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At the time of the thesis submission and Viva, the interventeacribed in this
thesiswas called PAMUK, with the original PAMI being referred to as PAML

Since the submission, there has been further discussion with the Danish PAMI team
and further development of the PAMI interventions in the two countries. We have
agreed that the intevention developed during this PhD studentship will be called
PAMIModified (PAMIM), with the original PAMI being referred to as PAMie
interventionhas beerreferred toas PAMIUK in thethesisthroughoutto maintain

consistencybut future publications will refer to the intervention as PAMI
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Background Peoplelivingwith dementiain carehomesoften havedifficulty
communicatingPersonAttuned Musicallnteraction(PAMI)is a musictherapyskilk
sharingtrainingtool originallydevelopedin Denmarkthat aimsto raisea G I ¥ F Q&
awarenes®f musicalinteractionsto encouragehem to usecommunicationforms
that remainaccessibleo residentswith dementia.Thisstudyaimedto translateand
adaptPAMIfor the UK before evaluatingthe adaptedinterventionin UKcare
homes.

Methods ¢ A narrativesynthesissystematiaeviewinvestigatedhow carehome
musicinterventionsfacilitate socialinteractions.Theresults,alongwith expert
consultationswith carestaff andthe Danishteam, guidedthe culturaladaptationof
PAMIUK.PAMIUKconsistsof a 3-hour online trainingwebinar,a manual,and
fortnightly reflectivesessionskorthe manualfield-testingstudyfive staff-resident
dyadsfrom three carehomesparticipated,with PAMIUKimplementedfor eight
weeks.Themanualevaluationstudyincluded19 dyadsfrom four carehomes with
PAMIUKimplementedfor 18 weeks.Qualitativedataincludeddiary entries, post-
interventioninterviews,reflectivesessiortranscriptsandresidentquestionnaires.
TheevaluationstudyadditionallycollectedquantitativedatausingSCIDS,
QUALIDEMYIIDASand M-NCASThestudiesexploredthe suitability, usabilityand
readabilityof PAMIUKandthe impactthe interventionhad on staff and residents.
Resultsg Thefinal PAMUKIntervention consistsof four elements:TheVoice
exploresthe musicalparameterswithin the voiceincludingtempo, pitch, and
volume.Framingfocuseson assessingndalteringthe carehome environmentin
relationto sounds BalancingxploresNBS & A R8I (i Raiotisaldndemotional
state. Connectingocuseson usingmusicto createmeaninginteractions.Resulting
from the systematiaeviewandexpertconsultationsthe courselayout,duration,
andtrainingfacilitator wasaltered. Ratherthan the interventiontrainingmusic
therapiststo train carestaff, PAMIUKwasculturallyadaptedfor the PAMIUKteam
to train carestaff directly. Themanualfield-testingand evaluationstudies
demonstratedstaff successfullymplementingall four PAMIUKelementsadapting

skillsto NB & A Reéegsihifhdughthe manualwaswell receivedby staff, the field-



testingstudyhighlightedseveralkeyareasrequiringrefinementincludingproviding
information on usingPAMIUKIn groupsituations,creatinga recapsheet,and
reflectiveprompt sheets.Thequalitativeanalysisshowedthat staff alteredtheir
behaviour,andsubsequentlyresidentbehaviourchanged Both staff andresidents
reported beinghappier,lessstressed and calmer,which had a positiveimpacton the
carehome environmentand subsequentlymprovedtaskefficiency.SCIDScore
increased P=0.04)suggestindghat staff felt more competentin caringfor residents
with dementia.Resident§lensebehaviouralsoimproved(P=0.03).

Conclusion Thesystematiaeview, staff consultationsanddiscussionsvith the
Danishteam ensuredthat the manualwassuitablefor UKcarehomeswhilst aligning
with the originalprincipalsand components PAMIpromotesthe embeddingof
personcentredcareinto NS & A Ra&lyivesti®ughmusicinteractions,making
residentsequalcommunicationpartnersregardlesf their languageabilities. Staff
demonstratedthe developmentof ¥ R 2 é A (@#katbnshipsbuilt on independence
andthe personbehindthe dementiadiagnosisBoth carehome studieshad high
dropout ratesand missingdatadueto the researcherdeingunableto attend care
homesowingto COVIBEL9restrictions.Thetrainingwasdeliveredremotelyto
adhereto the COVIBL9 guidelineshowever,this madeit difficult to determine
whetherthe interventionwasimplementedcorrectly.Futureresearchis neededthat
addresseshe methodologydifficultiessuchasonline delivery,highdropout rates,
andlackof personswith dementiaperspective PAMIUKhasthe potential to change

carehomeculture, whichfuture studiesshouldexplore.
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1. Introduction

1.1 Dementia

1.1.1 DefinitionandPrevalence

The advances in technology, medicine, and education in tHead 2Ft centuries
havedecreased early mortality rates ammtcreased life spatWorld Health
Organisation and Alzheime@iseasdnternational, 2012). Although in developed
countries living over 65 Isng establishedthe life expectancy in developing
countries haslsoincreased, making the ageing population a global trend (Eloyd
Sherlock, 2004, P1(Pne consequencef the ageing population ithe increasing
trend in diseases and conditions generally observed more in older ages, such as

dementia (Prince et al., 2007; World Health Organisatiod9p0

Dementia is a syndrome encompassovgr 100degenerative and progressive
diseases (Lindsay, 2008; Natiohmatitute of Health and Care Excellen@oL8§;

