needs to

be from the Deciding Right documentation to be accepted by the North East Ambulance
6HUYLFH DQG PXVW EH SUHVHQW LQ WKH SHUVRQYV KRPH
witnessed). CPR decisioshould only be made for those whom they are appropriate

for; those who have capacity for that decision where an arrest is anticipated and CPR

could be successful.

X Advance Decision to Refuse Treatment

The ADRT is a legally binding document that statesréfesal of a specific treatment
UHJDUGLQJ D SHUVRQTV IXWXUH FDUH LI WKH\ VKRXOG ORVH
legally binding it must be valid and applicable to the circumstances. Because of the time

needed to evaluate the validity and apbitity of an ADRT, they are not always

supportive in acute emergencies that require immediate treatment, but must be adhered

to when time allows (Deciding Right, 2012). The ADRT has now replaced the Living

will.

x Emergency Healthcare Plan

The EHCP is acae plan covering the management of an anticipated emergency

(Deciding Right, 2012).

x Personal Welfare Lasting Power of Attorney including health

A PW-LPA including health is also an outcome of ACP. A YA including health

DFWV DFFRUGL Q JstWhterebts, SnbivhLidHteVBrnging tagether of health or
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VRFLDO FDUH SURIHVVLRQDOVY DQG WKH LQGLYLGX
proposed care. For those who do not have capacity the MCA (2007) provides
information on how a best interest decis®mould be made. It can be used in life
sustaining treatment decisigrmit only supersedes the ADRT if it was appointed after

the ADRT was made by the individual and if the conditions of thelPA including

health cover the same issues as stated IAEHRT (Deciding Right, 2012).

Home and hospice are

Three community palliative care beds were commissioned as part of the ICP in a local
care home as an alternative to hospital admission, to widen choice and to offer hospice
care in a palliative care unids the nearest hospice prior to this was approximately
eighteen miles away from the locality. Two medical cover sessions per week for these
beds were also commissioned with support from a local voluntary organisation to those
in the community palliativeare beds. Increased capacity to support home care was also
commissioned from a Hospice at Home organisation. This charity includes a team of
registered nurses and health support workers who fill gaps in care, provide respite sitters
and night care. The ensured the appointment of a lead nurse to assure that clinical

governance issues were being identified and managed.

Out of Hours notifications

OOH noaotifications are alerts that are sent to the local GP OOH service to make them

aware that a person is ¢he palliative care register.
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Traffic light system

The traffic light system of wellness was created by the locality to encourage patient
centred, appropriate and timely care, taking inspiration from the GSF needs based
coding that consists of five cales. The locality traffic light system has only three
colours: green, amber and red. A patient is considered within the green section of the
system when they are thought of by healtine professionals as being at a point where
active treatment is no longdikely to extend their life, even if they appear to be
relatively well and have few symptoms. The amber section of the system is for patients
who have begun to deteriorate. The red section of the system is for the final days and
hours of life. The traffi light system also acts as a prompt to hecdite professionals

to ensure that additional measures such as facilitating access to financial benefits
(green), providing anticipatory medication (amber) and initiation of the LCP (red) are
implemented (wherdata was collected the LCP wastionally used currently the
patient or their familydecide on the care the patient receives. See the sattbweon

the LCP, p43).

Multidisciplinary Team Meetings

A MDT within the ICP consists of professionals who wam the community and the

GP practice. A MDT meeting will involve the discussion of palliative care patients
identified using the palliative care register and manage complex problems associated
with palliative careguided bythe traffic light system of wimess. A palliative and erd

of-life care MDT team meeting should ocaegularlyto discuss progress with patient
care and treatment options. Most practices include this as part of their general clinical

meeting.
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Anticipatory care medication

This is medtation that can be used &ad endof-life symptom control; itis provided
proactively prior to actual need so that these medicines can be administered to the
patient if required without delagspecially at night, at weekends or over bank holiday
periods Anticipatory medication can be provided for patients who are currently being
cared for at home, in a care home or in a community palliative care bed and can be

administered subcutaneously by health care professionals for nausea, sickness, pain,

respiratoy secretions or agitatioirellett ZOOT.

The Liverpool Care Pathway for the Dying Patient

In the UK, the LCP was created to transfer the high standard of hospice care to

secondary car¢Ellershaw, Foster et al. 19F7The LCP is a standardised method to

monitor the care of a dying person, considering their physical, psychosocial and

spiritual needgVeerbeek, van Zuylen et al. 2Q0&s previously discussed, th&€P is

QRZ EHLQJ SKDVHG RXW LQ WKH 146 DV D UHVXOW R

independent repo1Neuberger, Aaronovitch et al. 2Q1However, dta collection for

this study began in February 2Q1thus preceding the publication of this report.

Therefore this thesis will refer to the LCP and report outcomes related to it.

Palliative Care Quality Visits +Continuous Quality Improvement

PCQVs prorRWH &4, DQG DUH FDUULHG RXW E\ WKH ,f &:
JRYHUQDQFH YLVLWYV FRQVLVW RI D YLVLW WR WKH *3

GLVFXVV WKH SUDFWLFHTIV SHUIRUPDQFH GLVFXVV K
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fictional palliative care patient from diagnosis to death, talk about difficult issues
experienced when using the ICP and identify and provide potential solutions for
common problems. Thirteen out of fourteen GP practices involved in the ICP have
received a PCQV. Additionallyt allows for insight into how each individual GP

practice interprets, adapts to and uses the ICP.

