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Foreword

At the time of the thesis submission and Viva, the intervention described in this
thesis was called PAMI-UK, with the original PAMI being referred to as PAMI-DK.
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 intervention developed during this PhD studentship will be called
PAMI-Modified (PAMI-M), with the original PAMI being referred to as PAMI. The
intervention has been referred to as PAMI-UK in the thesis throughout to maintain

consistency, but future publications will refer to the intervention as PAMI-M.



Abstract

Background- People living with dementia in care homes often have difficulty
communicating. Person Attuned Musical Interaction (PAMI) is a music therapy skill-
sharing training tool originally developed in Denmark that aims to raise staff’s
awareness of musical interactions to encourage them to use communication forms
that remain accessible to residents with dementia. This study aimed to translate and
adapt PAMI for the UK, before evaluating the adapted intervention in UK care
homes.

Methods — A narrative synthesis systematic review investigated how care home
music interventions facilitate social interactions. The results, along with expert
consultations with care staff and the Danish team, guided the cultural adaptation of
PAMI-UK. PAMI-UK consists of a 3-hour online training webinar, a manual, and
fortnightly reflective sessions. For the manual field-testing study five staff-resident
dyads from three care homes participated, with PAMI-UK implemented for eight
weeks. The manual evaluation study included 19 dyads from four care homes, with
PAMI-UK implemented for 18 weeks. Qualitative data included diary entries, post-
intervention interviews, reflective session transcripts and resident questionnaires.
The evaluation study additionally collected quantitative data using SCIDS,
QUALIDEM, MiDAS and M-NCAS. The studies explored the suitability, usability and
readability of PAMI-UK and the impact the intervention had on staff and residents.
Results — The final PAMI-UK intervention consists of four elements: The Voice
explores the musical parameters within the voice including tempo, pitch, and
volume. Framing focuses on assessing and altering the care home environment in
relation to sounds. Balancing explores resident’s and staff’s arousal and emotional
state. Connecting focuses on using music to create meaning interactions. Resulting
from the systematic review and expert consultations, the course layout, duration,
and training facilitator was altered. Rather than the intervention training music
therapists to train care staff, PAMI-UK was culturally adapted for the PAMI-UK team
to train care staff directly. The manual field-testing and evaluation studies
demonstrated staff successfully implementing all four PAMI-UK elements adapting

skills to resident’s needs. Although the manual was well received by staff, the field-



testing study highlighted several key areas requiring refinement including providing
information on using PAMI-UK in group situations, creating a recap sheet, and
reflective prompt sheets. The qualitative analysis showed that staff altered their
behaviour, and subsequently, resident behaviour changed. Both staff and residents
reported being happier, less stressed, and calmer, which had a positive impact on the
care home environment and subsequently improved task efficiency. SCIDS score
increased (P=0.04), suggesting that staff felt more competent in caring for residents
with dementia. Residents’ tense behaviour also improved (P=0.03).

Conclusion - The systematic review, staff consultations, and discussions with the
Danish team ensured that the manual was suitable for UK care homes whilst aligning
with the original principals and components. PAMI promotes the embedding of
person-centred care into residents’ daily lives through music interactions, making
residents equal communication partners regardless of their language abilities. Staff
demonstrated the development of ‘doing with’ relationships built on independence
and the person behind the dementia diagnosis. Both care home studies had high
dropout rates and missing data due to the researchers being unable to attend care
homes owing to COVID-19 restrictions. The training was delivered remotely to
adhere to the COVID-19 guidelines; however, this made it difficult to determine
whether the intervention was implemented correctly. Future research is needed that
addresses the methodology difficulties such as online delivery, high dropout rates,
and lack of persons with dementia perspective. PAMI-UK has the potential to change

care home culture, which future studies should explore.
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1. Introduction

1.1 Dementia

1.1.1 Definition and Prevalence

The advances in technology, medicine, and education in the 20t and 21t centuries
have decreased early mortality rates and increased life span (World Health
Organisation and Alzheimer's Disease International, 2012). Although in developed
countries living over 65 is long established, the life expectancy in developing
countries has also increased, making the ageing population a global trend (Lloyd-
Sherlock, 2004, P1). One consequence of the ageing population is the increasing
trend in diseases and conditions generally observed more in older ages, such as

dementia (Prince et al., 2007; World Health Organisation, 2019).

Dementia is a syndrome encompassing over 100 degenerative and progressive
diseases (Lindsay, 2008; National Institute of Health and Care Excellence, 2018;
Ridder, 2003). The International Classification of Diseases (ICD-11) categorises
dementia as an acquired brain syndrome characterised by a decline in cognitive
function, which is not entirely attributed to normal ageing (World Health
Organisation, 2019). The cognitive decline must affect the individual's ability to
complete Activities of Daily Living (ADL). The most common dementia types are
Alzheimer’s disease (60-80%), Vascular Dementia (17-40%), Dementia with Lewy
Bodies (4-10%) and Frontotemporal Dementia (2%) (Alzheimer’s Association, 2020a;
Gaugler et al., 2016; Lee, 2011; Prince et al., 2014). Whilst dementia is predominantly
diagnosed in adults over 65, it can develop at any age. From age 30 to 95, prevalence
rates double every five years (Prince et al., 2007). In those over 65's, there is a one in
14 prevalence rate, which increases to one in six in over 80's. In 2019, 55 million
individuals worldwide were diagnosed with dementia, with expected prevalence to
increase to 78 million by 2030 and 139 million by 2050 (World Health Organisation,
2021). Currently, most dementia diseases are incurable (Jalbert et al., 2008). The
prevalence rates and incurability makes dementia a public health concern that
significantly impacts individuals, families, communities, and the economy (Young

Dementia UK, 2021).
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1.1.2 Symptoms of Dementia
Dementia is characterised by a 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 dementia, factors including affected
brain areas, lifestyle, personality, environmental factors, other health conditions,
dementia type and dementia severity result in 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, confusion, and disorientation. The cognitive
symptoms have previously been referred to as the 7 As' (Puxty et al., 2009) (Table

1.1), particularly on carers’ support websites.
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Table 1.1 The 7 As’ of Dementia (Puxty et al., 2009)

Symptom

Description

Behaviours explained

Anosognosia Lack of knowledge

of the illness

The individual lacks knowledge of their
impairments. They have difficulty accepting
change in their ability and need extra support
and assistance.