Ridder, 2008 The International Classification of Diseases-IOxategorises
dementia as an acquired brain syndrome characterised by a decline in cognitive
function, which ishot entirely attributed to normal ageinf/Norld Health
Organisation, 209). The cognitive decline must affect the individual's ability to
complete Activities of Daily Living (ADIHe most common dementia types are

I £ T KSAYSNDE%RVascHdr Bethentiact#iD%), Dementia with Lewy
Bodies(Mm >0 YR CNBYG2GSYLR2NIYf 5SYSyilail
Gaugler et al., 2016; Lee, 2011; Prince et al., 20¥4)Ist dementia is predominantly
diagnosed in adults over 65, it can develop at agg.From age 30 to 95, prevalence
rates double every five years (Prince et al., 2007Ahdseover 65's, there is a one
14 prevalence rate, which increases to one in six in over 8@€14,55 million
individuals worldwide were diagnosed with dementiath expectedprevalenceo
increaseto 78 million by 2030 and 39 million by 2050\ orld Health Organisation,
2021). Currently mostdementia diseases are incurable (Jalbert et al., 2008
prevalence rates and incurability makesngentia a public health concern that
significantly impacts individuals, familiegmmunitiesand the economy (Young

Dementia UK, 2021).
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1.1.2 Symptoms obementia
Dementia is characterised ka/decline in cognitive function that impairs daily living.
A dementia diagnosis requires a decline in two or more cognitive functions, which

cause impairments, excluding alertness or attention (Oh & Rabins, 2019).

Although common symptoms exist that indicate dementatdrs including affected
brain areas, lifestyle, personality, environmental factors, other health conditions,
dementia type and dementia severitgsultin variations in symptoms between
individuals. The symptoms can be categorised into cognitive and psychological
changes. Cognitive symptoms include memory loss, visual and spatial impairments,
problem-solving impairments;onfusion,and disorientation. The cognitive

symptoms have previously been reffed to as the 7 & (Puxty et al., 2009)Table

1.1), particularly on care@support websites.
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Tablel.1 The 7 A ¢ Dementia (Puxty et al., 2009)

Symptom Description Behavioursexplained
Anosognosia Lack oknowledge The individual lackknowledge of their T Poor judgment _ _
of the illness impairments. They have difficulty accepting 1 Poorpro.blen.}solwnge‘lr.lg planning
change in their ability and need extra suppo 11 Overestimation of abilities
and assistance. f  Unaware that they are in hospital or a leng
term care home
Amnesia Loss in memory  Individualsdo nothave access to lorgrm T AnX|et>/ causgd due to mformat_lon overload
memory, meaning they are no longer 1 Accusing family members of things
consciously learning. They start to forget 1 Unable to remember how to complete familia
most recently stored memories, leading to tasks
individuals only accessimgrliermemories. 1 Repeating questions or behaviours
Therefore, they can believe they are still livil
in thattime.
Aphasia Loss of language Individuals may be able to express themsel T Communication difficulties
but unable to understand others' 1 Misunderstanding between individuals
communication. Alternatively, they may be T Social isolation and withdrawal
able to understand others' communication T Word substitution
but unable to express themselves. 1 Revertto their first |anguage if b|||ngua|
Agnosia Loss of Individuals are unable to recognise and T Do not recognfse family memt?ers and. friends
recognition respond appropriately to stimuli. T Do not recognise themselves in the mirror,
o _ _ which causes anxiety
The stimuli can be visuguditory, or 1 Believe that they are still at a younger age
somatosensory. . :
1 Inappropriate sexual behaviour
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Inappropriate use of objects

Apraxia

Loss of purposeful Individuals cannot plan and execute a task'

movement

steps in the correct order.

Inability to coordinate movement for a task
such as dressing

Shift from task due to being easily distracted
Agitation and frustration are experienced whe
the individual feels the task is too challenginc

Altered
Perception

Loss of visual
perception

A change in the way an individual views the
environment. They may experience visual
distortions.

Resistance to bathing due to the inability to
judge the depth of water

Jumping over dark thresholds or flooring as
they believe it is a hole

Avoid flooring with bold patterns
Misinterpret objects, might not see a person
sitting on a chair

Believe people onelevisionare in the room

Apathy

Loss of initiation

Anindividual experiences the inability to
initiate communication or activities.