The service delivered in the locality and evaluated in this study qualifies for the title of
ICP in all domains but that of it being one document. The I|@&lithtes the

introduction of multidisciplinary guidelines into routine practice and is based on clinical

experience from recently treated patients with the same condiidohiner and

Bundred 1995 Members of thénealth care team using the ICP may stray from it, but

this must be justified clinically. This encourages adherence to the ICP and its supporting

national guidelines therefore decreasing variations in the care that is prKatbdher

and Bundred 19516 The ICP has a founder who developed and facilitates

LQWURGXFWLRQ LPSOHPHQWDWLRQ SURIHVVLRQDO HGXFDYV
The founder also analysed variations from the ICP implementation modedeinto

make appropriate revisions, ensuring it had flexibility to integrate best practice

exemplargKitchiner and Bundred 1996Furthermore, the ICP under study meéis

criteria stated on the ICP key element®d&list, developed bjCroucher (ZOOFand

detailedabove(p4l). The FUHDWLRQ RI WKLV ,&3 DOVR DYRLGV WKH pWwW

some ICPs face, such as the L{S#ocker and Close 201L3

This concludes the description of the ICP and its component parts. The next section

focuses on theurrent literature surrounding IG#n palliative care.
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Evidence of Integrated Care Pathway effectiveness in palliative care

While endof-life care is concerned with the last days and hours orJlieney, Lynn et

al. 2003, palliative care focuses on "the quality of life of patients and families who face

life-threatening illness, by providing pai@and symptom relief, spiritual and

psychosocial support from diagnosis to the end of life and bereave h ang

Webster 201()World Health Organisation 20).4Palliative care ICPs are less visible in

the literature than endf-life ICPs(such as the LCPHue to the unpredictable nature of

palliative care and variability in diagnosis and prognosis. Several searches of the

literature database CINAHL (CINAHL 2013) and Web of KnowledggWeb of

Knowledge 2013 were conducted to identify palliative care ICP evaluations. The core

WHUPV puSDOOLDWLYH FDUHY MuVHUYLFH § uSDWKZD\ !
SODFH RI FDUHY pKRPH GHDWK § MFRPPXQLW 9 DQ
singulrly or in combination. Titles and abstracts were screened for original research
with adult palliative care patients in Western contexts evaluating an ICP, service or
pathway implemented by primary care or a care home. The following discussion is
based ortheseliterature searches, snowballing searches of bibliographies and reference

lists as well as RSS feeds of relevant journals

Smith (2012 found that tle palliative care needs of patients with advanced heart failure

were not being adequately addressed in the locality through use of a baseline audit of
services.The audit included the number of patients who had been referred to specialist
palliative care srvices, had discussions around anticipatory care planning, had a
documented preferred place of care and had a documented actual place oAdeath.
MDT process mapping event highlighted issues with the current service provision and

identified the aims andcepes for the project: the development of a palliative care
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pathway for enéstage heart failure patients, collaboration between clinicians, managers,
commissioners and patients to enable patient choice and access to palliative care
services both in hospitand the community. A steering group was established including
clinicians, managers, patient representatives, ambulance service representatives, local
palliative care teams and the cardiac network. Secured funding allowed a palliative care
clinical nursespecialist to work collaboratively on the service with the heart failure
nurse specialist. Outcomes of this collaboration were joint visits to patients and an

increased understanding of job roles. Several tools were created for the new service.

The GSHThe National Gold Standards Framework Centre 0@ used to develop a

HMFDXVH IRU FRQFHUQY WULJJHU WRRO WKDW DLGHG FRPPXC
patients with advanced diseases who may require palliatree Tas is similar to the

surprise question used in the ICP under study. The health care professionals in the study

could then discuss these patienthio they were concerned aboat the newly

established advanced heart failure multidisciplinary forunth \&i view to improving

patient care and reducing hospital admissions. A patient and carer assessment (PACA)

tool was developed from the GYFhe National Gold Standards Framework Ceptre

2009 for use by community heafailure nurses to facilitate holistic assessment. This

tool also contained referral criteria for specialist palliative care. Anrai&@oire was
developed to trigger conversations with patients and assist symptom management or
endof-life care. Out of Hots (OOH), GP and Ambulance Service palliative care or
endof-life forms were used to highlight identified patients to the services. A regular
collaborative cardiorespiratory and palliative care nurses meeting was established that
included teaching sessioas a forum to improve communication and discuss complex
cases. A red folder containing relevant information for all of the services involved in the

patient$ care (when being cared for in the community) was left in each patient's home.
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Finally, the hearfailure nurse specialist assumed the role of key worker, liaising with

RWKHU KHDOWK FDUH SURIHVVLRQDOV LQYROYHG LQ W

The introduction of these tools into clinical practice was expected to improve
coordination between acute and commuriliyicians and palliative care nurses. A
second audit(of the same criteria as the firsBxecuted eighteen months post
implementation identified: improved access to palliative care for advanced heart failure
patients; improved choices at the esfdife (more patients dying in their preferred
place of care); provision of holistic heart failure service spanning referral to palliative
care and then eraf-life. The main difficulties highlighted within this study were the
challenge of working collaborativelycross services and job roles, and ensuring

S D W L HQ Wwrg canbivuKiehted to all relevant health care professionals. However,
this study highlights that improvements in communication and multidisciplinary
collaboration have resulted in better accesgdlliative care services for patients and
more choice with an increased number of patients dying in their preferred place of care.
Although the study identifies positive outcomésdoes not explain why they might
have occurredThe aim of the interverdn was to increase coordination between
services, but this is highlighted as one of the challenges, thus this may not be the
explanation for the outcomes observed. The resources used in this ICP need to be
identified in order to understand why the healtlre professionals involved changed
their behaviour, resulting in the outcome of improved access to palliative care services

and increased home deaths.