Poor judgment

Poor problem-solving and planning
Overestimation of abilities

Unaware that they are in hospital or a long-
term care home

Anxiety caused due to information overload

Amnesia Loss in memory Individuals do not have access to long-term
memory, meaning they are no longer Accusing family members of things
consciously learning. They start to forget Unable to remember how to complete familiar
most recently stored memories, leading to tasks
individuals only accessing earlier memories. Repeating questions or behaviours
Therefore, they can believe they are still living
in that time.
Aphasia Loss of language Individuals may be able to express themselves Communication difficulties
but unable to understand others' Misunderstanding between individuals
communication. Alternatively, they may be Social isolation and withdrawal
able to understand others' communication Word substitution
but unable to express themselves. Revert to their first language if bilingual
Agnosia Loss of Individuals are unable to recognise and Do not recognise family members and friends
recognition respond appropriately to stimuli. Do not recognise themselves in the mirror,

The stimuli can be visual, auditory, or
somatosensory.

which causes anxiety
Believe that they are still at a younger age
Inappropriate sexual behaviour
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Inappropriate use of objects

Inability to coordinate movement for a task

Apraxia Loss of purposeful  Individuals cannot plan and execute a task's
movement steps in the correct order. such as dressing
Shift from task due to being easily distracted
Agitation and frustration are experienced when
the individual feels the task is too challenging
Altered Loss of visual A change in the way an individual views the Resistance to bathing due to the inability to
Perception perception environment. They may experience visual judge the depth of water
distortions. 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 on television are in the room
Apathy Loss of initiation ~ An individual experiences the inability to Will not eat food in front of them unless

initiate communication or activities.

instructed
Can spend most of the day in silence unless
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) does not identify psychological and behavioural
elements of dementia as a defining feature, their assessment is critical (Cerejeira et
al., 2012). Assessing psychological and behavioural symptoms can aid in identifying
dementia type and treatment decisions (Cerejeira et al., 2012; McKeith & Cummings,
2005). Behavioural and Psychological Symptoms of Dementia (BPSD) or
neuropsychiatric symptoms (Table 1.2) consist of a cluster of heterogeneous non-
cognitive symptoms and behaviours (Lawlor, 2018). Similar to cognitive symptoms
the BPSDs experienced, severity and onset vary between individuals. 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 use, and decreased quality of life for the
individual with dementia and their caregivers (Finkel, 2000). Nearly all individuals
with dementia will experience one or more BPSD during the condition. Prevalence
rates vary between studies, but around two-thirds of individuals with dementia
experience one or more BPSDs (Devshi et al., 2015). Unlike cognitive symptoms,
which progressively decline, BPSDs fluctuate episodically, with the timing of

symptoms being unpredictable (Kales et al., 2015).

Dementia is broadly referred to in three stages, mild, moderate, and severe. As
mentioned previously, the symptoms and progression vary between individuals
(Finkel, 2003; Lawlor, 2018 Kales et al., 2015). The BPSDs may develop and then
reduce or disappear at later stages or vary daily, making 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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Table 1.2 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
-Night-time waking

Shadowing

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

individual to their symptoms, disregarding their identity and other attributes (Fazio
et al., 2018; Milne, 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 can be 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;
Cohen-Mansfield, 2000). Reducing individuals to their symptoms dehumanises and
depersonalises them, resulting in the stigmatisation and discrimination within the
media, the public's perception, services, and policies (Higgs & Gilleard, 2017; Nolan
et al., 2006; Nguyen et 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 the word dementia coming from the Latin ‘demens’,
meaning 'out of mind'. Therefore, there is a long-standing perception that will take
time to change. Viewing individuals with dementia as losing their identity and self
creates the perception of 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, 2009; 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, 2009). Research 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 dementia, the fear and anxiety
surrounding dementia 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 the individual, 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 they feel ashamed, 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 partly 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 with dementia (Kontos et 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 located in space, time, 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. Some of these 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 perception. It 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 (Norbog, 2019). 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 on 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 proud, loved, 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 crucial researcher in changing the societal views of dementia with his
proposed approaches of malignant social psychology, personhood, and person-
centred care (Kitwood, 1997). As mentioned previously, other people's attitudes and
views significantly impact an individual with dementia, by the loss experienced being
amplified, leading to the reinforcement of depersonalisation resulting in them being
ignored, dismissed, and 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 Kitwood's Person-centred Care and Personhood

Human experiences are subjective; individuals have different 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, preferences, and needs also differ. Person-centred care recognises
the individual’s subjectivity, acknowledging their impairments, abilities, and the
person behind the diagnosis (Kitwood, 1997). The theory aims to recognise the
message behind behaviours or communication that seem nonsensical. Person-
centred care also acknowledges that the care for an individual with complex
conditions should be multi-disciplinary. Teams should include healthcare
professionals, family members, and the individual with dementia, with the
individuals being active partners in 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, and beliefs taken 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
connotations; 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 believe that the characteristics of a person require the capacity to
think, communicate and reason logically, therefore, excluding many individuals with

dementia (Harrison, 1993).

The person-centred model acknowledges the individual, considering individuals'
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 of well-being- Identity,
Comfort, Attachment, Inclusion and Occupation (Kitwood, 1997) (Figure 1.1). These
five needs connect to the overarching need for love. Despite Individuals with
dementia experiencing impairments in 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

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

with others

Attachment

Identity
The need to connect to others

or something. The need to The need to have a person

belong identity. The factors and

preferences that make us who
Love we are
Everyone needs to be
loved and to love
someone
Inclusion Occupation
The need to be a part of The need to be occupied by
something something that allows a sense of

purpose and self-worth

Figure 1.1 Kitwood'’s flower of emotional needs. The six fundamental psychological and social
needs that all individuals require to maintain a good sense of wellbeing are Attachment,
Inclusion, Comfort, Occupation, Identity and Love.

While person-centred care contributed significantly to changing the perception of
dementia, there are some limitations, including the lack of concreteness of the
approach, unclear theory components and how these can be implemented into
practice, which is evident in the lack of consistency of the theory in practice (Witt &
Fortune, 2019; Nolan et al., 2004). The ambiguity of the definition led to Brooker

(2004) developing the VIPS framework to detangle the complex concept.

VIPS (Brooker, 2004, P216):
e Valuing people with dementia and those who care for them
e Treating people as individuals
e Looking at the world from the perspective of the person with dementia
e A positive social environment in which the person with dementia can
experience relative well-being.
When considering person-centred care as more than individualised care as presented

in the VIPS framework the discrimination of people with dementia can be reduced.
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Another limitation highlighted is that the theory improves the immediate
interpersonal environment for the person with dementia, but it does not consider or
engage with the wider socio-political context (Milne, 2020; Bartlett &
0O'Connor,2007). While the theory aims to individualise care and include the
individual in decisions, some have argued that the approach does not recognise that
the person with dementia has the capacity to exercise agency. The person-centred
theory focuses solely on the individual's needs and individuality without considering
the importance of the relationships with individuals who provide care (Nolan, 2004).
While the individuals with dementia's personhood is at the forefront of the theory,
the approach can lead to the carer's personhood being dismissed and neglected
(Meranius et al., 2020). Previous research has highlighted that care homes can
neglect to view care staff as an autonomous person, resulting in poor working
conditions and their experience being reduced to a series of tasks, which in turn

negatively affects the delivery of person-centred care (Kadri et al., 2018).

