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Abstract¢ Adam Spacey

A Critical Realist Evaluation of End of Ldare in Care Homes

Numbers of advance care plans and unnecessary admissions to hospital at the
end of life are outcomes commoniged to determine the quality of end of life
carein UK care homes. However, there is currently a sparsity of research
systematicallyexploring tre underlying processes behind these outcomes. This
gap in knowledge has limited the effectiveness of inteti@rs designed to
improve end of life care in care homdshe study aim was therefore toform

the design and development of interventionapableof supporting the delivery

of highquality endof-life care in UK care homes.

A two-phased study desigutilising Qritical RealistEvaluation was used to

address this gap in knowledged achieve the study ainQualitative data was
collected (using focus groups and sestructured interviews) from three care
homes in the South West of England from particiigaromprisingof registered

nurses non-registered care home staff and bereaved relatives.

Findingshighlighted variable quality of advance @planning discussions in care

homes.It was found that the current educational focus on gathering information,
O2Y0AYSR 6AGK a2YS OFNB K2YS aidlFF¥Qa Syz2
and dying, and &boo cuture within the commercial sector associated with

death and dyingmpacted on the quality of advance care planning discussions

Moreover, findings identiéd several underlying factors which may contribute to
unnecessary admissiots hospital at the end blife from care homeslt was

apparentthata 2 YS OIF NB K2YS aidlITFQa Sy2daAz2ylft |
sparsity of support during out of hosishifts and a lack of interventional support

could contribute to the likelihood of unnecessary admissionthatend of life.

Thissituationwas further influenced by relative®2 YS NBf I 6 A 3SaQ RATTA

accepting a different identity when their caring roleases and then when



bereaved was found lead to conflict and relatives wanting to prolong their loved

onSQa ftAFTSO

The fndings were used to develop intervention theorigiich provide
recommendations for practice accounting for the diverse social, econanuc
organisational contexts of care homes in their desigmese intervention

theories providethe foundational components and rationale for the
development of an evidese based multicomponent end of life care intervention;
however, the development and eletion of this intervention requires further

research.
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1 Introduction

1.1 Overview

¢CKAAd AYUNRRdzOG2NE OKFLIWISN) aSia GKS F2dzyRI
research journey is presented which outlines howth I dzib&Rghiind has

influenced the research process. To further set the background the introductory

chapter explains the key concepts of end of life c&elL(C), it then goes onto to

highlighthow demographicathanges and policy drivers in the UK/éded to @

increase in demand for EoLC in care homes.

Lastly, current research in the field is discussed which highlights persisting
problems in the provision of EOLC in relation to the application of pecsoitred
EoLC and unnecessary admissions tepital fromcare homes at the EoL.
However at the commencement of the studyhere was an absence of a
comprehensiveverview of the current standard of EoLC across the UK care
home sector. Thus, the chapter conclsd®y providing a rationaléor a
comprehensive oveview of EoLC in UK care homes, which is presented in the

form of a systematic literature review in chapter two of this thesis.
1.2 | dzi K2 NDRa . | (31 d NP dZ}fﬁ

My professional background as a Diagnostic Radiographer had led to me being
around older patiats supporing them through the process of having amay.

This experience of carirfgr and interacting with older people on a daily basis
gave me an interest and passion for the welfare of ojukwple It wasalso

around this time that | sadly experieed the de¢h of my grandfather in a care
home. | workechearto the home where my grandfather was staying so | was
able to visit him frequently which led to me observing and takinghgerestin

the care that the staff provided. Despite me and my farnédingoverall satisfied
with the EoLC my grandfather receivéis death did come as a bit of a shock to
us as the care home staff rarely spoke to me or my family about death and dying
until the very endSo, when the time come to say goodhye were not &

emotionally prepared as we could have been.

13



This personakxperience helped me reaéi how you only get one chaneg a

W3I22RQ RSIGKZ YR RS&ALIAGS y2i 6SAy3a NBI R

had the time to say goodbye amge were content that hewvas canfortable

towards the end of his lifesdowever, @spiteoverallF SSt Ay3 G KI & KS KI R

death my professional experience and interesthia care of older people left me
with questions about EoLC in care homes: could our experiengeldbe
improved? Whydid the care home staff not prepare us for his death earlier?

How do the experiences of others compare to my own?

| was therefore very excited when the opportunity to explore EoLC in care homes
came upas part of a full time PhD studentshigpof myown personal

experience, | knew the impact that EOLC could have not only to people at the end
of their lives, but their loved ones too. Thus, although taking the PhD opportunity
meant | had to give up my fttiime job as @iagnostic Rdiographer vas

excited to utilise my interest in the care of older people to make a positive

difference.

| remember telling my colleagues at the timtaol 8 1 SR YS dagKeé | NB
thatX?ltwil6 S &1 R F YR RSLINBaaAy3aéod | 256SOSNE
studyng EoL in care homed have foundt isthe opposite of depressing and is

in fact a rewarding and inspiring area. Everyonelvglexposedieathin some

wayat some point in their life, so having an opportunity to understand more

about that experiencgand to potentially improve and enhance it for people is
something that | have never taken for granteshd something which has

provided me with inspiration and motivation throughout this project. | have

never once felt depressed, but only enthused to learore.

Despite my personal experience of EOLC | was aware | was lacking a professional
understandingof EOLC. At the time | believed this lack of professional experience
was a weakness. However, throughout the duration of this reseatuve

found that thislack of prior professional experienee&as actually a advantage.
Although it has made the proces§learning about EoLC care homes more

difficult, it has allowed me to understand and approach the perspectives and

14



views of participants more objectivetgducing the chances of professional

influences and conflicts.
1.3 Background to the Study

1.3.1 What isend of life care?

Death is part of lifeeveryone will experience death and almost all will
experience losing someone close to them. Most people believedéath will

occur suddenly, which is true for some, but for the majority dying is a process
whichcan vary in length from days, weeks andeven years of declinHughes
Hallett et al.2011; Lunney et aR003). EoLC is the term given for care provided
to people who are approaching the last years, months or days of the{Figber

et al.2000, Marie Qurie 2019. Regardless of the setting, EOLC involves physical,
emotional, social and spiritual care for patients and their relatives and friends to
controltheir symptoms so the person can be as comfortable and live as well as
possible until theydie (National Health Service (NH®)18). The focus of EoLC is
on caring supportingand comfortng over curing (Fisher et &2000; Gaertner et

al.2017;NHS2018)

The National Institute for Health and Care Excellence (NICE) has developed

guidance on theare for dying adults. The guidance covers how to manage

common symptoms and maintain dignity and respect for people who are dying

and supporting their relativestough the proceséNICE2015). In order to meet

these needs and maintain dignity EoLC dévidualised and centred on the

person who is dying, giving them control over their own care and any decisions
made(NHS Englan2016). Thus, the people providinglEC need to plan, gather

YR NBO2NR AYTF2NNI GA2Y | 02dzi taketheld NAR 2y Qa
into account in order to provide the best care possible for that pe§aninger

2011). Advance care plans are used to gather and record information on
NEaARSY(iaQ LINBFSNByOSa FyR OK2A0Sa 4&adzOK
arrangements and @ferred place of deatlfadvance care planning is explored in

greater detailin section 1.3.4jThomas and Lob2010; Froggatt et al2009).

15



Therefore, although Eolgenerally has common components such as symptom
managementS OK 2F (GKSaS O02YLRySyia ySSRa G2
needs and wishe@NHS Englan2016). For example, symptom management
Oz2yarata 2F YILylFr3IAy3a |y AymRbeBdRdzZ f Qa aegy
| 26 SOSNE I LISNBE2Y Q& & adwidilialzh¥maseied, thd RSLISY R
illness they are dying from, and their preferences and wishes. For instance, pain
management is an important aspect of EOLC given that most people experience

pain duringthe end of their livegNICE2015). However, pain can be etranal,

LIKB8AAOFE S ALIANRGdZ £ 2NJ a20AFfT GKSNBFT2NE:
vary from the use of medication to providing emotional supgdtiomas and

Lob02010). Consequently, deaging a holistic approach and providing care

beyond symptontontrol and management is a necessary part of fgghlity

EoLGNCPQO006; Fisher et ak000).
1.3.2 Holistic care

Emotional and social suppaate important facets of holistic care and involve
listening to the person who is dying and talking to them about hbey feel in a
non-judgmental wayMarie Curie 201 It has been reported that activities such
as listening to music, looking at old photos or sharing stories can help the person
open up and feemore at ease talking about their situatighicConnell et al

2016; McGill 2018)Additionally, taking the time to get to know the person,
understanding the individual circumstances and developing a relationship has
been found to help the provision oheotional and social suppo(Shimoinabaet

al. 2014) Thissupport is essentias although some people accept death and
express feelings of relieépmmonlypeople can feel helpless, anxious, lonely and
fearful as they approach thend of their livesQrzck 2016§. These feelings can
lead to emotionabnd/or psychologicatlistress which is when a person becomes

overwhelmed by their emotionéMarie Curie2019).

Spiritualityisalso an important part of providing holistic caardrefers to
thoughtsand$ St Ay3a Fo62dzi I LISNAR2YyQa 6SAy3 | yR
LISNB2Y Qa LIKAf2382LKAOFf 0StASTFaod 2KAfadz |

16



beliefsmay be an important part of their spirituality, a person can be spiritual
without being religiougMarie Curie2019). Emotional and spiritual pain may
occur during EoLC, where some people experience painful feelings such as
anxiety, regret and fegfRCN2015),which can often occur when a person has
lost meaning and purpose in lifarie Curie2019). It has been reported that
social support is important in maintaining the meaningfulness of life during

EoLGDobrikova et al2016).

This emotional, sociand spiritual support also extends tamily members and
friends of those who are dyingoLC incorporassignificant others such as
relatives andriends, for examplejncluding them in decisions made throughout
the EoLC process (Fisher et al. 2000; NZDRG). As well as being included in
decisiors, EOLC involves providing bereavement support to relatodswving

the death of their loved one. Bereavement support is considered an extension of
EoLC and can continue for as long as it takes or is regifuaeh et al. 2017).
Bereavement support consists of providing support for bereaved people which
can consst of friendly conversations, support, and giving time to reflect.
Common forms of bereavement support include care home staff attending the
funerals d residents and keeping in contact with the bereaved following death

to provide support and comforfAown et al. 2017). The bereavement perindl

vary in length dependingn individualneeds,as somebereaved relatives may
requiredifferingamounts of spport following their bereavemenfGermain et al.
2016).Therefore, as well as caring for the person vivexperiencing death, it is
important to provide comfort and support to those close to the person who is
dying(NCPQ006; Fisher et aR000).

| 26 SOSNE YSSGAY3I | LISNE2Y QA LIKe&aAOoOlf
of a holistic approach toare. For example, enabling a person to die in comfort
and pain free will often requiréneir physical and medical symptoms to be
managed tlhough the use of medications (NICE 2DNonetheless, this
approachmust align with the person wishes and preferee@as some may prefer
spiritual and emotional methods of support rather than medications (Marie Curie

2019).
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Based on thenformation in this sectionEoLC can be described as a-oamtive
intervention to support and comfort individuals and theinfaies with a
progressive chronic illness from which they are dyfigher et al2000; NCPC
2006). To further aid clarityable 1 presents two commonly useahd

establisheddefinitions of EoLC.

Tablel Definitions of end of lifecare

Source Definition

Fisher et al. | & 8d of life cardor older adults encompasses an active,

(2000) compassionate approach that treats, comforts and supports
older individuals who are living with, or dying from, progress
or chronic lifethreatening onditions. Such care is sensitive to
personal, cultural and spiritual values, beliefs and practices {
encompasses support for families and friends up to and

AyOf dzZRAy3 GKS LISNA2R 2F o6SN

National &..heps all those with advanced, progressive, incurable iline
Council for | to live as well as possible until they dieenables the supportivg
Palliative and palliative care needs of both patient and family to be
Care (NCP( identified and met throughout the last phase of life and into
(2006) bereavement. It includes management of paind other
symptomsand provision of psychological, social, spaitand
LIN} OGAOF f & dzlJLI2 NI o€

1.3.3 End of life care in care homemnd the resident population

In accordancevith UK law care homes are defined as essdiyients which

provide accommodation along with nursing and personal care for residents who

are ill, disabled or who have a mental disorder (UK Care Standards Act 2000).

Under this act, care homes are categorisedagieK SNJ WNBaAaARSY UAl f K2
havenoon-a A 1S NBIAAGSNBR ydzZNEAY3I YR Wy dzNEAY:

care through orsite registered nurses (see table Zhe UK care home
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workforce is made up afare assistanté7699 and registered nursing staff
(12%)the remaining workforce is made g ancillary staff such as
housekeeping and administrative sté@riffiths et al2019). Althoughregistered
nurses still provide personalised care, care assistants work most clasielthe
nursing home residents providing everyday care including d&ouas with

residents, while supervised by registered nuresamar2011).

However, care home staff do not provide EoLC al&uwt.C is provided by a
multidisciplinary team who work asely with care home staff (NHS 2018;
National Palliative and End ofd.CCare Partnership 2015). For example, residents
on EoLC should be visited by General Practitior@Ps] who can prescribe
anticipatory medication and provide guidance for care hotadf §Handley et al.
2014). As well as GPhospital professionals armmbulancestaff also work

closely with care home staff providing guidance and any medication or treatment
to residents. Hospice staff, Physiotherapists, Social Workers, Occupational
Therapists also each have a role in the camesidents andrequently
communicatewith care home staff (National Palliative and End of Life Care
Partnership 2015). Furthermoygiven the absence of esite registered nurses

in residential homes, their staff rely on district nurses to provide medical care
for example, to admmister pain rekef medicationgHandley et al. 20L1Davies et

al. 2012.

Table2 Terminology: Nursing and residential homes

Residential homes Settings which offesupport in the form of care
throughout the day and night, stafan help with
meal times, washing, dressing and using the toilet
Residential homes rely on district nurses for

registered nursing care.

Nursing homes Settings which offethe same care residential
homes, howevernursing homesave the addition of

24-hour care from registered nurses.
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TheO2f t SOGA GBS (i SNXMvheH efeidds) tokosh Yissihg dnd
residential homesWhen specifically referring to residential hoes or nursing

homes the individual term is used (i.e. nursing or residential home)

Almost 95% of care home beds are provided by the independent private
sector(Competition and Markets Authori8017). In1984 most care home

places for the older population (over 65 years al@re runand funded by local
authority serviceg137,200 whth represented 55%). However, by 2014, the
number of private sector places had reached 200,200, which represe#o74
care homegplacesfor the older population. The rise in private sector care homes
was echoed by a fall in the number of care homes owmgthe local authority,
which in 2014 equated to only 21,700 (8% of care home pl4dtas)g and
Buissor2015). Alhough local authorities have important statutory duties, 90%

of care and support is provided by 19,000 independent care homes ranging from
corporate chains to familyun care home business¢§ompetition and Markets
Authority 2017).

Approximately 416,000eople live in care homes, equating to roughly 4% of the
UK population aged 65 and over and 16% of the population aged 85 and over
(Laing ad Buisson 208; Competitionand Markets Authority2017). Whilst a
number of countries are facinghallenges related to the agg population due

to longer life expectances, it is particularly acute in the(loktitute for Public
Policy Research 2018; Boateal. 2018). 112016 there was approximately 11.8
million people aged 65 yealand over in thdJK, and this is predicted to increase
by a further8.6 million by 206§ONS 2018). Moreover, the population
percentage of those aged 8&arsand over in thdJK was 1.6 million in 20Xhd

is predicted to double to 3.2 million by 20d@NS2016). Furthermore the South
of England where this study is baséds a higher than average population of
people over 65 years old, and projections predict that this paputawill grow

by 50% over the next 25 yeail®NS 2014). Moreover, similar trends in the
ageing population have been reported across the(OKS 2014), antihas been
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forecast that the deaths each year in England and Wales will increase from
501,424 in P14 to 635,814 in 204(Bone et al. 2018).

Age is synonymous wigtrogressivechronic illnesse§World Health Organisation

2011).¢ KS fA{1StAK22R 2F a2YS2yS RS@St2LAy3 !
five years over the age of 5! f T K S A Y S NX),Ssimifa2oGidoRés@re H n mc

seen with other longerm conditions such aseart diseas€American Heart

Association 2015). Additionally, half of all people in the UK aged over 85 are

predicted to be living with frailty and this is expected to only (iBernerand

Clegg 2014). Moreover, more people are now living with multiptermic

conditions ultiple cor 2 ND A RAGAS&a 0> & dzOK (Kingstonef T KSA YSN
al. 2018). By the age of 65, most people will have at least onetérny

condition and by the agef 75 most will have at leasttwd ¢ KS YAy 3Qa CdzyR
2018).

Althoughlongterm conditions are not necessarily associated with death and
EoLC most older people dying in care homes hdweagterm conditionand
often multiple comorbiditiegKingston et al2018; Julien and Jodauis 2011
Research has shown that these letegm conditiors and especially multiple
morbidities require complex symptom managemegthiltz et al. 2018; Murray
et al. 2009 and close care posing difficulties for care home sifdlay et al.
2014).

In addition to care home staff having to deliver EoL@&rtolder population,

research suggests that the number of residents dying in care homes is set to

increase Bone et al2018). The latest mortality datdhas shown 525,048 death

were registered in 206 in England and Wal¢®NS 2010). Most of these deaths
200dzNNBR Ay K2aLAdFt oncdd@z0T GgKAES HoDp
home, and 21.8% of deaths occurred in care homes and 5.7% in hospices.

However, ashis introductay chapter outlines (in the following sections)as

resut of policy driverd Yy R LIS2 L S& Q LINK T S,NiBcg 208458 F 2 NJ LI

deaths in care homes have increased by 5.3% and hospital deaths have
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decreased by 11¥%ONS2018).Recent forecasts predithat if current trends
continue, the numbers of deaths care homes will increase by 108.1% making
care homes the most commauiace of deattin the UKby 2040(Bone et al.
2018).Therefore, care home staff not only have to deliver EoOLC for an increasing
number of residents, but for residents with complex cdimtis and multiple

comorbidities.
1.3.4 PolicydriverandpS 2 L)t S&3Q LINBEFSNByOSa F2NJ LX I OS

In response to demographicelhanges EoLC has become a political priority in
many developed countrie@JN 2017;Froggatt et al2017a). Specifically, over the
past decade UK policy has focusedimproving the quality of care delivered at
the EoL, and on reducing its overall c(i3H2008; DH2014; The NHS long term
plan2019). Despite the plethora of diffent policies over the decades, the focus
to enable more pople to receive higlguality EOLC and to die in their preferred
location has remained consistefhe NHS long term pl&®19;DH2014). Prior

to 2008, the NHS EoLC programme was set up by the \#{ngoent to improve
patient choice at the end dife, including enabling greater numbers of people to
die in their place of choic€®H2006). A number of guidance tools and incentives
resulted from the programme such as the introductory guide to EoL&rén ¢
homes(NCPQ006).The 2006 guide for care hwes aimed to support and guide
care home staff to reduce the number of unnecessary admissions to hospital at
the EoL. However, despite these efforts, it was reported thahy people were

not able to die irtheir place of choice, and experienced physipajchological

and spiritual distress during EoLC, partly due to insufficient education for those

delivering care at the EqDH2008).

It was thereforeidentified within the 2008 End of Life Care Stratebst
insufficient attention had been given to Edlin the UKDH2008).The Strategy
sought to improve EoLC based on three insighitstly, it aimed to prepare for
greater numbers of people who are dying by supporting more community
services such as canemesand communitybased specialists such assGd

outreach services such as palliative care tesémdeliver highquality EOLC,
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rather than relying on hospitate provide EoLCSecondly, it aimed to enable
more people to die in their place of choioeducing unnecessaiyospital
admissions at the Edly widening access to advance care plannirgrdly,it
aimed to understand that not everyone received higlmality careandthere was
therefore a need to explore whp greater depth(DH2008).The Stra S 3 & Q&
launch in 2008 led to aumber of both local and national efforts to improve
EoLC across all settingis.terms of national impact, the 2008 Stratdgd to

the National End of Life Care Intelligence Network which focuses on improving
the sustainabity and quality of EOLC seres by improving the collation and
analysis of data related to Eo[/ational End of Life Care Intelligence Network
2010). From this initiative camewdence on the public preference for place of
deathwhich suggestethat the majority of those surveyed pferred to die at
home (ONS2016; National End of Life Care Intelligence NetwaiX10).
Specifically, the VOICES survey of recently bereaved relatives8aetavould

have preferredheir loved oneto die at home(National Vates2017).

Based on this survey data it is a comnamsumptionn policy documents that

most people prefer to die at home. However, these surveys have limitations

making it difficult to draw definitive conclusiorsirstly, it should be noted that

this data was colleted from people not receiving EoLC, and research has shown
LINBEFSNByOSa FT2NI t20FGA2y 2F RSIFGK OKIy3aS
deteriorates(Hoare etal2n mp 0 ® { SO2yRf &3 gKI 0 LIS2LI S R
adzo 2SOUABST F2N a2 Yt phydcasvust@e bdtladeeliggz G NJB LINJ
of safety and being surrounded by family and frieii@sllier et al2015). For

examplefor permanent care home residents, the care homay be theplace

they associate witlsafetyand being surrounded by fami{tpNS2016; National

End of Life Care Intelligence Netw@®10). Furthermorewhen people were

asked about EoLC in general rather than just focusing on place of ileath

found location was only one factor of many and people prioritised being cared

for by wel-trained stdf, being able to make their own decisions, and being

physically, emotionally, socially and spiritually supported at the end of their

life (The Choice in End of Life Care Programme Bet8).
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As a result of public preferencever the yearsve have seetthe delivery ofEoLC
moveslowly away from hospital settings to the communiGeorghiol2014).
Evidence suggests that people are generally supportive of this(§hiétChoice
in End of Life Care Programme Boa@d5). Although this shift leahelped
reduce the burden on hospital services and enabled more peopdéeto their
preferred setting it has increased the demand on community servinekiding
care homegBone et al2018, Georghiou2014; DH2008; DH2004; Institute for
Public Polly ResearcR018).

1.3.5 Personcentred careand advance care planning

A number of approaches to support high quality EOLC have been introduced and
supportedwithin UK policylfstitute for Public Policy Resear2d18), with the

most popular and widespreaabproach being persenentred carg LACDP

2014) The Leadership Alliance for the Care of Dying People (LACDP) published

0KS NBLR2NI WhyS /KFEyOS G2 DSO AG wAIakKaQ |
people who are dyin_ ACIP 2014).Priority areas inalde providingperson

centred careanddocumentingLJS 2 LbfolBt& Geedsand wishes in advance

care plansin addition, the report adds that agell asthe dying person all those

identified as important to them should bavolved in EoLC

Personcentred @are does not have one specific definition, it can also be referred

to using a number of different terms such as individualised care, personalised

care and familcentred care (Kitson et al. 2013). However, regardlesseof th

term used itisgenerally takeni 2 YSIFy OFNB 4KAOK Aa ol aSR
needs which involves placing the person at the centre of their own care rather

than basing care around their medical condition or the healthcare system

(Cloninger 2011 Put smply, caring for the persgmot their condition.However,

a personcentred approach to EoLC is not just about giving the person whatever

they want(Kitson et al. 2018 The approach is about considering peoples wishes,

values, beliefandfamily circumstinces and incorporating these féaars into
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their care (Helh Innovation Network 2014)his approach to care is important

AY YEFEAYGlF AygyE g KWOKE REG& y20 2dzad | LILIK @
wellbeing, but aims to protect themutonomyby pacing them at the centre of

their care decisionsHedth Innovation Network 201Kitson et al. 2013

Moreover, persorcentred care also involves putting relatives/families at the

centre of care and any decisions made and supporting them through the EoLC

process, such as providing bereavent support after death (discussed in section

1.3) (Cloninger 2011).

Personcentred care has long been encouraged in the care home séotdy

2008) The Mental Capacity Act (200%pde it law for an adult with gaacity to

make advanced care directivand to appoint a lasting power of attorney to

refuse specific treatment at a point in the future when they lack

capacity. Advance care plans allow people to plan for their death and document

their wishes and prefereses, for example, funeral arrangementsdawhere they

g2dz R ftA1S (G2 RASI IyR &aK2dzZ R 0S5 dzLRI SR
needs The Mental Capacity ARD0O5) Moreover, if an individual has lost mental

capacity the Act makes it possible topaint lasting power of attorney (usualy

Ot 2asS NBfIGAGBSO (G2 YIS 0KS RSOAaA2ya 2y
treatment and the unnecessary prolongation of liféaus, advance care plans are

used by care home staff to gather information from desgits and their relatives

to be able tocentre care around their needs and preferen¢8sone et al. 2013).

Although advance care plans can be set up well before a person requires EoLC

such as by their GBften people come to care homes without an advarmege

plan inplace (Gordon 203Masonet al.2016; Stone et al. 2013 Moreover,

given thatresidentspreferences and situations changelvance care plans need

to be updated regularly, thus even those waie admitted tocare homawith

advance care plans will need them updating by care heta# (Froggatt et al.
2009).Consequentlf AU A& OFNB K2YS adlaidF Qa NBalLRy
updateadvance care plans for resideritsensurethey arereceiving EoLC

centredto their needs, preferences and wish&nod practice has been

evidencedn relation to advance care plannimgcare homes which has been
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found toenabk more residents to die in their preferred pladéupeli et al.

2016a; Kupeli et al2016h). However it hasalso been reportedhat somecare
home staff face difficulties witadvance care planning (Handley et2614;

Mason et al2016). For exampleHandley et al. (2014gport that care home

staff felt unprepared and expressed hesitancy about how to start advance care

planning discussions witresidents.

1.3.6 Unnecessary admssonsto hospital at the end of life

This variable practice in relation t@re plannings important given that advance
care planning plays a significant rolemaintaining a persoitentred approach

to careensuring residents are able to die in theiefgrred location and avoid
unnecessary hospital admissions at the @d€Dermottet al. 212). It is

therefore unsurprising that @search suggests that unnecessary admissions at the
EoL from care homes to hospital are persistifilgwaites et al2017;Masm et al.
2016; Ong et al. 20)1A recent report by the Health Foundation (Wolters et al.
2019) lookingat care homesisofound thatthe numbers ofrdmissiongor

residents aged over 6ffom care homes in England in 2016A@asroughly

192,00Q of which7.9% wereunnecessaradmissions from care homes at the

EoL Addressing this issue is important as unnecessary admissions to hospital at
the EoL have been shown to expose residents and their relativiesreased

stress and anxiety, and often lead to remnds dying in unfamiliar clinical settings
away from theirbved oneqGomes et al. 2@ ONS 2016

Mason et al(2016) describesinnecessary admissions as admissions to hospital

at the EoL where the resident did not requoewantmedical treatment and

died within 48 hours ofinscheduledadmissionUnnecessary admissioean

occur when care home staff call emergency services such as out of hours doctors,
GPs or ambulance staff. Current literature has explored unnecessary admissions
from the perspectivesf those working in emergency services (Hoarale2018;

Kupeli et al. 2016kyicDermottet al. 2012. Hoare et al. (2018) found thaalls

from care home staff to emergency services can ofesult in an unnecessary

admission due to stafuch as paraedics and doctoracking information about
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the resident and ladkgalternative options. SimilarlyKupeli et al. (2016dpund
that when care home staff rang hospital staff out of hours, they usually got in
contact with junior doctors whaeften lacked information and experience which
again was found tancrease the likelihoodf unnecessary admissisto hospital
at the EoL.

However, it is also important to understand and expltre factors which cause
care home staff to contact emergency services dyresidents EoLC. Despite
this there is a sparsjtof studies which have directly explortte factors which
Oy AyTFTfdzSyO0S OFNB K2YS a0l F¥Qa RSOAAAZ2VY.
request a resident be admitted to hospitélowever, some evidence doexist,

Barclay et al. (20)4ound that residerdi Q O2y RAGA2y & | yR (N} 2SO
impacedon carehomei (i F FT¥F Qa4 RSOA&A2Y LI NIAOdz | NI & ¢
was unexpected and suddeRurthermore,Handley et al(2014) implies that
carehomestaF Qa 1 O1 2F I ¢l NSySaa yR |({y2¢tfSR3I
with variable engagement in advance care planning may influence their decisions

to reach out to emergency servicésowever, currentlythere appears to ba

lackof insight into the collec®S T O 2NB GKAOK Ay ¥FfdzSyOoS

O

decision to call emergency services and request that the resident be admitted to

hospital at the EoL.

It is known that in 2014.7 emergency admissions cost the N3 billion
poundsin total (National Audit Ofte 2018), thushere is a strong economic
incentive tod dzLJLJ2 NIi WK 2 YeSuRethR hheteksary propdrtion of
these emergency admissiots hospital at the EalResearch has found that 55%
2F a2YS2ySQa oshikif theSasttydars 8fd, and Be 183t two
weeks of life accounts for 37% of the total cdse to hospital use, such as

unnecessary admissions at the Edlltia et al. 2018).
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1.3.7 The need for a systematic exploration of end of life care in tife

homes

This introductory chiter has set the foundations for this study by highlighting
the increased reliance on UK care homes to deliver high quality EoLC, current
policy initiatives and areas where improvements may need to be made in terms
of advane care planning, the applicatiaf person centred EoLC and
unnecessary admissions to hospital from care homes at the EoL. Howether
commencement of tls studyno systematic review of the literaturexploring
anddescribing current EoLC provisiorldKcare homes had been conducted
This is not only vital to determine the methodological quality of the existing
research but is necessary to provide an overall view of the current standard of
EoLC provided across the UK care home séaotprovide a foundtion for

further empirical resarch This overall view can be used to establidtere good
practice currently exists and where practice improvements need to be niade.
order to provide more comprehensive information about contemporary EoLC
provisiona systematicexaminationof individual studies exploring EoLC in UK

care homes is presented in chapter two

1.4 Structure of thesis

This thesigonsists 0B chapters (Figure:)1Chapterone has provided an
introduction to the thesisoverview of the contexand rationale for further
researd in the form of a systematic revieWhapters two and three present a
systematic literature review (chapter two) and critical realist review (chapter
three), whichprovidea justification and rationale for the subsequestudy and
inform the study desigrChapter three concluddermulatingthe research aim

and objectives.

Chapter fourdetailsthe methodology and why it was chosen, and the research
design and methods that accompany@hapter five presents the findingein
phaseone of the data colleabn and analysis process, and the initial intervention

theories developed from synthesising the analysed data and existing literature.
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Chapter six presents phaseo of data collection and the refinement of the

initial intervention theories developed in plsa one.

Chapter seven presents the discussion, which discusses the research findings in
relation to existing literatureThis identifies where the study findings advance
knowledge and where the finding®rroborate existing knowledge. Chapter 8 of
this thesis presents the study conclusion and highkghe impact of the study
findings on practice, policy and research. The chapter ends by introducing the
areas for further research in the light of this diuLastly, the appendices present

additional information to support the thesis.
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Figurel Outline of thesis

1. Introduction

2. Systematic
Literature Review

3. Critical Realist
Review

4. Methodology

5. Findings: Phase- 6. Findings: Phase-
one two

7. Discussion

8. Conclusion

Theappendicedisted in the table of contents provide
supporting evidence for this thesis.



2 Systematic literatureReview

2.1 Introduction

Buiding on chapter onghis chaptermpresensa systematic examination of
existing research evidende establish a comprehensive picture of EOLC
provision in UK care homeshis is important becausas established in the
introductory chapterat the commerement of this study there was no overall
view or understanding of the standard of EoLC across theatikhome sector.

The aim of thiseviewwas to systematically review studies that describe EoLC in
UK care homedhe findings from this systematic rew influenced the later

work presented irthis thesis.

This chapter will begin by detailinghy a systmatic literature review was
chosen; following this the results tfis review are presented. The chapter
concludes by providing a justification and raiade for aCritical Realisteview of
the literature. Thereviewpresented in this chapteras publisked in the Journal

of Research in Nursing (see appendix 1).
2.2 Systematic Reviews

Systematic reviews of the literature provide a research metibdth identify,
appraiseand summarisestudies of relevance to a particular topic (Webb and Roe
2007). Gathering and summarising current knowledge in the area of EQLC in
care homes was a necessary starting point a&s identified in chapter one that
currently there was no comprehensive overview of the standard of EoLC across
the UK care home stmr. Consequently, there was a need farrrentliterature

to be synthesised in order to provide a more comprehensive understamding

the standard of EoLC delivered acrdss UK care home sector

Furthermore, systematic reviews employ a rigorous systérrsgarch strategy
which reduces selection bias and adds transparéGopalakrishnan and

Ganeshkumar 2013&ingh 201Y. For this reason, a systematic review was
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chosen over another typef review such as a narrative review given that
narrative reviews tend to adopt a less rigorous and transparent search strategy
thus are left open to selection bigSingh 201Y. A central element to all

systematic re\aws is the search strategy, as it is important to include all relevant
articles in the field to achieve the research aia(lett et al.2012). Moreover,

the search strategy is reported in detail in the Meth@#gtion of a systematic
reviews to enable others to replicate the search and update it with changing and
evolving fieldsNlallett et al. 2012 Singh 201Y. To further enhance transpaney

the Preferred Reporting ltems for Systematic Reviews and Matdysis

(PRISMA) statement was used to guidis review.PRISMA is an evidenbased
minimum set of items whichims to help authors report their searches within

systematic literature reews(Moher et al 2009).

Moreover, the systematic approach also excludes poor quality research through
quality appraisal which may misinform conclusions (Gerrish and Lathlean 2015;
Webb and Roe 2007Quality appraisal is a vital aspect of systematicawsito
ensure the included articles are not overly biased or poor quaityakar et al.
2010 Singh, 2017)This is important especially for reviews which aim to change
practice basd on their findingsThus, adopting a systematic approach best
enables all relevant literature to be found on a given topic ensuring high validity
and reliability Singh, 201).

2.3 The review

23.1 Aim

The aim of this study as to systematically review studies that describe-efid

life care in UK care homes.
2.3.2 Search strategy

Preliminary searches were conducted using the EBSCO daf@ldash is an
electronic database used to search for journals for articles of relevaites
provided insight into key terminology and relevant databases. Following on from

the preliminary search, four main databases were systematically searched:
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Scienc®irect; MEDLINE; PEINFO; an@INAHL. These databases were included
because they had been identified in tpesliminary search asontaining the
journals relevant to the research topiBoolean techniques (Tab8 were used

to ensure no relevant literate was missed in thsearch strateggGerrish and
Lathlean2015; Bolandet al.2014). Using this search strategy, the key
components were entered into the database with their alternative subject

headings.

Table3 Search strategy

Hement Alternatives

1. a92R [ AFS OF NPalla*
GESNYAYILE O NB¢

2.0/ NB | 2YSfFé |adbdzNBRAY3I K2YSF ¢
GWSAARSY(GAlIf K2YS{
[ 2y3 GSNXY OF NB 1

3. YAUSR YAY3IARG! Yy KEBRR2YE

UK

England

GDNBIF G . NAGIAYE
GB

Wales

Scotland

Gb2NIKSNY LNBf I yH

Boolean Operators 1. A9 Y R QIFNB & FI6
hw a¢CSNNXAYL €

2.0/ I NB K2YS¥F ¢
K2YSF¢é¢ hw aw
K2YSFé hw daf
OFNB FIF OAf AF
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3.a! YAGSR YAy3
hw 9y3afltyR h
. NRAGFAYE hw
OR{ O20Gf YR hy
LNBf I yRE

*(asterisk) represents anyrsig of characters used in truncation

2.3.3 Eligibility criteria

The literature was reviewed utilising the inclusion/exclusion critériee
researcher firstly screed the literature based on their titles and abstracts.
Following this initial screening a ftdixt screening was conducted for all the
potentiallyrelevart literature, again conducted lihe research and cross
checked by the supervisory teaithe search was conducted on28pril 2017,

with the exclusion and inclusion criteria appliealfle:4).

The search also included manual searching of the reference lists of papers and by
hand searching the grey literatur€he search was limited to papers published

after the date of The End of Life Care Strategy 2068), which heavily

influenced the conteporary focus of policy angracticein terms of EoLC in UK

care homegNHS Englan2014).A range of study types, including both

qualitative and quantitative evidenogere sought to explore how EolisC

currently being delivered in care homes in the Qltical Appraisal Skills

Programme (CAS®18 frameworks were applietb assess and appraise the

guality of the included studies.
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Table4 Inclusion and Exclusion Criteria

Inclusion Criteria

Rationale

Studies must include a
descriptive element
regarding the ature of

EoLC in care homes.

To ascertaihow EolCis currently being carried

out in care homes in the UK.

Must be UK based

EolCpolicy and guidelines amationalspecific,

and thisstudyis specific to UK care homes

ExclusiorCriteria

Rationale

Pre-dates 2008

July 2008 was the date of a seminal policy
publication which significantly changed the

focus of EoCdelivery and research in the UK.

Studies evaluating
complexintervention

designed to improve care.

Studies evaluatincomplexinterventions
described EoLC in the context of the
interventionrather than representing practice
Moreover, hterventions designed tsupport
EoLC in care homes were explored in chapter|

three.

Studiesexploring EoLC
outside d care home

settings

This reviews focused on exploring the nature

EoLC in care homes.

*Complex interventions are defined by tfiedical Research Council (MRCnsarventions that

are made up of multiple and interactimpmponents FIRC2006).

2.3.4 Quality assessment and data extraction

The CriticaAppraisaiSkillsProgramme (CASH®18 was chosen as the primary

qualityassessment tool for the selected literature. One of the reasons the CASP

framework was chosen is because it has many individuaktbesfor different

methodologies. The CASP framework firstly consists of screening questions which

35



can be graded nunmrecaly (0=No 1=Partly 2=Yeg) maximum score of 20 can be
achieved for qualitative studies and reviews and 22 for quantitative. Thityua
of the selected literature was assessedthy researcheand the supervisory
team. Studies with a score under 10 wexecluded but none of the selected
studies werebelow this level of quality, and therefore no papers wereluded

on the basis of gality.
2.3.5 A mixed methods systematic literature review

The synthesis of evidence forms a central and essential aspegtdencebased
practice which involves the integration of research findings in the form of
systematic reviews of empirical eviden@andelowski et aP006).Synthesising
research findings enables the researchers to increase the utility of existing
reseach and potentially improve practice through doing so (Barbour and
Barbour2003).

Systematic literature reviews are associated vethigh level of quality and
validity in terms of their conclusions by bringing together multiple sources to
draw conclusions for practice and polidahan et al2016). Thus, die to the
methodological divesity of research conducted in this area, thistegsatic
review adopted a mixed methods synthesis. A systematic review of mixed
research studiesmploys asynthesighat will be mixed whichsynthesise®oth

qualitative and quantitativelata (Sandelowsket al. 2006 Harden 2010).

This review used an iegrated methodology whichombines both qualitative

and quantitative data into a single mixed methods synthéSandelowski et al.
2006).However, it is a requirement thddoth quantitative and qualitativelata

are similar enough to be combined into agm synthesis (Harden 2010), which
was the case in this review. Therefore, the analytic focus was on converting or
YualitisA y dqidtitative findings into qualitative form so that they can be
combined with the other qualitative data, and subject to quatiite thematic

analysis (Sandelowski et al. 2006).

Mixed method synthesis was chosen over a single qualitative or quantitative

synthesis because it has the potential to enhance both the significance and utility
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of practice byexploringboth qualitative andquantitative perspectives within
studies(Pope, Mays and Pop&p08; Sandelowski et a006). Moreover, the
differences betwea the studies selected for this review did not warrant a
separate qualitative and quantitative analysis (Sandelowski €086). Thematic
analysis was used tnalysethe combined data, a method that is recommended

when the findings have relevance to ptee and policy (Booth et &2016).