Reymond, Israel et al. (Zorllmplemented the residential aged care-efilife care

pathway (RAC EoLCP). This care pathway involved the promotioAGP, proactive

care, multidisciplinary management of icemts (patients) and their family members,
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death in current residence (care home), optimal symptom management and increased
competence in managing palliative care cases. Those working in the care home were

also given palliative care training to enhancarticare capacity. The implementation of

the RAC EoLCP resulted in 98.3% of residents dying in their place of choice (the care

home) and significantly less hospital admissions in comparison to those not on the RAC
EoLCP. Staff perceived an improvement meit satisfaction with, and quality of,

palliative and enaf-life care provided by the care home after the introduction of the

5%$& (R/&3 2QH VWDII PHPEHU UHSRUWHG WKDW 3EHIRUH

staff had little training in palliative care andrsetimes were very scared of caring for

WKH G{Re@nbnd, Israel et al. ZorllBereaved relatives evaluations of ligdive

and enedof-life care did not increase fronthe preimplementation to post

implementation phase; satisfaction remained consistently figis|Reymond, Isra€|

et al. (201} highlight thattraining leads to increased use of ACP and LCP, however

they do not explicitly identify the tools (although it could be assumed to be ACP and
LCP) or thought process of individuals implementing the new service. Furthermore,
they do not refer to the context tfis intervention. The same positive outcomes may
not have been achieveflthis were aninterventionoutside of a care homer if the
recipients of the training had not seen the relative advantage of the new .service

However,outcomes of this study indite that palliative carkCPsthat have a focus on

5%

ACPDQG PXOWLGLVFLSOLQDU\ ZRUNLQJ FDQ IDFLOLWDWH GHLEL

residence.

A three year noiblinded randomised controlled trial took place to compare the effects
of early palliatve care integrated with a standard oncology care service in comparison

to standard oncology care alone, for newly diagnosed metastatisnmedh cell lung
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cancer patientgTemel, Greer et al. 20L0Patients assigned to the early palliative care

integrated with standard oncology care service met with a member of the palliative care
team within thhee weeks of enrolment and at least monthly thereafter in an outpatient
setting till death. Additional visits were scheduled at the discretion of the patient.
Meetings focused on the assessment of physical and psychological synfptonds)g

goals of care helping with individual decision making regarding treatment and
coordinatingcare Patients in the palliative care integrated group had a higher quality of
life in comparison to the control group (standard oncology care), as measured by the
Functional Asessment of Cancer Therapyng (FACT-L) scale. Of the patients who
died, those in the standard oncology care group had more aggressive treatment. Despite
receiving less aggressive treatment palliative care group patients survived longer.
Finally, more paents in the palliative care group had resuscitation preferences
documented. Again, this palliative care ICP documents positive outcomes for those in
the intervention group. However, the study does not identify what factors explain the

choice of patientsithe intervention group to have less aggressive treatment.

Bakitas, Lyons et al. (ZOT@ondu:ted a RCT for nearly 5 years with patients who had

advanced cancelt is rare to find an RCT irhis domain that is so long term; this is an
asset tothe study.Patients were randomly allocated receive either standard care
(n=161) or a multicomponentpsycheeducational intervention: Project ENABLE
(Educate, Nurture, Advise, Before Life Ends) (n=161), implemented by advanced
practice nurses. The intervention consisted of four weekly educational sessions and
monthly follow-up sessions until death, whidncouraged patient activation, self
management, and empowerment. Patients who received the intervention had higher

scores for quality of life and mood than those receiving usual care. However, they did
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not have improvements in symptom intensity scoreeduced days in hospital visits.

1R GHWDLOV DUH SURYLGHG DV WR ZK\ LQWHUYHQWLRQ JUR
improved apart from that they had educational sessions. The content of these sessions is

described but no description of what elevatedoch or quality of life specifically is

provided.

Implementation of the Gold Standards Framework to enhance palliative care

services
Many studies describe implementation of the GSF; a systematic, evidasee
approach to aid health care professionaisl@mtifying patients in the final years of life,

assessing their needs, symptoms and preferences and planning care on that basis and

empowering patients to live and die where they ch@dke National Gold Standargls

Framework Centre 2009 It supports care pathways that are patient and carer centred

Thomas P03 |Pellett 200?. Hockley, Watson et al. (2010mplemented the Gold

Standards Framework for Care Homes (GSFCH) and the LCP over eighteen months.
Significant inrhouse training was provided for staff with GSFCH facilitators visiting the
care homes everien to fourtee days. Residesf[(n=228) notes were reviewed and
gualitative interviews with bereaved relatives were conducted pre and post
implementation of the pathway (GSFCH and LCP). Use of DNACPR foh@®, and

LCP (which are all also used in the ICP under stubhgreased significantly and
hospital deaths were reduced from 15% pre ICP implementation to 8% post
implementation. Therefore, it can be concluded that the GSFCH was successful in
improving outcomes for care home residents with palliative care needs wiho die

However,similar to all of the studies describdtijs study does not explain why these
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outcomes occurred; it only provides the outcomes and tools aisédn assumption of

causality between the tv1b1a|l, Goddard et al. (20}3also implemented the GSFCH.

Nine care homes were involvesidsemtistructured interviewsvereconducted with all

care home managers, eight nursdsge care assistants, eleven residents and seven
family members. Perceived benefits of the GSFCH were improved symptom control,
WHDP FRPPXQLFDWLRQ VWDII FRQILGHQFH DQG DGKH1U

there were some perceived barriers to tifeFGH as well. These included lack of

understanding about eral-life care and an increase in paperwgall, Goddard et al.

2011. Severalof the tools in the GSFCH focus on improving communication in

palliative care{The National Gold Standards Framework Centre p(i9all, Goddard

et al. (201} found that the GSFCHlmproved communication within homes and with

external providers including GPs and specialists in palliative care. Tools created to
improve communicatiomwere simila to those used in the ICP under study and included
palliative care registers, coding predicted stages of illnesA@®l These toolsvere
perceived as beneficiah the studyhowever some participants felt they required more

experience of using these. &rle were also concerns about discussing death and dying

Hall, Goddard et al. 20}J/Hall, Goddard et al. (20}1suggest that the use of the

GSFCH tools have improved communicatidmtthey do not explicitly state how this
increasemight haveoccurred +stronger ¢am cohesion amproved multidisciplinary
collaboration for example Furthermore, they highlight barriers to implementing the
GSFCH but do not state explicitly if or how these barriers have affected the

implementation or outcomes.