1.2.2 Relationship-centred Care
The relationship-centred care approach aims to address the limitations of person-

centred care by considering the needs of the individual in the context of others'
needs (Wilson & Davis, 2009). The approach aims to capture the interdependencies
and reciprocities of caring relationships to highlight the importance of formal and

informal relationships in dementia care (Nolan, 2004).

Relationship-centred care is built upon four principles: 1) Relationships in health care
need to include dimensions of personhood as well as roles, 2) Affect and emotions
are important components of relationships in health care, 3) All health care
relationships occur in the context of reciprocal influence, and 4) Relationship-centred
care has a moral foundation (Beach et al., 2006). While some argue that Person-
centred care focuses solely on the person with dementia's needs, views and wishes
(Nolan, 2004), the relationship-centred care approach recognises both the person
with dementia and those caring for them as individuals with a set of needs, wishes,

values and experiences that could impact the care. The approach recognises the
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importance of emotional support, suggesting that professionals should empathise
with the person with dementia. Allowing emotions into the relationship can help the
person with dementia experience their emotions, help the care professional
understand the person's needs, and overall improve the care experienced (Beach et
al., 2006). The approach aims to remove some of the power dynamics experienced in
dementia care by acknowledging that the person caring for the individual can also
benefit from the relationship, making both parties equal contributors to the

relationship.

It has been argued that the approach conceptualises the person with dementia in a
need-for-care concept as it only focuses on caring relationships developed with other
individuals, disregarding relationships developed with the state or institutions
(Kontos et al., 2017). In the relationship-centred care approach, the responsibility of
care remains on the immediate formal and informal carers without highlighting or
addressing the influence of wider social processes or profit-driven systems (Milne,
2020). Placing all the responsibility on the immediate carers can result in poor
treatment solely attributed to the carer's fault without considering how policy and

organisational priorities may have forced carers into providing poor treatment.

1.2.3  The Social Model of Disability
While Person- and Relationship-centred care approaches focused on framing

dementia in the construct of the individual with dementia and their immediate
support system, the social model of disability frames dementia in the construct of the
wider socio-political construct. Therefore, the problem of dementia is shifted from
families and the individual to the wider society (Milne, 2020). The approach
constructs dementia as a disability in which systematic and societal barriers impair
individuals with a diagnosis. The approach suggests that people with dementia are
disadvantaged as society is not developed to prevent their impairments from
hindering their inclusion in society, including being unable to access services and
public spaces, unable to access good quality care and contributing to family and

community life (Shakespeare, 2017; Mental Health Foundation, 2015). The primary
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aim of the social model is to create equality for those with disabilities, to empower
individuals to make decisions about their care and life, and to enable them to live a
full and fulfilling life. The social model of dementia aims to challenge societies' views
of disabilities and dementia to eliminate the negative connotations and stigma,
allowing individuals with dementia to be valued and included members of society
and communities. The approach encourages care professionals to communicate
meaningfully to ensure that the person is always central to interactions and decisions
and is an active partner with feelings, values, a personality, and a life history (Ward,

2008).

While the approach removes the responsibilities from the individual and aims to
place the individual central to interactions, individuals have argued that the model
ignores the personal experience of dementia, instead reducing the complexity of the
condition to environmental factors (Shakespeare, 2006). However, Oliver (2013) has
argued that the model was created as a starting point to change the perspective of
disability rather than aiming to be a comprehensive model. The social model of
disability was initially developed to focus more on physical disability, in particular in
younger populations. Therefore, it has been argued that the current social model
does not fully capture the complexity and heterogeneity of dementia. While the
social model may be beneficial in changing society's perception of disability despite
its limitation, this does not mean that the model is suitable in terms of dementia as
both society and many people diagnosed with dementia do not consider the
condition as a disability instead it is usually framed as an illness or disease (Mental
Health Foundation, 2015). Some have argued that using the term disabled may still

cause stigmatisation as the term still has negative connotations.

1.3 Care Homes

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

relatively similar to pre-diagnosis with minimal assistance. However, the progression
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of the condition leads to additional support, either formal or informal, being required
to complete ADLs such 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 ensure individuals can maintain some independence.
Approximately two-thirds of individuals with dementia live in the community
(Alzheimer's Disease International, 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 longer allow for sufficient and safe
independent living, the decision may be made for them to enter long-term 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 caregivers 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 (Lindsay, 2008; Quince, 2013).

1.3.1 Type of Care Homes
Long-term care facilities vary in their degrees of support, from sheltered living to

nursing care homes. This thesis focuses on residential and nursing care homes and
will refer to them as care homes. Approximately 69% of all individuals living in care
homes have a dementia diagnosis (Prince et al., 2014). Residential and nursing care
homes provide 24-hour care by trained care staff, with the degree of support varying
depending on symptoms and severity. Nursing homes have the addition of a
registered nurse because typically the residents living there have more complex
medical conditions that require additional medical attention. Some care homes in
the UK are registered as dementia-specialist; these homes aim to provide care by
knowledgeable staff trained in dementia. Although individuals do not have to reside
in the specialist dementia care home, non-specialist homes may lack the knowledge
and experience to manage the challenges associated with dementia, leading to

unmet needs (Alzheimer's Society, 2007).
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The adult social care system, which includes care homes, functions in the shadow of
the NHS with greater resources allocated to the NHS, which was exacerbated during
the COVID-19 pandemic (Daly, 2020). Unlike the NHS, care homes are not free at
entry; instead, there are fees for residents' placement. Care homes can be owned
privately, by local authorities, or by charities, resulting in variations of practices and
policies based on the owner's values, principles, and finances (Goyder et al., 2012). In
2013 90% of UK care homes were owned by a private organisation or owner (Quince,
2013). There is currently no maximum fee cap, with significant price variation
(Learner, 2023). In 2022/23, residential care home places ranged from £686 a week in
Northeast England to £955 in the Southeast. Similarly, the cost of nursing care home
places ranged from £735 a week in Northern Ireland to £1,294 in the Southeast
(Which? Money Team, 2023). Even within the same region, the cost of placements
fluctuates considerably based on several factors, including the party responsible for

covering the fees and whether the care home specialises in dementia.

Unlike the NHS, which has more consistency across services and trusts due to
policies, there is more flexibility in the running of care homes. Providing care homes
in England adheres to the safety standards outlined by the Care Quality Commission
(CQC) and the Care Act, the management and operations of the care home are
dictated by the respective organisations. In Wales, care homes are regulated by the
Care and Social Services Inspectorate Wales, and in Scotland, The Care Inspectorate
(Care inspectorate. Wales, 2021; Care Inspectorate, 2021). The Care Act requires
local authorities to ensure that individuals are receiving services that are of high
guality and appropriate to support their needs, gain appropriate advice, and have
more control over their care. The act also outlines laws for the safeguarding 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
implemented in care homes will be influenced by the Care Act and the CQC

regulations.
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As mentioned previously, over 93% of care homes in the UK are privately owned, with
the majority running for profit (74%) (Barron & West, 2017 & Health Investor UK,
2018). Therefore, decisions within can be influenced by their profitability. Residents'
placements are either self-funded or funded by local authorities, the NHS, or other
organisations, with the Local Authority's placements being means-tested. An
individual is eligible for a partially funded local authority placement in England when
their assets are below £ 23,250 and an entirely funded placement when their assets
are below £14,250. Therefore, many care home residents are fully (37%) or partially
self-funded (Frankova, 2018; Office for National Statistics, 2023). The thresholds vary
in the other UK countries. The means test eligibility thresholds will be raised in 2025,
impacting the number of individuals being fully self-funded (Department of Health
and Social Care, 2022). Additionally, in 2025, the government will introduce a cap on

the amount (£86,000) an individual spends on care homes throughout their life.