However, when using mixed method synthesis, it is important to acknowledge
that the process is under continual development which can reduceubability

of the method(The Joanna Briggs Institu2814).Specificallyinstead of focusing

on the conclusions resulting from the review, much energy is spent critiquing the

method employed to derivéhese conclusions (Hard&®10).
2.4 Results

2.4.1 Included studies

A total of868records were retrieved through initiglatabasesearchesand a

further 5 records were uncovered via hand searchang screned for relevance
(Figure2). 276 records were excledl at Stage 1 through duplication, a further

415 records were excluded based title/abstract screening as they did not

focus on the nature of EoLC in UK care homes. The remaining 63 full texts papers
were then assessed against inclusion and exclusiterier{Tabled), resulting in

a further 46 papers being excluded (Figu2g Finally, a total of 1 papers were

selected seeappendix:2 for table of all included articles

Having constructed a search strategy using the PRISMA guidelines, the selected
studiesexplored and described studies of EOLC in UK residentis) énwd

nursing homes (n=2) (collectively referred to as care homeBarticipants

mostly included care home staff (registered nurses, care assistants and care
home managers) (n=12), howewwudies also included relatives @)-residents

(n=3), and bereaved raives (n=3). It is also worth noting that bereaved

NEfFGIADBSEaQ SELISNASYOSas sSNB 2yte SELX 2NB

nursing fome. A total of ¥ studies were included.
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Thematicanalysisvasused(Sandelowski et aR006)to analysethe final

selection of papersThematic synthesis of identified findings revealee key

themes. These key themes are: the phases of dying during EoL@replanning

processesmultidiscipinary EOLC provisioand holistic EoL@igure:2 below

showsthe study selection:

Figure2 Study selection flow chart

Recads identified through
database searchin@=868)
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Additional records identified
through other sourcegn=5)

A 4

Records after duplicateeemoved(n=592)

Records screenetiased on
title/abstract (n=592)

|

Full-text articles assessed for
eligibility (n=63)

\ 4

Sudies includedn review (n17)

\ 4

Records excludethased on
title/abstract (n=415)
 Confaence abstracts

1 Not related to research
guestion

Full-text articles excludedwith
reasongn=46)

1 Evaluative studies without
descriptive element$n=15)

1 Studies specificallgnly
looking atacute hosjtal
admissiongn=7)

1 Studies evaluating
interventions (n=7)

9 Studies predating July 2008
(n=5)

1 Research outside the Unitec
Kingdom(n=12)




2.4.2 The phases of dying during End of Life care

Whilst not described in every study, the phases of gydnringeoLGvas

frequently acknowledged as impacting on the provision and deliveBobfC
(Barclay et al2014;Handley et al2014; Kinley et aR014) The phases of dying
duringEoLGvere descriled as the different stages or trajectories that resitken
went through when nearing death. Specifically, the literature described how care
home staff sometimes found it difficult to discriminate between residents who
were near death and residents who warmet. This impacted o&oLGrovision

by preventingcar& 2 YS adF FF FTNRY LI IYYyAYy3d YR WNEBI
SYR aidl 3Sa 2 HanN& &tkalBoS4yBaraldy etfald04Sinley et

al. 2014) This wa®ften the casdor residents on unclear or complex death
trajectories (Barclay et al2014;Handley et al2014; Kinley et aR014).

Handley et al. (2014RBarclay et al. (2014) ariinley et al. (2014) each used

similar research methods to examine the phases of dying; however, the scale of

each study varied considably.Barclay et al. (2014ponducted a mixed methods

study. Residents, care home staff and healthcare professionals were interviewed,

YR NB&ARSy(iaQ OFraS y2iSa 6SNBE NBEOASHSRO
death, specifically how different illnesgpes and death trajectoriesald

AYyTFEdzsSyOS KSIfGKOFNB adil EcE@ wds obketvadi & (2
that certainunexpected lethal events such as having a heart attachroke

were more likely to result ihospital admissionsompared b the longermore

gradualdedines seen with some cancers and dementlawever these findings

are limited because, despite consent being obtained from 121 residents, the

study focused mainly on onB8 participants who died during the 12 months of

data collection. Additionally, thsetudy stated that care home staff and

healthcare pofessionals were interviewed but does not detail how many.

Despite their study being small in scale, the results fBarclay et al. (2014)
supported similar findings bilandley et al. (2014ndKinley ¢ al. (2014)
Handley et al. (2014) reported howvifi@grent death trajectoriesmostlywhen

dzy Of SI NJ 2NJ dzy SELISOGSR O2dz R AYLI OiG 2y OF |

regarding admissions to hospital at the EoL stage of care. The methodology of
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HandleySG | f Qa addzRe ¢ Bardajetrah RMNHandley ét K | G dza S
al. (2014) usea mixed method design utilising interviews and case note reviews.

63 residents, 30 care home staff and 19 NHS healthcare staff from different

disciplines were irdrviewed. Handlegt al. who only included care hoes

without on-site nursing provision, suggested that registered and-registered

care home staff may react differently when making decisions at the end of life

stages. HoweveKinley et al. (2014) angarclay et al. (2014) found similar

results in cardhomes with and without orsite nursing

Kinley et al. (20143lso reported similar findings, describing stages of death

GKAOK NIy3aISR FTNRBY WRgStftAyaIQ>S gKAOK NIBLINI
W3 dzR R Sl r@present& unexpected death. They also noteat these

RAFTFSNEBY G RSFOGK (NI 2S00 2-MakibgabikhyXidityR Ay T dz
Si tQa &aiddzRe SEIFYAYSR (GKS OFras yz2G8a 27
homes over a thregear period, wich equated to 2,444 residents, a

considerably leger sample than eitheBarclay et al. (2014) étandley et al.

(2014). They used the case notes to extract specific data, including

demographics; diagnoses; use of acute services; place and type ofatehtise

of endof-life care tools (e.g. advanceregplans (ACPs) and EoL documentation).

Each of the three studies had a slightly different way of describing the phases of
EoLCHandley et al. (2014) referred to them as death trajectories ranging from

WOE N {0 2 BaskgyeOd. @01M)I0sed tesmanging fromP | y G A OA LI G SRQ
Wdzy LINBRAOQUOIF 0t SQY gKAES YAytSe SiG fd 6uni
FNRY WRgSEftAYy3IQ (2 WadRRSYyQd 5SALIAGS (GKS
concept is onsistent throughout, which is that thehases of dying experienced
duringEoLGeem to follow similar patterns ranging from steady decline to a

complex and unpredictable trajectory.

All three studies also described how lacknbwledge andiwareness othe

phases of dying duringoL@an ofen result in care home staff I { Ay 3 WNIB I Ol A ¢
2NJ WAY (KS Y Bafchy et &201R;Sdhdley ktal90E4; Kinley et

al. 2014). For exampldBarclay et al. (2014) described how, particularly with

Wdzy QS/NT 12 NJ Wdzy Of S I NitenBed fo Yahic whbd tt@S OG 2 NA Sa =
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resident unexpectedly deteriorated and admitted the resident to hospital, where
they died. However, Barclay et also reported hownultidisciplinaryteam-
working can help provide suppari these moments. Thiswultidisciplinay team-

work will be discussed in a later theme.
Summary of main findings:

1 Different phases/trajectories of death durifigpLGvere acknowledged in
the literature.

1 The phases /trajectories of death were recognisedhgsacting onEoLC

T 1SIHfTGKOINBE adlFFFTFaQ dzyRSNERGIFIYRAY3 | yR
shownto influence decision making when providiBgLC

1 Sudden and unexpected death trajectories often causa@home staff

to panicandsendresidensto hospitalat the EoL

2.4.3 End of life preplanning processéadvance care planning)

Preplanning processes advance care planningasidentified as playing a key

role in the provision oEOLE LJ- NI A Odzf F NI & Ay FTARAY3I adal ¥
wishesand avoiding unecessary treatment and admission to hospital at the.EoL

For example, advance care plamere used by a range of healthreastaff to

O2YYdzy AOF 1S NBAARSY(GaQ LINBFSNBYyOSasz yz20l
other healthcare staff and external serviceach as GPs and other out of hours
serviceqLivingston et al2012; Stone et al2013; Froggatt et ak009; Goddard

et al. 2013; Mathie et al.2012; Kupeli et aR016b; Ong et ak011)

Preplanning tools such aslvance care plarsso appeared to fous outcomes

and prepare care home staff for the different phases of dying duEmigly

providing information necessafgr appropriate, personalised and plann&dLC
However, it was equally conveyed throughout the literature that engaging in EoL
preplanning care discussions with residents and relatives was commonly avoided
by care home staffHandley et al2014;Froggatt et al2009; Wye et al2014;

Ong et al2011).
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Froggatt et al. (2009) found that the useamfvance care plansan further help
reduce reactive decisions duriigpLCFroggatt et al. (2009) conducted a mixed
method study which specifically dai#bed and explored the use aflvance care
plans Froggatt et alused questionnaires (n=213) and interviews (n=15) to
collected data from a& home managers. Thematic analysis of this paper
uncovered howadvance care planningan help staff focus on stetured pre

planned processes or instructions to help inform tieal Qlecisions.

CNRBIAIIL GG SG Ffwa TFAYRAY IwhdgchridiRtediadzlILI2 NI S R
study of eight care homes to explore reasons for admitting residents to hospitals

at the end oftheir lives. The studfound that out of 340 patients admitted to

hospital from care homes, 40% died within 24 hours, suggesting a higlofevel

less appropriate admissionshe studysuggested that poor communication

between care home staff and patierasd relatives led to a lack of preplanning

documentation, which contributed to decisions on admissions at the EoL.

The consequences of not Yiagadvance care plana place was further

supported by Kupebt al.who explored the provision dtoLGn care homes for
residents who have dementia. The study interviewed a range of care home staff
(n=8) and healthcare staff working within the Natibhtealth Service (NHS)

(n=6). Results indicated that study participaniswedadvance care planning as

a method to reduceinnecessarjospital admissions from the care home and
unnecessary treatment&(peli et al2016a). However, Kupeli et al. (2016a)
discussed that these positive views and understandingsieance care lpnning
may not be representative of the views of care homes staff throughout the
whole care home sector across the country. Furthermore, these findings may not
represent the routine pactice for the wider care home demographic as the study

only explored he care of patients with dementia.

Livingston et al. (2012) exemplifidddzLIS £ A S i statemen@tBatpdsiive m ¢ | 0
practices may not be applied throughout the whole care homeaetivingston

et al. (2012) conducted a qualitative study thatolved interviewing58 care

home staff in a 12®ed care home which provided both residential and nursing

care. The interviews continued until data saturation was reached. The study
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aimed toexamine the barriers to and facilitators of goBdLGor residents with

dementia. Results found thaare staff, nurses and doctors did not see

themselves as a team, but rather focused on their separate responsibilities. As a

result, they communicated pwly with each other, residents and their families

about approaching dath. The study also reported that staff members were

unaware of the benefits thaadvance care planningpuld provide at the end of

life for residents and their families. It was alspoeted that staff were worried

Fo2dzi o0SAy3a of I Y StehtiaFdeaid, thekere dlédioR Sy G a4 Q LI
ignore preplanning information analdmit residents to hospital from the care

homebased on fear of the consequences of not doing so.

Similar findingsvere evidenced by Stone et al. (2013), who carried out a
qualitative descriptive study, interviewing 28 participants. The participants
ranged from residents, family members and staff members from three nursing
homes. The study described how care home staftild commonly avoid
discussions about death and ppéanning, despiteesidents themselvesften
beingwillingto engage irsuch discussiongheyconcludedd K1 & A G ¢l a adal ¥
lack of understanding afdvance care plannirgnd preplanning documentation

that led to their lack of engagement. The findings of Stone et aL3Rére

backed up by research projeatsth larger numbers oparticipans and data
collection sitesuch as Froggatt et al. (2009), Mitchell and McGrg29¢6) and
Handley et al. (204). Froggatt et al. (2009) suggested that iliness type and
trajectory may be part of the reason wigoL @iscussions did not take place.

They discussed how residents with communication and cognition problems often
found it hard to engage iBoLQliscussios,and how care home staff themselves

found it difficult to engage with residents in this category.

Handley et al. (2014) also explored how care home staff engaged in EoL
discussions with residents. They found that all staff who were interviewed
recognsed the importance of initiating prg@lanning discussions, particularly
regarding preferred place of death. However, despite this understanding of the
overall benefit of preplanning discussions, thegported that care home staff in

two homes expressed ls¢ancy and uncertainty about how to start discussions
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with residents about death. Specifically, they were unsure when the right time to
start discussions was, and how to involve family members in these discussions.
Some care home staff even expressed thayit was more appropriate for the
relatives to discuss death and dying with their loved one rather than getting
involved themselves. Moreover, many care home staff hoped that district nurses

and GPs would take the lead in such conversations.

This laclof EoLQliscussions was also acknowledged by Wye et al. (2014), who
conducted a qualitative realist evaluation which aimed to evaluate EoL services
in English care homes. Methods of data collection included 15 observations of
services, interviews with faily carers (n=43) and healthcare professionals
(n=105) and analysis of documentation. Their results supported findings that
suggest thaEoLQliscussions are often neglected in practice. Wye atated

how time restrictions and poor staffing levels fodoeare home staff to rush and
miss out or avoid vital aspects BOLCsuch as discussions with residents and

family aboutdeathand dying

Despite the infrequency dioLQliscussions, Goddard et al. (2013) found that
care home staff and community nursesl recognise the importance of
establishingeoL(references and encouraging advance care planning
discussions. However, the study acknowledged it was small in scale and only
explored practice in two care homes, which limited the generalizability of its
findings.Moreover,Mathie et al. (2012) carried out a qualitative study which
interviewed 63 care home residents recruited from 6 UK care homes. The study
highlighted the importance of ongoing discussions with care home residents and
their relatives, reveling that these discussions can produce opportunities to talk
about dying and preplanning. Furthermore, the study revealed that facilitating
these discussions earlier rather than later may be important, particularly for

residents with dementia (Mathie et.22012).
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Summary of main findings:

1 Evidence suggests that good practice is not always applied throughout
the care home sector in the UK.

1 Itis important to facilitate ongoing discussions with care home residents
and their families throughout theirre in the care home.

1 Engaging ifeoLQliscussions with residents and family members to
gather information for preplanning processes was ackieolged as
lacking in care homes.

1 The most commonly used preplanning tool appeared t@theance care
planning

1 Advance care plansere an effective tool in disseminating vital
preferences of residents amongsiultidisciplinaryhealthcare staff and
external services.

1 Advance care planmproved decisiormaking by helping staff prepare
and plan for unexpected or sudd death trajectoies experienced during
EoLC

2.4.4 Multidisciplinary End of life care provision

MultidisciplinaryEoL(rovision manifested itself as a range of professional
groups working together to provideoL Qo residents and their families in care
homes. Specifically, it was frequently conveyed that general practitioners (GPSs)
and district nurses (DNs) worked togethwith care home staff, residents and
families to share and discuss decisions about the management and planning of
EoLCFor example, GRdten needed input from DNs, family, care home staff
and residents to ascertain key information; e.g. preferencepface of death
(Kinley et al2014; Handley et aR014;Barclay et al2014;Wye et al.2014;

Froggatt et al2009; Livingston et al2012; Kupeli et al2016b). Despite this
multidisciplinaryapproach uncertainty was expressed by healthcare staff in
relation to who should be involved oL (rovision and at what stages (Handley

et al.2014; Kupeli et al2016b)
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YAy T Se SidyhicRiaclufletl 38Ra8e haniesand analysed the case

notes of 2,444 resident®und thatmultidisciplinaryworking played an

important role inEoL(rovision. For example, they note that GPs and DNs often

relied on each other for information and suppoktowever, the exclusive

reliance of this study on case note examination meant that it weebie to

capture the indepth experiences ahultidisciplinarycare provision. However,

YAyt Se S FfQa TFAy RBaytHetal QNS ardladelb) 2 NI S R

et al. (2014), who used interviews alongside the examination of case notes.

For examp, Barclay et a2014)eported how GP support was essential in
enablingmultidisciplinarycollaboration and teamwork. Specifically, care home
staff stated that the felt supported by the presence of a @Ris findingvas
echoed byHandley et al. (2014nd Kinley et al. (2014), who also found that
collaborative working helped coordinate decisions and prevent reactive

approaches to care by helping care home staél upported and part of a team.

Nonetheless, Handley et al. (2014) described how stafhivers involved in the
provision ofEoLGvere often unclear about who was responsible for providing
particular aspects of that care. For example, uncertainty wasesged about
who should initiate and be involved in EoL discussions. Handleyfetiadl that
this uncertainty often resulted in residesot being formally diagnosed as
nearing the EoL. Uncertainty about who should be involvegbinGnd lack of
formal diagnoses for residents nearing the EoL tended to be particularly
impactful in a crisis, davily influencing decisions about whether to admit
residents to hospital (Handley et @014). This finding was supported by
Froggatt et al. (2009) who observed tlaare home staff were unclear about
who should engage in EoL discussions and when. Beeynmended a more
discriminating approach should be taken in regard to who is responsible for
which elements oEoLQliscussions. Barclay et al. (2014) &dley etal. (2014)
noted that cleamultidisciplinaryworking arrangements were essential in

preventing unnecessary admissions to acute services.

Wye et al. (2014) also supported the idea thatltidisciplinaryteamwork is an
essential part oEoLCDespite ths, they found that important members of the
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team, such as GPs and DNs, who were not based in care homes, were frequently
not present at crucial moments, which undermined the level of support that care
home staff felt they were give(Barclay et al2014;Handley et al2014; Kinley et
al.2014; Ong eal. 2011).

Similar findings were highlighted Ibupeli et al. (2016b) whexplored the

attitudes of a range of healthcare staff (n=14). These professionals ranged from
commissioners to home managers. The stuelyealed a fragmented approach to
care. Speifically, poor relationships between care home staff and external
healthcare professionals was evidenced. Care home staff who participated in the
study commonly highlighted that they felt undervalued by extetredlthcare
professionalsupeli et al2016b). Handley et al. (2014) also discussed that care

home staff often felt their expertise and knowledge was undervalued.

Furthermore, interaction between care home staff and specialist palliative care
services ppeared to be limitedLawrence et al. (201Dbserved limited access
to palliative care services and acknowledged this as a common phenomenon
throughout the care home sectoHowever, where available, it was found

that input from specialist palliative carserviceprovided valuable instruction
andsupport, helping to instil staff with the confidence ¢arry out and manage
EoLGhemselvesThese findings were echoed by Handley et al. (2014) who
added thatcare homes without ossite nursing provision tendakto rely more
heavily on external palliative care services for support carryindgeouC
However, Ong et al. (2011) found that access and communication between
palliative care services was equally poobath nursing and residential care

homes.
Summaryof main findings:

1 Multidisciplinarycollaboration is an essential part to providiegLC
however poor relationships between care home staff and external
services were highlighted as impactingMultidisdplinary collaboration.

1 Support from a range ofrpfessionals, notably GPs and DNs, helped care

home staff feel part of a team and better able to make decisions.
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1 It was noted that staff expressed uncertainty asaibo should be
involved inEoLGnd at what stages, which was found to be particularly
impactful in a crisis.

1 A lack of interaction between specialist palliative care services and care

homes was highlighted.

2.4.5 Holisticand personcentredcare at the end of life

It was reported care home stdfifad the tendency to focus on resident physical
needs and overlook their emotional, spiritual and social needs (Kinley 2018,
Kupeli et al2016b; Lawrence et a2011) Moreover,a variedapplication of
personcentred carevasnoted throughout the literature with evidence of

NB & A RSy (i & QciaBaviRsjirkualyi¢edssinga@verlooked fortheir
medicalneeds (Kinley et a2018).

In terms of addressing physical needs it was evidenced that care home staff had

a good undersnding of the importance of symptom and pain management,

particulary in3 SG G Ay 3 (KS Waldy étlaly2018; BupllizthaNE OG 6

20161b. Pain and breathing difficulties were identified as the main symptoms

prompting medical attention (Kinley et.2018).Despite this Kupeli et al.

(2016b) found that care home statcognisedhe importance of notdver-

R2AY3Q LI AY NBEAST YSRAOFGAZ2Y (G2 Syadz2NBE |
and peacefullyplacing the resident at the centre of th&iwn care rather than

solely focusing on their medical need@airthermore, Kinlg et al. found that

I YGAOALI G2NB YSRAOF(GA2Y KSfLISR OFNB K2YS

care home andlE RdzOAy 3 O NB K2YS aidl¥F¥FQa ySSR (2
which inturn reduced the likelihood afinnecessary admissions to hospital at the

EoL. Kupeli et al. also highlighted the importance of timely prescription of

anticipatory medication by GPs.

| 26 SOSNE AG ¢l a SOARSY(d GKIG aeedSGAYSEA
caused care home staff to overlook the holistic needs of residanisng their

ability to provide persoftentred careKinleyet al.(2018)analysed 869 mixed

method questionnaires which were sent to bereaved relativese to six
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months followird NBaA RSy GaQ RSIFIGIKao 2KAES GKS aid
relatives rated tleir experience of EOLC in care home as gtiwel; highlighted

that they liked it when they were included in EoLC. Despite this, it was revealed

that some care home staff would oveér2 { NBf | A @dSa F20dzaAy3a 2y
Moreover, bereaved relatives pressed disappointment when they were

SELISOGAY3I OFNB K2YS aGFFT G2 | atSyR GKSA
show up. This highlights the need to integrate relatives intlisio EoLC to a

greater extent, and the importance of continuing holistare after death into

bereavement support.

Similarly variableknowledge of holistic care was reported by Mitchell and

McGreevy (2016), who analysed questionnaires completed by 56 care home
YIYylF3ISNBEP® ¢KS addzReé F2dzyR (G KEwasYl yI ISNEQ
variable with an average score of 12.89 out of a pos&@bléVhile managers

tended to be knowledgeable in areas such as symptom managemergaand

relieving strategiesknowledge was poorer in the social and emotional aspects of
EoLCsuchaspers©@ SY 1 SNBERy Saa |yR OSyiNAy3 OFNB 2
emotionaland spiritual needs. Therefore, Mitchell and McGreevy highlighted the

need to develop the knowledge and competence of care home managers

through education. However, the study only includedechome managers, thus

the understandings and knowledge of otheare home staff such as care

assistants and registered nurses was not explored.

Lawrence et al. (2011) conducted a qualitative study using interviews to explore
how EoLC was experienced froine perspectives of frontline care home staff
(n=23). Participats were recruited from care homes, general hospitals and the
community. Similar t&inley et al(2018) andMitchell and McGreevy (2016),
Lawrence et al. (2011) revealed variations in appreadmnd understandings of
holistic EoLGSpecifically, althoughosne care staff focused on providing
emotional comfort, others listed the practical tasks that had to be completed at
that time which was found to inhibit care addressing the social, spirandl

emotional needs of residentkawrence et al. (2011) recommaed education as

49



LI NI 2F OFNB K2YS aidlFFFaQ GNXrAyAy3a G2

of EoLC.

Kupeli et al(2016b) highlighted that participants described the need for care
home staff to adopt a more holistic approach to EoLC. Spegfficalte home

staff were seen as doing the basic and minimum. It was highlighted that staff
would ensure residents are pain free, tidy and had eaten, but the residents were
often just left, andtheir social needs were not met. Therefore, while care home
staff addressed the basic physical needs, they did not always provide emotional,

social and spiritual care.

In contrast,Goddard et al. (20)Xonducted a qualitative study which used
interviews toexplore the views of care home staff (n=80) on providiagCin

care homesThe study found that care home staff had a good knowledge of
EoLCThe studyreported that care home staff understood EoLGdwmlistic and
personcentredapproachsupporting theemotionaland spiritual needs of
residents and their relates as well as medical and physical support, Moreover,
Livingston et al(2012) reported that care home staff integrated relatives iato
holistic approach to EoLC and often developed ctetaionships throughout

the care process and into the bereavement period.

Similarly Bamford et al(2018)alsoidentified strong understandings of the
importance of holistic and persetentred carewithin the care homeworkforce,
which involved supportig relatives as well as residents through the emotional,
spiritual and social journey of EolT®ese results werexpanded orby Lee et al.
(2017) who used the same qualitative data set to explore the views of home
managers and frontline care home staffrelation to providing EoLfor

residents with dementiaLeeet al.reported that values and ethos of individual
care homes impacted on the degree of education and training they provided for
their staff. For example, in sonearehomes a holistic approadb care informed
not only the care of dying residents, but how they cared for relatives too

regardless of workload
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Summary of main findings:

51

1 Anholistic approach t&coLC was described as care whidbaéssedon
meeting and addressing the physical, sg@airitual and emotional
needs of residents as well as supporting relatives

1 Care home staff had a tendency tactis on medical and physical needs
of residents rather than supporting them emotiohalsocially and
spiritually.

1 The emotional, social argpiritual needs of relatives was sometimes

overlooked for the needs of residents.

1 Many of the issues identifiecelated to gaps in educational training for

care home staff.



2.5 Discussion

This review haprovided a comprehensive overview oflEbin UK care homes
andhasidentified anumber of areas of concern in relation to the phases of
dying;advance care planningultidisciplinarycare provision and holistic end of
life care Analysis suggests that eachtbéseareas were important in inflencing
the quality of EoL@ UK care bmesthrough enabling EoLC to be tailored to the
needs of residents anitheir relatives andavoidingunnecessaradmissiongo
hospitalat the EoLHowever, it is important not to exaggerate the extent of
these area®f concern given thathe findings referred to variations in care,
meaning that examples of high quality EOLC were also noted throughout the

literature.

OELX 2NAY3 (G(KS FIFOG2NA 6KAOK Oly AYyTfdsSyO!
emergency servicesutding EoLC is importagivenliterature exploring the

perspectives and experiences of those working in emergeanyicessuggests

that it can often lead to unnecessary admissions at the(Bokare et al. 2018;

Wolters et al. 2019Hoare et al(2018 and Kupeli et al. (2016kfound that

emergency staf€ontacted by care home stagfich as ambulance staff and junior

doctors often lacknformation about residents which often leads to them being

unnecessary admitted to hospital at the EoL. Thus, althougtiet have

explored the perspectivef emergency services in relation tmnecessary

admissionghis review highlights a sparsity of research explorelgtives and

OFNB K2YS adl FF¥Qa LISNBRLISOGADZSA | yR SELISN
care haones.

Nonetheless, this review identified some evidemeeelation to the factors

GKAOK OFlYy AYyTFtdzSyOS OFNB K2YS adl F¥Qa OK;
during EoLd. LISOAFAOI ff &> AO0 ¢l a F2dzy R GKI G NBA
of declineinf dzZSY OSR OFNBF K2YS adr¥¥Qa (G§SyRSyoOe
during EoLCHowever,care home staff are not alone in finding difficulty caring

effectively forpeoplewho have complex EoL trajectories. The lack of prognostic

clarity that is associated th chronic lifelimiting diseases, such as non
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malignant respiratory disease which are characterised by intermittent acote
chronic episodes, entails a significant chiagle to EoLC for healthcare
professionals, regardless of the care setting or protessibackground

(Crawford et al2013; McVeigh et ak017).However, findings of this review
adz33asad GKIFG OFNB K2YS adl F¥Qa fd O]
was associated with increasing the likelihood of panic and unnecessary
admissionsa hospital at the EolB@rclay et al. 20144andley et al. 2014). This is
important given research has long highlighted the poor education and training
opportunities avadble for care home staff, especially noggistered staff
(Spilsbury et al. 201Banford et al. 2018. Nonethelesshow contextual factors

associated with care homes such as commercial interests, ownership which

outstrip that of acutecare(Griffithset d. 2090 Ol y Ay F¥f dzSy OS OF NB

access to appropriate EoLC education anthing wasseldomacknowledged

within the included studies.

Addressing these issues is essential givenwhtit the increasing older
populationresiding in UK care homesesenting with multimorbidities making
these trajectories of decline harder to pretiand more complejulien and
JoseLuis2011; World Health Organisati&®11). For example, moreare home
residents now haveementia, fraity and heart and lung diseases meaning there
can be more variation and complexities in their trajectories ofide¢Schiltz et
al. 2018).However, people with single conditiotesnd to have more predictable
trajectories of declinesuch agpeople livingwith cancerwho often experience
sudden trajectories of decling.unney et al2003) In contrast, the trajectorypf
decline seen witlrailty and dementia is much more gradual over a number of
years(Murray etal. 2005).Therefore given theincreasing numbers of residents
presenting with multiple morbidities, it is important to provide care home staff

with the knowledge to support them to better manage tltemplex needs of

those residents dying with multiple conditions (Leadership Alliance for the Care

of Dying People 20148arclay et al. 2014).

In addition, this review presented evidence which suggtsisengagenentin

advance care planning is far less than it shouldHmvever there is evidence
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that staff members ppreciate the benefits gblanning, and only avoid engaging

in it because they lack the confidence and knowledge to do so. This is important
becausdt means that the problem is not caused by staff resistaioceew

practice, which implies that if the appropriate education and support is provided,
then the successful implementation and sustainability of-pl@nning more

widely across the sector is deliable.Aside from the lack of training and
education,Wyeet al. (2014foundthat high workloads prevented some staff

from engaging in advance care planning as they did not have enough tige¢ to

to know residents and develop relationships. Despits thsight there was a
notable lack of studies exploring thmderlying processes influencing care home
aldF F¥Qa Sy 3l 3Se&phyhing witlyresidéhd bng (@I5tiveBtiis
important asresearch has shown thathenNBS & A RSy 14 Q g At&dKSa | NS
and updatedresidents are more likely to receive Eah@heir preferred place

rather than being unnecessarily given medical treatment at the(Bakden et

al. 2016, Froggatt et al2009;Livingston et al2013).

In terms ofmultidisciplinary care qvision, it was highlighted that often
collaboration between care home staff and external staff was negatively
AYLI OGSR o6& | 101 2F 1y2estSR3IS 2F SI OK
present incrucialmoments and external progsionals not listeningotor

respecting care home staff (Handley et2i114; Kinley et aR014; Ong et al.

2011). This is important given the findings presented in this review imply that
multidisciplinary care provision can influence admissions to hakaitthe EoL

and abiliyy of care home staff to provide high quality EoLC in Bitatf and
Markaki(2017) describe multidisciplinary practice during EoLC as multiple
disciplines of health and social care staff working together to fa@litee

sharing & knowledge relevant toesidents EoLC. Although it has been found that
education can help improve multidisciplinary care provision (Badger 2082),

Ho et al.(2016)identified that relationships and valued based social issues

between services may require more than education

The final area noted within this review was the applicatiop@fsoncentred

holistic care, it was found thahostcare home staftinderstood that these are
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models involvedtaringfor the whole persor{spiritually, emotionally and
sociallyyather than justfocusing on theimedical need¢Goddard et al. 2013

Lee et al. 2017 However, good practice in relation p@rson centreccare was

not consistent throughout all the studies, for example, it was identified that
some care homaetaff still tended tofocus on residents medical and physical
needs overlooking their emotional, social and spiritual needs (Kinley et al. 2018;
Lawrene et al. 201). However it was noted by Lee et al. (2017) tresaff

turnover and retention were factors which could inhitiie delivery of holistic

care. Thus, care home staff working in these conditions may struggle to find the

time to spend with residnts and provide holistic care.

Improving the application gbersoncentred careacross the UK care home sector

IS important given that recent evidence suggests that still more needs to be done

to gather information on residents to tailor EOLC to the®eds and avoid

unnecessary admissions to hospiiebare et al. 2018; Wolters et al. 2019

Thwaites et al(2017)conducteda review exploring admissions to hospitghe

review highlights that currergxplanations founnecessargdmissionst the

EoLare oversimplified and undeevidenced Thusthis currentreviewhas

provided a valuable insight into some of the factorsetihcan influence care

K2YS adr¥¥FQa 0SyRSyoOe (2 O02yidl Ol SYSNHSy
further research intc N2 0SaaSa 60SKAYR OFNB K2YS adl ¥1

develop appropriate solutions.
2.5.1 Further research

Hndings suggest thairoblems in the provision of EOLC in UK care homes are
LISNEAAGAY IS &adzOK Fa OFNB K2YSingdt FFQa Sy
multidisciplinary practice, application of perseentred careand unnecessary

admissions at the EoLhusthe next logical stepsito review current

interventions designed to improve EoLC in care hoaresaddress these

outcomes At the time of conducting this review rgystematic review of

interventions designed to improve Eokgsted Although individual studies have

evaluated iterventions (Badger et al. 201Rash and Fitzpatrick 20},5here

wasno overall comprehensive review of interventions designed to improve EoLC
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in care homesTherewastherefore a need for a systematic review of
interventions designed to improve EoLQare home to establish their

effectiveness.

Furthermore, the findingsfahis current review highligleid that there is a lack of
research exploring the effects obntextual factors such as high workloads and
the financiallimitationsof care homesn terms of offering education and training
opportunities for staff(Lee et al2017;Handley et al2014; Wye et al2014). The
FAYRAYy3Ia Ffaz2 KAIKEAIKG F £FO01 2F Ayaiiaki
behaviour and actions can impact on outcomelus, atherthan simply

evaluating effectiveness of interventions by reporting on outcomes, thag a
need to identify the mechanisms contained in the interventions designed to
change behaviouthe resources and restrictions embedded in the social and
organisational context which may inhibit or promote effectiveness, and how
stakeholders respond to these mechanisms. Identifying these factors is key to
evaluating the effectiveness of interventions designed to improve EoL@and
inform the design of futte interventions. Based on this need, a critical realist
review was deemed morappropriatethan asystematic literature review due to
their ability to uncover the underlying processes behind outcoriésr(g et al.
2013;Pawson et al2005). Specifically, criticakalist revievs enable research to
explore and explain outcomes rather than simply identifying them (Pawson and

Tilley 1997; Wong et al. 2013).
2.5.2 Limitations

The review being limited to UK studies was a limitation in terms of theareke

aim; it meant tha potential international studies exploring EoLC in multiple
counties may have been missed from the review. These studies may have offered
more insight into the factors highlighted in this review and potential new

themes. Nonethelesshe aim of thisreview was to develop a comprehensive
overviewof EoOLC in UK care hom@&#wus this review provides an enhanced
understanding of the reviewed literature by providingmprehensive

information about contemporarfEoL(provision which was nssing from the

literature prior to this review.
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2.6 Conclusiorand chapter summary

The findings from this review suggest that more needs to be done to address the
persisting issues in the provision of EoLC in UK care homes. Although a number
of interventions have been desigd to improve EoLC in care homasthe time

of conducting thigeview there waso comprehensive overview exploring their
effectiveness. Thushere was a clear neetbr a systematic analysis of current
interventions to establish where current interveatis are effective, and where
improvements need to be made. Ataal realist review was chosen over a
conventional systematic literature review giviéaability to identify and evaluate
key process information enabling them to explain outcomes (Wong) 2043;
Pawson et al2005). The following chapter will detathe reasons behind this

choice in more depth and presendscritical realist review of interventions

designed to improve EoLC in care homes.

The systematic review presented in this chapter jidsished in the Journal of

Research in Nursing (Spacey eR@ll8), see appendit:
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3 Ciritical RealisReview

3.1 Introduction

The demand for high quality end of life care is rising (Bone et al. 2018).
Frequently evidenced concerns abouetprovision of EOLC in care homes relate
to engagement in advance care plannimgultidisciplinary collaboratioand
unnecessary admissions to hospital at the E@ll&son et al. 2016Thwaites et

al. 2017;Spacey et al., 2018\ number of interventions eptoying different

mechanisms have been designed to address these issues.

This chapter presents a critical realist review which explores the effectiveness of
interventions designed taddress these issues in relationEoLCn care homes.
This is importanas it was highlighted in chapter two that currently no
comprehensive review evaluating the effectiveness of interventions designed to
improve EoLC exists. The chapter will begin by detaillmga critical realist

review waschosen; following this the sallts, discussions and conclusion of the
review are presented. The chapter concludes by identifying a gap in knowledge
and need for further research, providing a rationale for this PhD stliaig.

review was published in the@udrnal of Nursing and Healtlti8ncegSpacey et al.

2019)(appendix 3)
3.2 Ciritical realist reviews

In order to achieve the aims and objectives of the review, a systematic critical
realist review methodology was chosen. Central to critical realism i®eti@)

of the assumption thathe effectiveness of an intervention is based only on its
inherent qualities. Critical realism instead proposes that outcomes result from
complex interactions of causal mechanisms which differ according to context
(Blackwood eal.2010). Mechanisms are ebedded in both the intervention

itself and in the social and organisational context in which the intervention is
introduced (in this case care homes). Moreover, these mechanisms are filtered

through people, who have an ability to integi and respond toliem
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differently. ThereforeS @I € dzl G A2y 2F 'y AYGSNBSyGA2yQa
include how different people experience and respond to it and why (Porter
2015a).

This approach to evaluating the effectiveness of interventions desitmed
improve EoLC care summarisedising the following formula: intervention
mechanisms + contextual mechanisms + human agency = Outcome (se®}able:
(Porter2015b). Adhering to this formula, the review identifies the mechanisms
built into interventions @signed to improve &@_C. It then explores how these
mechanisms are supported or inhibited by contextual mechanisms within the
care home context. These mechanisms are then analysed in terms of evidence
about how people experience and respond to them. Bnalfe review explaes

the outcomes that result from the interaction between intervention
mechanisms, contextual mechanisms and human response (Riri®a; Porter
2015b). This review was designed in accordamitke the RAMESES guidelines
(Wong et al2013).

Tableb5 Critical realist review terminology

Terminology | Definition

Intervention The mechanisms contained in interventions that are
mechanisms | designed to change the behaviour of those at whom they

targeted.

Contextual The esources and restrictions embedded in the social ang
mechanisms | organisational context which may inhibit or promote the

effectiveness of intervention mechanisms.

Humanagencyt S2 LJ SQ& SELISNASYyOSa I yR A

to the intervention and ontextual mechanisms.

Outcome The changes in behaviour that result from how people

respond to the intervention and contextual mechanisms.
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3.3 The review

3.3.1 Aim and objectives

The aim of this review is to describe and explain the effectiveness of
interventions designed to support end of life care in care homes. In order to

achieve this ainthe following objectives were set:

1 To identify theories in the literature about how interventions support
EoLC in care homes work (intervention mechanisms).

1 Toidentify how the context of care homes influence how interventions
work (contextual mechanisms).

1 To identify how the various stakeholders tend to respond to interventions
in the context of EoLC in care homes (human agency).

1 To identify the outcomes resuttg from the inerventions.
3.3.2 Search strategy

A rigorous systematic PRISMA approach was used to search for relevant
literature to inform the review (Bettanpaltikov2012).The search strategy

aimed to identify relevant literature that described and evaluhtomplex
interventions designed to support EoLC in care harResliminary searches

were conducted using the EBSCO database. This provided insight into key
terminology and relevant databases. Following on from the preliminary search,
four main databases @&re systematiclly searched: ScienceDirect; MEDLINE;
PubMed; PsychINFO a@dNAHL. These databases were included because they
had been identified in th@reliminary search asontaining the journals relevant
to the research topicThe search also includedanual searchig of the

reference lists of papers and hand searching of the grey literaBwelean
techniques (Tabled) were used to help capture relevant literatug@errishand

Lathlean2015).

This search was conducted on 25th August 2018. It included studiesigetati
EoLC interventions in care homes (both nursing and residential homes), dated

from January 2000 to August 2018sing this search strategy, the key
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components were entered intche database with their alternative subject
headings (Table). The eleabbnic databases were searched fr&@00 to

August 2018No location restrictions were implemented. The purpose of having
no location restrictions and a large date range was to includeder range of
relevant empirical studies exploring EoLC interventionsare homes
internationally.This was important in identifying supportive mechanisms in use

internationally which can be used to improve EoLC.