Will not eat food in front of them unless
instructed

Can spend most of the day in silence unles
someone starts the conversation
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Although the classification of dementia in the ICD or Diagnostic and Statistical
Manual of Mental Disorders (DSM)eknot identify psychological and behavioural
elements of dementia as a defining feature, their assessment is criticaljéCaret
al., 2012). Assessing psychological and behavioural symptoms can aid in identifying
dementia type and treatment decision€érejeira et al., 203 McKeith & Cummings,
2005). Behavioural and Psychological Symptoms of Dementia (BPSD) or
neuropsychiatric symptom@able 1.3 consist of a cluster of heterogeneous ron
cognitive symptoms and behaviourstlor, 2018). Similar to cognitive symptoms
the BPSDs experienced, severity and onsef batweenindividuals. BPSDs
significantly impact both the individual with the diagnosis and caregivers due to
increased cognitive decline, greater risk of falls, increased carers burden, earlier
institutionalisation, increased medication ys:d decreased quality of life for the
individual with dementia and their caregivers (Finkel, 200@garly all individuals
with dementia will experience one or moBP SRluring the condition. Prevalence
rates vary between studies, but around tvtloirds of individualsvith dementia
experienceone or moreBPSB (Devsheet al, 2015). Unlikeognitive symptoms,
which progressively decline, BPSDs fluctuate episodically, with the timing of

symptoms being unpredictable (Kaketsal, 2015).

Dementia is broadly referred to in three stages, mild, moderate, and severe. As
mentioned previously, the symptoms and progression vary between individuals
(Finkel, 2003t.awlor, 201&ales et al., 2015The BPSDs may develop and then
reduce or disappear at later stages or vary dargking it challenging to assign
individuals to the stages exactly. Nonetheless, the stages give an overview of what

may be expected as the condition progresses and worsen.
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Tablel.2 Behaviour and psychological symptoms of dementia (Finkel, 2003; Kales et al.,
2015)

Symptoms

Delusions
Hallucinations
Agitation
-Shouting or screaming
- Verbal abuse
- Physical abuse (kicking, punching)
- Resistance to care
Aggression
Depression
Anxiety
Apathy
Disinhibition
Irritability
Affective lability
Restlessness
- Wandering
- Pacing
- Fidgeting
Sleep disturbance
-Sleeplessness
-Nighttime waking
Shadowing

1.2 Sociological models of dementia
Dementia ipredominantly situated within the biomedical model, which reduces the

individual to their symptoms, disregarding their identity and other attributeszfo
et al., 2018Milne, 2020). Viewing dementia through the Biomedical model results in

an emphasis placed on an individual's difficulties and deficits rather than their
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capabilities. Meaningful actions cée reduced to products of symptoms, leading to
certain behaviours being coined 'problematic’ rather than being observed as justified
behaviours in relation to the situation or as a form of communication (Beard, 2004;
Cden-Mansfield, 2000). Reducing individuals to their symptoms dehumanises and
depersonalises them, resulting in the stigmatisation and discrimination within the
media, the public's perception, servicesd policies (Higgs & Gilleard, 2017; Nolan

et al., 2@6; Nguyeret al, 2020). Individuals with dementia have been viewed as
living without mind, losing oneself and referred to as a living death, raising debates
around the rights of individuals with dementia (Jellinger, 2010). These views are
rooted within the field, with tke word dementia coming from thie | (d&nyensy
meaning 'out of mind'. Therefore, there is a lesiginding perception that will take

time to change. Viewing individuals with dementia as losing their identity and self
creates the perceptionf them being different to the rest of society (Naue & Kroll,
2009). The concept of 'otherness' creates a divide between 'Us' and "Them', which
can lead to people with dementia being treated as less of an adult human and
instead treated like a child, animals, inanimate objects or as if they were dead (Naue
& Kroll, 20®; Speering & Speering, 2021).

While people with dementia can be perceived as 'other' at the same time, people
without dementia can also identify with the 'other’, creating high levels of fear and
anxiety around their own ageing (Naue & Kroll, 20Research has suggested that

the fear of dementia can relate to the loss of control and awareness, behavioural
changes, concerns about not recognising family members, the loss of independence
and fear of being a burden. In the early stages of demertt@fear and anxiety
surrounding demend increase as a result of concerns about the unknown
progression of the condition, the fear of future losses and the reaction of others to

their diagnosis (Riley et al, 2014).

Individuals with dementia can experience negativity from others when disclosing
their dementia diagnosis with the negative stereotypes and societal attitudes

experienced by some, leading to the person with dementia feeling negative about
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themselves, which negatively impacts their identity (Riley et al., 2014). The word
dementia evokes preconceived ideas and misconceptions which can be placed on the
individual with dementia before there is time to understand the subjective

experience of thendividual, leading to the stigmatisation of dementia that is
experienced in society (Reed & Bluethmann, 2009). The negative response from
others can lead to individuals choosing not to disclose their diagnosis to friends,
family, and employers as theydieashamed, leading to them withdrawing from

society to hide the signs of dementia (Riley et al., 2014).