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 self-funded individuals who can afford to select their care
home based on quality and provisions, for local authority-funded individuals, there is
some choice, 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 trips. 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 the cost, with the Local Authorities 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 will continue 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 severely underfunded, and the impact of COVID-19 exacerbated the
funding gap. The underfunding of care homes significantly impacts the care

individuals receive.

As different organisations own care homes for either for-profit or non-profit, the
variation in the quality of care provided is substantial (Bach-Mortensen, 2019).
Previous research has reported that care homes with the highest profit margins are
among those with the poorest quality of care and work conditions (Pollock &
Harding-Edgar, 2020; Walker et al., 2022). Eighty-four per cent of local authority-run
care homes score good or outstanding on their CQC inspections compared to 77% of
for-profit homes (Pollock & Harding-Edgar, 2020). The marketisation of care homes
has resulted in large financial equity firms owning several of the largest care home
chains in the UK, which has led to predatory financial practices (Walker et al., 2022).
For-profit care homes commonly have policies that restrict annual leave, decrease
the staff-to-resident ratios, and prevent sick pay, leading to high levels of staff
burnout, increased staff turnover, a risk to residents' safety, low quality of care, low
levels of well-being for both staff and residents and create a negative public

perception of the care sector (Burns et al., 2016).

1.3.3 Care Staff

Care home staff, particularly carers, play a vital role in the lives of residents due to
residents relying heavily on them to complete personal care tasks such as dressing,
washing, eating, accessing leisure activities and interactions. Being a carer can be
physically, mentally, and emotionally demanding (Testad 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
support-providing roles. In the UK, the carer role can be viewed as a low-paid, low-
status job, with many staff feeling undervalued by management, residents, families

of residents, and the public (Carr, 2014; Lawrence et al., 2016; Skills for Care, 2020).

The current state of the UK care home system significantly impacts staff working in
care homes (Burns et al., 2016). The 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 long-standing issue, but the issue
has worsened due to COVID-19 and Brexit (Randell, 2021). Care work is undervalued
and underpaid, with poor working conditions. On average, the wage for a carer is 2%
above the national living 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 zero-hour contracts (Foster, 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 more stability 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 and safety 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).

With the growing ageing population, the social care workforce needs to grow rather
than shrink, which is currently being observed. While recruiting is challenging, it has
been argued that there is a bigger challenge. It is not enough to fill the vacancies with
workers; there is a need to fill vacancies with the right people with the correct values
to ensure high-quality care (Pitarella, 2020). An emphasis on the lack of qualifications
or previous experience needed has created false assumptions among the public that

the job is easy and under-skilled, attracting people without the appropriate

38



knowledge, understanding or attributes for the role. Recruiting workers with a lack of
knowledge, understanding, or attributes, such as empathy and compassion, can
negatively impact the quality of care, with residents not receiving a sufficient level of
attention, emotional support, and assistance (Pitarella, 2020). When individuals who
are unsuited to the job are employed, there is an increased chance of only residents'
physical health needs being met and an increased risk of abuse and neglect.
Additionally, recruiting individuals unsuitable for the role can contribute to high staff

turnover rates.

The recruitment and retention rates have always been challenging for care homes;
however, leaving the European Union has exacerbated the challenge (Migration
Advisory Committee, 2022). The UK care home workforce is diverse, with 7% of
workers having EU nationality and 9% having non-EU nationality (Skills for Care,
2021). There was a drop in new workers migrating from other countries (1.8%) in
2021, potentially due to changes in immigration rules and COVID-19 travel
restrictions. It was suggested that the limited migration due to Brexit could lead to a
shortfall of 70,000 workers by 2025/26 due to people being unable to migrate to the
UK to work as a carer due to the role being considered low-skilled (Dayan, 2017).
However, in 2022 care workers policies were changed allowing non-British work as
carers if they met the salary threshold and had a licenced sponsor which will help to

manage the carers shortage (Skills for care, 2023).

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 non-existent, residents can experience low
quality of life and care and staff experience low job satisfaction and high burnout
(Cook & Brown-Wilson, 2010; Jenkins & Allen, 1998; Willemse et al., 2015a, 2015b).
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 Care Home Culture

Societal views on dementia and the treatment of diagnosed individuals have altered
over recent years, decades, and centuries. Before the mid-20™" century, individuals
with dementia symptoms would typically be admitted to asylums or workhouses,
neither suitable for these individuals (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 higher-quality
care, including improving heating and reducing shared bedrooms, has occurred
(Lievesley et al., 2011). The CQC standards advocate that individual be treated with
respect, dignity, and individuality (National Health Service England, 2014). 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 care. When 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 perceive, think, and feel.
The strength and internal consistency of a culture relates to the stability and
longevity of the group, the intensity of shared experiences, and the strength and
clarity of assumptions held by management (Killett et al., 2016). The care home
culture varies between care homes, and despite regulations to maintain high
standards, some care home cultures negatively impact residents (Quince,2013). A
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, the physical 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
person-centred 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, moving towards 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, especially 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 provide support to enable individuals to continue
living with worth and purpose. There 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 seen first and 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 person-centred goals rather than organisational-oriented needs are more

likely to provide residents with a positive care experience.

Although there is a consensus that person-centred care is required, in practice, there
is less consistency between staff and care homes (Cooper et al., 2018), with many
care homes still having a more task-orientated 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 reported numbers may be under-representative. 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 individuals to maintain good well-being and personhood.
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Starting in the 80s, the USA aimed to transform care homes through the culture-
change movement. By incorporating person-centred care, the movement aimed to
deinstitutionalise care homes, creating a more home-like atmosphere that
individualises care and promotes 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 in-depth culture change had occurred; only 5% of interviewed
care homes fully embraced the resident-centred culture. Forty-three per cent of care
homes did not fit the resident-centred definition and had no plans to adopt the
philosophy (Doty et al., 2008). The My Home Life Movement in the UK aligned with
the USA culture-change movement (Killett et al., 2016). The movement promoted
collaboration between the care industry, academics, and other stakeholders to
influence the care home culture through leadership and management. The
movement also aimed to change society's perception of care homes to alter
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, excessive bureaucracy, and
constant unpredictable 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, therefore, must balance each stakeholder's priorities
and needs to make sure that the decisions are profitable for the owners while
ensuring high-quality care and conditions for their staff and residents. Management
are usually the decision-makers of general day-to-day decisions, meaning it is
essential that managers mediate external pressures 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 to the 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 decision-
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 five-country study, the care staff in the UK reported having
little autonomy, with them being excluded from formal care processes, care
planning, and decision-making (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 decision-making, with decisions on daily routines such as
the meal plan being decided by a 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 when incorrect 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

individualised needs of their residents.