Table6 Seach terms

Element Alternatives

4. End of Life care Pallia*

GESNYAYILE O NB¢
Dying

Death*

Die

5. 4/ FNB | 2YSFé |[GbdzNEAYyI|awSad K2\

GbdzNBAY I awS&LIAGS
KevsSre a[ 2/ENY O
GWSAARSY|, A.. ca ..
K2YSF ¢ awSaARSYI
dwéé)\ﬁéyawsal“v\us
K2YSF ¢

a[2y3 4GS
Fl OAf AF €

6. Intervention* Strategy* Program*
Scheme* Educat*
Pathway* Communication
Procedure* Plan*
Project* Training
Approach*
Framework*
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Boolean Operators 1. End of Life care OR pallia* OR
"Terminal care”

2. "Care home*" OR "Nursing
home*" OR "residential home*'
hw a{isWHE O NBF
GbdeNE OF NB K2\
GwSaARSyuGaAlrt O
GNBAARSY(lFé& hw
FFEOAtftAFDb hw aw
G w S aQUIANIKSe

3. Intervention* OR Strategy* OR
Scheme* OR Pathway* OR
Procedure* OR Approach* OR
Framework* OR Program* OR
Educat* OR CommunicatiorRO
Plan* OR Training OR

4. 1 AND 2 AND 3

*(asterisk) signifies any series of characters used in truncation

3.3.3 Eligibility criteria

The review includes primary research studies evaluating interventions aimed at
supporting EoLC in care homes internationalhese included both nursing and
residential care homes. Interventions operating in hospices or hospitals were

excluded. Poligdocuments were also excluded.

All included studies were written in English and published from 200§ust
2018. Types of participas included in this review were aged care residents,
relatives, bereaved relatives, care home staff including managernsteegd
nurses and care assistants. Studies which include healthcare professionals

alongside the participants listed above were uuzd.
3.3.4 Study screening process

The data extraction was carried out the researcheand crosschecked bythe
supervisorteamto minimise selection biagpllowayand Galvin2017) The
initial process chosen for data extraction was title screenidigthe articles were

assessed and only the titles relevant to the review were selectedeMer, if
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titles did not contain enough information to make a judgment, the articles were
included and filtered in later processes. Following title screening, abstract
saeening commenced, which involved a detailed reading of each abstract. Only
abstractswhich met the inclusion and exclusion criteria wareluded (See
figure: 3). Again if the abstract only included limited information, the study was

included and filterd in later processes.
3.3.5 Quality appraisal

The Critical Appraisal Skills Programme (CASP) was used to assess the quality of
the included studies (CA2P18).A numerichassignment of 0, 1 or 2 was

awarded according to how effectively the study answeree guestions (0=no,

1=not sure2=yes) Qualitative studies were rated out of 20, quantitative studies
were rated out of 22, and randomised controlledls were rated at of 22 and

cohort studies were rated out of 24. Quality assessment was carried ateby
researchemand crosschecked bythe supervisory teamrlhe overall quality of the
studies wasnoderate @ppendix 4. Nostudies were excluded on the grounds of
quality assessment as the aim of this review was to uncover theories of change

and to captue rich detail on processes which may influence outcomes.

3.3.6 Data extraction and synthesis

Following title and abstract screening, the resultant-tat evidence was r&d

by the researcher and supervisory teadrticles were included if they met the
inclusion and exclusion criteria. See figure 1 for a breakdown of the included
articles and the process of filtratiofithe included articles were weighted on their
ability to provide rich detail on mechanisms, context and agency and how these

processes influereinterventions.

Data synthesis and thematic analygias carried ou{Braun and Clark2006).

The data wasoded,and reoccurring patterns were noted and organised into
subthemes and themes. In depth realist synthesis (Wong ét(dl3) was then

used b conceptualise and arrange the thematically analysed data in accordance

with mechanisms and agency. Independentriiaic analysis of selected articles
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Screening Identification

Eligibility

Included

was carried oubythe supervisory teann order to optimise robustness by

means of triangulation.

Figue 3 PRISMA Flow ChactArticle flow during the selection process of the

studies

Records identified through
database searchin{n=5,567)

Additional records identified
through other sourcegn=9)

A 4

A\ 4
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Records after duplicates removed=3,900)

L

Records screenetlased on
title/abstract (n=3,900)

|

Full-text articles assessed for
eligibility (n=70)

y

# of studies included review (n=41)

\ 4

Records excludethased on
title/abstract (n=3,830)
1 Conference abstracts

1 Notrelated to research
question

Full-text articles excluded, with
reasongn=29)

1 Interventions not aimed at
the care home sector (n=12

1 Interventions not aimed at
older residents (65 or over)
(n=11)

1 Studies predatind2000
(n=6)




3.4 Results

3.4.1 Description of articles

41 studiegertaining to 34 different interventions were included. 26 of the
studies were Ulbased, 11 fronthe USA, three from Sweden, and one from
Ireland. Interventions were predominately implemented into nursing homes
(n=35) with only two studies specifically tming on residential homes and four

focusing on both nursing and residential homes.
3.4.2 Participants

Participants in most studies were care home staff (h=35/41), including care
assistants, care home managers, registered nurses, doctors and palliative care
specialists. Fewer studies included residents (n=8), relatives (n=4) and bereaved
relatives (n=3)Six interventions alsmvolved case note analysis of deceased

residents. See summary table of all 41 articles in appehdix
3.4.3 Intervention mechanisms

This setion identifies the mechanisms contained in the interventions that were

designed to change theahaviour of those at whom the intervention was aimed.

All of the included interventions contained mechanisms related to education,

although their educationaloicus differed, including:

1 EoL discussions with residents and relatives and advance care gannin
(n=19);

Leadership and communication with external services (n=10);
Overarchingprinciplessuch as persowentred and dignified EoLC (n=12);
Education on identifying the signs and symptoms of the EoL (n=4);

Dementia education (n=5);

= =/ =A =4 =2

Symptom and pain anagement (n=8).

As can be seen from the numbers above interventions often included more than
one educational focus. For example, some interventions included both education
on the overarchingprinciplesof EoLC and advanced care planning (Farrington

2014;Cox et al2017; Dobie et aR016), while others focused on education
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related to advanced ¢a planning for residents with dementia (Livingston et al.
2013; Garden et aR016). The majority of the educational interventions were
designed for registeredursing staff. Seven studies provided education for-non
registered care home stafBaron et & 2015; Dowding, and Home2000;
Farrington2014; Hall et al2011; Kunte et alk017; Brannstrom et aR016;

Kinley et al2017), and only one study was expiiabout providing education for
non-registeredstaff, such afiousekeeping and administratiaaff, who did not

have a clinical roléBadger et al2012).

In most studies (n=35) it was hypothesised that education was the most effective
mechanism to addrss the common issues associated with EoLC. For example,

h Q{ dzf t A(@1i6)ideriified residemts not having advance care plans in

place as a problem which persisted because care home staff lacked the
knowledge and confidence to engage in advancepdaaning. Therefore, they

used education to provide care home staff with the kneasde and confidence

to effectively engage in advance care planning. Similarly, Arcand(2068)

noted that communication between care home staff and residents living with
RSYSYGUAl g1 a LI22NI RdzS G2 adl¥FFaqQ 1 0]
dementia. ©nsequently, education on symptasof dementia was used to
AYLINRGS adl¥FFaQ (y26ftSR3IS IyR oAt AGR

residents with dementia.

Education tendd to be delivered through either a fixed number of sessions or as
an ongoing procss. 29 studies evaluated timienited interventions, while 2

studies evaluated ongoing interventiorse€appendix 4 for a comprehensive
overview of all interventions Themost significant intervention in the UK, the
Gold Standards Framework for Care Hen(GSFCH) offers ongoing access to
educational content (Badger et @12;Finucane et aR013; Hall et al2011). It

was hypothesised that the ongoing design enableddatiecational content to be
updated and evolve over time to meet the changing neefdthe care homes

and their workforce (Kinley et &017; Badger et ak012). However, most
interventions were designed to deliver a fixed amount or length of education

(n=29) with the shortest being one away day (Dobie eR@l6) and the longest
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being35 workshops over two yearEifucane et aR013). For example,
Livingston et al(2013) delivered ten education sessions, while Cox €2al7)
delivered 18 sessions. @rone study provided a clear rationale for the length of
delivery. Dobie et a[2016) delivered education overane-dayperiod, justifying

this length on the grounds of the limited time available to staff for EOLC training.

While there was a lack of pkcit rationales for the length of delivery, the mode

of education delivery appead to influence length. Modes of delivery included

workshops, peetraining, online modules, lectures, action learning and away

days. Peetraining and action learning tendeto be delivered on a longer and

more ongoing basid-(nucane et ak013;O'Brien et al2016;Kinley et al2014;

Hockley et al2005). Conversely, interventions consisting of lectures and away

RFead GSYRSR (G2 0SS WwakKz2NIli20f6iParksketal. Ay O2 Y LI |
2005; Wen et al2012; Garden et al2016; Cox et aR017; Livingston et al.

2013). The use of educational workshops varied in length from three workshops

(Mayrhofer et al2016) to 35 workshopsHinucane et ak013).

Some interentions used multiple modes of delivery; for example, delivering
knowledge to a small group of staff via lectures and workshops, then expecting
the staff to cascadéheir knowledge down to the wider workforce through
shadowing(O'Brien et al2016; Finucare et al.2013; Mayrhofer et al2016) For
example,O'Brien et al(2016) educated a small group of staff through
workshops, who then cascaded their knowledge to the wider care home
workforcethrough getting other staff to shadow thersloweverthe numberof
workshops and lectures were often limitedith some only being delivered once
which was found to have an impact on the quality and quantity of the knowledge
cascaded to the workforcginley et al2018; Finucane et a2013;O'Brien et al.
2016).

Many interventions contained mechanisms additional to educattunch as
those aiming to improve collaborations with external services via collaborative

meetings (n=9)Non-educational mechanisms included setting up and
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documenting multidisciplinary meetigs between care homes and external
services such as GP services and hospice staff (Badge2@iCasarett et al.
2005;Froggatt et al2017b;Livingston et al2013; Kinley et ak014;Wenet al.
2013). For example, Badger et @012)describes thathe GSFCH involved
regular meetings between care home staff and specialist palliative care nurses,
hypothesising that the meetings would enable support to become freely
available to care homes rather than them having to actively seek itoédth not
clear in all studies, it was generally believed that enhancing the quantity and
quality of the interactions between care homes and external services would
enable them to share knowledge and experiences (Badger 2082; Cox et al.

2017).

Other noneducatonal mechanisms included the introduction of formalised
reflective practicesessionsntroduced through supervisiowhich gave staff the
opportunity to reflect on their practice or an event such as a death. However,
only three studies briefldiscussed riéection, all involving reflective sessions
with home managers (Hockley et 2005 Nash and Fitzpatrick015; Cox et al.
2017; Hewison, Badger and Swafil1). These studies reported that reflection
encouraged staff to understand what theijddvell and low they could improve
their EOLC deliveryHowever, there was no rationale for confining the facilitation

of reflection to managers.

The introduction of external professionals into care homes to help facilitate and
supportinterventions was a common mechiam used (Kinley et 2014,
TemkinGreener et al2017; Finucane et a013; Kinley et aR018). For

example, Finucane et d2013) introduced two palliative care specialist nurses to
facilitate training and to suppoxtare home staff deliver EoLCdanelp with

aspects such as collaboration. Similarly, Tertkieener et al(2017) introduced
palliative care teams into care homes to support and educate care home staff. It
was hypothesised that experienced external praiesals would support and

pass @ knowledge to care home staff.
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Some studies (N=7) evaluated multicomponent interventions with three or more
mechanisms. The most prominent being the GSFCH which provides educational
content, combined with multidiscipling meetings and reflection sessis (Nash
andFitzpatrick2015; Kinley et al2014;Badger et al2012;Hall et al2011).

However, information on the interactions between these multiple mechanisms
was missing from the literature. Most of the interventions in this review were
smaller ancemployed mechanisms in isolation. The most frequent example of
this phenomenon was thase of standalone educational interventio(i3obie et
al.2016;Wenet al.2013; Arcand et al2009; Braun et aR005; Baron et al.

2015).The reasons for this will ldiscussed further in the following section.

3.4.4 Contextual mechanisms

Contextual mechanisms represent the resources and restrictions embedded in
the social and organisational context which may inhibit or promote the

effectiveness of intervention mechanis.

While the rationale for only including a limited amounteafucation sessions and

the lack of multicomponent interventions was not clear in any of the included

studies, two studies implied that it was to ensure that interventions were

manageable fothe care home, many of which were small organisations with

limited funding and resources. The implication was that the resource and

financial capabilities of care homes impacted on their ability to engage with

interventions requiring extended time and rasces (Kinley et aR017;

Hewison, Badgesind Swani2011). ThusHewison, Badgeaind{ ¢ Yy A Qa O HAMMU
intervention was terminated due to the lack of time and resources of care home
YIEYylF3ISNE G2 Sy3ar3asS Ay WFEOUGAGBS fSENYyAy3a Y!
other studies noted that eisting work schedules of care home $tafipacted on
sustainability. It was found that care home staff often had to create time to

engage with an interventio(Braunand Zir 2005; Waldron et al2008;Phillips et

al. 2008; Mayrhoér et al.2016;McGlade et al2017; Froggatt et ak017b), and
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lack of time for staff to engage with the interventions was a common barrier to
implementing and maintaining effective chany®dnet al.2013).For example,
Dobie et al(2016) only deliverd one study day as Was the only period of time
managers and staff felt they could accommodate. However, in the majority of
studies the rationale for the length and mode of education was abstegource
issues also affected researchers who implementedriventions. One study
reported they had to abaton the intervention because it had not secured the

research funding to continuel émkinGreener et al2017).

Kinley et al(2017) found thatdeliveringa small amount of education sessions
was not effetive in care homes with high staff turnover, aokriedge and skills
werelostwhen staff left Kinley et al. (2017}entified ongoing education as
necessary to sustaining and embedding knowledge in contexts where staff
turnover is high. This was suppodtey an earlier study conducted by Kinley et
al. (2014) which found that the three care homes included in the intervention

which reported increases in hospital deaths, experienced managerial change.

The organisational structures of care homes were sim8aecifically, the size of

the workforce wa often small, meaning that interventions such as education
sessions could reach and impact the whole workforce relatively easily and quickly
(Nashand Fitzpatrick2015; Hewison, Badgand Swani2011;Hall et & 2011,
Mayrhofer et al.2016). However, thesmall workforce also posed problems

because knowledge and skills tended to be concentrated in fewer individuals, so
when those individuals left the care home, their repository of knowledge was

lost (Finucane eal. 2013;Kinley et al2014). This was a pacular issue for
interventions which cascaded knowledge from a few individuals to the wider
G2N] F2NOSI | 2Ry F T SRQ2 (2SNB aVWI RS (y26fS
the care homes after receiving educatiand training and were therefore, not
availdble to support the wider care home workforcEifucane et ak013;

O'Sullivan et aR016, Mayrhofer et al2016). For exampldsinucane et al2013)
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noted that only three of the original 16 key nominated cdm@me staff remained

following the study.

Despite similarities, there were also differences noted in the organisational
structure of care home<inley et al(2017) highlighted that, because residential
homes did not employ registered nurses, they tendedhave an increased
reliance on GPs anddtrict nursesKinley et al2017). This meant that education
content aimed at residential care home staff tended to be related to
collaboration and was neapecialist to meet the need of nemregistered care
home staff (O'Brien et al2016; Mayrhofer et & 2016;McGlade et al2017;

Dobie et al2016;Kinley et al2017).

The workloads of those at whom the interventions were aimed was found to
influence their ability to engage in interventions. In particular, isew, Badger
and Swani(2011) andWenet al.(2013) set up collaborative meetings which gave
care home manager$ie opportunity to discuss common issues related to EoLC
and share experiences and knowledge. However, the lack of time of home
managers negately influenced their engagement in the meetings (Hewison,
Badgerand Swani2011;Wenet al.2013). For example,ddvison, Badgeand
Swani(2011) reported that all 22 care homes involved in the intervention
decided not to continue with the meetings due toet high workloads of their

managers, thus the intervention was not sustained.
3.4.5 Human agency

This sectiomwill explore uman agencyvhichNB LINB a Sy da adl 1 SK2f RSN
responses, interpretations and experiences of the contextual and intervention

mechanisms.

Care home staff involved in the interventions were frequently described as being
passionate an@ngaged andiriven by a desire to improve the experiences of
families and residents receiving EoBtainand Zir 2005; Casarett et al2005;

Dobie et al2016;Farrington 2014; Froggatt et &017b) It appeared that this

passion also came from a desire for geiprovement through knowledge and
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learning Dobie et al2016;Mayrhofer et al.2016;Froggatt2000;Keay et al.
2003;Kunte et al2017).

Nonethelessmotivation did not always translate into engagement. Specifically,
studies reportedhat the ability of care home staff to cascade knowledge varied
(O'Brien et al2016; Finucane et aR013, Mayrhofer et al2016). For instance, it
was foundthat care lome staff were often too junior or not ready to receive
training at a particular level, and thus were unable to effectively cascade
knowledge to other care home staff because they did not have the confidence
and knowledge to do so (O'Brien et 2016). Tls may be a particular issue for
homes with high staff turnover, which leads to an increased reliance on junior or

new staff(O'Brien et al2016; Kinley et al2017;, Mayrhofer et al.2016).

At a more senior level, lack of motivation magult from lescommitment

being given to EoLC in comparison to other activities. Thus, for example, the lack
of engagement of care home managers in collaborative meetings due to lack of
available time, also indicates that they gave EoLC a lower pribatyother

aspeds of their role.

Additionally, somesare staff found the application of what they learnt into real

world practice emotionally difficult (Mayrhofer et &016; Braunand Zir 2005;

McGlade et al2017; Cox et aR017). For example, Hockfeet al.(2005)found

that in most of the eight care homes involved in the intervention, a culture of
RSIfAYy3 O20SNIté ¢gA0K RSFIK FyYyR ReéAy3I NBI
with residents. Similarly, despite going through education and traiaing

advance car@lanningand engaging in conversations about dying, some staff still

found talking about dying challengitiGronfalk et al2015; Mayrhofer et al.

2016;Braunand Zir 2005; TemkirGreener et al2017; McGlade et aR017). It

was reported K I (& (i brglbackyrournds Mid experiences could influence

their ability to discuss dying with residents and relatives (Hall &08I1;Cox et

al.2017). For example, Halletgen MmO F2dzy R GKI GO a2YyYS adalh ¥¥F

background and culture causégem to look atdeath as a taboo subject.
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Similarly, residents and relatives also tended to experience and react to dying

and EoLC differently, which again appeared to be influenced by their personal

background and experiences. For example, someivelatwere repored as not

AdzLILRZ NI AY3I GKS y20A2y 2F LI FYYyAy3a F2N (K!
2013;Casarett et al2005; Hall et al2011). This conflict tended to arise when

NEf I 6§A2Sa ¢SNBE Wy2i NBIRBNGAI I YWRAY Q0 O $BHA
approachigdeattE | yR 2 F 4GSy gRasamRFitypatickk@a)A @3S dzLJQ

As well as conflict within care homes, conflict was also apparent between care
home staff and external servicd3espite intervention mechanisms to encourage
collaboration, external servs staff, particularly out of hours (OOH) services
such as OOH GPs were in some cases unwilliogojperatedue tonegative
attitudes toward care home statBadger et al2012; Kinley et aR014;Ashton

et al.2010). For hstance|t was reported thatOOH service staff tended not to
advise or listen to care homes, but instead overrode their decisions (with a belief
that they knew better than the care home), with a tendency to admit residents
living with frailty to hospitaht the end of their lives (Baég et al.2012; Kinley et

al. 2014). However, by way of qualification, it should be noted that these studies
relied on information from care home staff and did not include the perspectives
of OOH statf

3.4.6 Outcomes

Outcome measures can be split into two maategories: objective and self
reported outcomes. Objectivand the most commonly measured outcomes used
to determine high quality Eoli@cluded the numbes of advance care plans
completedandreductions in unneessary admissions to hospital at the EoL

(place of deatl. Less common objective outcome measures included numbers of
residents with Cardiopulmonary resuscitatiorders in placeSelfreported

outcomes included levels of confidence and knowledge whewel@tig EoLC.

Subjective selfeported outome measures such as sphoclaimed

improvements in knowledge and confidence tended to be positive, while
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objective outcome measures suchrasmbers of unnecessary admissions and
place of death were more mixed drpoorer in comparisorAn example of

objedive measurement can be found TemkinD NE Sy SN20F)i | f ®#Qa
evaluation of the introduction of palliative care teams into care homes to

support and educate care home stdffo statistically significant differences
between the treatment and the controlrens in any quality measures (which
includednumbers of unnecessary admissions to hospital at the EoL and advance
careplanning documentation place)were reportedduring three years of their

intervention.

In contrast, results relating to subjective outne measures of ongoing

interventions tended to be more positivEor exampleh 4 . NA Sy S | f #Qa ¢
evaluationofi KS &G &AE &0SL¥ (reportedndpddsemansin A y G SNIBS Y
staff confidence and knowledge. Similarly, studies evaluating the GSFQtedep

positive subjective outcome measures such as perceived benefits and

improvements in knowledge and confidendelivering EoL(Hall et al2011;

Badger et al2012;Nash ad Fitzpatrick015). Nonetheless, Kinley et £014)

and Hockley et a(2005) both reported increases in advance care planning

documentation during the GSFCH programme. However, Kinley(204#)

reported that high facilitation such a®nsistent managerial support and

leadership was needed to maintain these outcomes. In howtdsh were not

exposed to high facilitation only 7% (n=1/11) completed the GSFCH programme

through to accreditation.

Differences in outcomes were alselated to the time points at which they were
measuredIt was common practice to confine measuremenbatcomes to the
period during which interventions were running or shortly after their completion
(Dobie et al2016;Baron et al2015;Farrington2014; Finucane et ak013;Wen

et al.2012;Mayrhofer et al.2016;Hewison, Badger and Sw&til1;Cox et al
2017;Braunand Zir2005). This is significant because studies measuring
immediate outcomes tended to report more positive outcomes than studies
measuring longer term outcomeBor examplefFarrington(2014)reported

improvements in care home st&@fcorfidence, in symptom managemeand
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communicationafter only six modules of education, each taking an hour to
complete Moreover, Dobie et al2016) reported increases in staff knowledge
and confidence following only one study d8hortterm improvementsvere

also noted in objectiveneasurements. O'Sullivan et al. (20ifplementeda
palliative care educational programme consisting of four-dalf workshops for

90 staff in three nursing homes. Immediate outcomes suggested improved staff
knowledge and cadidence with higher uptake aidvance care plans, resulting in

a decreased percentage of hospital deaths from 22.9% to 8.4%, z = 3.22, p =
0.001.

However, the sustainability of these interventions over time was rarely
established because fewf the included studies evaluated the efttiveness of
interventions for long beyond the time of implementation or completion. This is
important because most interventions (n=29) delivered titingited or brief

stints of education. For examplelewison, Badger and Snig2011) facilitated
collabaative meetings with care home managers over an eigbhth period.
Despite initially reporting positive outcomes (such as the more consistent use of
advance care plans) during the running period of the intervention, it was
reported that attendance ratesmpped, and it was known that the collaborative
meetings were not continued after the intervention period. Howeéewison,
Badger and Swaulid not explorepostintervention outcomes to assess the

sustainability of outcomes.

The few studies which measured outcome over longer periods of time reported
poorer outcomes over time, even when the intervention was still in place. For
example Finucane et al2013) reported that, following the delivery of 35
workshops over two yearshe proportion of deceased residents widtilvanced
care plansn place, and the proportion of those with Do Not Attempt
Cardiopulmonary Resuscitation (CPR) documentation in place incrbagsed
reductions inunnecessarpadmissions from care homes at thelEo hospitals
were not sustainedHowever, because of thackof process data included in this

study it was unclear why these outcomes were not sustained.
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Subjective and objective outcome measures were reported in studies evaluating
multicomponent inteventions. Compared to isolated educational interventions,
studies evaluating multicomponent interventions tended to report more positive
outcomes. For example, results highlight increasexlwvance care plarass well

a4 AYONBIF aSa A yceieddviedge and codfidence, Brida LIS NJ
improved collaboration and networking between servitepreventing

unnecessary admissions to hospital at the Eddll et al2011; Badger et al.

2012;Kingly et al2014; Nash and Fitzpatri@015). However, given thlack of

longitudinal data, the sustainability of these outcomes is uncertain.

In sum, outcomes were generally measured immediately after or during the
running period of timdimited interventions, which tended to produce better
outcomes compared to studs which measured outcomes over longer periods of
time. The most common outcome measures were humber of advance care plans
in place and reductions in unnecessary admissions to hospital at the EoL.
However subjective outcomes measssuch as selfeported increases in
confidencetended to be more positive in comparison to objective measures.
Moreover, lecause most studies reported outcome measures over short periods
of time, sustainability of outcomes is unclear, and the effectiwsnaf most

interventions may not have been as great as has sometimes been represented.
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3.5 Discussion

This review has identified that the most common outcomes used to determine
success and high quality EoLC in care homes were; numbers of adeaace
plans and unnecesasy admissions to hospital at the Ed#linucane et al. 2013;
Kinley et al. 2014Cox et al. 2017femkinGreener et al. 201)7 These outcomes
are also a common feature of UK policy initiatif@si 2008; DH 20)}4However,
the data collated in this reviemdicates thatdue to the lack of understanding
and exploration of the processes behind these outcoimesurrent literature,
interventions seldom sustain positive outcos(inucane et al. 2013; Temkin

Greener et al. 2017).

While some information about # processes involved in the interventions was

apparent in all of the included studies, explicit identification of the hypetbed
AYUGSNBSYyllAz2y YSOKFIyAavYasz (GKS AyTFtdzsSyOoS 2
effectiveness, or of the responses of those involwes often absent. These

findings are supported by wider research which suggests that clear descriptions

of intervention theay and identification of processes are lacking in current

research approaches (Moore et a015).

Despite the sparsity of procedsta, this review was still able to provide some
useful insightsvhich suggest thabutcomes were influenced by intervention
mechanisms, contextual mechanisms and human agencgxploring the
interrelation between mechanisms, agency and outcomes, a nurobkey

insights were identified. It was revealed that, despite the effectiveness of
multicompetentinterventions, they were less frequently delivered than
interventions using isolated components such as education only. This suggests
that contextual mechaisms such as limited resources, high workloads and high
staff turnover led to the adoption of singeda Ki2ZWNBSRQ Ay G SNBSyGA2Yy A
pragmatic grounds rather than effectiveness criteria. This hypothesis is
reinforced by the fact that the pragmatic adoption less effective interventions

in the care of this population is not confined to eafilife care.Thus, for

SEI YLX S35 (2018)\8ystSndaticlrevigntdihydration interventions for
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people with dementia found that, while multicomponent interventowere

more effective, they were rarely delivered.

In an attempt to meet the contextual needs of cdremes, education was
delivered in a number of different ways which impacted on effectiveness.
Althougheducation delivery has been identified as an effeztmethod to

address many of the problems highlighted with current EoLC provision in care
homes (Neis 2014), this reviewdlzy O2 3SNBR | KdzZ3S GI NARI GA2Y
entailed in different educational intervention$his disparate approach towards
EoLC edwation and training for care home staff is unsurprising given that in most
countries, including the UKhere are no specific recommendations about the
appropriate amount of formal EoLC educatiéindggatt et al2017a; WHQR011,
DH2008). At present, theres a lack of policy guidance for care homes on how
much and which mode of education delivery shobédused to deliver EoLC

education.

Moreover, studies did not evaluate their effectiveness long enough after the
education had been completed to assess gustainability of outcomes. Studies
evaluating ongoing education interventions tended to measurioumes over
longer time periodg§TemkinGreener et al2017; Kinley et aR014;Badger et al.
2012).These showed some evidence that effectiveness difmgaver time
according to some indicators (TemiBreener et al2017; Kinley et aR014;
Finucaneet al.2013). However, there is insufficient evidence to draw definite
conclusions about the relationship between length of education delivery and

sustaindility.

High staff turnover was the most common contextual mechanism reported in the
studies as compromising the effectiveness of interventi@@adger et al2012;

Nash and Fitzpatrick015;Kinley et al2014;Hewison, Badger and Swé&tfl11).
However, ahough gaff turnover in care homegacross the globe is typically high
(Halter et al2017;Tilden et al2012), Gatherum(2017) provides evidence which
suggests that often staff who leawarehomes tend not to leave the social care
sector but move to otkr nearby homes. This suggests that interventions

delivered in multiple homes could be more sustainable by virtue of having-cross
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pollination of staff. However, although some studies in this review included up to
37 homes, most interventions were implemetin fewer than five care homes

(see table 3).

Despite acknowledging workloads and high staff turnover, the included studies
did not reflect the diverse contexif care homesFor example, one important
contextual factor that has not being given adequattention is the type of care
home. Mostinterventions were designed for nursing homes (n=35) with only two
studies focusing only on residential hom&s&dnnstrom et al2016;Kinley et al.
2017) and four focusing on both nursing and residential horf@Brien et al.
2016;Mayrhofer et al 2016;McGlade et al2017, Cox et al. 207 This lack of
attention to the specific context of residential homes is concerning, given that
they usually do not have esite registered nursing staff and, as@sequence
have to rely more on external support from GRsspitalstaff and visits from
district nursesidandley et al2014; Davies et a011). Moreover, most
interventions were designed for registered nursing staff, wfatdfewer offered
education to nonregidered care home staffBaron et al2015; Dowding, and
Homer2000; Farrington2014; Hall et al2011; Kunte et al2017), and even less

to those such as housekeeping and administrative staff, who did not have a
clinicalpatient care rolgBadger et al2012). There is therefore a need to better
illustrate the diverse contextual mechanisms present in care homes, and the

potential impact on the effectiveness of interventions in future studies.

Despite limited evidence, thigview was able to identify how tlse involved

tended to respond to the intervention and contextual mechanisnmse @spect

that the studies are largely agreed upon is that motivation is not a significant
problem. Evidence suggests the majority of care bataff were highly engaged
and motivated to provide high quality Eol(Braunand Zir 2005; Casarett et al.
2005;Dobie et al2016; Farringtor2014; Froggatt et ak017b) This finding
appears to be consistent across other healthcare settings such as hospices and
hospitals, which report tat delivering EoLC can be rewarding and satisfying if

done well Gillman et al2012; Hospice URO15).

79



Nonetheless, results indicatddat while care home staff found delivering EoLC
rewarding they also found it emotionally challenging, especiallylation to
discussing death and dyingdll et al.2011; Braunand Zir 2005; Hockley et al.
2005; Cox et ak017). These findings are coborated by existing literature
which found emotional aspects of EOLC were often heightened by close
attachments withresidents and relative@/andrevala et ak017). Few
interventions focused on supporting the mental health and wellbeing of care

home staff delivering EoLC.

Explicit detail on how those involved responded to interventions was largely
absent. Despite athe interventions aiming to improve arglipport the EoLC
experience for service users, few studies explored perceptions and

interpretations of service users or their close others. This lack of insight is

significant, given the increasing acceptance tfatfE/ a4 K2dzZ R 0SS SOSNE 2

busines{RCR2015; RCR2016), and that a wider range of people should be
involved and given a voice in service provision and improvementZ&Ey.
These findingare corroborated by a recent systematic literature review
conductal by Greenwood et al. (2018), which exgld the experiences of older
people in care homes and found a dearth of qualitative research from the
LISNBRLISOUAQ®Sa 2F GK2asS vyzad Ofz2asSte
the lack of this perspective wagpicularly evident within residential ca homes

(Greenwood et al2018).

This review has provided a useful insight into the impact of intervention
mechanisms, contextual mechanisms and human agency on outcomes from
interventions designed to improve Eolin care homeslowever this insight wa
limited by thesparsityof researchexploring and documenting these underlying
processeskindings indicate that a lack of knowledge in relation to processes
behind outcomes has limited the effectiveness and desifjcurrent
interventions in this areaGiven this lack of understanding and its apparent
effect, there a need for further critical realibased research exploring

underlying processes behind these outcomes.
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3.5.1 Limitations

The strength of findings in thieview are dependent upon the strengths of
outcomes findings in the studies it reviewed, along with the comprehensiveness
of their information about hypothesised intervention mechanisms, contextual
mechanisms and human respse. The weaknesses displaysadtiose studies in
these areas are therefore reflectdgbre. For example, care homes were often
viewed as a singular context with little evidence about resident populations,
funding structures or locations of the homes armlahthese factors influence

how are is delivered and received.

The researcher recognizes that restricting the search to English language articles
may mean some relevant papers may have been midseatidition,a large
proportion of included studies wereooducted in the United Kingdom£26),

which may limit the transferability of the findings and recommendations.
3.6 (onclusion

The most obvious conclusions from this review relate to the gaps in the current
literature. In terms of outcomes, much of the cent data is neither robust

enoudh nor sufficiently longitudinal to draw conclusioaigoutthe effectiveness

or sustainability of the interventions that have been developed. In terms of
inputs, there is a paucity of information about the rationale behine sielection

of active component# the interventions, about the most salient contextual
factors affecting effectiveness, and of the responses to the interventions by

stakeholding actors.

Nonetheless, the review does indicate some of the issues that grarez to be

dealt with in orderto improve the effectiveness and sustainability of

interventions designed to improve EoLC in care homes. It was consistently found

that high staff turnoverandca 2 YS a il FFaQ @I NBAYy 3 Syl Kdza
to accept clange impactedn the sustainabity and embedding of change into

practice. Specifically, educatialivery,which was too demanding on resources

and time, was often not sustained by care homes. However, these contextual

barriers were generally only idefied in studies evaluating outenes over
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longer periods of time. Studies reporting on immediate outcomes following an

intervention tended to report more positive outcomes.

In summation, if future interventions are to ensure effective and sustainable
delivery of high quality EOLC acrdke care home sector, their design will need

to be based on an explicit and eviderAgased hypothicization of the change
mechanisms they contain. They will also need to take into account the influence
of contexts in the ingrventions will operate, and thattitudes and responses of

those whom they will affect.

3.7 Formulation of research aim and objectives

It is predicatedhat care homawill becomethe most common place of death in
the UK (Bone et al. 2018), andralidents in care home are entitled thignified
death and EoLC centred and personalised to their individual n&d<014; DH
2008; Institute for Public Policy Research 20E8lvance care planning one
method used to achieve these care goals, wialbibws care home staff to
document, sharé¢ Y R dzLJRI 4GS NBaAARSYyGaQ LINEFSNByOSa
and wishes, and if permitted their relativedsACDP 2034Although not true for
all residents, survey results have suggested that most residents chooseito d
the familiar surroundings of a cehome surrounded by their family rather than
in an acute hospital setting(NS 2016; National End of Life Care Intelligence
Network 20D).

Despite thisthe systematic literature review presented in chapter two
highlightedvariableengagement in advanazare planningandpersisting levels

of unnecessary admissions from care homes to hospital at theviEoin the UK
sector(Spacey et al. 2018)he critical realist review presented in chapter three
identified that although the most common outcome meassifer interventions
designed to improve EoLC were numbers of advance care plans and reductions in
unnecessary admissions to hospital at the Hodre was sparsity of research
exploring the processes behind these outcontgsecifically, the review

identified that currently evidence about the rationale behind intervention
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design, the effect of context, and the response of stakeholders is sparse. Thi
means that the impact of these factors on outcomes has thus far not been
adequately established. Evidengeesented in the realist review suggests that
this gap in knowledge has limited the effectivenesmtdrventions designed to
achieve these outconseand improve end of life care in care honi8pacey et al.

2019).

Consequently, research designed to uncovewtlihese factors support or inhibit
high quality EOLC, is needed in order to provide an adequate foundation for
future interventionsdeigned to &hieve and sustain these outcomiessupport
the delivery of high quality EoLC in care homes. The aim ofttlug was
thereforeto inform the design and development of interventiocapableof
supportingthe delivery othigh-quality end-of-life carein UK care homedhis
thesis used critical realist evaluation to address this gap in knowledge and

achieve the resarch aim.

Both reviews identified aparsity of current research exploring registered, and
nonrNB 3 A a0 SNBR OihfiNdce Br2aNdSexpériérices f Qutcomes
related to unnecessary admissions and advance care planning and advance care
planning.In particular,it was apparent that research capturing the views and
experiences of those care home staff working in residgitomes was sparse
with onlysix studies examining interventions in residential homes. As a result,
the contextual differences beteen residential and nursing homes and their
impact on EoLC is largely overlook&tus, more research in residential homgs i
needed in order tanform the development of future interventions based on the
needs and issues of EoLC in that contAgditiondly, both reviews uncovered
lack of researcimcorporating the perspectives and viewpointscafe home

staff with non-formal caring rolesThis is important given findings suggest that

they play a part of the delivery of EQLC

As well as care home staboth reviews identified a lack of perspective and
insight from bereaved relatives and the influence they may laveutcomes

related to high quality EoLC. Thas,death changes the lives of significant
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others, it is recommended that the viewpoint dfdse closest to dying residents
are included, asot only aretheir viewpoins important and underrepresented

but can act as a proxy for dying residefbperiences.

Based on thisynthesighe following research airand objectives were

formulated.

Theaim of the empirical component ahis studywasto inform the design and
development of interventionsapableof supporting the delivery ohigh-quality
end-of-life carein UK care homedo achieve this aim, the following objectives

were set:

1 To identify current intervention mechanisms designed to improve the
delivery of highquality end of life care in catgomes.

1 To identify the contextual mechanisms which inhibit or promote the
effectiveness of the intervention mechanisms.

1 To identify how stakeholdsrrespond to the identified mechanisms
(Human agency).

1 To develop intervention theories which incorporate these findings to

support the delivery of higlguality end of life care in UK care homes.

3.8 Chapter summary

This chaptehas presented a criticakalist review on interventions designed to
improve EoLC in care homes. The chapter began by presenting a rationale for the
review and the methods used within the review. The results of the review were
then presented along with #discussion and conclusibighlighting a gap in
knowledge and need for further research. The chapter endefbbyulating the
research aim and objectivésr the next stage of the stuggmpirical data

collection The following chapter will present theethodology chosen to achiev

the research aim and objectives.
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4 Methodology, Rationale and Study Design

4.1 Introduction

To achieve the aim and objectives of the study Critical Realist Evaluation (CRE)
which is a methodological approaanderpinned by Critical Realism (®H) be

used. This section will detail why this CRE was chosen, and the research design
and methods that accompany it. In addition, this chapter will cover the methods

of data analysis as well as the ethical considerstiof the study.
4.2 Methodological Approach

The term methodology is used to describe the underlying philosophical paradigm

which informs the research and its methods (Guba and Lirk@d4). A

paradigm has been described as a set of beliefs that influandeguide action
(Kuhn1970).There are two mia paradigms positivism and constructivism.

Positivism tends to be experimental antjective andconcernedwith testing

measurable o’ LINE @ | oThi® (posivisis betfeve that culture is relatively

stable and consequently can be isolated and tedtdesearch purposes

(Carson et al2001). On the other end of the spectrum is constructivism

(sometimesreferred to as interpretivismie. how indivduals construct their

world or reality Thus, a constructivist paradigm is concerned with subjective

meaning as each individual constructs their own reality meaning there are

multiple interpretations of realityRosnot1996). Forexampl€ 'y A Y RA @A Rdzl f ¢
interpretation of reality may be influenced by theducation illness or where

they live.Therefore, NBE 4 S NOKSNRA& LI NI} RA3IY 3I2@SNya o
aK2dzZ R 0SS &aS0 dzLJd ! NBaASI NOKSNRa GKS2NAS:
reality (ontology)and how to obtain knowledge (methodology) uncostreir

paradigm (Guba and Lincali994).