As mentioned previously, the changes in an individual's behaviour result in those
with dementia being perceived as losing their identity and sense of self. It is argued
that a sense of self is vital for humans as it means that we know that we are, who we
are, are proud of our abilities, and feel respected by others (Norborg, 2019). While
many individuals can be confident they have a sense of self, it is questioned whether
people with dementia can achieve these concepts partly due to dementia symptoms
and patly due to others' perceptions of dementia. If one loses their sense of self,

this creates the assumptions of loss of agency and citizenship status that can lead to
debates around the human rights of a person wagmentia Kontoset al., 2017).
However, there is no consensus on whether the self is preserved during dementia.
Sabat & Harre (1992) proposes that each individual has three selves. Self 1 is the self
of personal identity that expresses our embodied experience as a singular
continuous person lodad in spacetime, and local moral order. This self is

manifested when we speak in the first person. Self 2 concerns how we perceive
ourselves in the moment and our beliefs about our physical and mental attributes,
such as height, weight, and educational achievement. Sdntigege attributes are
unchangeable, while others will alter throughout life. Self 3 is the social personnel,
which is how we present self 1 and 2 to others; this self changes depending on the
situation and the other person's perceptiolh has been argued that aspects of the

self can be and must be preserved in people with dementia as they can assess
internal states such as feeling cold and pain, and moments of lucidity would be

challenging to explain if the self was lost entirely (Nayb2019). However, to
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preserve the sense of self, the individual may rely on the support of others. Self 1 is
unchangeable; however, self 2 and 3 can be impacted by the condition's progression.
The impact a self 2 and 3 can be limited with support from others, such as making
the individual feel seen and heard, providing opportunities for the individual to use

their abilities,and ensuring the person feels proddyed,and acknowledged.

Slowly society is moving away from positioning dementia solely in the Biomedical
model, with several sociological approaches being proposed in an attempt to
reframe dementia and the experience of individuals with a diagnosis (Milne, 2020).
Kitwood is a craial researcher in changing the societal views of dementia with his
proposed approaches of malignant social psycholpgysonhoodand person

centred care (Kitwood, 1997). As mentioned previously, other people's attitudes and
views significantly impact andividual with dementia, by the loss experienced being
amplified, leading to the reinforcement of depersonalisation resulting in them being
ignored,dismissedand marginalised. Kitwood introduced personhood and person
centred care to humanise people with dementia, focusing on the subjective

experience of each individual to determine their care and treatment.

1.2.1 Y A U ¢ P@domentred Careand Personhood

Human experiences are subjective; individulahvedifferent emotions, preferences,
and needs (Kitwood,1997), this subjectivity remains after a diagnosis of dementia.
Not only will individuals' dementia symptoms and experiences differ from others, but
their life history, preferencesaind needs also differ. Persaentred care recognises
the individud Q& & dzad&Wedging thiaidgairments, abilities, and the
person behind the diagnosis (Kitwood, 1997). The theory aims to recognise the
message behid behaviours or communication that seem nonsensical. Person
centred care also acknowledges that the care for an individual with complex
conditions should be mukldisciplinary. Teams should include healthcare
professionals, family members, and the induadl with dementia, with the

individuals being active partngmn their care and treatment decisions (Coulter &
Oldham, 2016).
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Care provided should be cooperative and reciprocal rather than done 'to’ or 'for' the
person (Kitwood, 1993). Care should be tailored to individual with their preferences,
needs,andbeliefstaken into account to maintain their identity and personhood.
Personhood is "a standing or status bestowed upon one human being, by others, in
the context of relationships and social being. It implies recognition, respect, and
trust” (Kitwood, 1997, P8). Personhood is vital for society and carries ethical
connotatiors; certain rights exist for a person, including the right to respect and
privacy (Kitwood & Bredin, 1992). When viewing individuals with dementia through
the medical model, it is easy to reduce them to their diagnosis (Kitwood, 1990).
Some individuals belve that the characteristics of a person require the capacity to
think, communicate and reason logically, therefore, excluding many individuals with

dementia (Harrison, 1993).

The persorcentred model acknowledges thedividual, consideringhdividuals'
psychological, social, and emotional needs (Kitwood, 1997). Kitwood believed five
fundamental psychological and social needs are required for an individual to
maintain their personhood and experience a good sense oflvelig Identity,
Comfat, Attachment, Inclusion and Occupation (Kitwood, 19%iyre 1.1)These
five needs connect to the overarching need for love. Despite Individuals with
dementia experiencing impairments their abilities they still require all six needs
However, these needs can easily be forgotten during dementia care, especially in

care homes.
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Comfort

with others

Feeling comfort is the need to be
warm, dry, clean, fed, and watered.
Comfort also refers to the need to
have a sense of closes and to bond

Attachment

The need to connect to others
or something. The need to

belong
Love
Everyone needs to be
loved and to love
someone
Inclusion

The need to be a part of
something

Figureldm YA G622 RQa
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Identity

The need to have a person
identity. The factors and
preferences that make us who
we are

Occupation

The need to be occupied by
something that allows a sense of
purpose and self-worth

ySSRao® ¢

needs that all individuals require to maintain a good sense of wellbeing are Attachment,

Inclusion, Comfort, Occupation, Identity and Love
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1 Valuing people with dementia and those who care for them

Treating people as individuals

1
1 Looking at the world from the perspective of the person with dementia
1

A positive social environment in which the person with dementia can

experience relative welbeing.
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1.3 CareHomes