1.4 Communication and Dementia

As social beings, humans require regular interactions with others to ensure
psychological, social, and emotional needs are met (Kitwood, 1998). Effective
communication consists of verbal and non-verbal elements (Jootun & McGhee,
2011), with verbal communication only accounting for 7% of interactions. The other
93% consists of non-verbal elements including eye contact, smiling, facial expression,

personal space, behaviours, and touch (Hegstrom, 1979; Okech et al., 2019).

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),
and the communication impairments can lead to individuals withdrawing from
society and becoming socially isolated. As a result of their impairments, non-verbal
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 ability (Stanyon et al., 2016). Impairments in vision and hearing may
lead to missed communication, resulting in feelings of frustration and isolation

(Parker, 2003; Veselinova, 2014).

1.4.1 Communication Within Care Homes
Communication is essential in nursing care as residents with dementia depend on

carers to meet their physical, psychological, social, and emotional needs (Jootun &
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McGhee, 2011; Willemse et al., 2015a, 2015b) to enable fully person-centred care
(Kitwood, 1997). When effective communication is implemented and relationships
developed, there are improvements in residents and staff’s quality of life, staff
burden, quality of care, job satisfaction, and reduced residents’ disruptive behaviours
(Eggenberger et al., 2013; Nguyen et al., 2019; Savundranayagram, 2014; Willemse et
al., 2015a, 2015b). The COVID-19 pandemic highlighted how essential interactions
are for residents. During the pandemic, social contact, activities, and residents’
interactions with staff and visitors were reduced to mitigate the spread of the
disease. This resulted in a large proportion of care home residents experiencing
extensive deterioration in health (Alzheimer's Society, 2020; Gordon et al., 2020;

Velayudhan et al., 2020).

Despite communication being a crucial care component, 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 (Vella-Burrows, 2011). Several studies have explored
effective communication training; however, it seems that research is not transferring
to the practical setting (Smith et al., 2019). Staff-resident interactions have been
documented as limited and insufficient (Ward et al., 2008). Language impairments
and apathy can make initiating conversations challenging. Because of this, residents
rely on other people to engage with them, especially care staff with whom they
spend a large proportion of the day. However, reports indicate that residents spend
much of their day not interacting with anyone. In one study, staff-resident
interactions only occurred for 2.5% of the day (Ward et al., 2008) and only rose to
10% when including all interactions. These results are not isolated to one study;
Willemse et al. (2015b) reported that their participants only experienced, on
average, 1.5 meaningful interactions over a six-hour observation period, with one-
third of participants having zero positive interactions. A lack of human contact can
lead to many residents reporting high levels of loneliness. Care home residents are
twice as likely (22-42%) to experience loneliness compared to similar community-

dwelling individuals (Victor, 2012).
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As mentioned previously, the role of a carer is demanding because residents with
complex needs require time-consuming care and support (Testad et al., 2010).
Demands on carers can lead to care homes prioritising residents’ safety and physical
care (Stanyon et al., 2016), leaving little time allocated to attend to residents'
psychosocial needs, despite these being fundamental to residents’ quality of care
and life. Staff have also reported feeling pressure from management to complete

tasks, with interactions not considered part of their role (Windle et al., 2020).

Additionally, staff interactions are generally short, and fragmented with little
opportunity for residents to actively engage (Savundranayagam, 2014; Ward et al.,
2008). Care home interactions, coined 'elderspeak’, have been characterised by their
simplistic vocabulary and grammar, shortened sentences, slow speech, elevated
pitch, and inappropriate use of endearment (Caporael, 1981; Kemper, 1994; Williams
et al., 2009). Elderspeak has been compared to communication used with babies,
leading to residents feeling patronised. Elderspeak can negatively influence
residents' quality of life, increase BPSDs, and resistance to 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 interactions based on person-
centred care (Stanyon et al., 2016). Meaningful interactions should be available to all
individuals irrespective of their dementia severity and verbal language abilities and
therefore, care staff should tailor them to the strength and impairments of each
resident to ensure equal opportunities to connect with others (Savundranayagam,
2007). Whilst some believe some staff have innate qualities that lend to them
providing meaningful person-centred communication, formal training is still required
for many staff. In Savundranayagam’s study (2014), despite staff having no formal
training, over a third of recorded interactions used person-centred communication.
Still person-centred communication was absent in the other two-thirds of recorded

interactions.

46



Staff-resident interactions become increasingly challenging as the individual's
dementia progresses and verbal language deteriorates (Paudel et al., 2019). A
scoping review reported that care staff in four studies had reduced and poorer
quality interactions with more physically dependent residents or those with more
significant cognitive impairments (Van Manen et al., 2020). Reduction in verbal
communication can result in reduced interactions, leading to individuals with

dementia experiencing social isolation.

When verbal language deteriorates, residents can continue to communicate and
interact meaningfully through alternative communication forms that remain
accessible to individuals with dementia (Hubbard et al.,2002; Parker, 2003; Ward,
2008). Noises and behaviours generally considered as 'challenging behaviour' could
potentially be individuals expressing themselves and their unmet needs when other
forms of communication are unavailable (Stanyon et al., 2016; Ward, 2008). The use
of non-verbal communication allows them to stay connected to the social world and
maintain their personhood (Cook & Clarke., 2010). One study set in a day-care centre
discovered that participants had altered their non-verbal behaviours to become
meaningful and their primary forms of communication (Hubbard et al., 2002). The
use of touch could signal their wish to engage in interactions, provide proximity to
the speaking individual when hearing was impaired, or even provide reassurance.
Certain behaviours, such as holding their walking stick, allowed individuals to convey
to staff messages that the person found embarrassing such as needing the
bathroom. However, it is important to recognise that the subtly and ambiguity of

non-verbal communication may lead to it being missed or misinterpreted.

1.5 Psychosocial Interventions

Although most dementia conditions are incurable, pharmacological, and psychosocial
treatments can improve neuropsychiatric and cognitive symptoms and quality of life
(Alzheimer's Association, 2020b). Research indicates that the benefits of
pharmacological treatments are limited and can cause adverse side effects (Ballard

et al., 2009; Gauthier et al., 2010). Therefore, psychosocial interventions may be the
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preferred form of treatment due to their effectiveness and limited side effects
(Gauthier et al., 2010; Howard et al., 2001). Psychosocial interventions aim to
manage dementia symptoms, in particular BPSDs, promote independence and
maintain function (National Institute for Heath and Care Excellence (NICE), 2018).
Psychosocial interventions encompass various treatments, including Tailored
Activities Programs, Exercise, Art Therapy, Aromatherapy, Cognitive Stimulation
Therapy (CST), Reminiscence Therapy, and Validation Therapy (Berg-Weger &
Stewart, 2017; Oliveira et al., 2015). Interventions can be completed individually or
as a group and provided by carers, family members, or specialist professionals in the
community or care homes (National Collaborating Centre for Mental Health, 2007).
The appropriateness of interventions depends on dementia type, severity, personal
preferences, and the targeted symptoms. However, most interventions are
adaptable to the individual's needs and abilities, making them more likely to be

effective.