Thisresearcts Nfaradigm and the paradigm selected to achieve the aim of this
researchstems from Critical Realism (CR). A key principle of CR is that human

knowledge represents only a fraction of a deeper reality (Bhak8a8; Collier
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1994). Therefore, CR shifthe focus to theories about reality and what is real
(ontology), rather than our knowledge of what is real and reality (epistemology)
(Bhaskarl998; Archer 1995). Based on this CR diverges from both constructivism
and positivismaspositivism limits realif to what can be known for example,
through experimentation (Carson et 2001), and constructivism views reality as
entirely constructed within timanknowledge (Fosnat996). Therefore, both
constructivism and positivism reduce reality to human knowle(Rjgaskar

1998).

Nonetheless, CR does not dispute the existence of the social world (Bhaskar
1998; Collier1994; Archer 1995). However, CR expthis world by gathering
knowledge through theories about reality, with a critical understanding that
some heories may be closer to reality than others (Bhadl@88). Although
theories can be correct ontologically, these theories are open to criticigin a
interpretation which may lead to improvements, therefore there is no absolute
or certainty in knowledge (iBaskarl975; Bhaskarl997;Archer 1995).

¢2 FdzNIKSNI O2YLX AOFKGS YIGGSNEEZ NBFEAGE A
change over timg¢Archer1995).Open systems have a number of mechanisms
operating within them, thus what happens in open systemsaé@pend on the
interaction of these mechanisms. The term mechanism refers to the notion of
causation, thus the gathering of different mectisms can be used to explain the
usually inflexible relationship between cause and effect. Moreover, CR
emphasiseshat in social systems people have their own causal powers of
interpretation thus can influence what happens in open systéismska 998;
Archer1995). Therefore, theories derived from open systems aim to explore
mechanisms and agency to enable an undanding past simple identification to
explanation of these casual relationshipecifically, allowing an explanation of
why and how causahechanisms and peoples interpretations can result in
different effects or outcomes. In relation to this study, itnigoortant to
understand that care homes represent constantly changing open systems;
consequently, any theories derived from these enviromtseshould be exposed

to criticism and interpretation in order to be refined and improved.
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ltisargued thatquali G A @S YSiK2Ra NS Y2NB &ddzAGSR
YR WYySaaiaySaaQ 2F NBIFfAGEe Ay 2Ly aeads
(Oppenheiml992; Bhaskat998). Nonetheless, CR is not associated with any

particular set of methods, thus qualitative and optigative methods can be

utilised (Bhaskat998; Collierl994; Archer 1995). Quantitative methods can also

capture this messiness and operase however, they tend to encourage

generalisations of causality, for instance exploring interaction in closednsgste

such as a laboratory (Oppenheim 1992).
4.3 Critical Realist Evaluation

4.3.1 The evolution of Critical Realist Evaluation

RealistEvaluation RE is an approaclbuilt on the philosophical foundations of

CRwhich aims to improve traditional evaluative approachdsch only focus on

outcomes toexplain success or failure (outcomeBagson and Tilley997).

Therefore, RE adopts assurigots or theories about causality which involve

SELX FAYAYy3 2dziO02YSa Ay NBflGA2Yy (2 WwaSOKI
used b describe causal laws, for example, X happened because of Y, while

context represents the settingghere an intervention opeates which includes

social context. Acknowledging both mechanisms and context is important given

that outcomes areseldomthe resut of isolated causal mechanisms (from an

intervention) but areinsteadinfluenced by the setting in which they operate,

and the people involved (Context). This evaluative procédsEhas been
adzYYFNAASR Ay (GKS F2ft2Ay 002Xz Y a/ 2
(Pawson and Tilley997).

Since itdeginning RE has been used in a plethora of research progressively
becoming a popular methodological approach in healthcare and nurssearch
(Nurjonoet al.2018, Dalkin2012; McConnell and Port@016). However, the
increasing use of RE has come with sever@blems. Mainly, healthcare

NE&aSFNOKSNR&E RAFTFAOMz 6ASa AYISNIINBIGAYy3I |
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methodological foundations of RE, which Poi2915b)arguesare as aresult of

the methoddogical and philosophical inconsistencaggparent withn RE.

Several areaswhete 642 Yy Qa4 w9 CRRAaZedeeH StdbutdINRhése
inconsistenies. SpecificallyPawso® a comBines agency and structure into

social mechanisms (Pawson and Vill®97). Conversely, CR regaadency and

structure as separate entities. Althou@Racknowledges that agents can

influence and be influenced by social systeBisaskar (1989]ifferentiates

socialstructurefrom agencydue to agent§ability to think am choose, which is

not true of sociaktructures Therefore, while it is accepted that social

YSOKIyAayYa gAtt KIFIGS Iy AYLIOG 2y F3ISyida!
making of tle choices (Porter 2015b).

Furthermore,it is argued thaRE takes linear approach to causality in its view

2F O2yGSEG FyR YSOKIyAaYad C2N SEF YLX S5
YR WYSOKIYyAAYaQ gKAOK KFa LR2swhdk LINRPOE SY:
have evidenced similarities and overlaps between caongexi mectanisms

(Tolson and Schofie@D11). Porter argues against the linearity of causality

proposing that there are multiple domains of causality, specifically, contexts also

contain interacting mechanisms as well as the ones coming from the inteoventi

itself, thus recognises these as contextual mechanisms (P2@&5sb; Porter

2015a).

Critical Realist Evaluation (CRE) was conceived from this critique and aims to
improve the use of RE by addressing the arguments discussed aitms.

where inconsstenciesand differences between the two realisms exist the
positions of CR will be adoptelh light of theseargumentsCREnvolves

explaining outcomes in terms of a combination of intervention mechanisms +
contextual mechanisms + agen@orter2015b). Thus, CREandates that in

order to explain outcomes it is necessary to understand how they are influenced

by the interactions of mechanisms and agency.
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4.3.2 Why Critical Realist Evaluation was chosen

In relation to this present study, CRE was cinageuntangle tle complexities of
outcomes used to determine high quali&pLC in care homgs
provideexplanations rather than judgements to identif$hat works, for whom,
why, and in what circumstancéBawson and Tille}297). Specifically, CRE was
used to evaluate ad identify causal mechanisms embedded in the context of
OFNB K2YSaz FyR GKS LINE Ombisidisportadt§iteh y R
that in chapter three it was identified thaesearch in the field tends to report on
outcomes with little attention gien to the processes behind those outcomes,
which was shown to inhibit theffectivenesof interventions designed to
improve EoLC in care homgpacey et al. 2019 hus, gatherinthis

information as part othe empirical stage of thistudy can be usetb inform the

development of future interventions capable of improving EoLC in care homes.

Prior to choosing CRE otherethods of inquiry were explored such as action
research, géinographic and case study research which would all have allowed for
the exploration of EoLC in care hom@dcNiff 2013;Hockley et al2013; Yin

2013). Nevertheless, such methods tend to seek answers to questions such as
Wg KI 0 ¢ 2 Nexpl@iig ogtdomds i deims of mechanisms and agency to
understand what works, why, favthom and in what circumstancéBawson and
Tilley1997). This extra level of analysis that comes with using CRE was deemed
necessary in order to explain outcomes and\pde extra depth and

understanding offering a contribution to knowledge.

4.3.2.1 Intervention Mechanisms

CRE will provide this extra level of analysis by exploring EoOLC in care homes in
accordance with mechanisms and agency and their impact/influence on
outcomes Specifically, CRE will be used to identifgrvention mechanisms

which are the melesanisms contained within interventions which are designed

to change the behaviour of those at whom they are targetedrter2015).

89

I 38



Identification of interventions meamisms can be used to identify supportive
mechanisms which can be used to facilitatgrhguality EoLC, and also why
certain intervention mechanisms may be ineffective. However, there is no such
thing as a contexiree intervention; specifically, the impgof an intervention
depends on where it is placd@awson and Tille}997)and the ineractions and
responses of the people involved iRorter2015b). Therefore,in addition to
intervention mechanism&RE involves exploriegntextual

mechanism&ndhuman agencyo explain outcomes

4.3.2.2 Contextual Mechanisms

Contextual mechanisnae the esources and restrictions embedded in the

social and organisational context, which may inhibit or promote the effectiveness
of intervention mechanismdhis is important given the contextual diversity of

UK care homes, for example, some are saradlindependently run, while others

are run by corporate chain€ompetition and Markets Authori®017). It is

therefore important to capture this contextual ddpand its influence, which is
again missing from current research in the figgpaceet al.2019. However, as

well as having an influence on intervention mechanisms, contextual mechanisms

can have an impact on human ageriPprter et al2015b).

4.3.2.3 Human agency

Human agenciNB LINB A Sy (i a LIS2LJ) S$Q&8 SELISNASyOSas A
to the interventian and contextual mechanisms. Furthermore, as identified in

OKI LJGSNJ GKNBES KdzYly F3Syoe IyR aidl(SK2ftR:
mechanismss something which has been sparsely reported on in previous

research in the field, especially the viewpamf those recently

bereaved(Spaceet al.2019).

4.3.2.4 Outcomes

Exploring these three components enables outcomes to be undersbyod
explaining the complex reasons for underlying failure or success in different
settings(Pawson and Tilley997). Therefore, m CRE outcomes alone are not
enough to determine causality, contextual and intervention mechanisms and

human agency also need to becounted for(Porter2015b). Based on this
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understanding the study will use the followifgrmula: Contextual mechanisms

+ Intervention Mechanisms + Human Agency = Outcome
4.4 Intervention theories

This study aimed tinform the design and development of interventiotos
supportthe delivery of high-quality end of life carén UK care homedhus the
studywas not content with snply explaining outcomesThe findings were used
to develop intervention theories. Interveéion theories are theories which
explain a notion or idea that is expected to produce a desired outcome,
incorporating intervention and contextual mechanisms andnan agency into

the theory (Pawson and Tilley, 1997)

Subsequently, intervention theoriesn be used to provide evidendeased
informed insights into what can be done to address identified problems and
facilitate supportive mechanismBue to the incorpaation of mechanisms and
agency, ntervention theories take account of the different contextsd
individuals thus are more likely to promote high quality Eot@pared to
current interventiors which as chapter three outlined are seldom based on

systematicanalysis process

It must be understood that all interventions programmesegin life as
theories(Pawson and Tilley997). Therefore, the intervention theories produced
in this study can not only be used to inform future polarydresearch but can be
developed into futue evidencebasedinterventionsto support high quality EoLC
in care homesThe following section will detail the research design and how it

will be used to achieve the aim and objectives of this study.
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4.5 Research design

4.5.1 The researclaim and objectives

The research design acts as a plan or structure for how the research process will
be conducted in order taddress the research aim and objectivBg(tino et al.
2013). Therefore, the research design acts as a blueprint for the relseard
includes the methods for collecting and analysing the data (McMillan and
Schumacher 2001). This section will detail how a-phasedesign usingCRE

with qualitative data collection methods will be used to achieve the aim and

objectives otthe empirical sage of this study

Theaim of this study waso inform the design and development of interventions
capableof supportingthe delivery othigh-quality endof-life carein UK care

homes To achieve this aim, the following objectives were set:

1 To identify current intervention mechanisms designed to improve the
delivery of highquality end of life care in care homes.

1 To identify the contextual mechanisms which inhibit or promote the
effectiveness of the intervention mechanisms.

1 To identify how stakehders respond to the identified mechanisms
(Human agency).

1 To develop intervention theories which incorporate these findings to

support the delivery of higlguality end of life care in UK eahomes.
4.5.2 Phaseone: Data collection stage

Phaseone consistd of a data collectiorstagefollowed by data analysis and

synthesis stages. CRE mandates that the data collection methods should be

selected on the basis of how informative they will be to sitedy (Pawson and

Tilleyl®7d / 2y aSljdzSy df &2 R woS deiRE LOGCAR  | FLILINER S GOKK
qualitative or quantitative methods can be utilis@@orter2015b; Pawson and

Tilley1997). In relation to this studyjualitative methods were chosen to capture

YR SELX 2NB G(KS WwW2LI8yySaaQ hefdRsatyteSaairySa.

achieve the research aim and objectiv&his is important as it has been

92



established in chaptdhree that research tendto quantitatively report on
outcomes to determine high quality EOLC in care homes without exploring the
underlying proceses behind those outcomess a result, serrstructured
interviews and focus group discussions were chasedata collection methods

in phaseone of this study

Semistructured interviews were selected because they enable the exploration of
lived individual experiences and attitudes of participar(®atton1990; Britten
1995), necessary to understarahd highlight some of the underlying processes
which may impact olmutcomes related td&oLC in different settings from
different perspectivesFurthermore, he semistructured nature facilitates a
conversational manner enabling the participants to explore and divulge what
they feel is relevant to the faic (Kvale 2007; Pattoh990). This flexibility allows
the researcher to explore new areas and yield richetiaqMason2002; Britten
1995). However, a good level of salivareness and reflection (by the researcher)
is necessary to reduce potential bigdolloway and GalviR017). The researcher
has reflected on their positionalityiroughout the course of the sty to

maintain a good level of sedfwarenesgsee section 4.6).

Focus group discussions were chosen as a data collection method, sentike
structured interviews they are useful in generating rich data on experiences and
understandinggKitzingerl995). However, unlike individual interviews focus
group discussiongather information on collective views and the
understandings and meaning&hind those viewg¢Bloor et al.2001;Kitzinger
1995). Moreover,group members often motivate and encourage eachentto

think more deeply about topics and may challenge each offdan Teijlingen

and Pitchforth2006).The sizes of focus groups can vapm six to eight
participants, however, focus groups can be effective with as little as three and

as many as 14 pacipants(Bloor et al.2001).

Despite these benefits focus group also have a number of weaknesses. For
example, focus growgrequire more nanagement as they often involve a

minimum of two participants and average roughly six participants (Van Teijlingen
and Pitchforth2006). Thus, it can often be a challenging task to manage talkative
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and quiet participants t@nsure both can contribute to thdiscussionwhich

often requiresa skilledmoderator and facilitato{Williams et al2005;Van
Teijlingen and Pehforth 2006) Moreover, preplanning is often necessary to
enable the researchers to prepare themselves and get the most out of the
method (Van Teijlingen and Pitchfor006). The researcher planned each focus
group in advanceundertookfocus group traiing, and used both a facilitator and

moderator to manage different group dynamics.

The setting in which a focus group take place abso influence the behaviour of

participants. Van Teijlingen and Pitchfo(8006) discuss that participants

familiarity with each other may mean they do not feel able to speak openly

about certain topic®r conversely this familiarity may help particiga feel more

at ease with each other and talk more in the grobprthermore,Boateng (2012)

adds that thissituationcanleadi 2 | LIKSy 2 YSy 2y whidhist SR W3 NP
where onedominantmember gives their answer firsind the rest of the group

agrees without contributing any of their own ideas or opiniddsatengalso

discusses tha? I NP dzLJi KA Yy 1 Q 2 O OfdeNstgrodp gnénbdmiate G KS 2 {0 f
scared of what others may think if they voice an unsupported opinion. There
WINRdzLWGOKAY1Q YI& fAYAG az2y$sS 2F GKS o0SyST¥.
members motivating and encouraging each other to think more deeply about

topics and may challenge each otlf¢an Teijlingen and Pitchforth 2008).

order to mediate and h@lmanagethis issue, the researcher explath(in the

preamble) before each focus group that confidentiality should be respected, and

the information discused should not be discussed outside the rodrne

researcher also stated before each focus group #ibanswers would be valued

and thereare no wrongor right answers, in order to encourage others to speak

up about what they believe.

The focus groupwere conducted before the senrstructured interviews, giving
the researcher the opportunity to develop on, and explore in more depth any
concepts or issues of relevance raised in the focus group discussions. The
interview guides developed for the focus gpmand semstructured interviews

were informed by the two literature reviews and the philosophical frame of this
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study. Moreover, the supervisory team and the ethics committee (consisting of
both lay and professional people) credsecked the questions amprovided
feedback and amendments. All the questions asked were open questions giving
the participants the opportunity to expandather than being led by a specific
question requiring a specific answer. Tdugestions used in théocus groups

and semistructured interviews can bdéoundin appendix: 5.

The questions were given to all the participants in advance, whada strength
and a weaknes$roviding participants with the interview questions beforehand
can give them time to reflect on thguestionsand their answerspotentially
increasing thelepth and richness of the discussi@fvale 2007; Patton

1990; Van Teijlingen and Pitchfor006).However, it may also diminish the
openness of the questions and participants may plan and geeaific answe
ready(Kvale 2007; Pattoh990). To minimise the risk of participants planning
answers in advancell the participants were toldrior to the interviews that
theywere informal unplanned discussions which did not require planned

answers.

4.5.3 Phaseone: Analysis and synthesis stage

Central to qualitative research is data interpretatidiitick 2009)Data
interpretation involves organising the data in ways that enable researchers to
recognise patterns, relationships and identify thenfstacnes and McCable
2008;Flick 2009). There are a range of methods that can be usedeipret
data(Flick 2009), and more than one analysis method can be usedetpret

data to deepen understanding. In phasee, thematic analysis and CREre
usedto interpret the quditative data CRE was used as well as thematic analysis
to deepen understandings and provide explanations rather than simple
identification or judgmentSgecifically the data was firstly analysed using
thematic analysis and following th&@RE was used tmnceptualise the data in

accordancevith mechanisms and agencihis chapter has already explained
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why CRE was chosen, thus this sectionnaill explainwhat thematic analysis is

and why it was chosen.

Thematic analysis is a method used to identify andlyse patterns in data

(themes), and it is the most popular method for qualitative anal{Biaun and

Clarke2012).a ¢ KSYSa I NB NB asdzirdh that Arg/arelpsdal £ A G| G A GS
concepts that are implicit in the data and are recurrent throughout theagd#tat

appear repeatedly as the researcher analyses what people have said about a

LI NI A Odzt | NJ S E LIS NA §MaoreeandiMEGabla 30@B.424NJ & A ( dzl G
CKdzAZ GKSYFGAO Iylfeara addzida NBASEHNOK g
world, feelings and experiencé8raun and Clark2006).

There are different approaches that can be used when conducting thematic

analysis; namelgeductive and inductive coding. Inductive coding is influenced

by the content of the data, while deductive codingnBuenced by existing

concepts or idegPatton1990; Hayed.997). This study used inductive coding as

the development of the themes/codesas directed and influenced by the data

collected, rather than prexisting ideas and concepts. However, in reality,

deductive coding may have also taken place asgxsting knowledge from

conducting two reviews of the literaturg@resented inchapters wo and three)

most likely influencedhe researcheto a degree in the coding process.

Nonetheless, awill bediscused below the analyses of the transcripisre

crosschecked by the supervisotgam, who each conducted their own thematic

analysiof randomly selected dat#o reduce the influence of deductive coding

taking place

Although a number of scholars have it about thematic analysis, this study

used. NI dzy | y R [ dixIstejdpprondd o Hiddvdeyy YR / € NJ SQa
approach was chosdrecausat is a flexible methoaf analysisvhich is not fixed

to any particular philosophical framewo(Braun andClarke2006), thus can be

dzZa SR YR FLIWX ASR (2 GKAa &addzReQa ONARGAOI |
the sixstepsset out byBraunand Clarkere sequential each step buddn the

previous one andhe analysis process is iterative thus movementkand forth

between the six stages is to be expect@ilaun and Clarke012).Consequently
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the sixstep process is not rigidndthe analytic process can at times merge
some of the steps togethdBraun and Clark2006).Table:7 below summarises
the steps thatwere undertaken to thematically analyse the qualitative data from

phaseone:

Table7 Phases of thematic analysis adapted from Braun and CI48096)

Phase Description

Data familiarisation Data transcription, following
transcription the data was read and
re-read a number of times, and any

early ideas were written down.

Developing initial codes Relevant and interesting elements o
the data were codded in a systemati
approach and data was assembled t

each code.

Seaching for themes Themes were then assembled from
the coded data compiling all the data

relevant to each theme.

Revising themes The assembled themes were then
checked in related to the codes (1),

and the entire data set (2).

Naming and defining themes Analysis as ongoing to not only refin
each theme but the overall frame of
the analysis and the study developin
clear definitiors and names for each

theme.

Developing the report The most relevant and important

examples following final analysis we
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chosen linking the analysis product t

the research aim and objectives.

The raw data was arranged into themes and-fubmes.Theanalysis was
triangulated bythe supervisory teanon the basis of one randomly selected full
focus group transcript and twmiterview transcriptsThis process was followed
by adiscussion to confirm key themes and dhiemes figure4). In addition, the

supervisory teanthecked over the final draft of the findings.

Figure4 Crosschecking process

1 think Discussion You think

New
understanding

Following thematic analysis, CRE was used to conceptualise the thematically
analysed data (themes) in accordamve#h mechanisms and agency (tab8):
(Porter2015b). Thissecond stage of analysis was necessary in ordexpain
outcomes and the processéehind them, rather than simply identify them. This
systematic analysis process was necessary to produce data that could be
integrated into intervention theories which each account for mechanisms and

agency in their design.
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Table8 Critical realist evaluation

Terminology | Definition

Intervention Themechanisms contained interventionsthat are
mechanisms | designed to change the behaviour of those at whibrey are

targeted.

Contextual The resources and resttions embedded in the social and
mechanisms | organisational context which may inhibit or promote the

effectiveness of intervention mechanisms.

Humanagencyt S2 LJ SQ& SELISNASYyOS&s AyiSs

intervention and contextal mechanisms.

Outcome The changes in behaviour that resédbm how people

respond to the intervention and contextual mechanisms.

Intervention Interventiontheories should descrildexplaina notionor
theories ideathat is expected to produce changagcorporating
intervention and contextual mechanisms and human agen

into the explanation.

4.5.3.1 Theory development and data synthesis

The findings from this evaluation process weyathesised with the results from
the reviews of the literature presented in chapters two and thréhkis synthesis
process wasised to develop initial intervention theorieAs discussed in section
4.4 and tdle 8, interventiortheoriesare theories whicldescribéexplaina

notion or ideathat is expected to produce changagcorporating intervention

and contextual mechanisms and human agency into the explanation.

Moreover, it is important to understand the éories will then be left open to
interpretation and refinement as there is no absolute certainty in knowledge
(Bhaskarl975; Archer 1995However as discussed earlier some theories are

closer to reality than otherdBhaskarl998), therefore criticism and refinement
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of theories can lead to improvements (Bhaskar5; Bhaskarl997;Archer
1995).1n order to enable the criticism and refinement of timitial intervention

theories phaseéwo was designed.
4.5.4 Phasetwo: Data collectionand theory refinement

Thepurposeof phasetwo was to refine and increase the feasibility of the initial
intervention theories developetfom phaseone ofthis study Realist semi
structured inerviews and focus grogwereused inphasetwo of this stud to
present the initiainterventiontheoriesto the participantsallowing them to

provide feedbacland refine eacltheory.

Conventional interviews and focus groupsscused previously)end to explore
aspects and concepts, whilealist interviews and focus groups are interested in
investigatingheories orpropositions(Pawson and Tille}997). Realist
interviewsconsist of two main processes: the teachearner procesand the
concepual refinement process. The interviewee is constantly trying to guess or
make sense of what the researcher is looking for during an intenSewihe role

of a realist interview is to make this process transparent ensuring understanding
of the concepts bing discussed (Pawson and Till®97; Manzano2016).

Therefore, the teachelearner relationship consists of the researcher playing an
active role in enabling the interviewee to understand theerventiontheory

being discussed.

Consegently, ralistinterviews begin by teaching or introducing the initial
interventiontheory to the interviewee. This process enables the interviewee to
learn and understand the theory. Once this understanding is reached the
interviewee can refine the thegrby teachinghe researcher i.e. sharing their
experiences and expertise in relation to the thedWafizano2016;, Pawson

2013. Therefore, the teachdearner relationship is a dynamic process and

changes throughout the course of the interview and themfnement.
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The conceptual refinement process consists of the interviewee conveying their
own thoughts and experiences tands theintervention theory (Pawson and

Tilley1997).An example of these two processes is displayed befalle 9):

Table9 Example realist interview

Realist interviewerthe interviewer is an expert ithe interventiontheory
therefore will share the theory with the interviewee, asking questions such

the intervention is supposed to d¥which cause¥, what do you think?

Interviewee:the interviewee is an expert in mechanisms thus can help exg
what works, for whom anih whatcircumstanceso refine the theory and

increase its feasibility

Therefore sharing thentervention theories with thenterviewee enables study
participants to explain what works, for whom and in what circumstanths
allows the conceptual refinement of the initial intervention theories to occur
(Pawson and Tille}297). The purpose oftte interviews is to refine thenkeories

developed from phasene.

Realist focus groupw/ere usedo achieve a similar process tize realist
interviewsc to test and refine the initial theories developed from pheasee.
Likethe realist interviews realidbcus groups consist of two ptesses; the
teacherlearner process and the conceptual refinement pra;aeshich works in
the same way as explained abovwever, the purpose of using realist focus
groupswas to allowthe participants to generate responsand build on the
contributionsof othersin relation to the interventiortheories For example,
disagreement may occur, and one participant may think one thing about
theory,and another may think differentlfPawson and Tilley 1997)hese
disagreements and discussions can heipower not onlywhat people think
about the theory but how they think and why they think that way (Kitzinger
1995). These traits of focus groups are essentia¢table the conceptual

refinement of the interventiortheories to occur (Pawson and Till&§97),
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adding a different dimension to the datmllectedfrom the oneto-onerealist

interviews.

4.5.4.1 Partial knowledge

The purpose of thisvo-phased proceswas toproduce refined and tested

intervention theories whicttan be used to achieve the aim of this study

inform the design and developmenf interventionsto support he delively of

high-quality end of life cag inUK care homeddowever, it is important to

understand that the findings from the study will always be partial. Nonetheless,

partial knowledgeas important and useful, specifically partial knowledge allows

aspects to be focused on and evaluated furtiéa\ysorn2013) Therefore, the

refinedtheories developed from this twphase process are not absolute and

can be further refined and improvedthough partial the evidencéased

intervention theories developed in this study still provide a valuable insight

which can be used to inform practiead future interventions developed to

support EoLC in care homé&se two phased study design is illustadtin figure

5.

Summary of methods

1.

102

A systematic literature reviewas conducted which provideal
comprehensive overview of EOLC in UK care homes.

A critical Realist review was conducted whigttoveed theories that
explain current practiceand identfied a gap in knowledge
Semistructured individual and focus group interviewsre carried out
which uncovered (i  { SK2f RSNE Q S Fetaldisdbidhyg OS &
current context and practice of EoLC in care homes.

Analysis of stages-3was used to deelopinitial intervention theories
about the mechanisms required to support high quality EoLC.

Realist interviews with stakeholdewngere carried otito refine theinitial

intervention theories and to enhance the feasibility.



Figure5 The two phased study design using Critical Realist Evaluation

Phase-one: data collection

Semi-structured interviews and focus
groups discussions with *stakeholders .

Phase-one: analysis and
synthesis

Analysis and synthesis of data and
development of initial imtervention
theaories.

Phase-two: data collection

Realist interviews and focus groups
discussions with *stakeholders to refing
initial intervention theories.

SS320.14 Uollen|eA] 1si|eay [eanid)

Phase-two: theory
refinement

Development of the refined
intervention theories.

*Stakeholders refer to participants who took part in the study. The study participants and
sampling strategy is discussed in secdonof this thesis.
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4.6 Rigour of the study

BEvidencingthe rigour of a studys an important aspect of ensuring
confidence(Sandelowskl997), and confidence is essential in ensuring that the
knowledge presented in research will inform and improve praqfaater2007).
There are four established mkanisms for ensuring rigour thin qualitative
researchredibility, confirmability, dependability and transferability (Guba and

Lincoln1985).
4.6.1 Credibility

The purpose of credibility is to ensure that the study data is valid, and a true
representationof the participants views andding able to demonstrate that the
dataiscredible. In relation to the present study, there were two phases of data
collection meaning participants were interviewed twice. This was important in
capturingmore detailed respores from participants ratherthd 2 dza & FIF QW2 y S
single interview, thus interviewing participants twice helped to ensure that their
experiences were credible and val@imilarly Murray et al.(2009)found that

the use ofrepeating or serial interviewsdfped to uncover the complexities of
individualsituationsby allowing narrativeto develop Specificallya

LI NIHAOALI yi Q& SELISNASYyOSa F2fiftegAy 3 GKS
second interviewallowing the initial finding&rom the first inteviewto be

developed and refleetd on These benefits of serial interviews were

demonstrated in a study conducted bge et al. (20168)hichusedthree

different types of interviewingnd includedhe use ofserial interviewsThe

studyfound thatserial nterviews allowedhe participants to develop and

expand further on points made in earlier intervietesenhanceunderstanding

In addition, the two phased desidgdiscussed previously in sectidrb.3 and
4.5.4)allowedthe participants to refie and comrment on the findings from
phase oneThisnot only helped ensure the findings were relevant to practice
and feasible by subjecting theta external scrutiny. Moreover, this approach

adhered to the methodological foundation of this study, critical realistmch
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proposes that knowledge is not absolute thus should be subject to criticism and
scrutiny to improve refinghe findings(Bhaska998; Collierl994). This helped
ensure that the intervention theories were shaped in accordanitk the

participant® experiences.

To furtherensure that the research findings (or theories) were shaped by the
participant@ experiencedlolloway and Galwi(2017) state the researcher
participantrelationship should be addressed and reflected upon betore

during astudyas it is methodologically relevant to studpecifically, psitivists
seek toobjectivelygather facts about external realitwhereas constructivists
believe that reality is constructed by the researcher (Fosnot 1996). Related to
this is the issue of inder and outsider perspectives, specifically, because
positivists believe in the unbiased collection of data, they tend to fatioe
researcher taking a detached approach to research participants (Merriam et al.
2001). Conversely, because constructiviBeve that good research involves
the shared construction of an account of reality with participants, they tend to
promote a ¢oser relationship with those participants (Fosnot 1996). Therefore,
there is a relationship between the seeking of an objectigsition with

adopting an outsider approach, and there is similarly a connection between
seeking a shared construction of réxahvith adopting an insider approach
(Merriam et al. 2001).

Whilst Critical Realists assert the existence of objective s@iaions, they
accept that those relations will be interpreted in different ways by different
people includinghemselves (Bhaskar 1998). Thus, rattieamn adopting the
objectivist outsider approach of positivism or the subjectivist immersion of
constructivism, Critical Realists use a thealyven approach that, in addition to
elucidating the lived experience dig social actors involved from their own
perspectives, also seeks to uncover the social relations that influence those

experiencesBhaskarl 975; Bhaskarl1 998).
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However, the researdr-participant relationship can evolve ovieme (Holloway
and GalvirR017), especially in relation to this study as there were two phases.
Forexample over time the participants can become closer to the reskarcTo
address this potential for bias the reseaettengaged in fortnightly meetings
with the supervisory team where reflection occurred to distance the resesrch
from the participantsThis ifDf dZRSR RA &aOdzaaAiAy3a GKS NBaSI NI
relationships wth the participants and any instances wheheserelationshigs
may have been compromiselloreover, the researcher noted down their
experiences during data collection and analysis in a refl@geeunt which is
presented inchapter 7 section 7.3. Thisflexive diary details the research@r
experiences with the insider/outsider perspective and the difficulties

experiencedhroughout the study.
4.6.2 Dependability and confirmability

Confirmability refers to the accuracy of the data, whilst dependalabiyesse
whetherthe research processes wett@nsparent(Guba and Lincolh935).
Confirmabilityand dependability of the research was establistiedughon-
going peer review and egoing discussion and critique of the research journey.
The research was subjetct peer review through conference attendancasd
publication of the findings in international journals (see section B4gring the
research with external experts in the fighelped refine and rationalise the

study.

Moreover, sharing the research jowey with supervisors through fortnightly
meetings was key as they were able to question and challenge the research
when clarity was not evident. For example, the supervisorynt@gere closely
involved in all aspects of the study from data collection tolgsia. Being

involved in the data analysis enabled the supervisors to be able to challenge and
question my initial analysis. This cradsecking process was key to ensuring the

data was accuratelgepresented (discussed further in section 4.5.2).
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4.6.3 Transgrability

Transferabilityrelates to the extent in which the research findings can be
transferred from one context tanother (Guba and Lincolk885). Thestudy

makes it clear that the findings are relevant for the participants and care homes
involved inthe study, in that the irgrvention theories are based on the data

collated from these settings.

Westhorp(2014) has highlightedhat within the context of realist evaluation, an

S@lLtdzZ GA2y OFy 2yfte SHSNI 6S Qéadluddold I £ Q |y
of all the aspets of the wider context through data collection. Thtlss study

was able to explore EoLC in the context of three UK care horuepih using

data collection methodsAlthough the findinggeneratedin this study are

W LI Nideyinhay Mave some potential transferability to other contexts, for

example, other care honsacross the UK sector. Moreovan,order to establish

the wider context, the synthesis of phasee findings with existing literature

places the study findings the context of existing literaturelhis process also

aimed to increase the generalizabilapdtransferabilityof the theories, and

feasibility in different care home settings.

Furthermore in the discussion and conclusiohapters of this thesis the
transferability of the research findingsdiscussed in more detail. These chapter
discuss what was identified in the study and hitve findings carbe used to
positively impact on service provisiand policyin the contextof EOLC in care
homes.Moreower, section 7.4 within the discussion chapter discusses the impact
the findings have had on other aspects of society sudchabereaved and

student nurses.However, further research is recommended (chapter 8) to
replicate the study in different contextsuch as rural care home settings to

assess the generalisability of the findings.
4.6.4 Ethics

In terms of ethics,His study has gone through vigorous ethical scrutiny by an

external ethics committee (consisting b® members), as part of the IRAS NHS
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ethics gproval procesgranted 15/012018 see appendix:.6rhe ehical

consideratiors of this studyare discussed fuher insection 4.8.

4.7 Sampling strategy

4.7.1 Participant selection

Purposive samplingelects a sampleased on their known characteristics and

the aim of astudy Tongca2007). Therefore, purposive sampling was usedhis
study becausé¢he study sample was determined by the findings of the
systematic literature review and the critical realist review (chapters two and
three). Specifically, the litature reviewshighlighted aneed to explore from not
only care home sta@@ perspectives, but also the perspectives of service users. It
was found thafew studies reported on EoLC experiences from the perspectives
of bereaved relativegKinley et al2018; Spacey et aP018),in particular

exploring the views and experiences of bereaved relatives from residential
homes(Spacey et ak018).Additionally most of the current literature explored
the experiences ofegisteredcare home staff, overlooking ¢hperspectives on
non-registered care home staff, especially those with fiormal caring roles

such as housekeeping staff (Spacey et al. 2019).

The researchediscussed with the three care homasd the ethics committee
what was possible in terms of paipants and numbes. After discussion with

the participating care homes and the ethics committéevasdeemed
inappropriate to include residentsho were receiving Eoli€ this study.
Specificallythe researcher couldotbel g N 2 ¥ NDBfkdomelged a Q f SOS
as to whether they knew they were receiving Eadit was deemed insensitive
and unethical to ask them about EoLC. It was therefore thotgghe more
sensitive to include bereaved relatives as they could be approached 3 months
post bereavemat to offer their experiences of EoOLC in the care home from a
aSNIA OS dza S Berpaved ddakivied ddnQ@isakagi Ssda proxy for
residents who have received EolMareover,at the time of this study bereaved

NEBflFGABSaQ LISNE L#Esiwasdasking ¥ 92[/ Ay OF NB K
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Lastly, the philosophical underpinninfjthis studyinfluenced participant

selection.As discussed by Westhorp (2)Exploration within the context of

ONARGAOIEf NBIfAAY Oly 2yté& SOSNI 6S WLI NI A
evalate all layers of context. Therefore, participant selection was based on

exploring the context of EOLC in care homes thus the study did not seek to

explore primary or acute care. This is later acknowledged within the strengths

and limitationssectionof this study (sectiof7.4.2).

Based on the discussion with the care homiéne ethics committegthe time-
frame of the studyand the two reviews of the literature and the critical realist
approach, it was decided thaereaved relativegegisteredand nonregistered

care home staff will be included in this study

Tablel0 summarisesvhichqualitative data collectiomethods will be used and

with which participants:

Table10 Methods and participants

Method Participantsand numbers

Phaseone

Individual semstructured interviews | Bereaved relatives

Care home managers

Focus group discussions *Registerecand *non-registered

care home staff

Phasetwo

Realist interviews Bereaved relatives

Care home managers

Realist focus grougiscussions *Registerecand *non-registered

care home staff

*Registerectare home staff can include registered nurséscnregisteredcare home staff

included care assistants, administrative staff drudisekeping staff.
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4.7.2 Selection of data colletion sites

¢CKS /FNB vdzrftAGe [/ 2YYAaaArzyQa o/ v/
care homes within th&outh West of Englantb include both residetial and

nursing homes. Purposive sampling was also used for the selection of data
collection sies(Tongca2007)to ensure variation in the care homes settingibe

care homes were strategically selected to reflect diversity in size and location, a
mix o larger and smaller care homekhis was important given the findings of

the reviews in chapterswo and threeboth revealed a lack research exploring
EoLC in both residential and nursing home settings. The study was conducted in
the South West oEnglandbecausat is the location of the University where this
studywasbased and supervise@hus, comenience sampling was conducted to

the extent that eligible sites wenestrictedto those within traveling distance of

the University. The consequence of convenience sampling was that the profile of
the participants had specific characteristics such asiethomogeneity which

may not reflect participants from care homes elsewheréhim UK.

TheregionalClinicalCommissioning Group (CCG) and Care Ch(#0&8)

provided guidance and advice dhe search strategy for care homes in the area.
At the time the CQC electronic database results showed 179 care homes within
the area Moreover, the regionalCCGorovided advice throughout the process
which was used to develdpe following purposive sampling variables and

eligibility criteria:

Table1l1 Sampling variables

Purposive sampling variables 1 Ownership of care home Single
owner/Corporate owner/Local
authority owned

1 Size of home
Small/Medium/Large

1 Settingg Urban/Rural
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1 Care home registration status
Nursing /Residential/Dual (o

residential and nursing)

Eligibility criteria 1 The care hmes (both residential
and nursing) must provide end (
life care for older residents.

1 Included care homes must be
located in theSouth West of
Englandor pragmatic reasons a
this is the locahrea for the
research project and team.

1 Included cardhomes must be
privately owned, as the private
sector significantly represents
the largest care home sector in

the UK.

Using the purposive sampling method and the unpublished data on the variables
from regionalCCQGtable 11) a number of care homes were selected and
approached. The first three care homes that agreed to participate that met the
eligibility criteria were imited to take part in the studylhree variations of care
homes were chosen becarithey represent the largest proportionf care
homestypesin the UK Competition and Markets Authority 201Zaing and
Buissor?015) (see table1?2). Localauthority care homes were excluded as they
only represent a small proportion of UK care homesn@d.and Buisso8015).In
addition, these three variations in care home si@® an essential aspect of the
critical realist methodology in order to understhioLC in differerdare home

contexts.

Three care homes were selected to take part in the stiséy table 12)A larger

number of care homes was not necessary given the qualitative nature of this
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study. Specifically, qualitative research aitm provide an irdepth

understanding of a phenomenethus, isless reliant on quantityDworkin 2012).

Addtionally, three care homes were selected to keep the workload manageable

within the timeframe of the study taking into account the amount of data that

was generated.