Bower, Roderick et al. (20}@valuated the use of the GSF in two GP practices, one

rural and one urban, with the aim of improving integrated team working to feilita
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death in the patienfplace of choice. Despite the use of the GSF increasing health care
SURIHVVLRQDOVY ZRUNORDG WKURXJK HDUO\ LGHQWLILFDWI
with patients prior to a crisis in the last few weeks of life. Additign@ommunity

nurses, practice nurses and GPs all felt empowered to identify patients with any illness

requiring palliative care who may have been in their last year of life, despite a previous

focus on cancer patients. Increased and strucMi2@ meetirgs allowed patients to be

monitored and individualised care plans to be altered to meet care needs. A lead GP was

allocated to each patient to ensure continuity of care. Recent deaths were reflected on in

MDT meetings to facilitate practical learning. Ondentified at the MDT meeting,

relevant information about palliative care patients (medication, next of kin, current

input, potential risks) was faxed to OOH services in order to create an advanced service.

7KH SDWLHQWITV QRWHYV D w ferRlPhtaltls thrRe YiofedsiGnalsQd RUP D W L
use and provided information for patients and their relatives about who to contact (GP

or nurse) during the day and at night; this relieved feelings of anxiety that can occur due

to isolation from services out of moal working hours. Healtltare professionals

worked closely with patients to assess the need and timely implementation of

anticipatory medicatiorfa tool used in the ICP under stud@n audit of twentyone

patients who died with community nurse involvememnlicated that high quality MDT

working with the GSF is effective in supporting patients to die in their place of choice

(90% of patients died in their place of choice). Howglmanitations of the intervention

were reported by health care professional® stated that completing notes in the
SDWLHQWTV KRPH DQG WKHQ GXSOLFDWLQJ WKHVH QRWHYV F
consuming. There were also already strong working links between GPs and nurses;

specialist palliative care expertise in the coM@ LW\ QXUVLQJ WHDP DQG DQ u

FKDQJHYT HWKRV LQ ERWK SUDFWLFHV 7KLV TXHVWLRQV ZKH!'
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effectively in a practice where the context was not as favourable; changes in practice
may have taken longer to implement and havenbfaced with more barriers. It must
also be noted that this study had a small sample size @1); larger scale
implementation may have created issues. However, sl findings indicate that
implementation of palliative care tools promoted by theFG®sult in improved

outcomes.

What is known so far?

Some overlaps can be seen between the palliative care ICP under study and those in the
literature. They all aim to increase patient centeredness and have a focus on providing
proactive care. Some uskared decision making in tHerm of ACP or educational
sessions that promote decision making about the p&tieate. Decision agdand cause

for concern trigger tools have similar properties to the surprise question and the traffic
light system in théCP under study. The GSF studies use many similar tools to the ICP
under study includingpalliative care registers, the traffic light systeACP and the

LCP. Many of the studies have working collaboratively or enhanced communication as
an aim in the impdtit expectation that this will allow patients better access to palliative
care servicedVIDT working was perceived tmtegrate team work and enharpagient
centred care-Hdowever, it is highlighted that working collaboratively can be a challenge.
Confiderce was highlighted as important in providing high quality palliative care and
the perceived ability to provide palliative care may be important in |68Balth care
professionals may also need to feel empowered in order to identify palliative care
patientsregardless of diagnosis (cancer or fwamcer).Many of the ICPs and GSF

studies aimed to reduce hospital deaths and increase home deaths which they did
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successfully. Again, this highlights how health care professionals in these studies are
operating witin a patient centred framewordowever, barriers to using palliative care
ICPs were also identified in the literature including understanding about palliative and
endof-life care, increases in paper work and time constraints, and difficulties discussing

death and dying.

It is acknowledged that the ICP under study is not always congruent with the ICPs
reviewed in the literature. For example, the ICP under study does not use regular

meetings with palliative care experts or educational sessions with pat mel,

Greer et al. (207)0andBakitas, Lyons et al. (ZOTjSd. However, consultations can be

seen as meetings with experts (health care professionals) and thuseaomrey can

still be taken from these studies.

However, in all of the studies reviewethe causality between the introduction of
practice tools and improved outcomes is at present assumed rather than understood in
depth. Studies evaluating palliativeredCPs state that an intervention that promotes
early identification of patients in need of palliative care and the use of, ACP
collaborative workingand specialist palliative care services have positive effects in
terms of quality of life, place of deatnd resuscitation orders. However, although the
palliative care intervention studies described have shown improvements in care, they
report these favourable outcomes but do not identify why they oédurof the
interventions described have one thingcmmmon: they involve multiple tools and
professionals. It is therefore very difficult, within the research desgmployed, to
decipher any detail on the causality chains which might have led to favourable
outcomes.Furthermore, the studies discussed pay attention to contexsuch as

location, population, disease type, socioeconomic factors, or understanding of palliative
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care.The interventions all show promising outcomes, but none go in to much depth to
explain which components of the inherently compéand multifactorial interventions

might have worke best for whomand in what circumstances.

The studies reported leave a clear gap in knowledge: what actually works, for whom
and in what circumstances? Thus, this thesis will investigate whether diyealtiare
ICP using care planning principles for those with life limiting illnedsasds to positive

outcomes, how, for whom and in what circumstances.

Currently, there is no specific way to provide palliative or-efitife care in the UK.
Studies focusg on palliative care interventions are limited and difficult to identify in
the literature and thus an evaluation providing information on context, underlying
mechanisms and related outcomes is warranted. This is important not only to policy
makers and dalth care professionals in order to deliver a high standard of care, but also

to patients, who wish to die in their current place of residency.

ICPs in palliative care provide promising results in terms of translating policy into
practice. They indicatthat they increase proactive care, patient centeredness and shared
GHFLVLRQ PDNLQJ ZKLFK UHVXOWY LQ D JRRG GHDWK
choice. However, the complexity of @ multicomponerninterventionameans that it is

not clear whichtool worked best for whom (for example, professionals, patients,
primary or secondary care, care homes) and in what circumstances (type of illness,
timing of patient identification as terminal prior to death). Furthermbeeassumptions

made in mosbf these studies between intervention strategies and outcomes pose a

significant challenge to implementation in other contexts.
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Chapter Summary

The ICP has been developed in line with national and local policy that identifies

palliative and enaf-life careas a local regional and national priority and continues to

develop(Department of Health 20 )Ithe National Council for Palliative Care 2Q09

The National Gold Standards Framework Centre

I~

J0BES North East 20]12 It aims

to translate national policy and guidelines about proactive care, patient centred care and

shared decision making into practice.