Most treatments target the individual with dementia; however, the condition
significantly impacts caregivers, whether formal or informal. Therefore, some
interventions aim to train and support the carer (Elvish et al., 2012; Pusey &
Richards, 2001; Yasuda & Sakakibara, 2017). Although aimed at the carers, the skills
and knowledge learnt can, in turn, improve the individual with dementia’s BPSDs, the
quality of life for both the individual with dementia and the carer and reduce carers'
stress. Music is one evidence-based psychosocial intervention regularly used in

dementia care.

1.6 Music and Dementia

Music has existed for centuries, integrated into everyday life as a source of
enjoyment and relaxation, it appears to be central and fundamental to all cultures
(Park, 2020), and used as a psychosocial intervention for many conditions including

dementia (McDermott, 2014; McDermott et al., 2018, 2019).
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1.6.1 Music Processing

Music processing is apparent in early development, with babies responding to the
pitch and rhythm of their mother’s voice (Zatorre, 2005). Some individuals argue that
the ability may even be innate. Humans continue to process music throughout their
life, with research implying that music processing continues to persist during the
stage of dementia when other brain functions dimmish (Baird & Samson, 2015;
Devere, 2017). Even in the late stage of dementia individuals have been observed
engaging with music through listening, singing, and playing instruments (Brotons &
Koger, 2000). Unlike language, processed mainly in the left hemisphere, music
processing requires nearly every brain area, which could explain why it remains
intact when language abilities are severely impaired (Levitin, 2008; Peretz &
Coltheart, 2003). Music processing remains intact during dementia, making it a
potential alternative to traditional verbal communication to facilitate social
interactions in individuals with language impairments (Chatterton et al., 2010). Music
allows individuals with dementia to self-express, maintain an identity and connect

with others (Hsu et al., 2015; McDermott et al., 2014b).

1.6.2 Music Interventions

In todays’ society, music as a treatment has been questioned due to the difficulty of
obtaining objective evidence and its subjectivity (Park, 2020). However, the use of
music therapeutically has been well established in history across cultures and times
(Sonke, 2011). Music was a vital element in indigenous culture's healing rituals
allowing individuals to enter the spiritual realm (Sonke, 2011). Although the beliefs
and rituals of the indigenous cultures are very different to music in healthcare today,
many of the foundations are the same. Both practices are rooted in connecting and
communicating with our emotional side. Over centuries, therapeutic music has
evoked to resemble our concept in western societies today. Although used for many
years, it has not been easy for music interventions to be accepted (Park, 2020). The
Flexner report (1910) negatively impacted the acceptance of music intervention after
doubting its effectiveness due to a lack of significant scientific evidence and
gualitative methods, leading to medical teachings excluding psychosocial aspects of

iliness (Park, 2020). As mentioned previously, in dementia, individuals' psychosocial
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needs are equally essential as their physical needs, and treatments should be person-
centred where the whole individual is considered (Kitwood, 1997). In recent years,
therapeutic music has increased in popularity resulting from further evidence-based
studies being conducted, with individuals recognising the benefits of music as a
psychosocial intervention, especially in dementia care (Park,2020, McDermott et al.,

2019).

Music interventions are generally categorised into two types, Music therapy
facilitated by specialist music therapist (Schneider, 2018) and music activities
facilitated by anyone regardless of musical experience. The most appropriate music
intervention to implement depends on the individual, dementia symptoms, and aims

for treatment.

1.6.2.1 Music therapy

In recent decades, music therapy has gained popularity as an alternative therapy to
improve symptoms and well-being in various populations and conditions, including
dementia (Hara, 2011; McDermott et al., 2018). The therapy aims to work with
individuals to achieve therapeutic goals and develop therapeutic relationships
through music and musical elements to meet individuals’ psychological, social, and
emotional needs (British Association for Music Therapy, 2017; Schneider, 2018). A
trained music therapist who, in many countries, requires a postgraduate qualification
and is registered with a regulating body delivers the sessions. In the UK, music
therapists are registered with the Health and Care Professions Council (HCPC)
(Schneider, 2018), with approximately 200-250 music therapists registered working
in the dementia field who mainly work within care homes. Sessions can be provided
individually or in small groups, using music activities including singing, musical
instruments, movement, music and relaxation exercises, lyrics discussions and song
writing. Therapists use a range of skills, including validation, reminiscence, arousal
regulation, empathy, holding, containing, turn-taking, and modelling (Hsu et al.,
2015; Kydd, 2001; Lesta & Petocz, 2006; Ridder, 2003; Ridder & Aldridge, 2005;
Ridder & Gummesen, 2015).
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Research highlights a variety of significant benefits for music therapy in dementia
care, including social participation, mental stimulation, improvements in memory,
agitation, alertness, and depression (Aldridge, 2000; Bannan & Montgomery-Smith,
2008; Ray & Gotell, 2018; Ridder et al., 2013; Svansdottir & Snaedal, 2006). Although
music therapy can effectively improve dementia symptoms and quality of life, the
intervention is available to a limited number of individuals, partly owing to the
limited number of dementia-specific music therapists (Schneider, 2018). Additionally,
although music therapy can be more cost-effective than other treatments, many care

homes have limited available finances and resources to employ a music therapist.

1.6.2.2 Music Activities

Music activities provided by care staff, volunteers, or musicians, can be an
alternative to music therapy. Research suggests that music activities can be equally
effective as music therapy and sometimes may be more suitable due to their
flexibility and the ability to provide them regularly (Dahms et al., 2021; Raglio et al.,
2012). If structured and implemented effectively, they can have similar therapeutic
benefits to music therapy, including improved memory recall, language skills,
aggression, agitation, social behaviours, isolation, and relationships (Gotell et al.,
2002; Raglio et al., 2012; Sixsmith and Gibson,2007; Van der Vleuten et al., 2012;
Wall & Duffy, 2010). When facilitated by care staff, staff can experience improved
quality of life, job satisfaction, communication skills, and reduced stress and burden
(Swall et al., 2020). Music can aid staff in recognising the person behind the
diagnosis, facilitating the development of more meaningful relationships (Campbell

et al,, 2017; Clare et al., 2019; Hsu et al., 2015).