Table12 Selected Care Homes

care home

Carehome Ownership Size Setting | Registration status

Care homeone (C1) Single owner | 32 bed Urban | Residential care
private sector | home
care home

Carehometwo (C2) Corporately 42 bed Urban | Joint nursing and
(chain) owned | home residential care
private

Care homehree (C3) | Sinde owner 75bed Urban | Nursing care
private sector | home

4.8 Ethical considerations

4.8.1 Recruitment and consent

The recruitment and consent process for this project has been carefully

considered throughoutParticipation in the studyasentirely voluntary, andhe

consent process aligal with the Health Research Authority consent and

participationguidance (HR2017). In ordeto successfully follow the HRA

guidanceparticipantconsentwascarried out in the following way during

recruitment:
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4.8.2 Bereared relatives

Gatekeepergcare home managersjere contacted through a letter of invitation
sent by the research team. Bereaved relativese contacted through
Gatekeeperat the participating care homes using an invitatietter (appendix:
7), whichincluded contact details This allowed bereaved relativés get in
contactwith the researcherWhen thepotential participans expresse an
interest in taking part in the study, theyere provided with participant
information sheets, and a consefarm. The purpose ofhese documentsvas to

inform them about the study and their participation.

The researcher arranged a time and date and interview location with the
participants who expresseah interestin taking part in the studyl'he consent
forms were siged prior to any data collectiorAdditionally,all participants were
given an opportunity to discuss any questions before agreeing to takeRath.
the consent form and Participant Infmation Sheets includicontact details
allowing the potential partipants to ask any further questions. Continued

consentwasrechecked and confirmed prior to phaseo of data collection
4.8.3 Care home staff

Theresearchemttended staff meetings at the dected care homes to inform the
staff about the study and hand outvitation letters (appendix8) to any

interested potential participants. The invitation letsecontained further
information about the study and contact informatievhich allowedany

potential participant to contact theesearcherThis method enabl&potential
participants to come forward, preventing gatekeepers selecting who they send
the information to, reducing potential selection bidshus,potential participants
who expressé an interest in the study could contact the researcher

independentlyof the care home manager.

The researcher returned to the care homes to provide the participants who
expressed an interest in the study wiplarticipant information sheets (appendix:

9, 10 and 1) and consent forms (appendik?) to read and sign before any data
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collectionoccurred. All the participants were given an opportunity to discuss any

guestions before agreeing to take part.

The consent form and Participant Information Sheetsuided! the contact details
of the research teamThis allowegbarticipants toask any further questiong\
number of participants did this to clarify how long the study would take and
what they were expected to d&Continued consenvasrechecked and

confirmed prior to phasé¢wo of data collection.
4.8.4 Potential for recruitment bias

A potential limitationof this recruitment strategys the element of trust placed

on the care homes involved in the study, and potential bias. Specifically, the care
homes were trusted to distribute the study invitations to bereaved relatives.
However, he care homes may only caut who they wantfor example only
bereaved relatives who have had a good EoLC experience, rather than ones who
had bad experiences. So, there was a potential for selection bias in this aspect of
the study designMoreover, dthough invitation letters wee distributed at staff
meetings(see sectiort.8.3) the researcher was unaware of what happened

after these meetingsTherefore it is possible that gatekeepers (care home
managers)nayhaveencouragel i K S A NJ Wo S #dp&e idithelfoeu® (2 LJF NJ
groups. The strengths and limitations of the study are presented in more detail in

chapter 7.
4.8.5 Recruitment and consent for phasevo of data collection

Fivemonths following phas@ne of data collectiontkis time was usetb
analyse he data and develofhe initial interventiontheories), phasdéwo of data
collection commence. The recruitment process folled the HRA approved

procedure detailed above.
4.8.6 Participant support

It is acknowledged thatie researcherasked participantsquedions on the
difficult and potentially distressing subject of EolL@e researchewas therefore

aware that throughout the duration of the study participants had the potential
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to become upset and distressed. Sadness amdtion were apparent during the
interviewsparticularlyin the case obereavedrelatives whaspoke about their
experience of losing their loved ondowever, the researcher was aware of this
throughout the data collection aspect of the study and was therefore able t
conduct the interviewg carefully, making sure the question®re asked
sensitively}) Y R (0 KS Lihtexdsta add vilibgingvaér@already pufirst.

For example, on one occasion it was noticed that a bereaved rektaveed to
show signs of emotiwal distress (through twe of voice or body language), the
researcher therefore moved on from that particular question and changed the
focus. The researcher was able to learn and develop these skills in the prior
trainingundertaken ondiscussing sensitiiepicsat the Universiy. Moreover,

0 KS NB aé&pehdddobwaiRiag in the National Health Servicaring for
patients helped

Additionally,the bereaved relativesere contacted three months or longer after
experiencing bereavement. A threeonth gapwasintended to givehem time

to grieve and be with family while still being able to closely reflect on their
experience. However, the researchisaware that the lengttof a grief period
does vary for different people. Howeverwashopedthat discussing their

experiencs in an interview setting hega them share and reflect.

As well as bereaved relatives the researcher was aware that care home staff also
had the potental to become upset and emotionally distressed. To help mitigate
and support staff all the interviews drfocus groupsccuredin the three care

homes which have mechanisms and procedures in place to support care home
staff.¢ 2 (0 KS NXaS| NI kaseMbdnie staffisiowed Sighsod

emotional trauma or distress during the study. However, these meshasi

were still there to support care home staff.

Moreover, if any of the participants did become upset and made it apparent,

they were given the oppaunity to stop or pause the interview. The researcher

was also prepared to signpost any upset particigada the relevant support

services. One of these servicgasW ONHza S 0 SNB I dSYSy i OF NBQ
(http://www.cruse.org.uk/)which is a national charity aimed stipporting

115



bereaved relativesHdowever, none of the study participants expressed upset or

showed signsfoneeding support.
4.8.7 Emotional distress to the researcher

Due to the research project being &oLC itvaspossible that the researcher

may haveexperiencel some emotional stresses throughout the project.
Additionally, qualitative research exploring ematgand experiences may

induce further emotional stress. To manage the potential of emotional stress the
researcher discussd issues with the supervisory teaamd had the option to

O2y il OG (K&®unselling@dvNd A (& Q&

4.8.8 Anonymity andwithdrawal from the study

The data collected from the focus groups and interviavasrecorded on a
secure audio recordig device. Following datllection,the researcher
transcribal the recordings onto a secure password protected University
computer.While transcrigion occurredthe recordingdevicewaslocked in a
secure location withithe University.Once transcriptia had taken place the

recordings were deleted.

The identity of anyone involved in the projeeasanonymised by removing any
personal identifiable formation and allocating participants nominal pseudonyms.

This anonymityvasapplied for all participantsithe project, for example:

1 Nominal pseudonymaere used to hide the identity of the participant e.g.
A0FFF YSYOSNI WWFEYSa0Qdg2dZ R 06S ARSYGATA
1 Only theresearchehadaccess to personal contact details.

1 Anycontact detailsvere stored separately on a secure University password

protected computer and deleted at the end of the study.

Participantswvere free to withdraw at any point. For the inddual interviews,
participantscouldrequestthat their data be withheld or destroyed up until the
point of anonymization. For the focus group discussions, participaets
informed (before commencement) thaiogt commencement of the focus group

discussins their data cannot be withheld alestroyed.Further details on study
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withdrawal and confidentiality are included appendix9, 10 and 1lwhich
presents the participant information sheets (P1S)dbpartidgpants, which were
approved by the NHS etlicommittee on 15/01/2018.

4.8.9 Assessment and management of ridkone working

AlGSYRAY3I O0SNBI @SR NBf | 0AD®REeQlode2 YSa G2 02
working It wastherefore theresponsibilityof the researcheto alertthe

University and supervisory teawhen and for how long lone workingould be

occurring This allowed the Universitysupervisory teanto manage the risksee
appendix:13forthe! YA G@SNBRAGEQa f2yS g2NJAy3 LRfAOS

4.8.10 Risk of inpry

Given that part of the data collection occurred in the chognes the researcher
was surrounded by care home staff trained in preventimgrisk of injuries.
Additionally, the researcher is a healthcare professional who has undergone an
array ofhealth and safety training to reduce the risk of injury (HCPC 2013).
addition, the researcher completed risk assessments wiaiok into account the
researchers owsafetyandthe emotional wellbeing and safety of the

LI NI A OA LN yiad wdtkdr poligy ardd 8skAsaedstnéhtipolity? y S

(Appendix: 13) was folloveeto manage these risks.

Furthermore,as part of this studythe researchemet people whowere already
potentially vulnerable in terms of emotions, therefailge researcher engaged in
reflection to preparehow to cope ifany participantbecame very distresed.As
mentioned,none of theparticipants become very distressed (to the extent of
needing professional help and support) during the study, however these
mechanisms and preparations veestill in placeOne of the servicethat were
able tooffer additional support to bereaved relativegas'‘@useBereavement

- N#heh is discussed above in section 4.8@éthermore, each of the

included care homes libsupport services place

If the bereaved relative become unwell during data collection the resger

put mechanisms in place to call for a General Practitioner (GP) or emergency
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help if appropriate. If any such event had occurred the researcher waud

also called the supervisory team to let them know whatl happened.
4.8.11 Reporting practice

As a halthcare professional the researcher had a legal, ethical and professional
duty to report any instances of foreseeable risk to the safety of the public and
patients and staff and any unsgbeactice (HCPC 201 Mhroughout the duration

of the project there wasa chance that malpractice/unsafe practice may be
discussed in an interview or focus group discussidtiough this did not occur
during thestudy, the researcér still prepared and put mechanisms in place. For
example, fithe situationoccurredwhere the researchewasinformed of a
foreseeable risk to safetyy a participantthe researcherould have adheretb
their professional code of patice (HCP@017), and the individual care home
policy regarding reporting instancebhis obligatiorwas hidnlighted in the

LI NOHAOALI yi AYTF2NXIGA2Yy aKSSda adl dAay3

practice.
4.9 Chapter summary

The chapter has desbed and explained the underlying philosophical frame of
this study, the strategy of inquiry, research desidata collection and analysis.
The rationale for the use @@REhas been justified along with the sampling
strategy and recruitment of participastwas discussed in relation to the study
aim and objectives. Lastly, the chapter discussed the ethical arasions. The

following chapter will present the findings from phagee ofthis study.
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5 Findings Phaseone

5.1 Introduction

The chapter presents the nine themes derived from phase of data collection

and analysis. The data were collected usimg qualitative methods: focus group

discussions and semtructured interviews with staff members and bereaved

relatives from threecare homes in the South West of England. This data was

then thematically analysed, and CRE was used to conceptualisetdnéda

accordancevith mechanisms and agenclen categorisethemeswere

developed (See table 13).

Tablel3Identified and categorised themes
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Critical realist| Themes Subthemes

category

Intervention | Themeone: Multidisciplinary | Multidisciplinary
mechanisms | collaboration during end of | communication, external

life care

services, hospice specialists,
GPssharing knowledge and
expertise, anticipatory actiong
networking, collaboration,
recording interactions,
sustainability of relabnships.

Themetwo: Advance care
planning andperson
centredness

Advance care planning,
personcenteredness,
individualising care to
NEaARSyiQa yS
communicating about
NBEaARSyGiQa yS
dignity, handover, time spent
with residents.

Themethree: Involving
relatives in end of life care

Encompassingelatives in
EoLCpractical support,
emotional support,
NBEO23ayAaAiy3d N




emotional needs, preparing
relatives for death of loved
one.

Theme four: Education
mechanisms to fagihte
personcentred holistic care

Recognition of care home sta
with nonformal caring oles,
education and training
mechanisms, maintaining
personcentred care.

Contextual
mechanisms

Themefive: Financial and
organisational variability

Financial cotext of care
homes, organisational contex
of care homesyariability in
education and training
intervention in EOLC, presenc
of on-site registered nurses,
evidencebased education.

Themesix The diverse
resident population

Shortstay residents,EoLC
more frequent and more
complex, applying existing
intervention mechanisms to
the diverse resident
population, current education
mechanisms, experiences of
short stay residents from
0SNBIF@BSR NBT I
perspectives, spending last
moments of fie in a care
home opposed to a more
acute setting.

Themeseven Organisational
barriers to multidisciplinary
collaboration

High workloads, time
pressures, policies and
procedures, GP visits, taking
time to build relationships,
understanding each other.

Human
agency

Themeeight Perceptions
and attitudes of
multidisciplinary practice

/' NB K2YS ail
and perceptions of external
care home staffcare home
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to high workloads, short
staffing and limited
time/availability of eternal
staff, perceptual barriers
between services, attitudes
towards other care homes,
competitive culture.

Themenine: Bereaved
NBfFGABSaQ OA
responses to end of life carg
in care homes

Types of bereavement,
medical focus, loss of idenyit
emotions, accepting death,
lasting nature of emotions.

ThemetenY { (i molichaD
experiences and responses
to end of life care

The emotional labour of
providing EoLC (staff grief),
the emotional challenges of
experiencing EoLC,
relationships withresidents,
reluctances to talk about
death and dying with resident]
and relatives.

This process was uséd explore the impact of intervention mechanisms,

contextual mechanisms and humagency on outcomes used to determine high

quality EoLC in UK canemes.As discussed in the methodology chapter

(Chapter 4Section 4.3)CREnvolves explaining outcomes in terms of a

combination ofintervention mechanisms €ontextualmechanisms human

agency using the following formultM+CM+A=O (Porter2015b).
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Figure6 Critical realist evaluation process

Intervention Contextual Human
Mechanisms Mechanisms Agency
¥
Outcomes

The thematically analysed data was split up into four categories; intervention
mechanisms, contextual mechanisms, human agency and outc@oe®r
2015b).Interventionmechanisrs representthe mechanisms designed thange
the behaviour othose at whom hey are targetedContextual mechanisms
represent theresources and restrictions embedded in the sqa@abnomicand
organisational contexs of care homewhichwere theorisedas either promoting
or inhibitingthe effectiveness of interventiomechanismsHuman agency
represents how people experience, interpret and respond to the identified
intervention and contextuaiechanisms. Lastlyutcomes represent the

changes in the behaour of those at whom the intervention was aimed.

Exploring intevention mechanism, contextual mechanisms, agency and
outcomes within the context of EOLC in care homes has enabled the results of
this current study to explain rather than simply identifiytcomes. The findings
were thensynthesised with the literature fio the systematic review (chapter
two) and the critical realist review (chapter 3) to develop initial intervention
theories, which incorporate mechanisms, agency into their degigase irtial
intervention theories were presented to participants in phaa® (chapter 6) to

assess their feasibility.

122



Participants included bothegisteredand nonregisteredcare home staff, care

home managers and bereaved relativEsch participant was allated a

pseudonym (See tablé4):

Tablel4 Pseudonyms used for participants: Phasae

Care Participants
homes .
Care home *Registered and **non Bereaved
managers registered care home staff | relatives
(BR)
CI Care Manager CL (10 CareassistantClop é&§ BR1C1
homeone | € S| N\E Q S experience) BR2 C1
and registered Care assistant£Z1o mn &
nurse) . BR3 C1
experience)
Care assistant €16 0 € ¢
experience)
C2 Care Manager @ (15 HousekeepingC2(1-year BR4 C2
home two eaicli- r;\litgeds experience) BRS C2
g Care assistant C20 H p &
nurse) .
experience)
Care assistant £Z20 mn &
experience)
C3 Care Manager G (6 Registered nurse €3 (19 BR6 C3
thhorrenee ea?loll. ré\l itge)reds sl Re SR BR7C3
g Care assistant C30 HYy &
nurse) .
experience)
Care assistant Z30 H € |
experience)
Care assistant 830 H € ¢
experience)
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Administrator C30 p & §
experience)

(N

HousekeepingC30 p €
experience)

*registeed care home staff can include registered nurséscnregisteredcare home staff
included care assistants, administrative staff drudisekeping staff.

5.2 Intervention mechanisns
This section wilidentify and explore the different intervention mechams
currently contained in the care homes, and their hypothesised effects on

behaviour.Fourthemes emerged.
5.2.1 Theme one: Multidisciplinary collaboration during end of life care

Effective multidisciplinary collaboration between care home staff &3iel
hospgce specialists wabeorisedas being essential to enabling the sharing of
knowledge and expertise to support staff to deliver EolLthe care homeThis
was found to help st avoidunnecessary admissionsspecially for residents
with complexEoLGeedsrequiring a multidisciplinary approackorexample,
the manager from care home threspoke about the importance of effective
collaboration with their local hospicgpecialists which enabled tteharing of
knowledge and expertiseetween hospice speciats and care home stati®
manage the residents complex EoLC needs in terms of medication and

monitoring.

Manager @G: qX] just making regular use of the palliativare
specialist nurse community haslped us get to know each
20KSN] ©X8

We need to workery closely with external services such as the

LI £t AFGADBS OFNB &LISOAIfAAG ydzZNES O2YY
husband here whose wife was dying last year, and she wanted

to come to our care home to spend her last few days. She come

here from hospital and she ta very complicated cancer,
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GKS®& R2y Qi dzadzfte O2YS 2dzi ¢6A0GK GKAaA
needed extra help in terms of medication, monitoring and
support to manage heend of life, it was a very complicated
Ol Yy OSNX¢
Furthermore, this data illustrates thenportance of effective multidisciplinary
collaboration in enabling the residesnd relativesto experience EoLC in the
care home, rather than in an acute hospital or hospkéey facet of effective
collaboration was regular communication and goodtieinships with external

staff such as GPs and hospice specialists.

It was identified that stdffrom care home three used monthly meetings to
facilitate this regular communication and contadt wastheorisedthat engaging
in regular communication via emthly meeting would help develop shared
understandings between care homes and their GP seragjell as developing
relationships to improveollaboration.It was evident that the interactions and
communicationduring collaborative med@bgswasrecordedand documented by
care home staff, it was believed that this wo@dhance communication to aich

unnecessary admissions to hospital:

CareassistantC3:ahyS 2F GKS |AYa 2F G4KS D{C
better communication with externals like GPs and it ddés

have gold standard monthly meetings to avoid inappropriate

hospital admission$s & record ad documentvhat goes on

which all helpsustRS @St 21LJ NBf I 0A2yaKALAX GKS@
dza yR 2dzNJ adl FF3 FyR ¢S 3Sa G2 (1y2s

These findings suggest thaaf from care home three recognised the
importance of multidisciplinary practice and proactimechanisms (such as
regular communication via meetings and recording and documenting

interactions)neededto achieveand sustaint.

In comparison, the evider® gathered from care hons®ne and two suggested a
much less proactive approach, especially in relation to hospices. Specifically,

rather than proactively attempting to collaborate with their local services
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through meetings no mechanisms to promote cotiedtion were apparent in

care homes one and two. Insteastaff from these care homes expected hospice
staff to come and visit the care home rather than reaching out to the hospice
staff. As a resulit was apparent thatare home staff in these homessggled

to develop similaworking relationships with their local hospice specialists.

Careassistan2 C1ld ¢ KS& ®K2ALIAOS aLISOAlFtAadas F
have much to do with us they could come Wstdur mangers

a2YSGAYSA a1l GKSY wemduarROAOSIT odzi 6 S
contact with ther @ €

Careassistant C2a L QR &l & K2aLMAOSaXx (KSe O2dz |
us and visit the home. | know our local hospices are good we

KI3S al OYAftfly KSNB YR FYy20KSNJ 2y S L
they have a lot of end of life [care] tleeso | would like them

toR2 Y2NB dé

As well as hospice specialistise data highlighted thaGPs also play an

important role in multidisciplinary EoLC in care homes, especially in relation to
avoiding unnecessary hospital admissiofsalysis of the trarngipts implythat
fortnightly GP visits to homes to support the staff and check up on residents and
prescribe anticipatory medication for residents receiving Beefe all vital to
supporting residents and building relationships with care home sHaé#ff

expressed that GP visitis the home helped take some pressure and

responsibility off them by reassuring the staff they wat& 2 A y 3 G:KAy 3a NR I

Careassistant C2:62 S KI @S LR f Atdseeedd K SNBE Dt KI &

of life care patient every two weeks

Care assitant2 Cldéittakesa 2 YS LINB&dadzNBE 2FF dza | yR
to have GP come visit and say nice things and just let us know
$SONB R2Ay3 (GKAy3Ia NRARIKGPE

As well as providing reassurance, it was identified that GP visits were essential in

supporting care home stito manage residedt Q aevYLJi2Ya | yR LX Iy
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Specifically, care home staff highlighted that the prescriptibanticipatory
YSRAOIFIGA2ya ¢l a SaaSyaalt Ay KStLAy3a GKS®
manage their symptoms in the care home ratherrhzaving to admitesdents

to hospitalfor unnecessary treatmenCare assistart C2 spoke about how

having anticipatory medication gave a sense of preparedness in relation to

everything being in place to give residents a pain free comfortable passing

home

Manager @: din terms of what theifGPslexpectatiors are
GKSe@Qff R2 5bwa lyymRdicatid®lB& ONA OGS | yiAOAL
Care assistant C202 KSy | YUGAOALI G2NE YSRAOI (A 2)
prescribed it helps me plan and prepare because | know
everything is ther¢o give that residentonformable and pain
TNBES Ol NEBo¢

Although staff from care homes one and two recognised the importance of

developing good relationships with their local GPs and hospices; they waited for

the GPs to visit them rather than proactivel\ttsey up collaboratie meeting

like the staff from care home three.

Careassistan2 Cld42 S O2y il O GKSY 2yfteé 6KSYy 4°¢
GKSY a2 AT a2YS2yS RSOftAySa 2N YSRAOI
The lack of preactiveness in these care homes points to further ungiag
factors which may influence mechanisms put in place to improve

multidisciplinary collaboration. These underlying factors will be discussed in later

sections.

In sum this theme ha& highlighted the importance and impact of effective
multidisciplinarycollaboration as part of EOLC. The section has also highlighted
key mechanisms used to facilitate this collaboration which consisted of
multidisciplinary meetings, regular communicatiand use of services to

develop effective working relationships. Howeyvthese supportive mechanisms

were identified mostly in care home three who developed an overall proactive
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approach to collaboration. In contrast, staff from care homes one and twahad

more reactive approach and waited for external services to combadmt
5.2.2 Theme two: Advance care planning and persoantredness

Analysis of the transcripts identifigdat advance care planningas a main
mechanism usedcross all three care homé® A Y RA @A RdzF f AaddS NB & A
ensure gpersoncentredapproachly RA @A Rdzl t AaAy 3 OFNB (G2 N

B o
O\ Ny

theorised by care home staff as being essential to maintaining their dignity
during EoLC by facilitating choiaed autonomy Specifically,are home staff
spoke about how they had advance care planning convienrsaiwith residents
and relatives about their preferences and wishes as they approach the end of
their life. It was evident that the care home staff then usets thformation to
centrecare around the residents and relatives, for example, providing thém w

their favouritefood and identifying where they would prefer to die.

Manager @: dit is about making sure people die in a dignified

and respectable way. Also trying to assistm to reach their

goals of end of life care. So, if someone is sayingMab to

32 (2 t22fS FYyR KI@®S FTA&K FyR OKALAZ
adzNBE GKIG KIFILIWISyaoe LF az2vysSz2yS alea L
YS 6KSY L RASX0SOII dzaSi e@ldy R2F I36AT & K §

aroundg

Care assistane C2a2 S dza S OF NBE mpditdnty & 2 NBO2 NR
information so we can tailor end of life care to their
ONB & Adx&yhéedsW8 | 41 AT (GKSeé ¢g2dA R tA1S /
ask about funerals if they have anything arranged are:re
they would like to die if they are in the care home its usually
KSNB ®¢
9PARSYOS AYLIX ASa GKIFIG FR@GFYyOS OFNB LX Yy,
is an essential mechanism to not only applying persentred care but avoiding
any unnecessary treatemt and admission to hospital at the EoL by allowing care

home stafftohavé OO0Saa G2 GKS NBaAARSyliaQ grakKksSa |
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Care assistanBCla ¢ KS& ol RAlIyOS OFNB LIi |l yase R:
residents would like to be resuscitated, where they would like
to die and if they want pain relief... So, for end of life care we
knowwhattoddA ¥ I NB&aARSYyld KIFa R20dzySyaSR
gyid GNBlIFIGYSYyG ¢S R2 y2G ySSR G2 OF tf
Enabling care home staff to have access to this information about residents
wishesand preferencesvas highlighted as being essenimkensuingthe
continuity of care. Although it was noted that residents on EoLC were assigned
keyworkers who spend the most time with that resident, it was identified that
still EoLC is provided by a nber of care home staff. Thus, all staff having access
to vital care planning fiormation and passing on information to colleagues was

deemed to be an essential aspect of care.

Careassistant C2a L 1 Qa ¢KSy ¢S 101 GKS Ay T2Nd

problems happes.

Careassistan2 C2:4 , SaX GKIFiQa ¢oKeé KSNB 6S YI {°¢
all know how to accss care planaVe have keyworkers who

spend the most time with the residents, so they know what is

I32Ay3 2y YR OFy LI aa GKIFIG 2y02 GKS vy

Analysis indicates when care home staff lack knowledge of the residents in terms

of their preferences and ishes, mistakeare more likely to happen.

In sum, this theme has highlighted the central role of advance care planning and

its importance in indivualising EoLC to the needs of residents. Documenting

YR dzLJRFGAyYy3a NBaARSYy(a@ndidhBeseMNByioSa | yR
maintaining persorcentred care through ensuring all staff involved in the EOLC

had vital information to centre caretoresidei 8 Q Yy SSRa ¢
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5.2.3 Theme three: Involving relatives in end of life care

It was apparent that a persecentredapproach to EoLi@volved including

significant othersuch as relativeas well as residents. Care home staff

frequently cited the importance of gorporating relatives in EOLC as well as the
NEBaARSyiGad ! fiK2dzZAK NBAARSW(IAISHERE QI 0 VY A
home staff spoke about the need to involve relatives in all aspects of the care (if

the resident permitted) which included supportitizem throughout the EoLC

process and meeting their needs as well as the needs of the resident.

Care assimnt 1 C3:dPart of the ethos of this place is that we

encompass the families as well. So, although the resident is the

primary person we care fowe equally care for the families as

gStt oé

Care assistanBC30 52y Qi FT2NH20G @&2dz2QNBE RSIf Ay3
families emotional needs as well as looking after the resident.

We had a resident die in one of our rooms who brought his

whole family playing music antiwas a really good

' d Y24 LIKSNBE ®E

Care home staff highlighted that involving relatives in EOLC means médbéin
emotional and bereavement needs as well as the residents. It was theorised if
relatives understood what was going on and were emotionaifypsrted by care
home staff it would reduce the likelihood of them wanting to prolong their loved

2 y S Qand &dmifti&ir loved one for unnecessary treatment.

CareassistaneC3a2 S 2F0Sy KIF@S 02y FtA00 sAGK
members towards the end of life, butQ @S F2dzy R 6dzA f RAy 3 dzl
trust with the families really helps avoid this by helping them

understand and also$if LJAy 3 dza G2 dzyRSNBE Ol YR GKSY

This view was echoed by the staff in care home one, who highlighted that
conflicts with families were common and w#ly occurred because they did not

want to accept the death of their loved one.
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Care assistant C1:G { 2 i¥m8sithey [families] do not want to
fAAGSYy G2 dz& YR gAff FTAIKG dzax GKSe

important and what their relative actual I y (i & ® ¢

Therefore, this data implies that being able to emotionally support relatives and
help them to accept the wislseof their loved one is essential. Several
mechanisms were identified which were used by care home staff to emotionally
support relativeghrough the process of losing a loved one. Care home staff
spoke about preparing relatives for the death of their Idwvane by talking to

them in advance and giving them the information, so they knew what to expect,
rather than having the death come asarprise. It was expressed that advance
care planning conversation (discussedhe previous theme) can be used as a
mechanism to help facilitata conversation to prepare relatives for what is to
come. However, analysis implies that these advanced daremg

conversations may not be as personal as having dedicated discussions with

relatives about EoLC.

Manager Q:¢ X 2 NJ FF YAf ASAa GKIFIG ARSEF 2F f2ah
be really difficult. So, end of life care is not just about the final

few days it may be preparing someone in their journey at any

GAYS® ¢KAA OFly 6S R2yS & LINILG 2F OF N
goodtohaed SLI N} GS Y2NB LISNA2Y It O2yOSNE!

Manager@:4L Oy dzaS OFNB LI FyyAy3a G2 oNB
start a conversation about what is going to happen and what
LX ya GKSe& Yle glyd G2 Lidzi Ay LI I OSoé

As well as mechanisms aimed at emotionally supportatgives, care home
staff also gave practical support.aetical support mechanisms consisted of
providing vital information about funeral plans and signposting bereaved

relatives to relevant services.

BR1 CldTheyexplained to us and helped us understavitat
to do after death, with stuff like name of coroner, number and

where the coroner was. All the support networks we could get
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if we were in need. Often, | found that the practical help was
as useful as the emotional help. So just addresses name of

peogde they could go to, just stuff like that.

However, it was identified that most mechanisms to support relatives were put
in place after the death of their loved one. Key mechanisms used to provide this
bereavement support after death includedtending tinerals and supporting
relatives through communicatioand setting up remembrance dayswas
theorisedthat thesemechanismsvere essential iprovidingbereaved relatives

with on-goingsupport through the grieving process:

Manager G: éEvery year walo a Rmembrance Day. So, when

a2YS2ySQad RASRX FYR ¢6SQ@S 320 GKSANI ¥
F2t RSNJ I yR GKIFG O2YSa 2dzi Ay 2dzNJ OSft S

about bringing people together after death, we invite their
families to come meet us agairetausel KS& Q@S y2G aSsS

9YONI OAy3a RSIGK a ¢Stf a GKS

CareassistanBCla X Ay GSN¥Ya 27F | FiSNDOINB
families to come sort out the belongings and move out the

NE2YS ¢S R2y QU OGKNRBg (GKSY 2dzioé¢

In sum, this themdas hghlighted the mechanisms involved in providing
relatives with the necessary information asdpportto be involved in the EoLC
process. However, it was identified that at present most intervention
mechanisms are focused on supporting relatives afeathinto bereavement.
While bereavement support is an essential part of EOLC (Fisher2&a®), these
findings suggest that more needs to be done in terms of intervention

mechanisms to provide emotional support before death.
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5.2.4 Theme four:Educationmechanisms to facilitate persorcentred holistic

care

Education mechanisms were identified as being key to providing care home staff

with the skills and knowledge to carry out perscentred care and engage in

advance care planning. The main educatiorchaisn used throughout all

three care homes was atie-job training (shadowing). Care home staff spoke

about how they shadowed their colleagues to pick up the practical skills

associated with advance care planning such as developing relationships with
reddentsand relatives. From a care assistant perspective, it was implied that

GKSe tSIFNYyG oSGGSNI FNRY (KSaS LINY OGAOI ¢t

their job rather than having more formal education.

Care assistani C1:dits [EoLC] verpractical yoyust have to

get it done we learn from watching each other on the job

GKFiQa K2¢g L tSIENYGOG FtyesglreXe gKSy ¢S
them with the older staff so they can pick things up and lelarn.

learn better from watching something being daraher than

reading it in a book, talking to residents and planning their

care and developing a relationshithese are all practical

skills€

Although this evidence highlights the benefits of shadowing particularly in

relation to learning the more praial aspect®f the job, it was unclear what

exactly care home staff were learning during shadowing sessions with more
SELISNASYOSR IyR w2f RSN O2ftf Sl 3dzSad ¢KAaA
OKNRdzZAK2dzii GKA& &ddzReé & dz3 JeBenceddoémiitl 0 0 SA Y
necessarily equate to more knowledge and evidebhased practice. For

SEI YLX S &42YS 2t RSNJ Y2NB SELISNASYOSR adl
meaning they are unwilling to change their practice and will continue to spread

poor practice (his will be dscussed further in section 5human agency).

Onthe-job training (shadowing) was not the only education mechanism

identified. Analysis of the transcripts from care home three uncovered a range of
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education mechanisms used by the care hastedf from wakshops to video
sessions. The workshops and video sessions were provided to the home staff as
part of the GSFCH programme (discussed in chapter three) which care home

three were a part of.

It was apparent that the GSFCH provided wider trajrio includecare and

LI FYyYyAy3 | NRPdzyR NBaARSyiGtaQ K2t AauA0 ySSR:
experienced colleague. Whilst the staff from care home three still engaged in

shadowing it was apparent that it was based on the knowledge from the

worksh@s ratherthyy W2t RSND Y2NB SELISNASYOSR YSYo

Ny

The quotes below imply that basing shadowing on eviddrased workshops

gl & SaaSyaalrt Ay Syad2NAy3a (K OFNB K2YS .

of their application of persowentred care.

Regsterednursel C3:d ¢ NI AyAy 3 Aa LINRPOARSR (KNERdz
workshops and paperwork like the portfolio that come with the

framework we have video sessions that we watch throughout

GKS &8SIFN G22X¢

Researcherd 2 KI i R2 @2dz ft SINYy Ay GKS 62NJ] acr

CareassistanBC3a ¢ KS& O2@0SNJ K2g G2 | LILINRI OK
them [residents] and for us have a persmntred

F LILINR F OKX&a2YS 2F 2dzNJ NBaAARSyGa R2 yz2i
with them at the endOur practice is baskonthis which |

GKAY]l A& AYLRNIIFYy(d a gSQNB +ff 2y (K

Manager @G: &We give our staff training to be able to deliver

K2t AAGAO0 OFNB G2 YIS ada2NB &2dz2Q@S 3210
funerals plans to burial cremation. The funeral people that

GKSEQN¥3I (G2 3F2 G20 2K2 glyda G2 0SS (K
wanttobel KSNE® [ 221 Ay3 G GKS NBAARSYy(a
GKSANI LI AY y2¢ YR ¢gKIGQa OGKSANI 321t &
y2G ¢lyd Fye LIAYy |G Fff &2dz (y26®¢
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In terms of frequency of education, and whosvacluded in education, it was
apparent that workshops anddeo sessions included a wider range of care
home staff compared to othe-job training and were delivered periodically
(three times a year). In contrast, the frequency of shadowing sessioneatas
clear, appearing to be used when necessary such as imtiodg a new starter to

advance care planning.

Careassistant C3:02 S KI @S GKNBS aSd OGNIXAyAy3 F
year for everybody. So even someone working in the kitchen is

inducted into care, they ay not do the care, but they get

training ondignity andresp Ol = S@Sy AF (KSe& R2y Qi 32
0KS NR2Y&a YdzOK®E

ax
—-

Careassistant C2a { KI R2gAy 3 Aa dzaSR F2N ySs
get them used to end of life care or if one of us wants to learn
Aa2YSUKAY3 ySgoé

The educational workshops used in care home three invodvdiverse range of

care home staff fronthosewith non-formal caring rolesuch as housekeeping

staff to registered staff such as nurses and managers. The inclusion of staff with

non-formal caring rolesn EoLC trainingzas notapparentin care homes oneral

two whoused shadowing:

HousekeepingC2:a / £ S| Yy SNBA | NIe eyfioiilifeA y @2t SR A Y
care training in the same way the carers and nurses are. |
would like to learn more about end of life care because like the

OF NBENB L Ffaz O02YS FONRaa Al | ft20d¢

Thisis important because the data highlight that being included in educatiah an

training helped staff with notiormal caring roles contribute more to EoLC.

Specifically, it waapparent that often care home staff with nelormal caring

roles indirectly contbuted to advance care planning and individualising EoLC by
passingoninfor  GA2y (G2 GKS Y2NB WSHita&apl&Sy OSRQ O
the housekeeping staff from care home thregoke about gettingo know the

residents and builishg a relationshipwith them by havingconversationsvhile
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cleaning therooms andpassinganyinformationrelevant to their cargwith
NEaARSyi(iaQ FyR NBftlFIiA@®SaQ O2yasSyido 2yaz2
planning.

HousekeepingC3:dThey|[the residentshecome a part byour

family | go in everyday to clean the rooms. We see more of the

residents then we do our own families, | always chat to them

about little things. | often pass this information on the other
A0FTF SKAOK KSftLA (GKSY 3Sa4G G2 (1y2s (K

As wel as housekeeping staff, analysis revealed that administrative stdfaha

important role in EoL€are planningSpecificallyAdminstrator C3spoke about

beingresponsible for recording and updating information suchessdents EoLC

preferencedo enalle all care home staff to be able to see changes and updates

inrelatioy 12 NBaAARSYy(iaQ LINSFSNByOSa
AdministratorC3:4! & 'y | RYAY L NBO2NR (GKS AyT
2dzNJ a2aiSya a2 0UKS NBAARSY(1aQ LINBETSNE
update the system regularly sdif NEaARSY (1 Qa LINBEFSNByYyOS:
OKIFIy3aSs 4SS |ff (1y20d¢

Thisevidencd YL ASa GKIFIG TR2LIGAY3I I WgK2fS K2YS
range of care home staff in education helped staff in care home three gather and

update important informatiorfor advance care pla Furthermore, several

bereaved relatives spoke about theiiS NI OG A2y a GAOK | aNIFy3aS

cooks, to receptionists to housekeeping staff:

BR5C24L |faz2z RSFHEGOG F €20 6A0GK Of SIyAay3
come in the room, they made conversatieith us, my aunt

took a liking to one of them. Erm so | ditenmact with a wide

range of staff and that was a good point of the care there. |

also interacted with the cleaning staff in the corridors and it

was important that they knew my aunt was on erfdife care

and they could deal with me and her in an apprafi

YI VY SNIE
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BR6C3G 9 0SYy 6KSYy L ¢Ff{1{SR Ay GKS fI R& | i
exactly who | was and what was going on with my mother. |

KFRY QU YSO KSNE odzi aKS 1yS¢ YSI |yR
was. Everyime | went in, they knew the state of play with my

Y2(0KSNE

In sum, this theme has highlighted the main education mechanisms used to

facilitate personcentredEoLGn care homes. Education appeared to centre

around helping care home staff gather and dowent information for advance

care plans to tailor caretorasRSy 1a Q ' yR NBf I A 03SaQ 6AaKS
Mode and type of education delivevyere found to influence the frequency and

involvement in education. For examplieorkshops and video sessiongm

delivered three timsa year and included all care home#t while shadowing

was delivered infrequently and appeared to only include staff with formal caring

roles such as registered nurses andecagsistants.
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5.3 Contextual mechanisms

This section will explore the resources and restrictions embedded in the social
and organisational context whickiere hypothesiseds either promoting or

inhibiting the effectiveness of intervention mechanisni$iree themes emerged:
5.3.1 Themefive: Financial ad organisational variability

It was identified that the financial and organisational contexts of the care homes
influenced a number of the intervention mechanisms discussed in the previous
section. Specifically, many of the mechanisms discussed in &wops section

such as collaborative meetings and workshops come as part of the GSFCH.
However, analysis identified financial and organisational barriers to the
implementation of these intervention mechanisms. For example, managers from
care homes one antivo spoke about the time commitments with setting up

such largescale interventions, compounded by the costs that come with

implementing and sustaining such a programme.

Manager Q:a t N2 3 NI Y Y Gad SéndatdS do Gdst&
lot to implement but klso hea it takes up a lot of time to run

FYR {SSLI AG dzldd L t221SR Ayd2z2 AGXA0Qa

Manager @: dLots of homes are signed up for the Gold
Standards famework then you hato update it and keep

LJ- e Awe#rX¥ a residential small home sowd rather not

be paying for training that may not work for us and that may
be phased out soon. We cannot afford to waste money like
0KFGoe

This data suggests that financial and organisational contexts are preventing these
homes from benefiting from mangf the sipportive mechanisms that come with

the GSFCH, that care home three was able to utilise. The manager from care
home three highlighted that they had more financial freedom compared to other

homes which allowed for flexibility in terms of trainiagd educaton. However,
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the manager from care home thresdso highlighted that providing EoLC is an

important priority which should not come down to financial resources.