The facets of the ICP have been described and issues with fuadthghanges in
commissioning have been discussed. The changes made in-cbmmessioning of
services has resulted in the ICP functioning differently now in comparison to when it
was initially implementedHowever, use of the core tod|galliative careregistration,

ACP, anticipatory medication use) that are based on proactive care, patient centred care

and shared decision making have remained unchanged despite this, as recommended by

regional and national policfPublication of regional policy, Decidirgight (NHS North

East 201p, has the same underlying principles as the ICP and therefore it should be an

enforcing factor to the proper use of the interventions of the ICP, including ACP.
However, undoubtedlythese changes will all have had an effect on the ICP, the way it
functions, those who implement it and those who are in receipt of care. Yet,
development of an ICP is a dynamic process, which is likely to be affected by change
which can come fronocal ornational policy or due to economic factors, especially in

the current economic climate which is resulting in significant changes to the NHS.

The introduction of Deciding RigfiNHS North East 20?2has meanthat some of the

documentation used in the ICP has changed (the advance care plan form has become the

advance statement, with ACP now acknowledged as an umbrella term for a process
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which results in several formal outcomes of preference discussions irortheof

documents). Workshops have been run in the locality to further explain and implement

Deciding RightfNHS North East ZO]iZWhich has the same underlying principles as the

ICP.

Individual case studies frothe pilot before limited reommissioning have shown that
the ICP improved patient experience, avoided hospital admissions in individual cases,

LQIRUPHG WKH 22+ *3VY GHFLVLRQ PDNLQJ DQG IDFLC

of-life care decisiongLocality North East Clinical Commissioning Group 2012

However, the ICP required more formal evaluation, investigating if the ICP worked,

how it worked and in what circumstances.

The complexity highlighted in this chapter means that the ICP does not lend itsglf easil
to a quasexperimental design, and indeed, the literature has demonstrated the
limitations of such designs to evaluate multifactorial ICIF® next chapter will explain

the methodology used to evaluate such a complex ICP, realist evaludwgoprificples

of realism,realist evaluation and realishquiry will be explored alongside the data
collection tools. The research questiorll be formulated which will aid in the design

of the programme theories that will be tested in order to guide the ewaluati
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Chapter 3: Methodology

This chapter willbegin with an exploration ofealismthat will addressquestions of
ontology, epistemologyand methodologyAn introduction to realist evaluation will

then be provided with the realist logic of inquiry eadpked to help understand how the

ICP will be evaluated in terms of Context, Mechanism and Outcome Configurations
(CMOCs). The research questionill be stated which prompted the development of
programme theories to be tested through data collection. wkofjothis, a data
collection and analysis framework will be presented which has been developed
specifically to meet the needs of this research, using both quantitative and qualitative

data tools.

Policy, such as the End of Life Care Strat¢Dgpartment of Healt 2009 is delivered

through active social programmes, such as the ICP, to active subjects (health care
professionals and patients) and this has major implications for research methodology. In

clinical trials human volition is regarded as a contaminata the aim is to minimise

its impact hence the use of placebos, blinding and randomisation. However, social
programmes work through the reasoning of subjects and knowledge of that reasoning is
LQWHJUDO WR XQGHUVWDQGLQJ D GRIR 3D & eorffl’x RXWFRPHV
system that includes many peopteoviding and receivingservices it must be

investigated using a methodology that embraces human voliisnwell as this

complexity,rather tharminimisesit.
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Realism

Realism is not a research medhbut a methodological orientation; an approach to

constructing and selecting research metI‘fRMvson, Greenhalgh et al. 2?.05 is a

logic of investigation that is grounded in the philosophy of science and social science

Bhaskar 1978Harre 1978

Bhaskar1979(Putnam and Conant 19ﬁ)00||ier 1994. In

these writings realism is considered as the principal pgossitivist perspective and

provides an explanation of phenomena that sits between empiricist and constructivist

accaints of scientific explaation

Pawson 20

Realism regards social change

transformational as opped to linear, it values both qualitative and quantitative research

methodsand is not nomothetic or idiograplTSayer 199

ST

Archer 199%

Sayer 200p

Realism is a methodological orientati@lue to its understanding of causation, the

constitution of the sowal world,andthe stratification of social reality

Pawson 2006 all

of which are questions of ontology, epistemology and methododwglyare developed

further below

There are two streams of realism in social science: critical ret

al. 199§

Bhaskar 200

pand empirical realisrTPawson 198|THedstom and Sedberg

biischer, Bhaskar gt

1998

Wi

liams 200CnCarter and New 20(

UH

2006

DOLVP

)dalso known as scientific realism, emergent

DQDO\WLF UHDOLYV A middetrbde rdabBsmPev@déty H E X

, although naonsistenhomenclature has be assigned to this school of thought.

It shall be referred to as empirical realism for the purpose of this thesis. The schism

between critical realism and empirical realism is due to the open systems nature of

social explanation. Critical realism assuntbat there will always be an excess of

keawson 20?? It is therefore

the primary task of the critical realist to be critical of the lay thought and actions that lie

explanatory possibilities, some of which will be mistal

73




behind false explanatior{8haskar ZOOF Empirical realism assumes that a researcher

should still aim to decide between alternative explanations, despite the knowledge that

further explantory potentials remain without investigation in the open systems in which

people live (Pawson 2006 Furthermore, empirical realism suggests that classic

apparatus including clear hypothesis making, critical comparisons and empirical
patternsare of use in research underpinned by realism. Empirical realism is embraced

by realistic @aluation, the methodology used in this study.