Music activities can take different forms; they can be active, where the individual
directly engages, including singing, dancing, or playing musical instruments (Sixsmith
& Gibson,2007), or can be passive, where the music occurs without direct
engagement, including listening to live or recorded music. Research suggests that
active music may be more beneficial for individuals with dementia (Raglio et al.,

2015); however, passive music listening is beneficial in some situations, including
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during night-time or when agitated. Music activities can be an isolated or shared
experience, and both can be beneficial to target different outcomes. However,

generally, music in care homes consists of live performances or recorded music.

1.6.3 Music Intervention in Care Homes

Using music while completing other tasks, such as personal care and mealtimes, has
been highlighted as beneficial for individuals with dementia by improving the time
efficiency and task effectiveness (Gotell et al., 2002, 2003, 2012; Hammar et al. 2010,
2011a). Including music in care tasks can improve the caring experience for both
residents and staff, as highlighted in a series of articles exploring Music Therapeutic
Care (MTC) (Engstrom et al. 2011a, 2011b; Gotell et al., 2002,2003,2009, 2012;
Hammar et al., 2010, 2011a,2011b, 2011c). MTC involves carers singing during
personal morning care, mealtimes, and personal transfers compared to usual care.
Improvements in behaviour, language, mood, and impairments were observed when

staff introduced singing.

The ease of implementation, low costs, and the ability to be facilitated by staff can
make music activities more suitable for some care homes (Herbert et al., 2018;
Thomas et al., 2017). However, it seems that research is not transitioning
successfully into practice. In 2017, only 5% of care homes provided good quality arts
and music interventions (Bamford & Bowell, 2017). This statistic explored all art
provisions; therefore, the number of care homes providing music-specific
interventions could be lower. The quality of music activities may vary between care
homes depending on the ownership, management, staff employed and available
funds. McDermott et al. (2018) suggested that the benefits of music may only be
apparent when high-quality interventions are successfully implemented. Otherwise,

they may be ineffective and even harmful to residents.

Allison & Smith (2020) explored one care home that displayed a fully immersed
musical resident experience. The care home employed 28 activity staff providing

daily art and music activities from 9am - 7:30pm. Residents also had access to an art

52



studio and musical instruments to use at their leisure. Participants felt that
incorporating music into the home built a sense of community where all individuals
were included despite their impairments. The use of music allowed residents to feel
equal to staff by participating in public events such as concerts. The activities
provided residents with a sense of autonomy and normalised identity. The identity of
being a patient was removed, with some gaining new identities as musicians,
painters, and songwriters. Overall, music and the arts aided the development of
reciprocity, improving residents' quality of life. The care home described above
displays an integrated music program; however, this is unrealistic for many care

homes.

1.6.4 Factors Influencing Implementation of Music in Care Homes

Many care homes hold positive views of using music in care, but many barriers
prevent successful long-term implementation of music interventions. In Sung et al.'s
(2011) study, despite holding positive views on music in dementia care, only 30.8% of
staff used music with residents, with them suggesting numerous potential barriers
preventing implementation. The primary barriers presented by staff were limited
resources, knowledge, and time. Similar to engaging in meaningful interactions,
there is limited available staff time to provide active music activities; (Batt-Rawden &
Storlien, 2019; Garrido et al., 2019; Sung et al. 2011). However, The MTC studies
highlighted the plausibility of incorporating some form of effective music
intervention into daily routines when staff’s time is restrictive (Engstrom, 2011a,
2011b; Goétell, 2002, 2009; Hammar, 2010, 20113, 2011b, 2011c). MTC allows staff to
provide music while completing essential physical care. Therefore, the barrier may
be a lack of available training and resources teaching successful implementation of

music interventions into time-constrained routines.

Although music can be incorporated into other tasks, the staff in Batt-Rawden &
Storlien’s (2019) study reported that initially exploring residents' music preferences
was time-consuming, especially when residents had limited verbal communication,

leading to staff needing to use alternative forms to discover preferences. Whilst
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exploring residents' music preferences may be time-consuming, this can provide a
vital time for staff to discover the individual behind the diagnosis through
conversations and reminiscence. Once residents' music preferences have been
documented, using music during daily care could make task completion efficient and
save care staff time (Engstrom, 2011a, 2011b; Gétell, 2002, 209; Hammar, 2010,
2011a, 2011b, 2011c). Ekra & Dale (2020) also reported that resident improvements

could lead to the intervention being time and resource-saving.

Care homes consist of a variety of job roles, and psychosocial interventions generally
require collective teamwork to implement them successfully and effectively. Many
studies discovered resistance to implementation from management and staff (Batt-
Rawden & Storlien, 2019; Garrido et al., 2019). When management is enthusiastic
about interventions, they can encourage staff to use them, whereas when
management is unsupportive, they may not provide staff with the required time,
resources, or support to use the intervention and may prioritise other tasks that align
with their care home priorities. The participants in Ekra & Dale’s study (2020) were
enthusiastic about the intervention at the study start and recognised the benefits.
However, staff enthusiasm and motivation lapsed once the formal training ended,
and the music therapist was not providing regular in-house support. With the drop in

music usage, the positive impact on residents also decreased.

Garrido et al. (2019) suggested that the primary barrier to implementing music
interventions was cost related. Many facilities could not afford regular music
therapists or music performers. Even obtaining resources such as iPods for

personalised music listening was financially unavailable for some care homes.

1.6.5 Person-centred Music Care

Many care homes play music in communal areas to create a pleasant experience;
however, generally, the music is not tailored to the residents (Van der Geer et al.,
2009). From personal clinical experience, genres generally consist of war songs or

contemporary pop radio stations. Although war songs may evoke reminiscence in
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some residents; for other they may elicit negative memories, leading to distress.
Additionally, as years pass, more residents are of an age where they cannot relate to
the war or the music from the time. Similarly, care staff may listen to contemporary
pop music as this is their preferred music genre, but residents may be unable to
relate and, therefore, not engage with it (Paolantonio et al., 2021). Music taste is
personal, developed over time and influenced by life stories. In one study, residents
perceived modern music as different from the past and therefore it was not
appreciated as they found it difficult to understand and it did not convey emotions
leading to residents not connecting with the music (Paolantonio et al., 2021).

Interventions may be ineffective if residents cannot connect with the chosen music.