Manager@:4¢ 2 SQ@S 320 GKIFG FtSEAO0AfAGE | YR
homes had that. There isfimandali KAy 3 Ay GKFG® . dzi @& 2 dz
put a price on end of life care; the memories are everything to

I f20SR 2yS>s AF @&2dz R2y Qi 3ISG AdG NRAIK

It was apparent thathe type and size of care home influenced their financial and
organisational abilit to deliver and sustain intervention mechanisms.
Specifically, care home one was a small residential home with 32 beds, which
delivered EoLC a few times a year, while ¢emme three was a #bed nursing

home where EoLC was delivered far more frequently.

Care assistan?2 C1:a 2e do not deliver much end of life care
here, so we only have a few deaths a year. Usually quite a few
AY F aK2NI | Y2dzyi 2dghapefiodS:E (KSy @& 2dzQf
GKSNE f20a4 RAS® LOQa [fglea /KNRAGY! &
adeathO2YSa A0 Oly 0SS KINR KAGGAY3IZT ¢SQl
a2YS 20KSNJ L)X F OSa Yl & 0S¢
As a result, the data suggest that the staff from care home one require more
supportalk KSf LJ 'a (KS&@ 0S02YS WNHzaOeQ RdzS (2
to EoLC. Thee findings imply that the care home which was most in need of
education, support and guidance was least likely to receive it due to limited
financial and organisational haers (i.e. having no onsite registered nursésat

come with being a smaller rential home.

Furthermore, because care hos®vo and threewere nursing homsthey had
registered nurses on site 24 hours a day to provide guidance and suQaod.
assisant 1 C3 spoke about how having registered nurses on site provided
support and reasuranceespecially during EoLDespite care home two being
dual registered, the residential floor still had access to registered nursing staff

who were located upstairs on the nursing floor. Consequently, it was evident
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that nonregistered care home stiafelt more supported deliveringoLC with the

presence and oversight of esite nursing staff.

Care assistant C3:dWe have the nurseshocheck what we
FNE R2Ay3 Aa NAIKIXAOG 2dzadG 3IAGSa GKIFQ

Care assistant C2:G ¢ K[@&ite nurseshelpsupport us so if

S YySSR lyéd KSftLZ ¢S 2dzaid lailX sArildkKz2d
RSTAYAGStE e FSSt Y2NB GdzZ ySNIo6fS Fa (K
&1 X LI NImaredeBX6 d&idzNOKSe& | NB (22 o0dzaed |
be nice | suppose to have mamarsesput we do well with

whatwS KI @S odé

It was further highlighted that this onsite support and reassurance frotrounse
nurses meant that staff from care homes one and two did not have to rely as
heavily on outside services such as district nuraed,external servicegke care

home one for guidance and support during EOEQ. example, thanalysiof the

data suggests that neregistered staff from care home one were more likely to

call emergency services during EoLC because of the lack of internal support from
registered nurss.lt is apparent that orsite nursing can help give nargistered

care home staff a feeling of safety and reassurance during EoLC that was not

apparent with district nurses in care home one.

Care assistant C1:dWe do rely on outsidservicesnore

becausas S R2y QU Iliete €oShey ndzdEo $aime

fasterforus. WR 2y Qi KI ¢S GKFG YSRAOFf &dzldi2 N
harder for us to give them [residents] what they need. So, we

need to call the direct nurse or emergency services if

Aa2YSUKAY3 KI LISy adé

Manager@:d2 S R2y QU dzaS vydish&Sa 2y aiaxidsS ¢S
nursesso training programmes need to pay attention to stuff
fA1S GKAA 0SOldzaS ¢S adAtf LINRPOARS Sy
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Additionally, as highlighted earlier, the staff in care home emghasised they

delivered EoC infrequently compared to nursing homes, thus, require more

adzLILIR2 NI FyR KSfLJ Ia KSe& 0S0O02YS WNMHzadGeQ |
to EoLC. Therefore, as well as the lack e$ibm nursing support, it was evident

that the confidence to deliver E& in care home one was further impacted by

the lower frequency of EoLC delivery.

In sum, this theme has highlighted the impact of organisational contexts on care
K2YSaQ I o6Af AdRwasigentifighdhad AvRGondterégistered
nurses andlelivering EoLC frequentiyere both contextual factors which were
found to provide staff with reassurance and confidence. It was evithett

having no orsite nursing andnfrequent delivery of EoLC negatively impacted
confidence of staff in care home er{a residential home) which influenced their
tendency to use emergency services and request outside support. As well as
organisational factors impacting on EoLC delivery directly, this theme also
recognised that finanali limitations prevented care homese and two from

engaging in more substantial EOLC education and training programmes.

5.3.2 Themesix The diverse resident population

It was found that the care homes in this study were accepting residents from
hospital andhospices and the communityho cometo the care home for usually
short periods to receive EoLidowever, analysis revealed thidie EoOLC of
residents admitted to care honsdor short periods of time was often poorer
compared to residents who had been imethome for longer periods of time.

Care home stafpoke about their difficultiedeveloping relationships with
residents who hadbeenadmitted for short periods to receive EoLC. Specifically,
Care assistarit C2revealedthat developingrelationships with residents
admittedto the care hone for short periods of timevas difficult as they were

often only in the homes fola few weeks, and some arrive without any family

CareassistanBC3a L Aa KIFENR (2 o6dzAfR GKIFG NBf

residents who are admitted here for end of life care frame t
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community, we often have that here. We take a lot of
SYSNHSYOASa (22 FNRY K2aLRAllt oé

Careassistant C2a { 2 NBaARSyi(ia 6K2 02YS (2 (K¢
only three weeks with no family just for endié¢ care. It is

difficult to build a relationshipinthat K2 NIi (G A YSdé

This evidence suggests that current intervention mechassmh as education

on advance care planning are not equipping care home staff with the knowledge
and skillgo meet the EoL@eeds of residentadmitted to care homes for short
periodsof time to receive EoLGlonetheless, some care home staff argued that

it was still possible to develop a relationship and provide individuajieesion

centredEoLC with short stay residents

Regsterednursel C3:d L RA &l ANBS gA0GHI GKFG L GKA
build relationships with these temporary residents [stsbay

residents] and their families. Because even if just one day you

start in the morning by speaking to them and by the end of the

da8 &2dz2Q@0S RS@PSt2LISR a2YSGKAy3IXeéz2dz 1y2
them.¢ KSy (2Y2NNRg @&2dz OFNNE 2yo {2 S@S
0KS ¢6SS1 e2dz Oy o0dzAf R dzLJ I OSNIIFAY L

Furthermore,one bereaved relative included in this study experienced EoLC in a
short period (5 days), and also expressed gratitude forrtBelLC experience in
the care home comparing it to what could have beamegative experience ia

hospital

BR6 C3dMy mother went in on the Tuesday afternoon and she
died on theSaturday. Everyone was surprised by the speed of
her declin&X We are increibly grateful to [name of care

K2YS8 T2NJ I OOSLIIAY3I Yeéd Y2UKSNJ 2y & dzOK

Thisevidence identifies thatesidentsand their relativeexperiencing EoLC in
care homes oveshort periods of timenighly valued being able to spend their

last few daysveeks together in the comfort of the care home setting, rather
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than in a hospitabr hospice settinglt alsohighlights that despite the evidenced

challengegin relation to someéO | NB K2YS aidl ¥F¥FQa RATTFAOdzZ G A
relationships)t is still possike to develop meaningful relationships withese

residentsand relativesanddeliverEoLC in the care home rather than having to

admit them to hospital at the EoL.

As well as residen@dmitted to care homes for short periods of time for EoLC,
care homestaff spoke about théncreasinglydemanding and complex EoLC
needs of residents. Ehcomplex needs of residents &olLGvere highlighted
across all three care homes including the residential home (care homeTdme).
manager from care home twspoke abotihow residents on EoLC usually have

multiple conditions such dsailty and dementia

Manager A QY |t 42 @SNEB YdzOK AydG2 RSYSyda
end of life care they often have lots of illnesses not just
dementia but also frailty and other illnessesiak S Sy R 2F f A FS ¢

Despite residents presenting with the more complex condititims,manager

from care home onexpressed that their EOLC could still be provided in the care
home, and often did not warrant admission to hospital or unnecessary medical

treatments. However, th data suggest that increasing staffing levels in the care

home was essential to managing these increasing needs and avoiding

unnecessary admissions to hospital.

Manager@:awSaARSyda NS 0SO2YAy3a 2t RSNJ y.
complex conditions/e have also in athome experienced

much greater numbers of residents. It is really hard. Over the

last 10 year | think we used to have 6 carers on the floor now

S KI@gS G2 KI@S 4G t€tSHad mu FyR 0K GG
care. Everybody is olderé@&more complexButjust because

someone has a complex condition it does not mean they

necessarilyyeed medical care, many of our residents do not

glyld YSRAOFf GNBFrGYSyGs a2 R2yQa 3Si

confuseck
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In sum, this theme hasighlightedthe impad of the diverse nature of the care
home residens andthe difficulties posed to care home staflivering EoLC to
this residentpopulation. For example, despite engaging in advance care
planning, staff still struggled to develop relationshvwagh residents admitted to
the care home for short periods of time to receive EOLI€ evidencepresented
in this themeindicates that more need® be done in terms of education and
trainingto support care home staff providing EoLCdarincreasingly diveesand

complexresidentpopulation.

5.3.3 Themeseven Organisational barriers tanultidisciplinary collaboration

Despite the importance of multidisciplinary collaboration (theme two), it was
noted that high workloads and time pressures were found to inhiist

interactions and communication between multidisciplinary services during EoLC.
Care home staff talked about hatvey feltthese contextual mechanisms
prevented GPs from regularly visiting the home to check up on residents
receiving EoLThis is impornt ascare home staff expressed visits from GPs
provided them with reassurance through the sharing of knowledge and

expertise and prescriptions of anticipatory medication

Care assistan? Cl:GThey [GPs] are supposed to check end of
life residents every twaeeks. But some of the surgeries here

are just too busy to come do thate

Careassistant C2:a L Ol y 3AABISK €22 6 vyt B¢FH | 32 X

we have policy where a GP laomeseeresidents orend of

life every two weeks to come for rewieln the end theyid

notcomel YR 6S SYRSR dzLJ LMzidAy3a Ay I+ 02Vl

Manager@:a Ly GSN¥X& 2F ¢KIINBSIKESEANDSELISOG I |
do DNRs and prescribe anticipgtdf SRA O G A2y A F &2 dzQNB f |
Butthey[GPsR2 y Qi & dzLJLI2 NI GKS K2YS gAGK OAa
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something that dos give relatives and residents and staff a bit
2F O2YF2NI GKIG a2YS2yS éla 20SNBSSAY
Despite care home stafflacing the blam®n GPs services, it was apparent that
the high workloads of care home staff also impacted on their owritglid reach
out to external service staff such as hospice and GP serviceSyettifically,
findings suggest that high workloads and time pressures impactezhome
a0 FF Qa rohcivaly calldbdraté ghd dodtact GPs, and instead only

interacted with GPs on a reactive basis.

CareassistanBCla L iQa AdG y20 SlFae F2NJ dza SAGrf
a2 ¢S R2yQlG lfgrea 3ASG GKS GAYS G2 GtF
R2 02YSo¢

As well as GRke data suggests that despite care home staff recognising the

value of hospicespecialiststhey often felt they were too busy to contact hospice

specialists to ask for guidance and develop relationships between the services.

For examplethe manager frontare home twaspoke about how her workloads

interms of accepting 24 a 2F yS¢ NBAARSYy(dla IyR 0SAy3

contacting their local hospice specialists for support with their EOLC delivery.

ManagerQ:d2 S O2dzZ R R2 Y2NBalgAlK wylYS 27
hospice], we can ring them and ask for their help or advice
witKk SYyR 2F fAFS OFNBI FYR L SyO2dzNY 3S
could be doing a lot more with them but we get busy here, in
the last few weeks we have moved a lot of new residents in so
ithada 0SSy || @SNE o0dzaé LISNRA2R®E
In contrast, staff from care home thrdeghlighted that they had a good
relationship with their local services because they took the time to develop and
build relationships andevelopshared understanding3.he manager from ca
home threespoke about opening up to external services and ahgwhem to
see and understand what they do in the care home in terms of EoLC. It was
expressed that this transparency and openness gave external service staff an
understanding ofthecar& 2 YS a0l F¥Qa fAYAOGFGA2ya | yR

Idal
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was needed. Comrsjuently, it was evident that despite high workloads GPs were
still able to support care home three with visits every two weeks to check up on

residents during EoLC.

Manager G: & L ( Q &the ltean®s defde working with the

doctor® surgery. They knowusN@& ¢St f X &2 AGQ& | 02 dzi
them see our practice and trust us. They also know our

limitations and they know me, and the owner and they know

we know our own limitations, we also know thevery well

and how they work, so we can understand their perspesti

Registered nursel C302 S KIF @S | @SNEB 3JI22R Dt &da&i
the GP comes and visits every Tuesday without fall, it really

helps us. Even if she goes, she will come back yotaddrer

Fy&dAYSog

In sum thistheme has highlighted how high workloadsd limited availability
of care home staff canegatively impact omultidisciplinary collaboration
during EoLC in care hom@#e data collected from care home three identified
that shared understandings were vital to sustaining effective relationshitis
external services and understanding each ofbEmitations such as limited time
and high workloads. The impact of these contextual mechanisnmsuahome
aldl FTFQa xndebdeiide atgftiexpbred in the following theme
5.4.1.
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5.4 Human agency

Human agencyepresents how stakeholders interpret and respond to the

identified intervention and contextual mechanisni$ireethemes emerged.

5.4.1 Themeeight: Perceptionsand attitudesof care home staff towards

multidisciplinary practice

Thedata collected from this study indicates that care home staff understood and

valued multidisciplinary collaboration as part of EOLC deliver. Despite this,

analysis suggeststh@lF NB K2YS aidlF FFQa LISNOSLIIA2ya 2°
as GPs were negaely influenced byantextual mechanisms such as high
workloadsdiscussed in the previous themieor example, it was evident that

staff from care home one and two perceived tlagk of visitfrom GPs to mean

they do not understand or care about the nessaf care home residents receiving

EoLC.

Care assistan C2a Dt a® L F LIINBOAIFGS (GKS& I NB ¢
all busy, but if you have someone on end of life care and you

calthemdazi F2NJ 42YSGKAyYy3a GKS&@ R2y QG NBI
@2dz o yid YS Ay RNRER AFT UIKSBONGF NBT AGQa
GKS ftAQAY3a (KSe& R2y QU OFNB |o62dzi GKS

Similar perceptions were evident in care home odewever, he staff from care
home oneadded hat it is more than high workloads aperceived the lack of
time andattention given to them byexternal service staff was a result of a lack

of respect for care home staff in general and their knowledge of residents.

Care assistan? C1:4 ¢ K[&irnal service staffire busy but
a2YSUAYSA AGQa Y2NB ddpitals, t KIF G d 2 KSy ¢
they do not ask us what we think or what we know about the
NEaARSYy(odé
These findings suggest that care home staff were left with negative perceptions

and atttudes towards external service staff as a result of the lack of visits and

poor interactions.] 2 4 SASNE GKSNB 6+ a y2 SOARSYOS G2
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negative perceptionandattitudes negatively impaatd on their motivationto
improve their future relatioships and collaborations with external service staff.
Nonetheless, eross all three aa home staff understood the importance and

value of multidisciplinary collaboration.

As well as care home st@fperceptions of external services, it waso evident
that staff@ perceptions of other care homes influencBdLCSpecifically,
analysisdentified that different economic and organisational contexts of care
homes impacted on sta#f willingness to engage in education and learning with
other care homesCare home staff tended to adopt a defensive and competitive
stance assuming their way délivering EoLC was superior, rather than wanting

to learn and improve:

Manager @: &We are better than other homes here because
we have a very personal feégl, SQNBE t A1 S 2yS o6A3 Tl YAf&

home loose this feeling that is why people keep coming déus

O\

Careassistant C3:62 S | f NS Ré R2 GKAy3a GKS o685
here, we are all passionate abut of end of life and our residents
a2 A0Qa KINR % ARALKNE OBF 240G ¢S O
Analysis of the data uncovered that these perceptions impacted on care home
staff@willingness to learn from each other and share best practice with other
local homes to collectively improvBome care home staff even spoke about
other loal care homes as competitotisus were not always happy to share and
collaborate with these hmes during EoLC. This was patrticularly apparent within
the residential home (care home one) where staff spoke about not wanting to
get EoLC related support fromcdal nursing homes out of fear they would

attempt to take their residents.

Administrator C3:Would you be open to sharing your best
practice though? So, if you had a care home up the road who
was wanting to learn and improve would you be happy if one

of their seniors come over and shadowed us? Or even just
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come talked to us? They are our competifdo you see what

LQY &l eéAy3daK 22dZd R ¢S NBFHfte gyl G2K

Manager@:¢2 S R2y QiU 62N] Of 2aSte 6AGK ydzN
my 10 years of exgrzience we have always tried to keep them
KSNBE d¢
Moreover, it was also uncovered that the @ifént educational mechanissused
in the different care homes affected care hordl | peréeQtins and attitudes
towards other care homes. For example, stadinfrcare home three who used
the GSFCH felt unable to share their good practice with care harinesio not

use the GSFCH, as they paid and invested in the education and other homes did

not:

Administrator 1 C3a2 S LJ & F2NJ GKIFI G a2 6S OF yQi
that with other homes. The codes of practice give a minimum
standard for these other homgsdlsolwhat we do adheres to
GKS D{C 0SOFdzasS ¢S o06Sft2y3 (G2 0KS D{C
be allowed to show what we d¥¢

Therefore, it is clear that care home d@fperceptions of other care homes, and

external services is impacting on their willingness tashaowledge and

expertise.lt was also evident that the economic context of the care home sector

and the use of different education mechanisms influencee ¢eome staf@

perceptions, making them defensive and competitive. However, not all care

home staf held these perceptions, and some care home staff wess

defensive and more inquisitive amshthusiastic about sharing and learning from

other care homesFor example, some staff adopted positive perceptions and

attitudes of other care homes highlighg they could not only learn and help

other care homestaff buthelp other local care honsby sharing their good

practice.

Administrator 2 C3:a L U Qébe goddifor dther care homes if

we share our practice because if the best practice is shared
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surdy that will help reduce the variation in end of life care

all yRI NRa ®¢

Administrator LC2:4 L ¢2dz R fA1S (2 aS8SS K2¢
provideend of life cardoecause | think we all have slightly

difference ways of providing it. | know some homes have the
Goldstandardtool; 4 S R2y QiU KI @S GKIF i KSNB

interesting to see how they do things.

In sum, this theme has highlighted how contextual and intervention mechanisms
were interpreted by care home staffhis theme has identified th&omecare

home staff were positive and enthusiastic about the multidisciplinary
collaboration. However, higworkloads, and poor interactions often led to care
home staff developing negative perceptions and attitudes of external service
staff. Poor collaboration betweenare homes themselvasasalso noted in this
theme. Findings suggetftat some care home sthadopted negative and
competitive perceptions about other care homes and services, which inhibited

the sharing of knowledge and expertise.

5.4.2 Themenine: BereavedlNBf I 1 A 8SaQ @OASga 2F | yR

care in care homes

As discussed in theme three, including relatives in the EoLC process and
supporting their bereavement needs wamind to be essentiab avoidconflicts

at the EoLThis theme will build 0 theme three by exploring human agency to
understand why conflictan occur between care home staff and relatives during
EoLC.

Bereaved relatives described initially feeling a sensela#fithat comefrom
their loved one receiving EoLC in a care hoRezlings of relief were particularly
expressed by thoseelativeswho had previously carefbr their lovedonein
their homebefore coming to a care homBR7C3 implied that handing over the

responsibilityof the care of her husban care home staféllowedher to get
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her life back and regain her dignity, which she ¥edis lost during the struggles
of caring for her husband in their own home. This sense of riblgfcome with

handing over caring responsibilitiass expressed by serval bereaved reiasi.

BR7C349YR 2F fAFS OFNB 3l gSt Y& Kdzaol yR
he needed, they [care home staff] were all qualified to give this

a2NI 2F OFNBXL 2dzald O2dzZ RyQi R2 Al Iy
it came with a great sense of relief...I no longer Hzel

responsibility of being the sole carer. | felt a weight beaftedl

FTNRY Yeé aK2dzZ RSNARX GKS LIS2L)XS Ay (KS
ResearchertA y g KI & o6l @ Ké§

BR7C30 ¢ KS AYyRAIYyAGE GKS RAAO2YT2NII (K
GF 1Sy | gl & d¢

However, despite thesmitial feelings of relief it was evident that bereaved
relatives also felt a strong sense of gaitid failure for having to leave their loved
one in a care homand not being able to continue caring for themtfre comfort

and famiiar surroundings ofheir own home Although bereaved relatives
expressed enjoying the freedom and time that was given to them, it was evident

these feelings weraccompaniedvith underlying feelings ajuilt and grief.

BR7C3a L FStd I fdlseSand gdilSeddigh y 3 2 F
him and having to rely on others to give him care. | broke

my promise to care for him in our home till his death.

Certainly | enjoyed the freedom, it was nice to be able to

make myself something to eat when | wanted and in my
owntime rather than havig all my time taken up. But |
remember questioning myself during this time. | was left

guestioning who | was.

Further analysissuggested that feelings of guilt and failure were particularly
apparent in cases whemrelativeSxaringresponsibilities were m longer needed

in the same capacity due care home staff taking over the delivery of care.
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BR7C3a YY L $2dZ R RSAONK®S Ad a o0SAy3
GAGKRNI 61 fQ Y& fAFS 61Fa OFNAYy3I F2N oy
when that was suddenly taken awdywas bereft but &
GKS GAYS KS ¢4l a y2G RSI R®E
Furthermore, lereaved relatives spoke about how leaving their loved one in the
care of others was in a sense liksingthem¢ KSaS FSSt Ay3a 2F WS N
bereavement were particularly expressed by bereaved relatives who had long
cared for their loved one in their own home before thegnt into the care
home.¢ KS FTSSftAy3 6Fa RSAONAROGSR lkaingWOl NENJ
responsibilities for their loved one were suddenly taken away. Bereaved relatives
spoke about how the alipt end to caring responsibilities led to them to

questioning their identity and purpose.

This is an important insight given thabuble estalishing an identityvasfound

02 KSAIKGSY O0SNBIFGSR NBflFIGAGSaQ SY2aA2ya
their loved 2 Y S Q&heri uhrie&@ssary admissions to hospital to prolong life

weremore likelp . SNBF SR NBf | GAPSa BEQNBHERER SR WO+
W OOSLWIAY3IQ GKFEG OKSANI §t20SR 2yS gl a ySI |
difficult as life wihout their loved one left them questionirtgeir purpose and

identity.

w

BR3CI&¢ KS KIFNRSaid LINIG F2NIYS IyR LQY &
was coming to terms with it all and accepting that my mother

was leaving us. | remember a sinking feeling and not wanting

t2 0StASOS AUGXP L akll kRewinBabwas KSNJ RS G S NA 3
eventually going tdappen,but it still come as a great shock.

LQR KIFIR Y& Y20KSNJ Yeée ¢gK2fS tATFSopé

Furthermore, the above quote suggeshat the emotions discussed throughout
this theme such aeelief, grief, guilt and failure stayed with bereaved relatives

into the bereavenent period and often for the rest of their lif@herefore, as

well as including relatives throughout the EoLC process supporting them into the

bereavement process is alsajlas important.
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However it wasapparent thatbereaved relatives experienced gexpressed
feelings of emotion towards theitoved onedlifferently. Although the quotes
above suggedtereaved relativead difficultyacceptingdeath and letting go
towards the endthis was not true acrosall the transcripts. For example, some
bereawed relativesemphasised that they accepted death as part of life, and

therefore wanted the care home staff to be direct with them in relation to death.

BR5C2d L R 2 yatyigredS én@inal hangp about
death. So, | instructed the staff at theme to tell me as it is
not to beat around the bush. Some people need emotional help
YR NBIF&adz2NF yOSE o6dzi L R2yQdG ¢l yid (2
who | know professionally anddQ i 1y 2¢ LISNEZ2Y | & ®¢
The evidence presentdukere does not suggest tha8R5C2did not experience
emotion or difficulty accepting their significant oth@ death. However, it does
show how different individuals approach death and losing a loved one, awd h

AG OFy LRGSYGAlLftte AYLIOG 2y 92[/ yR Ol |

In sum, this theme haancovered some of the reasons wbgnflict between
care home staff and relatives occurs during EoLC. This is important as the
analysis presented in theme thremplied that this conflict can lead to
unnecessary admissions and prolongatbof life. However, this present theme
has uncovered that bereaved relatives had difficultyestablishing their identity
and purposan life without their significant other-orexample some bereaved
relatives expressed having difficulty accepting ¢heatd moving onHowever, it

was also evidenced that bereaved relagexpressed emotion differently.

5.4.3 Themeten:Carehome&§ | F¥Qa SY20A2ylf SELSNASYyOS

end of life care

As well as service userswas evident that care home staff fodrdelivering

EoLC emotional. Care home staff spoke about the close relationships they often

developed with residents. Some staff even described residents as being like a
secondfanfié (2 GKSYX SalLISOAlIffe NywasOdtaSa 6KSI

present Consequentlyit was evident that some care home staff found it
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emotionally difficult delivering EoLC to residents, especially towards the end
stages of their lifeThe emotionalabour of delivering EoLC was expressed by a
range of care home staffom housekeeping, to care assistants to registered
nurses and managers with their years of experience ranging from two to 29

years.

Careassistan2 Cla Ly a2YS gl &a anlydz 0S02YS (KS)
0SOlIdzaS @2dz2OQNB &aLISYRAYy3a Y2NB GAYS 6Ad
family. OFG Sy FIl YAt ASa adl & seethéird +a GKS& R
loved one dying so often you take their place. Yobeigg

their family for themSo, losing a resident like that can be very

em A2yl f &S&aoé

HousekeepingC3:0We get very emotional because we get
FGGr OKSR (2 GKSYZ @2dzéeOlyQil KStLI GKI QG

LY FTRRAGAZ2YS AG gFa LI NByd adlfFFQa Syz2
on their ability to discuss death and dying as pdradvanced care planning.

A/ feara AYLEASaE GKFG adrkrFFQa Otz2asS ladlC
uncomfortable discussing sensitive and potentially upsetting topics, such as

death and dying. Despite the reluctance to discuss death and dyiveas well

understood by altare home staff that advance care planning was part of their
WILIINRPFSaaArzylt 220Q3 U Kitdeasekident thrbughoyt2 i | @2 A |
the transcripts thatliscussions about death and dying as part of advance care

planning were sometimes rushed andverlooked

Manager@:G2 S 2FGSy akKe | glé& o0SOlFdzasS 4SS 7.
dzy O2YF2NI I 6f SX . dzi 6S NBIftte R2yQd Gl

R2y Qi SELX 2NB GKIFIGd {2 AG YI18a& dza C
FYR I oAl alATTodE

Care assistan? C1:4 ity to change the subject whethey
[residents] ask about it [death and dying] it best to concentrate
2y fAFTS FYyR (GKS (GAYS GKS@& KIFI @S STaode
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Care assistanB C1:dYou just have to try to put it to the back
ofyourmindAf 1 K2 dzZ3 K A (G Q& ddedsiGnaliohy3d Al Aa @
attheend2 ¥ (0 KS Rl & &2dew@kayidhow £ SG A d | FF
82dz I NB®¢

| 26 SOSNE (GKSaS ljdz2GSa ada3asaad GKFd AG Aa

relationships with residerst This data uncoveis defence mechanism utilised by

care homestaff which may be detrim#&al to residents and relatives. Specifically,

the quotes imply thasomecare home staff are avoiding discussions about death

and dying, not only to prevent upset to residents, bou@lso protect themselves

from upset This igmportant given this studgnd previous literaturéchapter

three) evidence that care home staff find delivering EoLC emotionally stressful.

Thus, thedatapresented here suggests that staff are protecting themselves from

further emotional strain by avoidg sensitive conversatiorabout death and
dying.

In sum, this theme has highlighted that care home staff developed close
emotional attachments to resident#. was apparent that care home staff found
delivering EoLC emotionally difficult and did not wamtipset residents

especally those residents they had close relationships whiindings presented

~

z

(
\

in this themesuggestthaD I NBE K2YS adl FFa4Q SY20A2y Lt NE

attachment to residents impaet on their ability to engage effectively in
discussios about death and dying due them feeling uncomfortable with the

emotive subject of death.
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5.5 Outcomes

Outcomes are defined dbke changes in behaviour that result from how people
respond to the intervention and contextual mechanisimibis section wil
illustrate howoutcomes related to advance care planning and unnecessary
admissions to hospital from care homes at the EoL can be influenced by

interventions mechanisms, contextual mechanisms and human agency.
5.5.1 Outcomes relatedto advance care planning

Advance care planng wastheorisedto enable residents to maintain dignity
towards the end of their lives by allowing care home staffi¢tivered person
centred EoL@dividualisel i 2 NB a A R.Snyeivéntidn yiesHarisins such
as onthe-job training hadowing), and arkshops were commonly used to help
care home staff engage in sensitive EoL discussions as part of advance care

planning.

Despite theséntervention mechanismgshadowing and workshopdjndings

imply that care homestaff adopted a defene mechanism which led them to

avoiding discussions about death and dying with residents and relatives

particularly with residents they had developed close relationships with (human

agency) Additionally, contextual mechanisms such asdests time in he care

home and complex conditions were found to further hinder EoL discusstons.

SEIYLX S .wc /o &aLB1S lo62dzi KSNI Y2IKSNDA
I f 6 K2dzZ3K SELINB&aaAy3a 3INIGAGddZRS F2NJ KSNJ Y2
would have liked tle care home staff to have discussed the EoL process with her

to a greater extent.
BR6C3a LG gl a Fff LIXIFIYYySR> odzi AU ¢2dzZ R
talked us through it a little bit mobdé €
This data indicates that despite the use of advawcare planningnd educational
YSOKFyAayYa OFNB K2YS adl FFQa NBf dzOGl yOS
impacted on their ability to sensitively engage in advacare planning

discussions with residents and relatives. Evidence implies that thidvessed
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behaviou subsequently led to the negative experience of services uSarslar
outcomes were identified in all three care homes which suggest education and

training in this area neexto be improved.

Nonetheless, positive outcomes were apparantelation to ncluding a wider
range of care home staff in advance care planning and education. Specifically,
findings suggest that staff with neiormal caring roles such as housekeeping
developed relationsips with residents and were able to contribute to advance

careplanning.

In sum, this section has uncovered the underlying processes behind outcomes in
terms of advance care planning. This process has highlighted both supportive

and inhibitory factors whiclvere found to impact on outcomes.

Figure7 Influence of mechanisms and agency on outcomes related to advance

care planning

Intervention Mechanisms

Education consisted of
waorkshops and staff
shadowing each other to
learn how to engage in
advance care planning.

Contextual mechanisms

The form of education
(workshops or
shadowing) appeared to
be determined by the
financial capabilities of
the different care
homes.

Human agency

Some care home staff
were reluctant to engage
in discussions about
death due to their often
close attachments to
residents.

Outcome

The lack of supportive education,
combined with some care home staff’s
emotional reluctance impacted on the

quality of advance care planning

discussions in care homes.
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5.5.2 Outcomes related tomultidisciplinary practice andinnecessary hospital

admissions at the end dife

Phaseone identified that multidisciplinary collaboratigplays an essential role in

enabling care home staff torovide high quality EOLC in care han&s a result

2T OINB K2YS GKNBSQa dzasS 2F O2ffl 02Nl GdA D
combineR gAGK AGFFFQAa SyldKdzaAl aY alstaff A YLINRE @S
(Human agencythe data presented in this study suggests ttia rate of

collaboration and regular communication between care home staff and external

service (local GP and hospice)fstacreased

Stafffrom care home threspoke about how thisnproved collaboration
facilitated the sharing of knowledge and expertise between care homes and
external serviceteadingto care home three being able to provide EoLC for
residents with morecomplex EoLC needs, rather than having to admit these
residensto hospital for EoL@Outcome) The data suggestl that this outcome
had a positive experiential effect on service uséos example, one bereaved

relative noted:

BR6C302 S I NB drafefdiNdgriakeof cdre home] for
accepting my motheronsic a8 K2 NIf y 234 A OSX

In contrast, die to limited resourceand varied financial and organisational
contexts(contextual mechanism) care homes one and two didargage in
collaborativemeeting and instead adopted a reactive approach expecting
external service to come to themThis led to poor relationshiggreventing
knowledge and expertiseom beingshared in the same way seen with care

home three.

This lack of effective collaboration appeared to be particularly detrimental for
care home one, the resideii care home. Specificallf was found thahaving
no onsite nursing and infrequent deliveyf EoLGneant staff from the
residential home (care home one)lied more on external services for support

(Contextuaimechanismg
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This section has highlightelde impact ofmultidisciplinary collaboration during

EoLCn relation to outcomes associated with unnecessary admissions to hospital

at the EoLCollaborative meetings were found to increase rates of collaboration,

which enabled care home three to provi@®LC to meet the needs of a more

diverse range of servicesarsin the care home and avoid unnecessary trips to

hospital atthe Eok | 2 6 SOSNE O2y (i SEldza t YSOKIYyAaYa&

financial constraints influenced the uptakeallaborative meetings

Figure8 Influence of mechanisms and agency on outcomes related to

multidisciplinary collaboration

Intervention Mechanisms

Collaborative meetings
where multidisciplinary
staff can communicate
with each other and
share knowledge.

Contextual mechanisms

The frequency and
quality of collaborative
meetings appeared to be
determined by the
financial capabilities and
workflow within the care
homes.

Human agency
Although most care
home staff were
enthusiastic about
multidisciplinary
collaboration some
adopted negative
attuites towards external

staff.

QOutcome

Reduced frequency of collaborative
meetings appeared to hinder the sharing
of knowledge and expertise, increasing
likelihood of unnecessary admissions.

5.5.3 Outcomes related tanvolving relatives in end of life care

Involving relatives as well as residents in EOLC was establishethgan
important part of persm-centred careFindings suggest that¢luding relatives
and keeping them involved in decisions and emotionally suppagéey to
avoiding disputes and unnecessary admissions and treatment to prolong life.
Bereaved relatvesexpressed thaaccepting thatheir loved one was going to die
was one of the most emotional parts of tLGrocess for them, especially
establishing an identitgnd purposedollowing the loss of their loved ongluman

agency)Findings suggest th#heir desire to hold onto theirdentity made
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NEfl G6ABSa Y2NB tA1Sfte G2 glyd G2 dzyySOSa.
increase the likelihood of unnecessary admissions to hospital at the EoL.

Moreover, it was apparent that relatives who had besarers for their lovedne

prior to their admission into the care home had particular difficulty re

establishing an identity with theften-abrupt cessation of caring responsibilities

upon admission to the care home (Contextual mechanism).

Despitethese fndings it was uncovered that currentlgnost intervention

YSOKIFIyAaYyYa adzOK Fa FGOGSYRAy3a FdzySNI fa |yl
arefocused on bereavement and emotional support after deélechanisms in

place to support relatives accept and cotoeterms with death before the death

of their loved one appeared sparse.

Nonetheless, some evidence of preparing and supporting relatives for death of
their loved one was apparent. Care home staff highlighted how they used
advance care planning discugssato gepare relatives for the death of their
lovedones(Intervention mechanismsHowever it wasapparent thatcare home

a 0 I emsti@rimlreluctanceto discuss death and dying (Human agency) inddbit

their ability to prepare relatives for the deatt their loved one(Outcome)

However, positive outcomes were highlighted in relation to bereavement
support after death. Specifically, positive outcomes were expressed in relation to
celebration of life days which invited bereaved relatives back to theehtum

remember their loved one and provide support and company.

BR7 C3dKeeping in contact with me afterwards was a big
thing, they asked me to come bgtk the homelyou know.
¢CKFG YSIYyd GKS ¢g2NIR (2 YSod¢
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Figure9 Influence ofmechanisms and agency on outcomes related to involving

relatives in end of life care

Intervention Mechanisms
Inviting bereaved
relatives back to the care
homes and care home
staff attending funerals
were the main
bereavement support
methods used.

Contextual mechanisms

It was apparent that
many bereaved relatives

had acted as their loved

one’s carer prior to their
admission to the care
home.
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Human agency

Bereaved relatives
expressed difficulty re-
establishing an identity
without their loved one

often before death.

Qutcome
It was apparent that the lack of
bereavement support before death and
the difficulty re-establishing an identity
contributed to some relatives wanting to
prolong their loved one’s life.




5.6 Initial Intervention Theories

The analysis presented in this chapter lsastributedto fillingthe gaps in the
literature identified in chapter thredoy uncoveringthe underlying processes
behind outcomes. To further strengthen the findings, they will now be
synthesised withhe findings from thecritical realist review (chapter three) and
the sysematic literature review (chapter two) and used to deyginitial
intervention theories. Unlike the previous interventions, the initial intervention
theories presented below were designbg systematically incorporatg
mechanisms and agency into theirgiign to addresthe outcomesoutlined in

the previous setion. Four initial intervention theoriesvere developed

5.6.1 Initial intervention theory one Advance care planning and discussing

death and dying

The systematic literature reviepresented in chapter twaighlighted the
importance of providing individuaksl personcentredcare through the use of
advance care plans to meet residents needs and wigfexjgatt et al.
2009;Kinley et al2018;0ng etal. 2011).Many residents come to care homes
without completed advance care planning documentation, and thibsédo,

still need to have their preferences and wishes updated to meet their changing
needs(Gordon2012 DH2008). It is, therefore, one of the central roles for care
home staff to attempt to accesand recordthe preferences of residents
receiving EoL(DH2008), for examplgthe type of care they would like to
receive, who they want around them, and their preference for place of death
Given this importance, Wwasunsurprising that chapter three identified that
advance care planning interventions wehe most common type of intervention

developed to improve EoLC in care homes.

However, findings fronthe empirical part of thistudy dentified that care home
aldlr¥FFQa NBfdzOGlFyOS G2 RA&AOdzaa RSIGK
advance care planng discussiondt was found that care home staff avoided

discussions about death and dying in an attempt to not upset residents.
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However, deeper analysis suggested as well as not wanting to upset residents;

a0l FTFQa NBf dzOGl yOS dsalsoRdleieOmmchanisnSd G K I YR |
protect their own emotional wellbeing. These insights are valuable as the

research reviewed in chapter three tended to focus mordtmnumbersof

advance care plans to determine success (Handley 20&4;0Ong et al2011;

Stone et al2013) and less on the qualignd impactof the interactions.

As well as care home staff, it has been reported that some residents and relatives

were also reluctant to discussing death and dylhgvas noted in critical realist

review thatreligion, and baafround and life experience afifluencedhow

individuals approached death amlying (Hall et al. 2Q). However, the findings

from phaseone suggest that bereaved relatives were open to discussing death

and dying and were held back byNsB K 2 Y' S [uétdnte Fath€) thanNidsir

own. Nonetheless, phasey S RAR y2i SELX 2NB |yR y2iS K
and culture may influence their acceptance of death and dying, thus this will be

explored further in phaséwo.

In addition, the findhgs from thecritical realist review suggested that a taboo
culture surrounding death and dying caused staff to avoid such conversations
with residents and relative@all et al2011; Hockley et aR005). Although
findings from phas®ne identified a réuctance to dscuss death amongst care
home staff, a taboo culture was natentified, therefore contextual barriers such
ascultures in care homes will be explored further in ph#se and incorporated

in the initial intervention theoryExploring the imact of these altures and
background on individual behaviour is important given the current mechanisms
used to train and educate care home staff. Specificallyrent education
mechanisms mostly consisted of-time-job training (shadowing) whicmay

allow care home st to pass their beliefs and attitudes (such as their reluctance

to discuss death and focusing on living) onto less experienced care home staff.