Questions of ontology, epistemology and methodology iealism

Ontology questions the form and nature of reality and therefore what can be known

about it{Guba and Lincoln 1994 Realism suggests that there is a real worldiwith

which people interact and that individuals construct meaning in this world. Whilst
theories, concepts and perspectives may generate a valid understanding of a phenomena,
they cannot and do not exhaustas all knowledge is contextual and partial; other

conceptual schemas and perspectives are always possible and theories, concepts and

findings are grounded in values and perspectifdtheide and Johnson ZorllFor

example, whilst death is an inescapable reality, its measingediated by individual$

understanding and experiences of it. Two separate individuals who experience the death

of a grandparent may have differing reactions due to context, resources and reasoning.

Additionally the way in which an individual reacts W KHLU JUDQGPRWKHUYfV GHDW
YHU\ GLITHUHQW WR WKH ZD\ WKKiNHNUWHBEW L/ RV RHRUE\OR Q JYN OG
HISHULHQFHYVY RI D ORYHG RQHYfV GHDWK ZLOO JHQHUDWH XC
definitive as all knowledge is contextumhd partial.The current literature focusing on

palliative care ICP evaluations generates understanding but does not acknowledge that it
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is contextual, or that the findings are grounded in values and perspectives. For example,

Smith (2012 states that a holistic heart failure service increasésice for palliative

care patientsHowever, this does not mean that the same holistic heart failure service
implemented in another locality would achieve the saumeomesThefindings may be
different due to the differing values and perspectives of those implementing and

receiving the service.

From a societalbr organisational perspective, death is acess that eeds to be
managed and the ICP, a complex system in itself, is one way of implementing this
management. Realism suggests that regularitiethe ICP are attributable to the

XQGHUO\LQJ PHFKDQLVP WKDW LV FRQVWLWXWNMG E\ S

have in a specific contex{fPawson and Tilley 1997 Realists state that the

embeldedness of all human action within a wider range of social processes is the

stratified nature of social realiffPawson and Tilley 1997Even the most repetitive and

commonplace actions are only understandable because they contain innate assumptions

about a wider set of rules and institutigiawson and Tilley 1997 For example, the

act of visiting a GP is routinely accepted as what most people would do if they felt
unwell for a significant period of time. Howevdhis is only because it is known that
visiting the GP is part of a wider institution (the NHS) within which Hippocratic rules
dictate that efforts are deployed tpanagepatientsfillnesses. The causal power
between visiting the GP andanaginghe illness does not reside in the GP themselves

or the drugs they prescribe but in the organisational structures which they form. One

action leads to another due to their accepted place in the \WPakeson and Tille)

1997; the patient makes an appointment with the GP, the GP prescribes medication if

appropriate, the pharmacist dispenses the drug and the patient adheres to the drug
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regime. Therefore human action and understanding is not linear and is understood in

terms of its location within different layers of social reality. This explains why tealis

shun thesecessionistiew of causatioryPawson and Tilley 1997

Epistemology cosiders the nature of the relationship between the knower or the-would

be knower and what can be knovfﬁuba and Lincoln 1994 The answer to the

epistemological question is always constrained by the answer to the ontologica

guestion.What can be known about any social programme is not definifoe

example, the heart failure service describeBhyth (2012 may not achievéhe same

results in a different locality and ithus not a definitive finding. This isud to the
complexity of social realityneaning thapeople have different uedstanding, values
and meanings and thus a social programme is never exactly replicatedvét a

decision can be made between opposing explanatory théthréekeart failure service

may have worked due to improved communication between the clinical te@

(2013 suggest, however they do not unpaodplicitly how improved communication

has led to the outcomes achieveRgalist evaluation begins with a theory of @us

explanation known as a CMQ@hich is based on thdea of thegenergéive mechanism

exposed further hergPawson and Tilley 1997 The researcher searchégr causal

powers within objects or agents or structures under investigation and expresses them in

terms of CMOC (Pawson 200r: It requires complex and systematic understanding of

causal powers which takes into account the underlying constructs that connect two

events, and the context in which that relationship oc@lResvson ZOT Generative

mechanisma explainthe causal linkbetween social programmes and omes Using

Smith (2012 as an example agaiif,improved communication between the team has

led to more home deaths, the generative mechanism explaingishy, in relation to
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resources and reasonirnihus it could be hypothesised thlae tmechanism could be the

key worker identified for each patient (resourceho liaises with all other health care
professionals involved in the patightcare to improveeommunication (reasoning)
which has led to more home deaths (outcomethe context of improved access to
palliative care servicesn another hypothetical example grounded in primary care, the
mechanism could be information provided &P ina consutation (resource)which

set in the context of a long standing and trustfgpatientrelationship results in a
reasoning of trusting the information provided, absorbing it ands eadn outcome of
acting on it.However, there are often cases that gaimst the trend, which realism
embracesand our understanding of the causal link (content of consultations) may
survive even in the face of irregularities; patients may have researched their condition
using the internet as opposed to receiving the irdtion in the consultatioor theGP

and patient may not have the aforementioned long standing and trusting relationship

Put simply, what causes something to happen has nothing to do with the number of

times it is observed happenip8ayer 200p Therefore gathering data on regularities is

misguided, however these may suggest where to look for causal mechgfayres

200Q, one of the integral concepts in realist evaluation.

Individuals may be aware of patterns of regularities into which their lives are shaped,

the choices that channel their activitiedahe wider social forces that limit their

opportunities(Pawson and Tilley 1997 This can result in individuals wishing to

change the pattern. This change may or may not happen as the individual may or may
not have the resources to do so, or their efforts may be overcome by an opposing group
who have more resources. Furthermore, indi@islihave incomplete knowledge of the

contextual conditions in which they reside and these contextual conditions may limit
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their actions and the proposed change mechanism itself may have unanticipated

consequencef?awson and Tilley 1997For example, recentlgnedication availability

has been affected by locality in the UK. Patients maghwo have a course of
medication but cannot due to this contextual facocial programmes or interventions
are an attempt to change the current regularity in a domain through generative

mechanism

Methodologyconsidershow the wouldbe knower can gabout finding whatever he or

she thinks can be knov\f@uba and Lincoln 1994 This question is constrained by the

answer given to the first two questions. Realist evalugBamwson and Tilley 199has

been created for researchers to investigate the world from a realist perspective and

focuses on the devment and refinement of CM@CRealismand realist evaluation

have further explanatory potential in relation to death and dying and palliative care

ICPs. They can offer an understanding that is grounded in the locality but provides more

macro knowledge aBB XW GHDWK DQG G\LQJ DQG SDOOLDWLYH FDUH ,é
ER[T DQG OLQNV RXWFRPHV WR H[SODQDWLRQV WKDW DUH P
individuals who implement and receive social programmes. Previously the management

of death has beeronsidered in a very causal way; improved communication will lead

to more home deatl{fSmith 2012. Realistevaluation allows for a deeper understanding

that embraces huen volition and the complex social systemsaihich people reside.