Many cognitive, behavioural, and psychological symptoms significantly impact an
individual's independence, ability to complete daily tasks and remain healthy and
safe (Galleet al,, 2008). In the early stages of dementia, individuals may live

relatively similar to prediagnosis with minimal assistance. However, the progression
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of the condition leads to additional supposither formal or informalbeingrequired

to completeADLssuch as bathing, dressing, eating, and ensuring safety (Desai et al.,
2004). Policies aim to extend the time people with dementia live independently in
the community (Nolan et al., 2008). Family members and friends as informal
caregivers are vital to enseiindividuals can maintain some independence.
Approximately twethirds of individuals with dementia live in the community
(Alzheimer's Disease Internanal, 2009). The required time and caring

commitments depend on the dementia symptoms and severity, but caring demands
and responsibilities are generally challenging and increase with the condition's
progression. When an individual's impairments no lorgew for sufficient and safe
independent living, the decision may be made for them to enter {@mg care. For
some, this may be early in the condition when suitable support networks are not in
place; for others, this may be when informal or formal cavers are unable to fulfil
caring demands in the community. Informal caregivers may be unable to continue
supporting the individual due to inexperience in critical care, lack of available time,

other commitments,or caregiver's health (Lindsa®008 Quince, 2013).

1.3.1 Type ofCare Homes
Longterm care facilities vary in their degrees of support, from sheltered living to

nursing care homes. This thesis focuses on residentiaharging care homes and
will refer to them as care homeApproximately 69% of all individuals living in care
homes have a dementidiagnosigPrince et al., 2014). Residential and nursing care
homes provide 2éour care by trained care staff, with the degreesapportvarying
depending on symptoms and severity. Nursing homes have the addition of a
registered nurse because typitaihe residentslivingthere have more complex
medical conditions that require additionaledicalattention. Some care homes in
the UK are registered as demenspecialist; these homes aim to provide care by
knowledgeable staff trained in dementi@lthough individuals do not have to reside
in the specialisttementia carehome, nonspecialishomes may lack the knowledge
and experience to manage the challenges associated with deméssiding to

unmet needs (Alzheimer's Society, 2007).

34



¢tKS | RdzZA G a20AFf OFNB aeaidSYz 6KAOK AyOfd
GKS bl { 6AGK 3ANBLIFGSNI NBaz2dz€8B$ DS INMmNRGEI S R
0§KS fmhdgt LIBF YRSYAO 65Ft@X Hnunod ' yiEAaAlS GKS
SYUNRT AyaidSIRZ (KSNB IChBhofes Sad befodréd NBa A RS
privately, by local authorities, or by charities, resulting in variations of practices and

policies based on the owner's valugsinciples and finances (Goyder et al., 2012). In

2013 D% of UK care homes were owned by a private organisation or owner (Quince,
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Care and Social Services Inspectorate Wales, and in Scotland, The Care Inspectorate
(Care inspectorate. Wales, 2021; Care Inspectofi@l).TheCare Act requires

local authorities to ensure that individuals are receiving services that are of high

quality and appropriate to support their needs, gain appropriate advice, and have

more control over their care. The act also outlines laws for the safeting of

adults, the promotion of people's wellbeing, the promotion of integrated care and

support within health services, assessing people's needs and information on how

CQC is run (Department of Health, 2014). Other policies and procedures

implementedin care homes will be influenced by the Care Act and the CQC

regulations.
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1.3.2 The Marketisation of Care Homes
Before the 1980s, 80% of care homes were publicly owned (Barron & West, 2017);

the move towards the marketisation of the social care system aimed to improve the
cost efficacy and quality of care, giving individuals a greater choice (Brennan et al.,
2012; Walker et al., 2022). Firstly, while the marketisation of care homes may have
offered more choices to seftinded individuals who can afford to select their care
home based on quality and provisions, for local authefutyded individuals, there is
some chdace, but the list of care homes offered are based on those that the funding
would cover (NHS, 2022; Walker et al., 2022). These care homes usually have lower
fees and, therefore, less funding for extra provisions such as music therapists and
buses for trig. Secondly, research suggests that the marketisation did not improve
cost efficacy and quality of care; instead, the opposite may be evident (Walker et al.,
2022). For the local authority placements, the funds received by care homes do not
fully cover thecost, with theLocal Authoritis paying £2.3 billion less than expected
each year (The Guardian, 2023). The current funding system, plus the ownership of
care homes, results in care homes being severely underfunded. With the continuing
rising costs of living and care, underfunding wolhtinue to be a challenge, especially
as the ageing population grows (Walker et al., 2022). The Mental Health Foundation
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suggested that budgets would need to rise by an average of 3.4% to meet the needs
of future demands without considering improvements to the system. To improve the
current system, at least an additional £3.1 billion by 2024/25 and £11.6 billion by
2032/33 would be needed (Boccarini, 2023). This is without considering how
increasing the local authority eligibility threshold will impact funding. While there
have been some attempts to improve the underfunding of adult social care, the
system is still sevety uinderfunded, and the impact of COVID exacerbatedhe

funding gap. The underfunding of care homes significantly impacts the care

individuals receive.
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1.3.3 CareSaff

Care home staff, particularly carers, play a vital role in the lives of residaatt
residentsrelying heavily othemto completepersonal care tasks such as dressing,
washing, eating, accessing leisure activities and interactions. Being a carer can be
physically, mentally, and emotionally demand{figstad et al., 2010). In 2020/2021,

approximately 1.54 million people worked in adult social care (Skills for Care, 2021).
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Women hold 80% of adult social care positions, most working in direct care or
supportproviding roles. In the UK, the carer role can be viewed as go#oey low
status job, with many staff feeling undervalued by management, residents, families
of residens, and the public (Carr, 20ldawrence et al., 201&kills for Care, 2D).