DAGSY GKS | LI NBYyd AYLIOG 2F OFNB K2YS &
dying on currentntervention mechanisms such as advance care planrtimeye
is a needo implement evidencebased education into care homes to provide

staff with the knowledge and support to sensitively engage in discussions about
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death and dying. The critical realist rew highlighted that evidencéased
education workshops improved st&fknowledge and confiden¢€inucane et
al. 2013,0®rien et al. 2016Kinley et al. 2014). Furthermore, the data from
phaseone identified that workshops can be accompanimdexistingmethods
such as shadowing to provide a foundation of evidebhased knowledge to be
disseminated. Thus, workshops may be an effective format to deliver the

education.

Findings from this study suggest that the educational content of these
workshops needd bebased on supporting care home staff from different

culture and backgrounds to sensitively engage in discussions about death and
dyingaspart of advance care planning and in general. This is important given the
literature reviewed in chapter three sggsed that workshops are currently

more focused on supporting care home staff to gather information for advance
care plans rather than supporting sensitive discussions about death and dying.

From this synthesis the following initial intervention theorysigeveloped:

GivensomeOl N K2YS adl F¥Qa SyYz2GAa2ylf NBf dzOG |y
(Human agencyand cultures within care homes which perceive death as taboo

(Contextual mechanism) there is a need to introdwhgcational workshops
(Interventionmechanism focused on supporting more care home staff to engage

in sensitive discussions rather than simply gathering information for advance care

plans Qutcomsg.
Questions for care home staff:

- What do you think?
- How do you feel about drsissing dedt and dying?
- How do you think information on end of life care should be effectively

conveyed to residents and relatives?
Questions for bereaved relatives:

- What do you think?

- Did you feel you had an understanding of end of life care?
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5.6.2 Initial intervention theory two: A whole home approach to advance care

planning

Findings from this study and existing literature reviewed in chapters two and
three all highlight the importance afare home staff developing relationships
with residents and relative@icGladeet al. 2017 Hickman et al2016)
Specifically, good relationships between care home staff and residents and
relatives was found to help them more openly share informatiortggaing to
EoLC.

Althoughliterature reviewed in chapters two and threeknowkdged the
importance of relationships in advance care planning ean@ Froggatt et al.
2009;McGlade et al. 201 Hickman et al2016), current research only explores
relationships between care home staff with direct caring roles such as registered
nurses, and care assistants with residents and relatives. Howewearptesent

study identified relationships were developed between residents, relatives and
range of care home sthincluding those with no#fiormal caring roles. &eaved
relatives highlightedhat as well as care home staff with formal caring roles, they
developed close relationships with staff with nisrmal caring roles and

therefore would often talk to and shatieir preferences with the staff. For
example, housekeeping staff highlightdtht residents and relatives would often
share information useful to EoLC with them while they cleaned their rooms,
which they were able to pass (with consent)to inform advance care plans. It
was apparent that these small inputs from staff with Aimnmal caring roles
accumulated to have a big impagty 6 SNBI OSR NBft | GABS&aQ SELX
Recognising the role of staff with ndarmal caring roles is important ashas

not been previously reported or recognised in the literature.

Moreover, utilising the sks and qualities of staff with neformal roles was
found to be particularly effective faesidents and relatives in the home far
short periodof time to recdve EoLC. This is important as findings frirase

one highlighted that care home staff oftdrad difficulty developing relationships
with residentswho had been admitted to the care home fonly a short period

of time to receive EoLElowever findings siggested thathe additional
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relationships and inputs from those staff with néormal caringroles were
found to help staff develop more effective relationships in short timeeiods
andenabling staff to collect and pass on more information to infornecar

planning

Despite this, only staff from care home three included staff with-famal

caring roles in education to support their contribution to EoLC. However, care
home three used workshops which were easier to include all staff in while care
homes oneand two only used oithe-job training whichappeared to not include
staff with nonformal caing roles. Further to this, the critical realist review
uncovered that only staff with formal caring roles (care assistants and registered
nurses) were included in interventions on advance care planning. From this
synthesis the ftbowing initial interventon theory was developed to add to initial

intervention theory one:

Care home staff with neformal caring roles developed close relationships with
residents and relatives (Human Agency) including short stay residents who were
admitted to the home fora short period of time to receive end of life care
(Contextual mechanismThus, including staff with neiormal caring roles in the
educational workshops introduced in the previous thébmgrvention

mechanismis necessary to helgaff more effectively deslop relationships with

residents and relatives improving advance care planfhgcome)
Questions for care home staff:

- What do you think?
- What are your thoughts on involving all care home staff?

- What care home staff would you like to see more ineol?
Questions for bereaved relatives:

- What do you think?
- Did you feel a range of care home staff were involved in the end of life

care for you and your relative?
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5.6.3 Initial intervention theory three Bereavement support

It has been reported that losgnthose whom our lives are entangledth is
associated with deep sadness, grief and feeling of loss (Relf280#l). For most
support from family, friends and personal life is enough to help themagan
their feeling of grief and sadnedowever, othes may find it hardr to adjust to
life without their loved oneand require more suppoitRelf et al2010).
Therefore, current research and poligpgomote the need tasupport to facilitate
grievingto prevent detrimental consequences of bereavement, whiahn

include depression and lasting fatigue (RZDN9; NICE2004).

Findings from phasene highlight supportive mechanisms and elements of good
bereavement support such as celebration of life days atehding funerals. This
type of bereavement supporof relatives is important as it was revealed in the
systematic literature review that bereaved relatives appreciated it when staff
attended funerals and suppat them through regular communication and

interactions following a deatfKinley et al2018).

However,findingssuggest that there is currently a lack of intervention
mechanisms focused on supporting relatives before the death of their loved one,
preparingrelatives for the death of their loved on&his is important as it was
found that providing bBreavement support before death is essential to avoiding
conflict at the EoLSpecifically, findingsnply that supporting relatives to accept
the death of theiloved one and reestablishing their identity was essential to
avoiding conflict and unnecesdgrprolongation of life via admissions and
treatment. Pre-death bereavement suppoguch as talking to residents and
preparing them for death was a key elemeatsupporting them through the

EoLC process, to gradually help them to accept their loved @segeing to die.
However Ol NB K 2 Y edaliondl felOciance to discuss death and dying

impacted on their ability to providéhis type ofbereavement support.

The critical realist review in chapter three also identified a lack of current
intervention mechanisms in place to support care hostaff to manage their

emotion and overcome these reluctancésr exampleonly four studies
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implemented reflection for care home staff, which was often not effective due to

high workloads and time pressures pegxing reflection from taking

place(Hockle et al.2005 Nash and FitzpatricR015; Cox et aR017; Hewison,

Badger and Swa011).This is important given findisgrom this present study

adza3asad GKFG adlr ¥FFQa NBf dzOnkddypdh& (2 RA & Odz

emotional stresses of deliverg EoLC.

Moreover, from the data collected in phasme it was unclear what emotional
support was given to care home staff, e home staff tended to speak about
and focus on the needs of residents and rekasivather than their own

emotional needsThus, the findings from phasmne of this study suggest a need
to provide better emotional and bereavement support for care hostedf to

help them more effectively support the bereavement need relatives.
Spedically, it was apparent that care home staff become attached to residents
often developing close relationships, even in cases seeing residents as family.
Therefore, staffvould grieve and require emotional support when residents
died, especially those tlyewere close toThe current emotional support

mechanisms in placef care home staff will be further explored in phaseo.

Literature highlights that the lack of emotal support mechanisms in place for
care home staff is a result Ghancial limitatons and high workloads, causing the
needs of care home staff to be overlook@dandrevala et aR017). Despite

this, Marcellaand Kelley(2015) andL.earner(2016)arguethat emotionally
supporting care home staff is essential in enabling them to detiigdr quality

care consistently. Together, the findings from the review and ploaseof this
present study suggest more needs to be done to explore and support the
emotional needs of care home staff delivering Ede@mthese findingghe

following initid intervention theory was developed:

Despite limited finances and high workloads (Contextual mechanism) evidence
basededucation on bereavement suppaa give care home staff the knowledge
to support their own emotional needs as a well as the emotionadiaef

bereaved relatives (Intervention Mechanism) is necesgaen the varied
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bereavement experiences (Outcome) and the emotional challenges fabethby

staff and service users (Human agency).
Questions for care home staff:

- What do you think?
- Whatdoes bereavement support mean to you?

- What kind of emotional support currently receive?
Questions for bereaved relatives:

- What do you think?
- What if any bereavement support and emotional support did you receive

from care home staff during end of lifae?

5.6.4 Initial intervention theory four. Sharing of knowledge and expertise

between care homes and external services

Findings identified that multidisciplinary collaboration was essential to @nabl
the sharing of knowledge and expertise between care hetaff and external
service staffQurrent literature reviewed in chapters two and three support
these findingsFor exampleKinley et al. (2018) and Kupeli et al. (201&lsp
found thatsharing knowledge and expertise with multidisciplinary tedrelped
care home staf I y I 3 S NI dandRniedicatio@voidilg potentially

unnecessaryise of emergency services at the EoL

This present studguggess that thesepoor outcomes were because of
contextual mechanismsuch as high workloads and limited dshility of both
care home staff and>@ernal service staff, which was found to inhieffective
multidisciplinarycollaboration.For example, it was highlighted that GPs did not
support some of the care homes in this study with regular visits.critial

realist review uncoveredimilar isues experienced with GdervicesKinley et al.
2014;Badger et al. 2002 A rangeof research has been conducted in this area
exploring interactions between care homes and GPs services, which has

concludedthat highworkloads, short staffing and limited funding led to GP
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services struggling to support care hon{bttchell et al. 2016; Godman et al.
2015; Lee et al. 20Z; Ho et al. 2016

Phaseone of this study has evidenced that issues in relatiohig workloads

are not just seen on the side of GPs but are problems very much apparent for
care home staff too. Moreover, it was alseported in chapter three¢hat high

staff turnoverin care homegaused relationships with external service staff and
care home staffd break down due to staff with relationships with external
service staff leaving care hom@anucane et aR013;OBrien et al.

2016; Mayrhofer et al.2016).

Monthly meetings with external services used by staff from care home three
were found to contrilute towards effective collaboratiotHowever, it was found

that because of the care homes diverse financial and asgdional context

setting up and sustaining these monthly meetings was not an option for care
homes one and two. Similarly, the resultstioé critical realist review also noted

that many care homes struggled to sustain the GSFCH due to its resource heavy

requirements (Kinley et al. 2014)

As well as collaboration with external services, findings from ploagesuggest

that knowledge and gertise can be shared between care homes. Despite #his,
competitive culture within the care home sectars identified which often

caused care home staff to perceive other homesa@spetition, thus developed

a defensive stance. For example, it was enkd that despite wanting to

provide the best EOLC for residents, staff felt they were in competitiehhea

to compete for residents. Moreover, the systematic search strategy as part of the
critical realist review only uncovered two studies which proetbsharing

between care homefNenet al.2013; Hewison, Badger and Swa&i11), which

were not sustainedlue to the limited resource and time restrictions of the

participating care homes.

In order to help facilitate more effective collaboration accountioghigh staff
turnover and resource limitations, and the financial limitations of care homes, a

externallyfunded liaison nurse is proposed. It was revealed in the critical realist
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review that interventions utilisd an external professional to come intioe

homes and provideducational anctollaborative suppor{Kinley et al2014;
TemkinGreener et al2017; Finucane et a2013; Waldron et al2008). Analysis
of outcomes suggested that a liaison nurse could be an effective mechanism,
especially in theontext of high staff turnover as an external professional can
provide a consistent means of collabomtiand a source of guidance and
support regardless dftaff turnover (Finucane et ak013; Waldron et al2008).
However financialsupportwould haveto be acquired to fund the
implementation of liaison nurséNonethelessprior to funding proposals, the
theory was first proposed to the care home stfthe form of the following

initial intervention theory:

Negative relationships betweearare home ad external service staff are
persisting (Human Agency) due to high workloads, staff turnover and a
competitive culture (Contextual mechanism). Therefar@edicated end of life
care liaison nurs@ntervention Mechanism) is necessary to bthie knowlede
and confidence to improve the raté collaborations between care homes and

external services (Outcome).
Questions for care home staff:

- What do you think about using an external liaison nurse to support your

collaboration?
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5.7 Chapter summary

Thechapter commenced by presenting the thematically analysed dejanised
and categorised in accordaneath CRE. This process of analysis helped provide
a systematic understanding of outcomesed to determine high quality EoLC in
care homesThis data wathen synthesised with existing literature and used to

develop four initial intervention theories.

However, no theoy is absolute; thus, should be exposed to external criticism
and interpretation which may lead to improvement (Bhask&75).
Subsequentlythe initial intervention theories developed in this chapter were
presented to the study participania phasetwo of this studysubjectingthem to
external interpretation and scrutiny whidld to further refinement Phasewo

of this study is presentedithe following chapter.
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6 Findings Phasetwo

6.1 Introduction

The aim of this chapter was to refine and increase the feasibility of the initial
interventiontheories developed as part of phasee of data collection and
analysis (chapteb). Using realist semstructured inerviews and realist focus
group discussionghasetwo presentdthe initial interventiontheoriesto the

participantsallowing them to povide feedback on each theory.

The chapter consist five sections where eactf the initial intervention

theories are refined based on the data collected in this second phase of data
collection. Each section begins by presenting the initial interverttieory, then
CRE was used to refine the initial intervention theories basetthemlata

collected from this phase. This process aimed to support, improve and increase
the feasibility of the initial interventiotheories (See figur&0). Eachsection

endsby presenting the refined intervention theory. Lastly, section 6@2e&sents
anW2 GSNI £ £ Q A yvihiShitEe&iges the2nged forkd&ligeNtBe

intervention theories as a multicomponent intervention
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Figurel0 Critical redist evaluation flowchart¢ phasetwo

Initial
intervention
theories

Initial intervention
theories presented
to participants

Analysis of
transcripts

Refined
intervention
theories

As with phaseone, participants includecegistered and nofregistered care

home staff, care home managers and bereaved relatives. Many of the
participants inthis second phase of data collection were those who participated
in phaseone (chapter 5, tablé4). However, in addition some new parpants
participated in phaséwo due to different shift patterns and lack of availability of
all those who participateth phaseone. Participants were each allocated a
nominalpseudonym. See table I6r overview of anonymised participants in

phasetwo.
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Tablel5 Pseudonyms used for participants: Phatgo

Care Participants
homes .
Care home *Registered and **non Bereaved
managers registered care home | relatives (BR)
staff
C1 Care Manager @ (10 Care assistantl C1(5 BR1Cl1
home one eai(;-reN}‘itgedS eSIFNARQ SEL BR2 C1
nungse) Care assistant Z21(10
& S I eXEerience)
Care assistant £1(3
@SIFNEQ SEL
C2 Care ManagerQ (15 | HousekeepingC2(1-year BR4 C2
hometwo | @ S NBQ S experience)
andnrjrgslzt)ered Care assistant 1°2(29
@SIFNEQ SEL
Care assistant £2(14
&SI NAQ SEL
Registered nursel C2(2
&SI NAQ SEL
C3 Care ManagerCs3 (6 Care assistantl C3(28 BR6 C3
home three eaioll- rgitgreds eSIFNARQ SEL BR7 C3
nu?se) Care assistan C3(2
@SIFNEQ SEL
Care assistant 333 (2
@SIFNEQ SEL
Care assistang C3(4
@SIFNEQ SEL
Administrator C30 p €
experience)
HousekeepingC3(5
@SIFN&BQ SEL

*registeredcare tome staff can include registered nursesnén-registeredcare home staff
included care assistants, administrative staff drulisekegping staff.
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6.2 Refined intervention theories

6.2.1 Intervention theory one:Education on discussing death and dying

Initial intervention theory presented to participantsGivensomecare home
Aa0Fr¥F¥FQa SY2dA2y Lt NBf dzO G KHyiraes agentyd
and cultures within care homes which perceive death as taboo (Contextua
mechanism) there is a needitdroduce @ucational workshopglntervention
mechanism focused on supporting more care home staff to engage in sen
discussions rather than simply gathering information for advance care plat
(Outcoms.

When presented with intervention theomyne, care home stff supportedthe

theory that educatioral contenton discussing death and dying was necessary to
develop their skills and confidene@d address their reluctanc&he data

collected from phaséwo supported the theory that current education was
predominanty focused on gathering information for advance care plans, rather
than supporting care home staff to sensitively engage in discussions about death

and dying.

Registered nursel C2:d 9 RdzO A2y KSf LIAYy3 dza G2 I LI
subject of death with our residenigould beusefulbecause we

R2y Qi NBlIffe KIFIZGS FyedKAy3a Ay LI FOS
of things. | have seen staff just focus on care plans and

information and not going into de I Af & X

a2NB20SNE AdG ol a |faz2 | LI NBehiStold KIF G OF NB
residentsinfluenced discussions abodeath and dying. Care home staff spoke

about how discussing death and dying would upset residents and relatives, and

how it was a diftult subject to approach especially with those they had become

close to.This evidenceeaffirmsi K+ G OF' N® K2YS adl ¥F¥Qa Of 24
residents and relatives can have an influence on how they approach advance

care planning, particularly discusg death and dying. As a consequence, it was

found that some care home a&ff avoided talking about death and dying with
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residents and relatives, evemhen residentsor relativeswould ask about death
Care home staff expressed they did not want to disadisath and dying with
relatives when they would ask questions, rationalisit by assuming it would

upset them.

Care assistan8 Cl:dThe hardest thing to deal with is the
families asking the questions. You know when they come in

and they look really bad today and they looked ok

@SA0GSNRI&XgKe Aa (KbpgaabditSe ale® LGQA

thisto the families because they are obviougtyational

X a2YSGAYSAa (GKS NBaARSydG oAttt al e

is nothing you can say | just try and change the subject. It can

0S NBIFHffe KFINR 0SOldzAS &2dz 6502YS
Further b this, phasdwo identified that the reluctance/avoidancappeared to
be particularly detrimental for residents living with demenfldne data collected
throughout phasewo imply that some care home staff assumed residents with
dementia would get too ups or would not understand if they talketd them
about death ad dying. Due to thighe data suggests thatare home staff
tended to go straight to the next of kin to have advance care planning
discussions, rather than attempting to engage with the resid living with
dementia. This perception that residents wilementia would become too upset
was expressed by staff with a range of experience and roles from managers to

care assistants.

Manager @: dOver the past few months a lot of our residents

haved SO2YS KAIK ySSRa IyR ¢S KI@SyQi

oYSyidalrte OFLIOAGed {2 Yzaldte AGQA
YSEGU 2F 1AY YR y2i GKS NBaARSyYylGo®
NAIKGOG F2N OKIFG LISNB2Y> a2 AT GKSe
talking about why you going to talk to them about dying

0KFGga Ogdi
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(0p))
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(0p))

Care assistant C20X F 2 NJ NSAA RSy (G4 ¢K2 KI @S
to their families directly because it can be very upsetting, and
it can confuse the resident even more if we start asking too
muchquest 2y a® LGQA Fo2dzi adzLJR2NIAy3 GKSY
tkSe KI @S tSTioé
This data suggests thesire home staff did not attempt to engage or assume
capacity, but rather assumed a lack of capacity and went straight to the family,
excluding the resident with deemtia from contributing or attempting to
understandEoLCSimilar findingsn regard to discussing death and dyagypart
of advance care planningere also evident when analysing the bereaved
NEfFGABSEaQ SELISNASYOSad {phisedthaftheCaret t 83 2y
homestaff wentdirectlytoh&d | & (G KS ySEG 2F 1Ay G2 | aj
preferences for EOLC who wasriy with dementia.
BR2Cl4 ¢ KS& 4l yiGSR (G2 (y26 o6KIFIG Y& GAAK!
1Y26 FT2NJI KAY L RARYQU LYRpiy#Aly |ye 27F
GKAY]l KS 1ySs L tSG GKSY (y2sd¢

Moreover, @re home staff explained how as well@mndition,NB & A Refigyoii Q a

and background often meant that they did not want to discuss deathdymuly.

Registered nursel C2:62 S 3SG F f 2 Gwh@dFe NBaARSyda
Jewish which can change how they deal with death and how
they talk aboutit¢ KS& dzadzZ t & R2y o, gyd G2 Gl
AGQa | 02 dzi toah® diffe@nttieSeligiomksdisA @ S

Analysis indicates that some eanome staff assumed that resdts with

dementia and different cultures meant that they did not want to talk about

death and dyingThese findings support intervention theory one as they

highlight the need foeducationto provide staff with the knowledgand skills to

be able sensitely engage in discussions about death and dying with a range of

residents with diverse needsultures and backgrounds.
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Bereaved relatives expressed that they would like to be a part eettucatioral
workshopsto offer their perspectivedo the staff This is particularly important
given that bereaved relatives expressadoth phases of this studpat they
wanted to discuss death and dying to a greater extent than care home staff

perceived

BR7 C3d wouldhappily @ backto the home to share my

viSga eSa L GUKAYy]l AGQa 3I22R G2 &aAKINB 3
giving something back for all they did for us. | remember the

time the nurse spent with me to explain my husband was dying

and what would happen helpade make sense of everything

that was goingg y ®d €

Thus this datasuggestshat involving bereaved relatives in the education to

share their viewpoints may help change s&fberceptions and reduce their

reluctance to discuss death and dyifidpis may alsbelp address the current

taboo culture asociated with death and dying. Specifically, phtwe supported

the findings from existing literature in that it found evidence of a taboo culture in

all three care homes whichippeared tanfluence care home st&afQa LISNOSLII A 2y
and attitudes towards dedt and dying.

Care assistan8 Cl:0Death is still a taboo in care homes even
KSNSX 0SOlFdzaS Y2ail 2F dza adAftft R2 y2i
Careassistan2 Cld , S&a odzi ¢S adAtft R2 KI @S I ¢
aspart of residents care plans it does come upamdzd G R2 Yy Q1
like talkngl 6 2 dzi A G ®¢
These quotes suggest thtitere isstill a taboo culture associated with death and
REAY3I Ay OFNB K2YSasx FyR AU OlFy yS3lGAgJSH
about dedh and dying. It is apparent that this taboo auk also contributes to
the perception that talking about death and dying will upset residents.
However,phasél 6 2 &dz33SadSR GKFG OFNB K2YS adl F73

and dying was influenced by motigan just their desire to not upset residents. It
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gl a ARSYUGATASR tekdtaicet@disbliSs déath ¥rd dyingl dodlidF Q a
be influenced by theicultural beliefs backgrounds and life experiences. For
example, staff gave the example of a Bulgamaember of staff who was
uncomfortable discussqdeath and dying because tbieir background, thus did

not take part in EOLC in the care home. Altho@gre assistarz C2

acknowledged the staff members Bulgarian background the quote implies a lack

<
T«

of understanding and recognition in regardtohow aNd& 2 y Qa Odzf (i dzNB

background can influence their approach to EoLC and discussing death and dying.

Care assistan?2 C2:dWe had a Bulgarian member of staff

who did not want to do end of life care, we hadget

someone else to do it. None of us understaty because she

62N] SR KSNB a2 e&2dzOR SELISOG KSNI G2 1y
I AAYAEFNI £FO1 2F NBO23IyAlGA2Y YR dzy RSNE
backgrounds, cultures and life experiences was noted during the focup gro
conversation in care home one. Specificallgpipeared that care home staff did
y20i 1 O1ly26fSR3IS SIOK 2GKSNRa o6F O]l ANRdzyRa

just expected each other to get on with the job in the same way.

Care assistant C1:6No mater what our backgrounds are
youjusthavetogeey GAUGK AU 0SOlIdzasS AGQa 2dzNJ ¢
staff here from all over, but they all just get on withitit.
R2SayQid YIFGGSNI gKIdG ol O1l3aINRBdzyR 2NJ NBf
difficult to talk about it [deathd

Analyss suggests that talking about death and dying isardy a problem for

staff from different cultures. However, these quotes suggdsic& of

acknowledgmenf 2 NJ S| OK 2 G KSNDa ,whicdijs@pd@Endzy R | Yy R

O«

because as discussed earlier care kataff seemed to acknowledge the
different backgrainds and culture of residents and the impact of discussing
death and dyingThese findingsdicate that there is a need to include education
on the different backgrounds and cultures of care home stadf laow they can

influence aspects of EOLC. This rhalp care home staff to acknowledge each

180



20 KSND&a OdzZ §dzZNBa YR o6F O13INRdzyRa G2 | 3INJ
support each other. In light of these new insights, the initial intervention theory

was amended.

In sum, this section has supported theed for education on discussing death
and dying for care home staff. Although there is a plethora of research exploring
the quantity of advance canglans (Fleming et a016; Weathers et al2016),

the findings from this study have highlighted the ndedmprove the quality of
advance care planning discussions. PkHaseuncovered a number of insights to
improve quality. For example, the need to include bereaved relatives in
education delivery tmffer their perspectives. The data collected during phase
two has also highlighted the need to providk care home staffincluding those
from different cultures and backgrounpwith the knowledge and insight to
more effectively support each othéo engage in discussions about death and
dying. Based on thisvidence the following refined intervention theory was

developed:

Refined interventiontheory one:Incorporating the experiences and
viewpoints of bereaved relatives into educational workshops ausking
death and dying for care home staff (Interventimechanism) is important as
currently a taboo culture surrounding death and dying (Contextual
mechanism), and a common perception amongst care homes staff that ta
about death will upset residesiand relatives (Human agency) is preventing

discussionabout death and dying in care homes (Outcome).

181



6.2.2 Intervention theory two: Maintaining a persorcentred approach to

care towards the end stages of life

Initial intervention theory presented to participantsCare home staff with
nonformal caring roés developed close relationships with residents and
relatives (Human Agency) including short stay residents who were admitte
the home fora short period of time to receive end of life ca@oitextual
mechanism. Thus, including staff with neiormal aring roles in the
educational workshops introduced in the previous th€brervention
mechanismis necessary to help staff more effectiveéyelop relationships

with residents and relatives improving advance care plan(gcome)

Intervention theory two was designed taccompanythe educational workshops
on advance care planning introduced as part of intervention theory @fteen
presented with intervention theory twocare home staff agreed that including
staff with nonformal caring rolegouldhelp promote persorcentred carelt
wasrecognised thastaff with nonformal care roles developed relationships
with residents and helped cdribute to individualising EoLC by passingion-
medicalinformation for careplans.The quotes highlight thahcluding staff with
non-formal caring roles in education on discussing death and dying may help
them feel more comfortable in terms &howing what to say, how to interact

with residents on EoLC, and whenl/if it is appropriate to pass on information.

HousekeepingC2:6¥2 dz OF yy 2 YSOSNI 6SYySTAG FTNRY
ltgl&&d I22R (G2 1y26 K2 (2 RSIft G6AGK
knowingwhatyoucand@ ¢ KI G @2dz OFlyy2dG aleée GKIF 4
Y2&a40 AYLRNIIY(d GKAYy3I YR K2g G2 LI a

QX

Registered nursel C2:0We do aimto do thisyes,but mostly
2yfte& OFNBNB YR yd2NBESE I NE AyOf dzZRSR®E

As well as including staff with ndormal caring roles to a greater extemhase

two highlights that more neesto be done to maintain a persecentred
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approach towards the end stages &l Although phas@ne evidencesare
home staffd @ose relatioships with residentghe data fromphasetwo
indicates that these relationshigsn lead tasome care home staff focumgy too

much onthe medical aspects of EoLC towards the very end stages

Manager Q: dit can be really rewarding to sit with somebody

until they die, you can get a lot of great memores L 1 Qa 3IS GG Ay 3

our staff to believe and understand this towards the end of

LIS2 L)X SQa tA@Sazr GKFG A& GKS 1S@& (2 LN
to hospitaX €

It is important to acknowledge that overdlie data fom this study suggests that
care home staff were able to provide the emotional and social aspects of EoLC.
However, the data implies that sonvarehome staff may benefit from

education andraining to help them maintain a persesentred approach

towards the end stages of life.

FAYRAY3I& AYLX & GKIF G QdcusBn ntedicdlSaredaidd- T F Qa4 RSO
contact emergency services at the Eolas influenced by a range of factors.
Specificallyfindingssuggest that a lack of support during out of h®ghifts

AYy Tt dzSYOSR a2vYS OI-mN&ingkagdYuSgmanivHe¥ T Q&4 RS OA & A
deliveringcare at the EalThiswas particularly evident in care home one which

is a residential care home with no @ite registered nurses for support (as

discussed in phasene). Analysis indicates that themn lead to sometaff calling

emergency services sooner.

Manager@:d2 S GNB (2 {1SSLI Iff 2dz2NJ NBaAaARSy
goes wrongtheycan ring me. But & R Bayeniirseso it

can betrickyout of hourso SOl dzaS G KSNB Aay Qi GKS
F NRPdzy R GKSY®é

Qx

CareassistanBC16 0 &SI NEQASELIRANX By PHd Y dzOK
sooner here rather than wait because if they do deteriorate
GKSNBE Aa y20KAyE2 ¢606SS Oy (RRSP alifo 20ASRg)
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Interpretation of the quote abovesuggeststhaR2 Ay 3 a2 YSGKAYy 3 YSRAC
2y (KS &l dedneditd deogter thiam dbing nothingThe data imply

that this fear of doingiothingA y Tt dzZSY OSR OF NB K2waS adl F¥Qa
evident that it caused them tbcuson the medical and physical aspects of EoLC,

with little focus on residents advance care wishes and preferences.

The fear of responsibility and letting residents die without medical intervention
was commonly natd throughout the transcripts particularly with tHess
experiencecdcare home staff, and in situations (such as out of hours) where
support and guidance was nohmediately available. This was apparent for both

care assistants and registered nursing staff

Registered nursel C20 H & S| NA Qéx§ canle WA Sy OS0
challenge to sit with them tilltheer & LISOA I f f &8 (K2a$S @& 2dzQ¢
grownclosetoY2 dz FSSt | N&Bgpode soathinkA A G & X P

that getting others involvedvill take that away.¢

Care homestaf Qa Of 24S NBf I GA2YyaKALA 6A0K NBaAR
previouslywas found to increase this feeling of responsibidityd therefore tleir

judgment The registered nurse from care home tapoke about how she felt a

responsibility for letting a raedent die in her care, especiatlyose she had

developedcloserelationships with.

Phasetwo identified a key intervention mechanism used arehome three to

help address thisSpecifically, staff from care home three used a coding system

to code residats on EoLC based on how much time they were expected to have

left. For example, blue indicates months, green indicates weeks and red indicates

days. It was hypothesised that this coding system helps care home staff to plan

YR LINB LI NB T 2 hbidid§ any hbegessar®treRSdntiamd

admissions to hospital that may come with an unexpected decline.
Care assistant C3:a ¢ K S D {ca@ling<system $o the
Y2YSyid e2dz aSS OGKIO | LISNER2YQa KSIf (K
health is blue if it changes toanths its green then if it goes to

weeks it changed to yellow and if its days our hours it goes to
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red. But as those changes are going thereeigain things the

nurses have to do. Even with this though sometimes people do

A 2 s oA

Careassistan2 C3a L a2YSOiAYSa KAyl O2RAYy3I LIS:
OF NAy3 (KNBinzAdlK® LGQa GSNE

However, this data indicates that some care home staff felt that coding residents
based on their time leftto livewds2 2 WOt AYAOI £ Q adaA3SaidAy3

for the illnesses rather than the individual.

Overall, these findings evidence hovaak of support out of hours, (contextual

mechanism), currenmedically focuse@ducation mechanisms (intervention
YSOKFYA&aYO S |y Reelidd oNBspdihity Shundail ag@n€yhad

impacted onOF NB K2YS aidl ¥F¥Qa 2dzRBYnSusicingc YR RS OA
management andhe likelihood ofunnecessary admissions at the EoL

(Outcome). Figuré1below helps illustrate this process.

Figurell Outcomes related to the medicalisation of end of life care

Intervention Mechanisms Contextual mechanisms Human agency

There was an apparent Some care home staff

Coding residents based
on their proximity to

lack of support
particularly out of hours

felt responsible and
guilty for deaths,

death. and in the residential especially for those
setting with no on-site residents they were
nursing staff. close to.
Outcome

Analysis suggests that these factors
combined can cause some care home staff
to panic increasing the likelihood of
potentially unnecessary admissions to
hospital.
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It is important to note that these findings do not suggest unnecessary treatment
and admissions are common in the care homes, but simply highlight the factors

that can influenceheir likelihoodfrom the perspectives of care home staff.

In sum, the dataallected from phasdéwo has supported many aspects of the
initial intervention theory such as the importance of staff with fonmal care

roles in individualising care. However, phdag® has added tdhe findings from
phaseone by uncoveringhe need tobetter support care home staff to maintain
apersorROSY 4 NBR | LILINRIF OK (G2 OFNB (246 NRa
in contexts such as out of hours where guidance is limiBaded on this data the

following refined intervention theory was develeg:

Refined intervention theorytwo: DA @Sy OF NB K2YS adil
the medical aspects of end of life carufnan agencyout of hours where less
support and guidance svailable Contextual Mechanisjreducational
workshopsare necessarfintervention Mechanisito providestaff with
guidance on how to channel their care to maintain a persenired approach
in relation to their decision makirtgwards the end of residéna Q f A @ 9

situations whee they must work more independently (Outcome).
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6.2.3 Intervention theory three:Bereavement supportfor service users

Initial intervention theory presented to participantsDespite limited finances
and high worklods (Contextual mechanism) eviderxsesededucation on
bereavement suppotb give care home staff the knowledge to support thei
own emotional needs as a well as the emotional needs of bereaved relatiy
(Interventon Mechanism) is necessajiyen the vaed bereavement
experiences (Outcome) and the emotional challenges faced by both staff

service users (Human agency).

It was identified in phasene that involvingelativesthroughout the EoLC
processand preparing them for the death of their loveahe decision was vital to
avoiding conflict towards the EoL. However, a lack of intervention mechanisms in
place to support and prepare relatives before death was apparent. Despite, this
when presented with intervetion theory three in phaséwo, it was evdent that
somecare home stafbelieved their bereavement support was already good,
reemphasisinghe different mechanisms they use to provideThese
mechanismsvere which predominately focused on supporting residents after

death werehighlighted in plaseone therefore will not be repeated here

DespitesomeOl NB K2YS &l FF¥FQa O2yFARPHaOS Ay (GKE
two uncovered a number of concerning areas efihwere not recognised

Specifically, analysis uncovered a covert taboo culture agsdomith deathand
dyingwhichnegatively influenced bereavement suppditwas found that

bodies of deceased residents and death in general was often hidden and dovere

up in an attempt to cover up death from other residents, relatives and clients to

maintain a positive image of the care home.

Manager @: 6One of the things that we do try and do is keep

GKS dzy RSNIilF {SNR 2dzi GKS gl @& 0SOldzasS ¢
carrying a body through our front doors or in front of relatives

FYR NBaARSY(ad GXK T2 N 20dK R RINJI 6084 dyE
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The quote fronthe manager of care home twidentifies that managerial

leadership can play a part in sustaining and manifesting views and cultures about
death and dyinglt was also worth noting that this quote is out diaracterfor

that particular managewho hadpreviously spoken about how mostaff need

to embrace death (section 6.2.nalysis of this quote suggests thhée

manager from care home twadopted a different view and perception in her

role as manager to maintain agitive image of the care home.

The data collected from bereaderelativesuncovered that this culture of

covering up death was experienced across all the homes in this stuymBer

of bereaved relatives highlightatiat they were displeased with theeatment

2F GKSANI f 20SR 2y SQa o0 2mtgand rgspectrédndzt R Kl @S
the care home staffMoreover, bereaved relatives spoke about the efforts care

home staff put into covering up the deaths of other residents in the home.

BR1 CldThey wanted to take her out the back door, but |

wanted her to be takeout the front door. If you come in

through the front door you have to go out through the front

R22NX¥ LOQa 3JI22R F2N) 20KSNJ NSaARSydGa i
LI NI 2F GKS Qhidé®Bnd Kffife'fom dtlRedz O y Q

residents its part of the life ther So, if other residents see this

they will also know when they die, they will be treated with the

same dignity and respect rather than going out through the

back door.

BR2Cla L vy 2tih& &dpedple simply disappeared and

we were all tactful enogh not to ask. | think we were told they

KFR 32yS (2 GKS K2aLAGFft 2N 42YSUOKAY 3
RASR Ay GKS yAIKGP® L YSIyYy (GKFGQa oKIQ
Al ¢

These findings suggt that rather than preparing relatives for death and
supportingthem to accept death as part of life, the taboo culture led to care

home staff covering up death. This is important as it was identified in pbase
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that supporting relatives to accept thdbved on& death in advance was
essential to avoiding confliett the EoL anthe unnecessary prolongation of life.
These findings also show how relatives experienced symptoms of bereavement

before the death of their loved one.

Another finding that emeged during phaséwo was that themedicalcondition

in which a resident is dying from can affect bereavement experience and support
needed. Bereaved relatives expressed that the symptoms and decline associated
with dementia meant that they felt they hadst their loved one before they had
died; therefore, started grieving earlier in the EoLC procéks. data from

several bereaved relativesuggests that they would have benefited from

bereavement support starting before the death of their loved one.

BR7C3:d recognised him as my husband, butWes not my

KdziolyR KS KIFEIR 32ySe® 2SS alLJ21S | 02dz
a bereft wife with my husband still alive it was a peculiar thing

which is really unrecognised at the momdsgcause my

husbandwas still f A S S@OSNEB2yS G(K2dzaKaG L 41 &

This ismportant given that findings from phasme suggesthat issues re

z

SAGI 0t A&AKAYI Iy ARSYGAGE OFYy AYyTFidSyoOs NJ

disagreements at the EoL with care home st&afbm these quotestiis evident

that care home staff did noutly understand or recognise the importance of
starting bereavemensupportbefore death.However, it should also be noted

that although bereaved relatives in this study felt they lost their loved one before
deathbecause of the symptoms associated withrdentia, this may not reflect

the views of others.

These issues in relation to bereavement support in care hamesnsurprising
aslittle education on bereavement was notedith most focusing on support
after death. The findings from this present stuthyerefore provide valuable
knowledge which can be integrated into educatiéor example highlighting the
need foreducation for care home staff on the stages of bereavement to help

them better support relativebefore the death of their loved one.
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In sum, this refinement process has highlighted clear support and need for
greater access to education on the stages of bereavement to provide care home
staff with the knowledge to more effectively provide support thghout the

stages of bereavement. Evidensgggests effectively supporting relatives
throughout theearlier stages of th&oLC procesnay help reduce conflict and a
desire to prolong life. Based on this evidence the following refined intervention

theory was developed:

Refined interventiontheory three: Relatives difficultly to reestablish identity
and accepting the death of their loved one (Human agempeayjicularly those
who were previously caregivers (Contextual mechanmas)found to increase
likelihood of unnecessary prolongationlié@ (Outcome). There is therefore a
need for educational workshops for care home staff on the stages of grief

(Intervention mechanism).
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6.2.4 Intervention theoryfour: Bereavement supporfor care home staff

Initial intervention theorythree was split up into two separate intervention
theories; three (6.28) and four (6.24) as a result of the data collected during
phasetwo. While intervention theory three focuses on bereavement support for
services users, iatvention theory four discssed here focuses on bereavement

supportfor care home staff.

When presented with the initial intervention theargare home staff highlighted
that they felt delivering EoLC and sharthg last moments of someone lifeas

a pivilege.