Realistevaluation of this palliative care ICP will therefore provide novel insights.

Theoretical framework: realist evaluation

The conceptual approach in this study isistavaluatio (Dalkin, Jones et al. 2012

(Appendix 3, as it enablesn-depth analysis of interventions througie means of
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realist programme theoriesembracing bothqualitative and quantitative research
(Pawson, 2013)Programme theories have been developed iteratively refinedor

each section of analysis. Analysis wilghlight what Contexts (C) need to peesent so

that the relevant mechanisms (M) are likely to be triggered to cdossgvedutcomes

(O). The purpose of this is to generate understanding of how resources provided by the
ICP interact with contexts to trigger the necessary mechanismsothce positive

outcomesSocial programmes, realist logic, @B OCsare explained in detail below.

Social Programmes

To understand realist evaluation, an understanding afials programmes or
interventionsmust be developed. Social programmaes active, iey do not operate in
laboratories, they are affected by contexts which are changeable and thus although two
social programmes may have the same name, they will nelvavd@exactlythe same

way. The ICP can and will thus be considered as social prageanin this thesis.

M5HDOLVWL FPaw&n® ahD WIIIeRIQTMs the main texfor realist evaluation

The subject matter of a realist evaluator is a social programme (interveptioenwise

understood associal systems. They consist of the complex interactions between

individuals and institutions and of micro and macro sociatgssegPawson and Tille)

1997. A realist approach states that social programmeshaies incarnate; this is

plural as one social programme is likely to have several theSoesal programmeare

delivered under the hypothesis that if the programme is delivered in a certain way it will

improve outcomegPawson ZOT This means that whenever a social programme is

implemented, it has an underlying theory abolmatvmight cause change, which is

being tested. However, this theory is not always explicit. It is the role ofetdest
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evaluator to make these theories explaig ensure thahe right questionare asked of
the dataFor example, the underlying thgoin ACP may be that planning for a good

death results in mongatients dying in their location of choice.

Interventions are implemented into existing social systems that are believed to account
for a particular problem, such as difficulty talking abaolaath or issues identifying
palliative carepatients. The fresh input the social programme gives to the system is
expected to improve patterns of behaviour, events or conditions via changing and

rebalancing the systefRawson 20?3 The underlying theories of the ICP are discussed

later in thischapter(Research questions section88). In orderto describe a social

system or programme, realists use three predominant concepts: context, mechanism and

outcome. These three concepts produgergerative mechanism to explain causality

T Context

In realist evaluation, mechanisms workpartnership with contexb lead to outcomes

in a causal way{Pawson 2006 In other words, lie relationship between causal

mechanisms and their effectoutcomes) is not fixed, but contingent on con{8satyer

1984. Thus realist approaches make explicit use of broader insights in order to explain

the impacts of interventions in context, as will be done in the analysis in this tA#sis.
social programmes/interventionare introduced into prexisting socih corntexts,
therefore there is sometimes a struggle for them to prevail in these contextual
conditions hence they are contingentlt is impossible to establish a straifgward
relationship between intervention and outeomvithout identifying preexisting
contexts. Each social programmémplemented has a great number of different

contextual constraints and facilitators and the interrelationships, institutions and
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structues in which it is embedded affect its succes@Pawson 2006 Context refers to

not just the physicalbut to the culture and driverprffessional cultures, p@w
dynamics within GP practices, cost effectiveness, disease specific clinical regsoning
institutional features (patient list sizes in GP practices, shared nursing teams, staffing

levels in care homes)nd ethicalssueqequality of caregapacity to mke a decision

Context works by constraining the choices of stakeholders in a social programme.
Stakeholders in the ICP can be programme leaders, programme policy makers, clinical
staff, social care staff, voluntary organisations, palliative care patamd bereaved

relatives. The subjects of a social programme are always faced with a choice about

whether to participate{Pawson 200p Subjects have different poeveloped or pre

given characteristics that leave some well prepared and some badly prepared for the

programme theory, resulting in varying success for indivigualetherthis is those
implementing the social programme or those receivinghey also have different pre
existing relationships, which means that some are well placed and some are ill placed to
use the opportunities provided by thecial programm For example,
the ICP has a focus on being patient centred. Howéwemolcy context encouraging
proactivity and patient centredness may compete with-exigting systems
Alternatively, from the patient§point of view, a patient who is less familiar with their
GP may be less likely to engage with the ICP (through, for examlA@®), than a
patient who has built a relationghivith their GP over their lif¢ime. Additionally, ona
more macro level, some GP mtices may have more flexible systems that make
explicit allowances for patient involvemer®n an even higher levesodetal taboos
about death and dyingan be a prominent contexineaning that death is often not

discussed and ishrouded in mysteryCurrently there is an effort to change this taboo
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through the National End of Life Care Stratedpepartment of Health ZOT)Sand

documentation such as Deciding Rig'ﬂHS North East 20]12 Although these

documents are tailored for, and aimed at, hezdtleprofessionals, they encourage early
discussions about death and dying with pasie This social change in the way GPs
regard and discuss death and dying is a social change that will have effects on any social
programme in palliative and ead-life care. Despite this, it could be that some GPs and
patients may be reluctant to talkoaib death and dying due to this societal taboo. This
would make the resources of the social progransueh as ACPvery difficult to use.

The context thus has clear implications for the successes and failures resulting from a

social programme.