The current state of the UK care home system significantly impacts staff working in
care homes (Burns et al., 2018he marketisation of care homes has led to poorer
working conditions, leading to high staff burnout and turnover rates. The

recruitment and retention of care staff have been a lestgnding issue, but the issue
has worsened due to COVID and Brexit (Rantle2021). Care work is undervalued
and underpaid, with poor working conditions. On average, the wage for a carer is 2%
above the nationaliving wage (£10.42) despite them having high levels of
responsibility and the role being physically and mentally demanding (Health and
Social Care Committee, 2020; Randell, 2021). Additionally, a quarter of care home
staff are on zerdhour contracts (Fdsr, 2023); the lack of guaranteed regular hours
results in income insecurity and unpredictable work schedules. The poor pay,
unpredictable working hours, and lack of career path results in high turnover rates,
with staff leaving the profession to find mestability where they are valued for their
experience (Randell, 2021). In October 2021, on average, there was a 17% care staff
vacancy rate (National Care Forum and Outstanding Managers Network, 2021). Not
only does the lack of staff affect the care aradety of individuals residing in care
homes, but there is also a significant impact on other staff and services, such as the
NHS (Beech et al., 2019; Randell, 2021, Pitarella, 2020).
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Residents' dependency on care staff compels the need for a strong relationship
based on trust, respect, and understanding (Graham & Bassett, 2006, Wilson &
Davis, 2009). When this relationship is raxistent, residents can experience low
guality of lifeand careand staff experience low job satisfaction and high burnout
(Cook & BrowrWilson, 2010Jenkins & Allen, 1998Villemse et al., 201& 2015)).

The role's demands can lead to high staff turnover rates in care homes (Alzheimer's
Society, 2007).
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1.3.4 CareHome Qulture

Societal views on dementia and the treatment of diagnosed individuals have altered
over recent years, decades, and centuries. Before the2@fticentury, individuals

with dementia symptoms would typically be admitted to asylums or workhouses,
neither suitable fotheseindividuals (Andrews, 2017). They were seen as incurable
and unmanageable, needing to be removed from society when family members
could no longer cope. As dementia knowledge advances, the treatment of individuals
with dementia has improved. A move towards care homes providing higiality

care, including improving heating anelducing shared bedrooms, has occurred
(Lievesleet al, 2011). The CQC standards advoc¢h&e individualbe treated with
respect,dignity, andindividuality (Mitional Health Service EnglarizD14). The

culture in care homes significantly impacts the quality of care and life individuals

with dementia experience.

A care home culture refers to the atmosphere, philosophy, and care priorities (Luff et
al., 2011) and is critical for the provision of good c&ven there is a strong care

home culture, the staff as a collective share basic assumptions that are found to
work as the team adapts to problems (Schein, 1990). When new members join the
team, they are taught the assumptions as the right way to percéivek, and feel.

The strength and internal consistency of a culture relates to the stability and
longevity ofthe group, the intensity of shared experiences, and the strength and
clarity of assumptions held by management (Killett et al., 201&@. care home

culture varies between care homes, and despite regulations to maintain high
standards, some care home cultures negatively impact residents (Quincg,2013
culture can manifest at three levels: 1) visible artefacts, 2) values, norms, and
attitudes, and 3) assumptions (Schein, 1990). Visible artefacts include what people
wear, how they speak to each other, thaysical environments, documented

policies, and stories told about the care home. Values include norms, ideologies, and
philosophies that reveal the staff's thoughts and feelings about the care home.

Assumptions are values held subconsciously.
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As mentioned, previous care home culture began changing with the research into
personcentred care and personhood (Kitwood, 1993), which articulated the need to
move away from the view that physical health and safety are the sole priority.
Instead, movindowards a culture that deinstitutionalises care homes, promotes the
importance of psychological, social, and emotional needs, and recognises the
individual behind the diagnosis (Zimmerman et al., 2014). Dementia has been
referred to as a living death, esgially in the media (Behuniak, 2011). However,
views are changing to recognise that individuals with dementia are still people after
their diagnosis who continue to have emotions, needs and worth in their lives
(Lindsay, 2008). Care homes should providgpsut to enable individuals to continue
living with worth and purposeThere is a need for a sense of community within a
care home that includes residents, staff, and relatives. When this sense of
connectedness is perceived by staff, the care home is Bestrand foremost as the
residents' home rather than their workplace, where staff are concerned not only
about the residents but also relatives (Killett et al., 2016). These cultures that
emphasise perscoentred goals rather than organisatioraliented needs are more

likely to provide residents with a positive care experience.