Manager @: dit can also be really rewarding to sit with

somebody until they die, you can get a lot of great

YSY2NRSaXxé
However, cardhome staff also reemphasised the emotional labour that come
with delivering EoLC describing emotions such daess, loss and grigfindings
also suggest that these emotional attachments with residents can influence care
K2YS &aidl ¥FF Q& EdLG. kdr dxaniplené 2are RSistantdréniNdare
home threespoke about how they found it hard to let go of aidesnt they had

developed a close relationship with.

Registered nursel C2 dHolding their hand in the final
Y2YSy(aohaid an@goy B®OENI IS0G dzaSR G2 Al oé
Care assistandt C3:dl had one [a resident] last week who was
with us for a long time. | gmt the last moments with h&r ®
becauses S $SNB Of 24S Al o6l a RAFFAOMzZ XL
something for her anything reaiy¢

Giventhese signs bemotional labourcare home stafin phasetwo spoke about

the need to feel supported when delivering Eoll@isis important because the

emotional and bereavement needs of care home staff was less evident inphase

one as staff predominately focused dmetneeds of residents and relatives. A
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similar lack of focus on the needs of care home staff was also noted itechap

three gAGK 2yte F2dz2NJ AYGSNBSyidAz2ya NBfIFGiSR
bereavement needdHowever, the quotepresented herdrom phasetwo

suggest that providing care home staff with emotional and bereavement support

is essential to their abiy to consistently deliver high quality EoLC.

Twomechanisms foprovidingemotional support of this nature to care home

staff were evidencd in phasetwo; formal support from managers and informal

peer support from colleaguetformal peer support consied of colleagues

supporting each other through informal conversations and suppiaff spoke

02dzi WE221Ay3 2dAiNATFRN SYRKARIKESIE t 3 EA (

struggling emotionally, they would support them through providing reasswanc

Care assistanit C1:dit can be hard to say goodbye to a
NB a A RS ygattokndwlad@S 6 SONB fA1S | FrFYAfe& a:
SFOK 20KSNJ 0KNRBdAzAK Al P

Careassistane C2a LT &2dz aSS a2YS2yS Aa aidNHA:
32 &dzLL2 NI GKSY®E

Despite the positives gbeer-support analysis ofhe transcripsidentified that

different individuals had diffeent perceptions and attitudes towards expressing

emotion. For example, someare home stafbelievedthat outwardly expressg

emotion was unprofessionaSpecificail, Care assistartt C2 epressedpt A U

would be unprofessional if you weredzl J& SThisbdata implies that care home

a0 FFQa FGGAGddzZRSEa YR LISNOSLIWGA2ya Ay NB3II
peer-support by preventing colleagues seeking support fraoheother.

In addition to emotional support from colleagues, the data indéckthat formal

emotional support and guidance was received from managers which consisted of

reflection sessions and opportunities to have a conversation and ask questions

about anexperience.
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Careassistan2 C3:G , 2dz f a2 YSywierweSR NBTt SO0A:
have lots of deaths in one period our nager organises a
NEFf SOGA2Y YSSUAyIobé

Careassistan2 C2a LT ¢S KI @S |ye ljdzSadAaz2ya 2NJ
are always supported in that way by auanad S NBE @ ¢

However,analysis revealed that when staff did semlpport managers found it
difficult to provide it due to their high workloads and busy schedules. Managers
highlighted that they were not always in the home and had their own jobs to do
thuswere unable to always be there when their staff required emaodilon

support. These quotes highlight managers struggle to support care home staff,

despite being relied on.

Manager @: éXit is hard to always thank every staff member

0SOlFdzaS L ly20dABory& ALMYIKS K2YS3: a2
20 SOSNEBUKAYyIDE

Manager@:4 . dzi AG OFy ©S KINR F2NJ YS 6SOlF
y20 KSNB Fff GKS GAYSXE

This is important as the quasepresented herdighlight that currently managers
provide key guidance and suppoittowever, given managers cannot always be
in the home to provide this suppqrtather than relying on only managers for
formal support, and given that peaupport is already given by oedlgues, there
is a logic in providing education to train a wider garof care home staff to
provide emotional support for their colleagues on a more formal basis.
Moreover, staff suggested that because they witemfortableCaround each
other they were lest placed to support each other, rather than only relying on

manages.

Care assistan? C2:6Xwe support each anyway but if we
knew more about this process and how to do reflection with

eachothethat g 2 dzf R KSf LJ F2 NJ & dzNB dé
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Care assistant Cl:GHow todo professional reflection with

each other what questions to ask amthat to look out for. We

FNBE Y2NB O2YF2NIUIo6tS FNRdzyR SIOK 20GKS
GKIFyYy dzaAy3 YIyl3ISNA®DE

Findings imply that providing care home staff with the knowledge and
confiderce to effectively support each other will help to facilitate the more
consistent and reliable peer support, while reducing reliance on managers and
addressing the pitfalls of informal support from colleagues. This approach was

supported by managers who veeimed the change.

Manager Q: dit can be hard for me because as dsiam not
here all the time and | have to manage everything so more
adzLJL2 NI g2dzf R 6S + 3I22R GKAYy3I SalLISOAlL

In sum, this refinement process $isupported the findings fra phaseone by
highlighing a lack of emotional and bereavement suppfor care home staff.
However, phaséwo has built on the findings from phasme byuncovering
limitations of current support such as attitudes towards expressing emotion and
the limited availability of care home manageFsndings support the need for
educational content on emotional/bereavement support for care home staff
enabling them tanore effectively support each othelfrom this datathe

following refined inervention theory wa developed.

Refined interventiontheory four: Given the emotional ahbereavement
needs of care home staff (Human agency) and the current reliance on tim
poor home managers for this support (Contextual mechanism) there is ar
to provide care homstaff with the knowledge and skills via evidetased
education (Intervaetion mechanism) to more effectively support their own a
GKSANI O2ff SI3dzSaqQ YSyialt KSIFf{IiK R
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6.2.5 Refinement of intervention theoryfive: facilitating the sharing of

knowledge and expertise

Initial intervention theory presented to participantsiNegative relationships
between care home and external service staff are persisting (Human Agel
due to high workloads, staff turnover anccampetitive culture (Contextual
mechanism). Therefora,dedicated end of life cadiaison nurséintervention
Mechanism) is necessary to build the knowledge and confidence to impro

rate of collaborations between care homes and external services(oe).

The initial intervention theoryheorisedthat a liaison nurse could hgfacilitate
more effective collaboration (initial intervention theory fiv@his is important
giventhat it wasidentified that multidisciplinary collaboration was essential to
providing care home staff with the knowledgadaconfidence to be able to

deliver EoLC in the care home, especially for residents with complex needs.

However, when presented with intervention theory five care home stgjécted
the theory that a liaison nurse would improve collaboration, expresdiagthey
wanted to develop the own knowledge and skills in collaboration. Care home
staff spoke about a desire to establish personal links with their local services
themselves to develop their own skills rather than using a liaison niitgs.view
was ehoed throughout the transcrip. It was believed that an external liaison
nurse would be less personal; therefore, care home staff expressed the desire
and enthusiasm to build and maintain personal relationships with their local

services.
CareassistantC3:42 S | ff @2 NdkswvitR Sadl of AaK
SEGSNY It &SNIWA OSlaisoh nuRewb@diheld KAy |1 KIF @AY
thisXxA  QKillwe all need to learnXthere could be better
waystohelpusalietA y @2 f SR 6AGK (G(KS&S aSNIIAOS:
Registered nursel C2:d know how to speak with the GP they

know me and the home, if you had someone external, they
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g2dZ R KI @S G2 o0dzZAf R GKS NBflFiA2yaKAL®l

personakKe

Despite the rejection of the liaison nurse theory, it is apparent from this data
that care homestaff still understood the importarecof improving their
collaboration during EoLChus instead of a liaison nurse to facilitate this
collaboration, participants highlighted that the use of proactive collaborative
meetings to enable multiple services acake homes to develop shared
underdandings of each other roles, develop shared goals, and provide a more
joined up approach to collaboratioit.was identified in phasene that care

home three developed strong relationships because of theactive ug of
collaborative meetings as paof the GSFCH which provided them with a medium

to share knowledge and expertise.

Manager Q: éDefinitely having more meetings with other
servicegthat) ¢ S dzaS I f 20 Rdz2NAy3 SyR 27
the other professionals do? our staff are reallgiasted in

stuff like that, but they are very distant. You know why they

YSSR G2 1y2s GKAA YR XgKIFG Aa (GKS

they canansweredc 2 0 KSNXa [dzSaiA2yaodé

These findings were echoed by the manager of care home one who expressed
that being able to share experience and knowledge between services would
enable them to offer a more joined up approach to multidisciplinary

collaboration duriig EoLC.

Manager @: dThere is a need to share experiences between
the different professionals so corgiface to face and letting

them know about us and they can let us know about

iKSYyaSt gSazr 6KIG GKSe& R2X ¢gKIG GKSe@
howwecanba i | OO02YY2RI (S (2 GKSY Xdodadzal

together realjé

Therefore, this data supports the data colledtdiroughout phaseone in that it

evidenced the importance of collaborative meetings in promoting and
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supporting multidisciplinary practice in care home®wever, it must not be
forgotten that meetings were only used by one care home in this study because
of the costs and resources attributed to them in their current foMuareover,
existing researcheviewed in chapter threéound that expecting otherto travel

to care homes or externaitesinhibited the sustainability of the meetings

(Hewison, Badgesnd Swan2011).

To address these contextual mechanisms, care home staff in this present study
suggested the use of videoconferencega supportive mém@nismto facilitate
meetings without the associated costs and commitmen@are home taff
referencedthat they had usedideoconferencing toolbefore and foundhe
mechanisnto be more personal than a phone call and easier than going to a

meetinglocation in person

Manager @:a¢ Xo dzi (G KSe& wO2ftfl 02N GABS YSSiGA
set up in a way that is easy access. No emails! they can be

KStR a LINIG 2F SEAaldAy3d YSSiay3da az
FyeldKAY3 ySégX S R2 y20 ®I @S GAYS (2
come to us, or we can join a group calthis would be the only

way it would work, sorry but | va to keep staff on the

FTNRYGEAYSdE

Therefore, this data suggests that videoconferencing can be used to help lower
the cost and timecommitment of collaborative meetings to enable more care

home staff to benefit from the mechanism.

As well as promotingatlaborative meetings between external services, the data
suggest that there is scope to also use these collaborative meetings to promote
better collaboration between care homes themselv8pecifically, it was noted

in phaseone thatdespite the outlinedenefits, collaboratiobetween care

homes wagare. When presented with the theorin phasetwo, still somecare

home staffexpressed mixed feelings abadiie notion of collaborating with other

homes to share knowledge and expertise.
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Care assistan? C3:GYou spoke last time about how we would

FSSt | 62dzi aKFENAYy3a G4KS SyR 2F tAFS Ol

YEYEF3ISYSyld AayQid Aded L R2y Qi GKAY]
dza 3JF2Ay3A Ayild2 Fy2G3KSNI OF NB K2YSdé

Manager @: dif you care about people in the wholétbe
community why would you not share something that could

potentially help someone else in another home that is dying? It

aK2dz Ry QiU YIFIOGGSNI gKSGKSNI GKFdG LISNER2Y

2NJ 0 KS OFNB K2YS R2gy (KS NRI Roé

In sum, phaséwo identified that the use of a liaison nurse to improve
collaboration was not supported by staff who wanted to develop personal
relationships with their local services and build their own knowledge and skills.
Multi-disciplinary meetingsvere therefore highlighted as a proaot

collaborative mechanism to improve communication between multiple services
involved in providing EoLC. Additionally, ph&ge identified the use of
information technology to address barriers to collaboration sastigh

workloads and timeonstraints From this knowledge the following refined

intervention theory was developed:

Refinedintervention theory five: Use of information technology to facilitate
collaborative meetingdetween care home staff and exterrsarvice staff
(Intervention mechanishwill provide a morgime andcosteffective
mechanism for time poor services (Contextual mechanism) to share know,
and expertise and develop relationships (Outcome) and the opportunity to
utilised G F FTF Q& YSYI2K &2 NI (2 3 S (i KeBddJHiingan Y]

agency)

198



6.3 The overall intervention theoy: A crosssector

multicomponent end of life care intervention

Care home staff highlighted that more needed to be don&ims of the
deliveryand implementatiorof the intervention theorieto address the
disparities present with current EoLC education across the settoasl
proposed that combining the individual theories irdarosssector
multicomponent intervention would helmore care hanes implement the
intervention rather than keeping #intervention theories separatémproving
the overall feasibilitylt was believedhat combiningthe theories into one
interventionwould helppromote arecognised evidenebasedapproach to EoLC
acress the sectorDeveloping this level of continuity ilmportant given that
several staff commented on the inconsistency of current EoLC training and

education.

CareassistanPC2a X L 1y2¢ K2YSa R2 (KAy3Ia @S
RATFSNByGfteXed (GKS eimedifierek2YS L 62NJ] SR
GNI AYyAyJoé

Care assistant C2:a , 6 & | (i Q &®u coukizSnibine all the
aspects of your studyhe intervention theoriesito one

training packageto make iteasierfor homes to followGetting

it into as many homes is important for you because | do agree

that we need more consistengfi SYR 2F f A TS ¢

The notion of combining the intervention theories to form one multicomponent

intervention was also highlighted in the interview witke manager from care

homethreab DA @Sy OFNB K2YS ail FF@e SELISNRASYO!
manager fron care home threeoncluded thagetting the intervention into as

manycare homess possiblevould help tocontribute towardsa minimum

evidencebasedstandard of EoLC across the sector.

Manager @: éf we all went off the same sort of training it

wouldrlSf LI ONBIFGS YAYAYdzy adlyRIFENR 2F SyF
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GSQR |ff 06S F2tft2Ay3a (GKS alyYS YI 0SSN
RATFSNBYG GKAy3IEdé

However, analysis highlighted that for the multicomponent intervention to be
implemented and sustained in a diverse rangearfe homes it would need to be
financiallyviable.As discussed in chapter three altigh multicomponent
interventions were more déctive, they were rarely delivered because of
contextual factors such as high costs aeslources attributed to implementm

and sustaining then3aff from care homes one and two highlighted in phase
one that they did not use the GSFCH because of théeimgntation costs and
resource requirements, and even staff from care home three who used the
GSFCH acknowledged its higstsoThus, the data suggests that being able to
keep costs and time requirements down, is an essential attribute to ensure the
sustanability of the multicomponent EoLC intervention across the diverse care

home sector.

Manager @G: dThe Gold Standards Frawork is very

expensive for something that should be done anyway. | told

GKS D{C GKIG & ¢Sttt AlG A& OSNB SELNSY
A potential solution thaemergedfrom managerial level to lower the cosasd
best manage their limited financial resourcgasto deliver the multicomponent
EoLC interventionsinga flexiblein-housemethod of delivery For the education
delivery aspects of the interventigisuch as the workshopg)was theorised that
in-house delivery methods utilising care home stafiuld enablethe care homes
to deliver education at times convenient to them, without the need to travel or
use externabtaffto deliver it. As well as flexible delivery, it was highlighted that
for any intervention to besustainableacross the diverse sector it would netx
be free and not requir@animplementation or upkeep feelhe manager from
care home onespoke abouhow other interventionson the marketdo not

account for the diverse needs of care homes in this respect.

Manager @: dProvide us with the content farall and we can

deliver it all at once hebéthat would probably be best so |
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R2y Qi KIFI@S (2 aSyR adlFF G2 (GKS dzyA @S
deliver it at the best times for uk.would have to be accessible

to us as well, we do not want to pay anplementation fee

that is key to having an inget in all homes and that is where

the gold framework [GSFCH] fails.

Manager @G: dL.eawe it up to us when and how the education

parts are delivered because we dagliverit at times that are

bestfor usratherthan having someone come in at a set

timeX dhat justg 2 ywrnk. The topics can be seut we can

Y2dzZ R Ad FyYyR RStAGSNIAG Ay glea G2 FA

As well as financial consideratiomsgulatory barriers to implementinthe
multicomponentinterventionwere highlighted Specifically, care home $ta
expressed thathe intervention could be made mandatory to get more care
homes across the sector to implement it. It was emphasised that mandatory
training requirements are not new to the sector with someiniag already been

mandatory.

Care assistant C2 dit [the multicomponent intervention]

would definitely have to be mandatory yes or homes would not

fAAGSYy G2 @2dzd 2S | ftNBlIRe KIFIGS AG 2V
Ff NEFRé& fA1S GKAAO®DE

This is an important findingiven thatit was identified in phasene, aad the
critical realist reviewchapter threethat care homes delivered different forms
and amounts of EoLC educatitaining. For example, due to the lack of
regulation care homes used dhe-job training (sladowing) rather than

providing evidencdasedworkshops like care home three. Similarly, the critical
realist reviewidentified significant disparities in the amount of EoLC education
delivered across theector Dobie et al2016;Finucane et ak013). Thus,
although keeping the time and financraquirements as low as possible, this

data suggestthat still care home managers may choose notmiplementan
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evidencebased approach in the context of little regulation in EOLC provision in

UK care homes.

Specifically, analysis of the data collected in this study highlighted that home
managers had varying enthusiasm for change implementation. For exatimgle,
manager from care home threspoke about the passion she had for EoLC and
improving EoLC in her @home through developing the skills of the workforce.
The transcripts suggest that K S Y | {eadarshiNEnd commitment towards
EoLC was instrumental implementing and sustaining the GSFCH and giving her

staff the space and time to learn and develbgir EoLC skills.

ManagerG:ad ¢ K 1 Qa Y& LRaAGAGAGEX LQY OSNE
end of life care. When | came to [name of the care home] the

first thing | didwas get them to bring in the GSFCH, | know not

Fftf OFNB K2YSa Oly RoneffiKid 4> odzi Al Aa
Fo2dzi ftAAGSYAy3d G2 GKS adlFF XUNRAy3
great believer of empowerment and seeing the benefits of

each person. The staff cape my passion they know | want to

KSt LI 6GKSY RS@St2L) | YR KnowlINE S SyR 27F
willsupportthem{ 2> LQf f al & f &a Gt I o62dz
LX |y dE

On the other hand, this level ohanageriapassion towards Eoltining

appeared to be leking in care homes one and two. Although the manafiem

care homes one and two expressed ateiast in EOLC, they referred to high
workloads and limited finances as preventing more adequate EoLC education for
their staff (discussed in phasme: themefour). The data implies leadership style
and passion for EoOLC is a personal attribute and whit&tips, the level of

managerial passion is subjective and is likely to.vary

However, analysisighlighted a number of benefits of adopting a
multicomponent approach to delivery rather than delivering the interventions
theories separately.t ivas higlighted that adopting anore consistent approach

to EoLC education that could be implemented and sustained by care home across
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the sectormay helpaddress issues related to high staff turnover. Specifically,
findings from this study and widdterature (Gatherum 2017 suggesthat

despite staff turnover being high, care home staff often leave one home to go
onto working in another home, indictingdh staff mobility within the UK sector.
Therefore,analysigmpliesthat if homes were usingr recognisedhe same
evidence base@oLC training it would mean staff across the care home sector
would have a recognised minimum level of EoLC traidihgswhen staff leave
to go to work in another care home, they gath a recognised standard of EOLC

training.

Care assistan2 C20MF y& adl FF O02YS FyR 32 (KFGIQ
AGQa 0SSy y2¢ F2NI e8SINBAX S KIF@S I|ff
homesX¢

However, asoted in the critical realist review (chapter threte financial

insensitivity of current multicomponent inteentions is limiting their

sustainability and implementation across the diverse care home sector.

Lastly,analysis of bereaveNB5 f | 0 A §SaQ GNI yAONRLIIA &ddzZa33Sa
multicomponent and more consistent approach to EoLC education and training is
necessary to help address the stigma associated with care homeasiéthe

sector as a wholdt was evidenced that some bereai/relative held ingrained

perceptions and negative attitudes towards EoLC in care homes. Bereaved

relatives spoke about the fediney had of sending their lovesheto a care

home which was not able to deliver high quality EoLC.

BR6 C3dOne of the esseil things is the quality of the staff

first of all | had to spend many hours going through the reports

[CQC reportdnd ringingup homes because | know some are

ol Roé
Thus, analysis suggests that providingare consistent approach tGolL.C
training acoss the sectofvia the multicomponent intervention proposed in this
study) maygive the public reassurance that they are goiagyét a certain level

of care, regardless of care home.
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In sum, this final section has evidenced a need to combinéntieevention
theories toimprove feasibilityandto support more care homes to implement
the intervention.Analysis suggests that the ninbmponent intervention will

help provide the sector with a more consistent evidef@sed approach to EoLC
educationand training. Findingsuggest that adopting the multicomponent
intervention can help contribute towards addressing issues such agtafiver
and the stigma associated with care homes. However, identified barriers to
getting homes to adopt the interveion included thecosts associated with
implementation, and the enforcement such an interventioracross the UK care
home sectorFromthis data the following overall intervention theory was

developed:

Overall intervention theory:Combining thentervention theories to form one
multicomponent intervention (Intervention mechanism) will help address tf
current disparities in end of lifmare education (Outcome) by improving the
uptake and consistency of evideAsased end of life care educationcan

training across the diverse sector (Contextual mechanism) which is an oult

generally supported by care home staff and service users (HAgamcy).
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6.4 Chapter summary

This chapter presented pha$eo of data collection, which used realist

AYGSNIBASSsA yR F20dza 3AINRdzLIA (2 3IF GKSNJ LI |
intervention theories developed from phasme. The mrticipant@ respamses to

the initial intervention theoies were used to refine the initial intervention

theories. In addition, the refinement process highlighted the benefits of

O2YO0AYAYy3d GUKS AYyUSNBSyilAz2zy GKS2NheSa (2 ¥
following digussion chapter will discuss the finds of this present study in

relation to relevant literature and policy.
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7 Discussion

7.1 Introduction and overview

Continuingssues have beegvidencedn the provision of EoLC in UK care homes
inrelationtoO NB K 2 ‘¥riyjagéniehnt 1 RdRance care planning and

persisting levels of unnecessary admissions to hospital aEtdiérom care
homes(Spacey et al. 201Fhwaites et al2017;Mason et al. 216; Ong et al.
2011;Wolters et al. 2019 Yetprior to this study there was a sparsity of

research exploring the underlying processes behind outcomes related to advance
care planning and unnecessary admissions at the EoL. This gap in knowledge was
found to limit the effectiveness of intervemins deggned to improve end of life

care in cardhomes (Spacey et al. 2019).

This study hasontributed to filling this gajn knowledgeby systematically
exploring the underlying processes behind these outcomeis.eialuation
processhas provideda degoer uncerstanding othese outcomeswhy they
persist, and what needs to be done to mitigate theamdings wereused to
developsixinterventiontheorieswhich incorporate the process data into their

design.

This chaptecomprisesof four parts and brings togéter the two phases of this
study. The first part discusses thridyfindings in the context of relevant
literature and policyhighlighting where this current study adds to the existing
knowledgein the field The second padiscusesthe implementation delivery
and feasibilityof the interventiontheories in practicePart three then presents
the strengths and limitations of the study ataktly part four provides brief

reflexive diary.
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7.2 Part one: Discussion dhe key findingsin relation to existirg

literature

7.2.1 Talking about death and dyingn care homes

This first section will discuss the processes behind outcomes related to advance
care planning in care homesegpiteresidentshaving advance care plans in

place, this study evidencdte variablequality of advance care planning
discussionsFindinggevealedhow education mechanisms mostly focused on
information gathering combined with 2 YS O NB dmdtioral a il FFQa
reluctanceto discuss death and dyingnda taboo culture in care homashich

impacted on their ability to engage in advance care planning discussions with

residents and relatives

In terms of human agencfindings identified that some care home staff had a
reluctance to talk about death and dying. It was found that care homé& dfaé
backgrounds, cultures and personal experiences influenced how they
approached death and dying when delivering Edldvever, nost literature
reports on supporting care horsaffto manage the cultural needs and
backgrounds of residenteceivingeoLGGivler et al. 2019with only a handful

of studiesreportingon howOF NB K2 YS aidl ¥ T QsanddBting 2 y I f
can influencenow they approach death and dying in the care home (Hall et al.
2011;Xiao et al. 201) For exampletall et al. (201)thighlighted a laclkf
confidencen staff from different cultures towards death and dyiddthough,

the findings from this present study suppdiall et al., it was found that
reluctances to talk about death and dying were experienced by all care home

staff, not just those with cultural beliefs

This collective difficulty in relation to talking about death and dying led some

care home staff to &ve less sympathy and understanding towards their

O2ftt SI3dz2SaQ Odz (irmNSainpld, gespitedahOneItiR dzy R & ¢
recognising diversity in the workforce, they did not expibet differentcultures

and backgroundsf their colleagues$o hinder dscussions about death and dying

0SOFdzaS Al ARYRLINIG 2FF BXKSVRRrAWEaBk 1y 20
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of understanding and suppohtas implications for practice @gobalisation has
resulted in increased cultural diversity in care home®ssithe world (World
Health Organisation 2019Yloreover, n the UK, recruitment and staffing
difficulties in cae homes havéncreasedheir reliance on skilled and unskilled
migrant labour from the European Unidimdependent Age 20)6This reliance
on migrant labourand globalisatiorhas led to anore diverse care home
workforce with different cultures and backmunds.Therefore,although dl care
home staff to an extent found it difficult to talk about death and dying, these
findingssuggest that more needs to be donegmvide care home staff witthe
knowledge to help them recognismda dzLJLJ2 NI S lifférént caltirésS ND a R
and backgrands and the potential impact this may have on discussions about

death and dying

There was also evidence to suggest that some care home staff were did not want

to talk about death and dyintp avoidupseting residents. Thisvas particularly

apparent wih residents with dementia. Specifically, some care home wsterfit

straight to the next of kin to conduct the advance care plan as bedigved that

residents with dementiavould not understand and would become tamset if

they discussed death and dyimgth them. This poses implicati@for practice

not only because of the rising numbers of residents living with dementikin

carehomes [ £ T KS A Y S NI & butb2dauséSrésdarch amfgutitht

residents who areognitively impaired such ahose living with dementia heae a

greater chance of beingnnecessariladmittedto hospitalat the EoL (Perrels et

al. 2014)Moreover,the! f T KSAYSNRa {20ASide KFra f2y3a O
dementia tobe able to contribute tadvance care planningisassions, even if

they lackOl LI OA G & 6! f 1 KSastdpatiyan flfciabel rBering H N1 M H U
one day a resident may be able to understand more than on another day

( £ T KSAYSNI A Therefdde, itsley foncarempme sif to ensure that

residents living with dementia have an advance care plan in place which reflects

their needs.These findings again suggest that need to provide care home staff

with the knowledgeto be able tosensitivelyengage in dicussionsibout deah

and dying with a diverseangeof residents, including those with dementia.
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As well as the needs of residents and relatiVieglings from this present study

AYLIX @ adlFFQa | 92ARIFYOS 2F OdsyddStNBI GA2Y a
protecting theirown emotional wellbeing. Specificalpnalysis suggested that

some care home staff avoided the subject of death and dying with residents as a
defensemechanismSimilarbehaviour has been found professionalsvho are

regularly exposed temotional andraumatic experienceury et al. 2014 It

has been found that being continually exposed to these situations without

support can lead t@ompassiorfatigue, whichisdescribed as state ofmental
exhaustiontriggeredby adecreasedbility to cope witheverydaysettings

(Baranowsky et al. 1999

CAYRAY3Ia FTNRY (KAa &addzRe &adzaasSada GkKIFG OF |
compassion fatigue was avoidsensitive subjects with residents and relatives

about death and dyingdowever, thidoehaviour(reluctance appeared

detrimental toOl NB K2YS &ail FFQ& | 0 Advahdeeéa G2 Sy 3l 3
planningconversations with residents and relativ8%is issue is explored further

in regard to support for care home staiff section7.2.4

In terms of contextuaechanismsaningrainedtaboo culture associated with

deathand dyingwas evident irthe care homes whickvas found to negatively

impact a discussions about death and dgi Ataboo culturein relation to

death and dyindnas been previouslgecognisedoy Hockley et al. (2005) and Hall

et al. (2011who reported a covert culture in care homes whialegatively
AYyFtdzSYOSR OFNB K2YS & Irdlafion o talki®gNO S LIG A 2 v &
about death and dying with residents and relatinveshe care homeHowever,

this culture is not confined to care home settin@sre (D14) discusses that a

taboo culture surrounding death is ingrained in UK sociBltyis,Gireaddsthat

in order to implement change, theegativeperceptions of deatfanddying first

need tobe addressed ad societal level.

Despitedeathbeing moreopenly accepted in Swedish culture compared to
countries like the UK, a recent study looking at Swedssk homes has reported
similar results to the ones found in tHiK basedtudy (Alftberget al. 2018)
SpecificallyAlftberget al. found that despite using advance care planning to
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guide conversations, staff fetield back by their own reluctance to discusath.
Similarly, Morin et al. (2016) reported that discussions about death occurred
with a minority of residents and relatives in care homes in countries such as the
Netherlands, which again traditionally Y@a more operand acceptingulture
towardsdeath (Gibbs et al. 2016).

This persisting cultureamongstcare home staféven intraditionally more
acceptingcountriesmay be explained by looking into educatiéindings from

this present study suggest thét NB K 2 Yiéws and tuufeQtawards

death and dyingan be influenced by educatiowisnewski2015) arguesthat

educationfor registered nurseg mostcountriesis still predominately focused

on life preservationand what nurses can do to save livEkis is important as it

has been found thathe traditional medical focus of education for healthcare

professionals can infence how they perceive death and dying later in their

careers(Burger et al2018) Thus, theséindings imply that current education
YSOKIFyAayYa OFly KIFI@S |y AYLIOG 2y adl ¥¥Qa

as part of advance care planning conversasion

Despitethis, it was apparent that most education and training pertainiog

advance care planningasfocusedon information gathering, rather than

providing staff with the knowledge to be able to sensitively engage in discussions
about death and dyingrhisapproach to education and training issurprising

given current researchnd interventions in the field arerpdominately

concernedwith numbers of advance capans QO'Sullivan et al. 2016; Kinley et

al. 2014;Finucane et al. 2013; Temkidreeneret al. 2017. Whilst the numbers

of advance care plans in place are important, findings presented in this study
suggest that more needs to be done to support staféensitively engage in
discussions about death and dying as part of their training tp meprove the

guality as well as thguantity of advance care plans.

These findings on intervention mechanisms, contextual mechanisms and human
agency were used to develop intervention theory omdnich proposed the use

of educational workshops with conmtéfocused on gpporting staff to snsitively
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discuss death and dyinghe review of current interventiapresented in

chapter three identified that workshopsan bebased around preelectedareas

of contentand help reduce the dissemination of nenidence based poor
practice(Finucane et al. 2013/layrhofer et al. 201§ This is important ase

most common education mechanism used in the care homes was shadowing or
on-the-job training. However, it was evieht that shadowing was often not

based on evidnceandinstead relied on the expertise of more experiedstaff
members. ConsequentlyVilson et al. (2009) and Schuler (2015) argue that
although shadowing can be an effective method to bridge thelzgtpreen

theory and practice it can lead to care herstaff passing on their perceptions
and attitudes to others. This is relevant as it was found that some care home
staff held negative views and cultures in relation to death and dying. Therefore,
the workshops can be used to accompany current methodsdofcation such as

shadowing to provide an evidendmsed foundation.

Moreover, finding suggest that workshopsnable a diverse range of care home
staff to be involved. This important because it was foud that staff with non
formal caring roles such &®usekeepingtaff had a significant experiential
impact; bereaved relatives noted the relationships they developed with these
staff and how they helped pass on information for advance care plans. Despite
this, it was found that staff with noformal carirg roles were excluded from
modes of education such as-#me-job training.This is important and highlights
an underutilised resource as ancillary roles including administrative,
housekeeping and cooks nmakip 11% of the workforce across the UK care home
sector (Griffiths et al. 209). Moreover, given the limited resources and staffing
challenges within the sector (Bulman 2017), utilisamgl recognising the value of
the whole workforce is essentidlhese findings consequently suggteit a

valuable resorce is being undervalued and poorly prepared.

As well as including a diverse range of care home staff, bereaved relatives
expressed thathey wanted to participate in the education of care home staff in
this area to share their viewpoints and experiendeench(2004)found that

includingthe different perspective®f residentsandrelativescanform an
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important part of learningfor carehome staff by exposinghem to different
perspectivesNonetheless, it must be remembered that vulnerable groups need
to be protected and not made more vulnerable. For example, bereaved relatives
are associated with high levels of distrekei{manet al. 2014).Therefore,in

order tosupportvulnerable individuals such as bereaved relatives, strict ethical
codes and guidaes should be set, and researchers must diligently respect and

listen to recommendations (Dyregov 20@ilmanet al. 2014).

7.2.2 Maintaining personcentred end of life care

Despite the importance ad personcentred approacho care,it was identified

thal G261 NRa&A (GKS SyR withidsgasdy oifportiyiagh RSy G a Q
out of hour shiftssomecare homestaff had an isreased tendency toverlook

residents emotional and social needs amahtribute towards unnecessary

admissions at the EoL.

Clnical judgement is a process key in nursing in which a decision or conclusion is
reached based on a process of observation, ottt and analysis of available
information Standing 201;7Potgieter 2012). Despitmistakes in clinical

judgment being one ahe main causes of adverse events such as unnecessary
admissions to hospitathe current body of literature has tended to focus on

clinical judgements from a nursing perspecti@dan et al. 2016; Potgieter

2012, with much less emphasis on exploring ttlecisions and experiences of
non-registered care home staff such as care assistdiis is important as it was
evident throughout thigresentstudy that nonregistered care home staff also

have important decisins to make in terms of providing EoL@he home, and

like registered staff poor judgments/decisions can lead to adverse events.

In terms of contextual mechanismswas identified that care home st&¥fa
decision making out of hours was negatively itiea by less support from
managers and fger experienced colleagues to receive guidance frGorrent
literature suggests the issuaslated to thelack of experienced support out of

hoursare only getting worsen the sectordue to recruitment and staffig
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shortages, causing care homes to refiyfewer and less experienced staff to
deliver EoLC (Griffiths et al. Z)1Literature oftenassociateshe low pay
associated with social care jobs and the lack of progression and training
opportunities for registeed nursedor staffing issuesGershliclet al. 2017)
However, the recruitment and staffing shortages amg unique to care homes
and arebeing experiencedyphealthcareservicesacross thdJKas a result of a
lack of funding and an increasing demand on existing ser¢@eshlick et al.
2017 Cooper et al. 2017)or exampleMorris (2017) reports that these funding
and staffing issues have had a particular influence on district nursing guppo
Analysis published by the Queens Nursing Institute (2018) has highlighted that
the number ofadmissions intodistrict-nurseprogrammeseducedby 2.5% in
201617.Furthermore, @spite policy initiatives pushing for more EoLC in the
communityinvestmentin the UK of specialist district nursing education and

training has fallenNlorris 2017.

The impacbf the lack of funding was noted in this present study, particularly in
the residential care home&aff working in the residential home expressed they
had an increased tendency to call emergency services because of the lack of
support as they &d no onsite nursing.Davieset al. (2011) and Handley et al.
(2014)also reportedthat staff working in residential care homes had a greater
reliance on external services than nurshme staff as they rely on district
nurses who are not always on sit@ndinggrom this present study suggest that
at 01 27F &dzLJLJ2 NI A v @libicdSudgm8nRandeEisidB K2 YS a il
making skillsSpecificallyit was apparent thatare home staff who felt
unsupported were more likely to focus &hS & A Ri8dical Be€dsand contact
emergency serviceédlthoughthis response wasiore pronounced in the

residential home it was also apparent the nursing homes.

Al O1 27F &adzZLLR2 NI gl a y2ad GKS 2yfte FIFO0d2N
judgments and decisionf regardto human agencyit was evident that some

OFNB K2YS aidl FFQa RS Oleapr®ifingEdLPasy 3> | YR 21
influencedby a fear of responsibilityspecifically, some care home staff

highlighted they would call emergency services to geeathinvoled, despite
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residents wishegp help relieveand shareghe emotionalresponsibly This
responsehighlights anothedefencemechanism used by staff to protect
themselves fronthe emotional traumaof death Previous research has identified
the emdional journey care home staff go throughhile delivering EoLC, which
hashighlighted that they canexperience stress, anxiety and grief when caring for
residents at the Eo(Vandrevala et al. 20)7/Marcellaand Kelley2015) found

that theseemotions are often hghtened in care home staff wHmecome
emotionallyattachedcloseto the residentsthey care for, as they often find

detachingfrom these residents difficult.

However, developing close relationships with residents is part of the psoce
delivering EoL@unk et al. 2017; Wilson et al. 200@ilson et al. (2009) found
that care home staff develop close relationships with residents primarily through
frequent interaction during care deliverywhich Funk et al. (2017) fouradten
leadsto staff seeing resients as family and developing close emotional bonds.
Moreover, close attachments and relationships with residents form a key part of
personcentred approach to car@Barryand EdgmanLevitan2012) Thus, @spite

the importance of devieping relationshipsvith residents findings from this

LINS&aSyid aitdzReé adzZa33sad GKIFG OF NBecaKk2 YS

contributeto their on their decisiormaking skills and use of emergency services.

In addition to the closeelationships with residentdindings suggest thatome
care home staff were fearful dflame andetting residents die in their care
without medical interventionSimilarly,Rapaport et al(2018) and Perkins et al.
(2016)foundthat staff working in cag homes often felt doing somethin
medical would help protect therfrom blame thus often made a clinical
judgment to get emergency services involvBarclay et al. (20)4ound that
this response can be heightened in cases where residietkned suddenly and
unexpectedly which was foul to dten lead to staff panicking and resulting in
some staff going againstsidents documented wishe$husthe judgment and
decisionmaking of care home staff can be influenced by a range of fackbese
is thereforea need foreducation and traimg to prepare all care home staff (not

just nursing staff) with the knowledge and confidence to make informed
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limited.

One meclanism used to support care home staff to makereobjective

decisions in these situationiscodingsystem used agart of the GCFCHGSFCH
Good Practice Guide 2014). The coding system used in care home three colour
coded residents based on their proximio deathwith blue indicating months

and red ndicating dayseft to live. Although the coding system may help care
home staff make decisions and plan for uncertainty and the different trajectories
of decline findings suggest it does not help address tinderlying factors

outlined in this present stdy. Specifically, it was apparent that sosse home
aldl FFQa R Svasiimpackey by YakttdrshsycH gmeir close relationships

with residents andheir perceptions and attitudes towards death andily.

Nonetheless, the findings of this study gegt that shadowing was used to
accompany the coding systemithough shadowingangive care home staff the
chance to ask questions and follow the lead of more experienced senior
colleaguesNlayrhofer et al. 201§ it often consists of following and copyj
rather than critical thinking and challenging existing practice and ideesaf et
al. 2016 Wiig et al. 2018 Furthermore as discussed in chapter thrisss
experienced and newer membgof care home staff can oftelbe afraid and
unlikely to challege their more senior colleagues during shadowi@iB(ien et
al. 201§. This is important aBapathanasiou et al. (2014ylds that critical
thinking makesup an essential component of decisiomakingas it leads to the
guestioningand challengin@f existhg ways of practicevhich is necessary to

understandwhy something is being dorie a certain way

As a consequenc@tervention theory twoproposes the need foeducational
workshops focused on promotirand supporting critical thinking within the care
home workforce. It is theorised that this will halgform judgments and
decisiongnade by stafto maintain a persoftentred approach, especially
situations whee support is guidance is limitezhd emotions are highrhe
workshops can be accompanied slyadowingo help bridgethe gap between
theory and practice and giveare homestaff a chance to use their critical
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