It is notexpected that massive contextual change will occur during a programme or as a

result of a programme; a social programme does not aspire to cause the downfall of

existing cultural and social ordefPawson and Tilley 1997 However, an

accommodating context is crucial for implementation of a successful social programme
that aims to change baviour. If a context is inhospitable, the programme mechanisms
are unlikely to be activated and therefore will not comiraneutralisethe original
problem mechanisms that were sustaining the bad outcome pAttenysical analogy

of this could refer tgunpowder; a spark causes an explosion. However, there will be no

explosion if the conditions are not rightdamp, insufficient gunpowder, inadequately

compact, no oxygen present, or no heat appTFéaiNson and Tilley 1997 Thus in

research it is necessary to identify the social and cultural conditions necessary for

change mechanisms ¢perate.
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T Mechanism

The explanatory mechanism is the most characteristic tool of realist evaluation and is

often referred to as underlying mechanism or generative mechgPémson and Tille

1997 PaWSOHZOcr 7TKH WHKP QIPHF] UHODWHYV WR FDXVDWLRC

events, or patterns of events, can be seen as causal mechanisms. Mechanisms explain
causal relations by describing the powers built in to a system, including the reasoning of
stakeholderssfuch as healtloare professionals, patients, carers or bereaved rejatives

andresources of the social programnseich asACP, palliative care registration, peer

support from MDT meetingg{Pawson 2006 Yet in all cases, its something about

contextand a combination of resource and reasomihigch form a mechanisnwith
explanatory potential fahe observedutcome. Therefore the mechanism explains what

it is about the system that makes things chdRgevson 2006 Mechanisms can often

not be directly observe@ndthe evaluator mugtypothesis which mechanism is likely

WR KDYH pILUHGY D Q GuitW datd Gorvéxaiviphe, Mitikid tiiouyhiK tHaR thé
number of pdents who have anticipatory medication is higher (outcome) in practices
(context) where the ICP is more embedded and adopted as routine practice
(mechanism)then the degree of how embedded the ICP is must be investigated by the
evaluator, despite embediess not being an explicitly measurable factor. The
evaluator can also investigate whether there are any other practices whereithedCP

as embeddedscientific knowledge begins to accumulate when the same mechanism is
commonly attributed to the sano@itcomeor the absence of a mechanism is linked to
the lack of an observable outconteor example, if more regular use of anticipatory
medication (outcome) is commonly attributed to practices where the ICP is more
embedded (mechanisnpthen scientific knaledge starts to build that purports that there

is a relationship between anticipatory medication and how embedded the ICP is.
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It is also important to note that social programmes offer resources, however it is the

reasoning of the subjects in combinatiath the resources provided by the social

programme that result in outcom@2awson and Tilley 199Pawson 200r3 Social

programmes only work if the people involved choose to make them woidheyiag to

the programme theorydasoningyand using the resources as intengiéawson ZOOrS

The acknowledgeménof reasoning is one of the key strengths of using realist
evaluation (together with the importance of context), as most other evaluations assume a
relation of straightforward causality between the resources introduced by an
intervention and the outcomeb®servedHowever, 8 with most practice development
efforts, interpersonal relationships between health care professionals and patients

embody the intervention. They are the resource that is intended to bring about change

Entwistle and Cribb 2033 Thus, in order to help understand the mechanisms of the

ICP in detail they will be unpacked in terms of reasoning and resources throughout the
thesis.This is represented in Figure 1 below, as waslthroughout the finding$aking

the examp@ about how embedded the ICPw& can now ask what are the resources
and reasoning of this mechanism? Resources could be informed practitioners who have
aacess to anticipatory medicatiofhe reasoning is thedecision to provide the
anticipatory medication in advance of a decline in health requiring the medjaatithn

the outcome would ban increase in the use of anticipatory medication

T Outcome

In realist evaluation outcomese not a sufficient baserf@stablishing causalityyet

they are important in sciengBawson ZOT In scial sciencestrict regularities are not

always viable, as they are in engineering or chemistry where total cohtraliabless
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the objective. Therefore, evidence based policy would aim to choose an intervention
that has a high chance of repeatthg positive outcomes achieved elsewhere. To do
this, outcomepatterns must be sought rather than outcome regularit@gnificant
outcome patterns are embedded and dependent on the introduction of reiittile

ideas and interventions (mechanisms) biso ahe appropriate existing social and

cultural conditions (contexts). In metaphoric terms, causalitius attributed to the

right substance being activated in the right condit{@ssvson and Tilley 1997

How is a social programme evaluated?

Social programmes provide resources (Such@Bg, the traffic light system of wellness,
the new palliative a& unit), which activateSHRSOHYV UHDVRQLQJ O
activation of the mechanism is dependent on the characteresit circumstances of

subjects, situations and societ{€y, resulting in a varied pattern of impact (ﬁ)awson

2009, as detailed in Figure 1. These three concepts are the crucial sdueveteace

in realist evaluation. Realist evaluation does not ask if a social programme works,
instead it focuses on the fundamental quest®@ KDW ZRUNV IRU ZKRP
FRQWH[WV LQ ZKDW UHVSHFWY DQG KRZ ™" 7KXh¢ LQ R
theories within a programme must be made explicit, by developing clear hypotheses
about how, and for whom, programmes might work. This is done by identifying context
(C), mechanism (M) and outcome (O) configurati@®OC) because causal outcomes

following from mechanisms acting in contexts is the base upon which all realist

explanation buildgPawson and Tilley 1997A CMOC, as depicted in Figure 1, is a

suggestion that states what it is about a social programme which mightfevoskom,

in what circumstances. programme theory or initial CMOG the starting point for
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evaluation and refinement of this CMO through data analysisads to the concluding

finding of an evaIuatioTPawson and Tilley 1997This is an iterative process. In order

to construct and refine CMT3, evaluators need tengage with policy makers,

practitioners and participan{®awson and Tilley 1997 This is especially important

when refining CM@. Since data collection needs to provide evidence for Ch&d
engage with seva