Although there is a consensus that persmentred care is required, in practice, there

is less consistency between staff and care homes (Cooper et al., 26t8pany

care homes still having a more taskentated culture where the individual with
dementia is seen as the 'patient’. In Cooper et al.'s study (2018), only one out of 92
care homes reported no cases of abuse or neglect. Although no physical
mistreatment was reported, 5% reported verbal abuse, and many reported

neglectful behaviours. Inflicting abuse and neglect holds significant consequences for
staff; therefore, the repaed numbers may be undeepresentative. Many care staff
may be unaware of their neglectful behaviours, such as care homes offering limited
leisure activities or opportunities to leave the care home, despite the need for

activities being essential for indduals to maintain good welieing and personhood.
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Starting in the 80s, the USA aimed to transform care homes through the culture
change movement. By incorporating persoentred care, the movement aimed to
deinstitutionalise care homes, creating a more hgehke atmosphere that
individualises care and pnootes the need for meaningful activities and interactions
(Koren, 2010). The movement aimed to empower not only residents but also staff. In
the early 2000s, little wdepth culture change had occurred; only 5% of interviewed
care homes fully embraced thresidentcentred culture. Fortythree per cent of care
homes did not fit the residententred definition and had no plans to adopt the
philosophy (Doty et al., 2008)he My Home Life Movement in the UK aligned with
the USA culturehange movement (Killett et al., 2016). The movement promoted
collaboration between the care industrgcademicsand other stakeholders to
influence the care home culture through leadership and management. The
movement also aimed to change society's perception of care homeseto a
perceptions away from the negative view portrayed by the media that residents in

care homes are poorly treated towards a more positive view (Owen et al., 2012).

Management in care homes play a crucial direct role in their culture and, therefore,
are vital in changing the care home culture (Killett et al., 2016; Owen et al., 2012;
Orellana, 2014). Managers are responsible for everything that happens in the care
homes and, therefore, are faced with a number of challenges daily, including
contending with external negativity, lack of support from the health and social care
community, staff difficulties, inadequate funding, excessiuesaucracyand

constant unpredicthle changes that result from a fractured system (Killette et al.,
2016; Orellana, 2014). They are the middle person between the care home owner,
the staff, and residents and, therefommustbalance each stakeholder's priorities
and needs to make sure that the decisions are profitable for the owners while
ensuring higkquality care and conditions for their staff and residents. Management
are usually the decisiemakers of general daip-day cecisions, meaning it is
essential that managers mediate externaépsures so that they do not negatively
impact the care delivered. The manager's attitudes, skills, and behaviours can

influence the quality of care delivered, staff retention rates, inspection ratings, and
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resident outcomes (Orellana, 2014, 2017). Despite managers having a significant
influence on the care home culture and quality of care received, support for
managers is insufficient. Effective management leadership is crucial when aiming to
make changes tthe care home culture or routines. When the manager is responsive
and encouraging towards change, staff are more likely to implement and maintain

change.

The care home culture is not only influential on resident care, but it also significantly
influences the experience of the workforce, which subsequently influences the
quality of care delivered. It is critical for staff to feel empowered, have autonomy,
and take responsibility for residents' care (Killett et al., 2016). Having low preserved
control and decisional authority alongside high levels of psychological demand, as
seen in care workers, can lead to high levels of depression and anxiety (Stansfeld &
Candy, 2006). Additionally, having a lack of autonomy over decisions can lead to low
job satisfaction and, subsequently, higher staff turnover rates (Stagnitti, 2006). Care
staff have reported valuing autonomy as it allows them to be flexible and regularly
make changes to ensure that the care is suitable for their resident's needs (Jacobsen
et al., 2018). It is argued that it is important for carers to be involved in deeision
making as they work directly with the residents and, therefore, have built

relationships and understanding with each resident.

Despite this, care staff's autonomy varies between countries and organisations
within a country. In a fiveountry study, the care staff in the UK reported having
little autonomy, with them being excluded from formal care processes, care
planning, and desiornrmaking (Jacobsen et al., 2018). The lack of autonomy was
mainly observed in care homes belonging to large chains. In these care homes, all
staff were excluded from decisiemaking, with decisions on daily routines such as
the meal plan being decided/la central team who then distributed the same
information to all the chain's care homes. Some participants reported feeling
constantly watched, with there being a fear of being reported for doing something

wrong; this can create conflicting struggles whecorrect behaviour is in relation to
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the care home's standardised practices rather than it being harmful to the resident.
Having a lack of autonomy over their daily routines threatens the concept of person
centred care, as they were unable to alter their behaviours to meet the

individualisedheeds of their residents.

1.4 Communicationrand Dementia

As social beings, humans require regular interactions with others to ensure
psychological, social, and emotional needs are met (Kitwb88g. Effective
communication consists of verbal and rearbal elements (Jootun & McGhee,

2011) with verbal communication only accoungfor 7% of interactionsThe other
93% consists of nemerbal elementsncluding eye contact, smiling, facial expression,

personal space, behaviours, and toyétegstrom, 19790kech et al., 2029

For individuals with dementia, communication, in particular verbal language, can be
challenging due to their impairments in cognitive function. However, communication
is still required to participate in society and express wishes and preferences (Banovic
et al, 2018). Individuals with dementia may lack the ability to remember correct
wording, repeat themselves, or use confusing, nonsensical words (Veselinova, 2014)
andthe communication impairments can lead to individuals withdrawing from

society and beaming socially isolated. As a result of their impairments,-aerbal
communication may be more fundamental to interactions to ensure preferences,
wishes and emotions are expressed and understood (Okech et al., 2018). As
dementia predominates in older adults, individuals may also experience impairments
related to older age or other health conditions that can further impair an individual's
communication abity (Stanyon et al., 2@). Impairments in vision and hearing may
lead to missed communication, resilf) in feelings of frustration and isolation

(Parker, 2003; Veselinova, 2014).

1.4.1 CommunicatiorWithin Care Homes
Communication is essential in nursing casgesidents with dementia depend on

carers to meet their physical, psychgloal, socialand emotional needs (Jootun &
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McGhee, 2011; Wédims et al., 2018, 2015h to enalde fully personcentredcare

(Kitwood, 1997)When effective communication is implemented and relationships
develope®@ G KSNBE | NB A YLINE @S Y Gudlily df life, gtaffNS & A RSy (i 2
burden, quality of cargjob satisfactionand reduce NS & A RSy 14 Q RA & NHzLJG A
(Eggenberger et al., 201Bguyenet al., 2019 Savzundranayagram, 2014; Willemse et

al., 201%, 20150h. The COVIR9 pandemic highlightedow essentiainteractions

arefor residentsDuring the pandemic, social contact, activities, M8 & A RSy (i 4 Q
interactions with staff and visitors wre reduced to mitigate the spread tie

disease. This resulted in a large proportion of care hoasalents experiencing

extensive deterioration in healtfAlzheimer's Society, 2020; Gordon et al., 2020;
Velayudhan et al., 2020)

Despitecommunication bein@ cruciakcarecomponent,there is no mandatory
requirement for specific accredited care staff training (Smith et al., 2019). Care
homes may provide some training, but generally, this focuses more on residents'
physical health and safety (VeBaurrows,2011). Several studidsmveexplored
effective communication training; however, it seems that research is not transferring
to the practical settindSmith et al., 2019)Staffresident interactions have been
documented as limited and insufficient (Ward et al., 2008hguagampairments

and apathy can make initiating conversations challengdegause of thigsesidents
rely onother peopleto engagewith them, especially care staffith whomthey

spenda large proportion otthe day. However, reportsndicatethat residents spend
much oftheir day not interacting with anyone. In one study, stag$ident

interactions only occurred for 2.5% of the day (Ward et al., 2@@8)only rose to
10% when including all interaction§hese results are not isolated to one study;
Willemseet al. (2019) reported that their participants only experienced, on
average, 1.5 meaningful interactions ovesighour observation period, with one
third of participants having zero positive interactions. A lack of human contact can
lead to many residents repting high levels of loneliness. Care home residents are
twice as likely (2222%) to experience loneliness compared to similar community

dwelling individuals (Victor, 2012).

45



As mentioned previously, the role of a caredé&mnandingoecauseesidents with
complex needs requertime-consuming care and suppdifestad et al., 2010).
Demands on carersanleadto care homes prioritising residerfisafety and physical
care(Stanyon et al., 2016), leaving little time allocated to attend to residents'
psyclosocialneeds despite these being fundamental tesiderii &ulity of care

and life. Staff have also reported feeling pressure from management to complete

tasks, with interactions not considergxrt of their role(Windle et al., 200).

Additionally,staff interactions argyenerallyshort, andfragmented with little
opportunity for residents to actively engage (Savundranayagam, 2014; Ward et al.,
2008). Care home interactions, coined 'elderspeak’, have been characterise€iby
simplistic vocabulary and grammar, shortened sentences, slow speech, elevated
pitch, and inappropriate use of endearment (Caporael, 1981; Kemper, 1994aMéill
et al., 2009). Elderspeak has been compared to communication used with babies,
leading to residents feeling patronised. Elderspeak can negatiféignce

residents' quality of life, increase BPSDs, andstasceto care behaviours (Williams
et al., 2009).

Not all staff and care homes have the negative communication style present above;
many acknowledge the importance of meaningful interactibased on person
centred cargStanyon et al., 2016)Meaningful interactions should be available to all
individualsirrespectiveof their dementia severity anderbal language abilitiesnd
therefore, @re staff should tailothem to the strength and impairments of each
resident to ensure equal opptumities to connect with other¢Savundranayagam,
2007).Whilst some klieve somestaff have innate qualities that lend to them
providing meaningful persenentred communication, formal training is still required
for manystaff.In Savadran € | 3Istd (2014)lespitestaff havingno formal
training, over a third of recorded interactions used persoentred communication
Still persorcentred communication was absent in the other ttvords of recorded

interactions.
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Staffresident interactions become increasingly challenging as the individual's
dementia progresseand verbal language tleriorates(Paudel et al., 200). A
scoping review reported that care staff in four studies had reduced and poorer
guality interactions with more physically dependent residents or those with more
significant cognitive impairments (Van Mamnet al.,2020). Reduction in verbal
communication camesult inreduced interactions, leading to individuals with

dementia experiencing social isolai.

When verbal language deteriorates, residents can continue to communicate and
interact meaningfullfthrough alternativecommunication formshat remain

accessible to individuals with demenfidubbard et al.,2002arker, 2003; Ward,

2008). Noises and behaviours generally considered as ‘challenging behaviour' could
p