Music interventions should be person-centred, tailored to the individual's
preferences, wishes, and needs (Bowell & Bramford,2018). Residents should be
actively involved in designing their music intervention when possible. Despite many
music interventions aiming to meet individuals' psychological, social, and emotional
needs, many do not individualise or consider residents' music preferences (Hackett
et al,, 2021). Instead, one intervention design is applied to all individuals despite the
heterogeneity in abilities and goals. For many studies, the main goal is to reduce
neuropsychiatric symptoms. However, different symptoms benefit from different
interventions. Hackett et al. (2021) also argue that many individuals with dementia
are reduced to their symptoms, despite many behaviours being justified for the
situation they are experiencing. For example, experiencing anxiety and depression
due to transitioning to a care home which is confusing and isolated, is an appropriate
reaction. Hackett et al. (2021) argue that considering behaviours in relation to the
individual's circumstances can alter the implementation of music interventions. For
example, instead of using music to manage ‘problem behaviours’, music can offer
comfort and promote personhood, improving residents' quality of life. Hackett et al.
(2021) proposed that instead of aiming research and music interventions to relieve
symptoms, we should move towards more person-centred goals such as Kitwood's

six fundamental needs.
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1.6.6 Adverse Effects of Music

Extensive research highlights the positives of music for individuals with dementia.
However, the potential adverse effects of music for these individuals should not be
dismissed. Whilst music can be a powerful tool to aid reminiscence, not all residents
might like music, and may also equally invoke negative memories resulting in distress
(Garrido et al., 2019; Silverman et al., 2020). Whilst care staff are often aware of this,
it has been reported that such awareness is not ubiquitous (Garrido et al., 2019).
Adverse evocations can be mitigated by exploring a resident’s music preference and
by providing awareness of this pitfall to care staff (Garrido et al., 2019; Krgier et al.,

2020).

1.6.7 Music Skill-Sharing

In recent years, music therapists have seen increased opportunities to collaborate
with care staff, family members, and community musicians to share their skills and
knowledge (McDermott et al., 2018). Skill-sharing allows for an increase in indirect
music therapy practices to be introduced into dementia care when music therapists
are unavailable to provide clinical practises. It is becoming common for therapists to
share therapeutic skills, which can be incorporated into staff's daily routine to allow
benefits to continue outside of therapy sessions. As mentioned previously, music
interventions must be high quality and well-informed to ensure efficacy and safety
(McDermott et al., 2018). The delivery of music interventions is equally vital as the
specific content. As highlighted in previous research, many care staff and family
members may lack knowledge and experience in dementia and music interventions
(Garrido et al., 2019, 2020; Robinson et al., 2014; Sung, 2011; Werner, 2001).
Inappropriate or lack of space and support, that allows staff to reflect on how to be
with the individual can lead to a loss in benefits (McDermott et al., 2018). Skill-
sharing allows therapists to withdraw when formal therapy ends, with the residents

still being supported through music.

As mentioned previously, the availability of music therapists is limited, especially in

the UK; therefore, music therapy and skill-sharing are limited to a small number of

56



care homes (Schneider, 2018). Additionally, the training care staff receive is from
music therapists' experience; therefore, there is reduced consistency between
therapists. Manual-based interventions exploring the integration of music therapy
skills into care home routines through staff training are currently limited (McDermott
et al., 2018). Therefore, there is a need for a structured manual developed from
evidence-based practices to train staff in music. The manual should focus on the type
of music activities and the delivery by the facilitator to connect with residents. A
skills-sharing manual would allow music therapists' knowledge to be shared and

accessible to a larger population of care homes.

1.7 Person Attuned Musical Interaction (PAMI)

Person Attuned Musical Interaction (PAMI) is an evidence-based staff training
intervention aiming to provide care staff with music therapy skill-sharing training.
The tool consists of a manual and training package to provide care staff with
knowledge and guidance on musical therapeutic skills that can be incorporated into
care homes (Ridder et al., 2022, 2023). The manual aims to promote and facilitate
more meaningful two-way attuned interactions between care staff and residents
with dementia. A team of music therapist researchers at Aalborg University,
Denmark, developed PAMI-DK (Ridder et al., 2022,2023). The original team trained
music therapists in the principal and practises of PAMI for them to attend care
homes to train care staff. The manual consists of indirect music therapy practical
skills and techniques used by music therapists to develop relationships to improve
symptoms and quality of life. The training aims to make care staff more aware of
how they interact with residents and to reflect on their practices. The skills learnt by
staff allow residents with dementia to become equal communication partners by
highlighting the importance of non-verbal communication skills. The tool highlights

residents' strengths without limiting them due to their impairments.

The team that created the PAMI-DK used the Medical Research Council (MRC)
Guidelines for complex interventions during the development process, with them

conducting several studies for each step (Figure 1.2). The Development of PAMI-DK
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consisted of 12 sub-projects beginning with the development stage where they
explored the concept of attunement, care home interactions and PAMI through
systematic reviews and Lego serious play (LSP) which resulted in the development of
the PAMI-DK resources and PAMI theory book. The next stages were to explore
elements of PAMI to test the feasibility and acceptability which was achieved
through three sub-projects with music therapist and carers. The evaluation stage
consisted of evaluating music interactions, staff’s understanding of music
interactions using a PAMI protocol and music therapists’ evaluation of the PAMI
resources. The other three stages led to a final PAMI manual being developed and

beginning to be implemented into Danish care homes.
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Figure 1.2 Figure from the PAMI-DK intervention development process as presented in Ridder
etal. (2023)

1.8 Attunement

PAMI main aim to promote two-way attuned musical interactions between staff and
residents with dementia. "Attunement refers to a mutual phenomenon that occurs
between two or more people, with their emotional states influencing the dynamic
process between them" (Krgier et al. 2020). There is little dementia research

documenting attunement in care relationships. Although previous research has
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highlighted the concept without explicitly referring to attunement. A systematic
review by Alsawy et al. (2017) explored different communication strategies used in
care homes, with one consisting of interpersonal characteristics focusing on
‘attunement’ and personhood. Care staff reported "being" in communication by
attuning to the resident's feelings and perspectives rather than “doing”
communication. Using the term attunement in dementia research may be less
documented; however, the concept is longstanding in developmental psychology
with it being a core component of infant and carer interactions (Papousek, 1979).
Stern (1985), a key researcher in attunement, explored the connection between

infant and caregiver, mainly consisting of non-verbal processes.

Many person-centred core components are also vital for attunement. To attune, the
individual must take the perspective of the other, having a genuine interest in the
person behind the diagnosis (Krgier et al., 2020). The caregivers must be aware and
attuned to the individual's needs, wish and beliefs, attuning to their personhood
(Palmer, 2014). In dementia care, attunement requires care staff to involve
themselves emotionally in the interaction to acknowledge the resident's emotions
and needs. Participants in the MTC study (Hammar et al., 2010) reported feelings of
loneliness and powerlessness due to one-sided interactions. Attuned interactions
create a feeling of reciprocity that relieves loneliness for residents and creates staff
satisfaction (Krgier et al., 2020; Hammar et al., 2010), allowing the resident and care
staff to live in a moment of equality. The systematic review by Krgier et al. (2020)
reported that residents' psychosocial needs are met when reciprocity is achieved,

and communication can occur easier and smoother.

1.8.1 Attunement in Music Therapy

In music therapy, therapists are trained to musically attune to patients to aid the
development of therapeutic relationships. However, the training of this deeper
connection is lacking in care staff training (Krgier et al., 2020). The use of music to

achieve attunement may be more arbitrary to care staff. Even when not using music
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directly, interactions contain musical elements vital for attunement (Krgier et al.,

2020).

The core component of attunement is connecting to the other individual's
perspectives. Therefore, the ability to alter communication style to match is
essential. Adjusting the tempo ensures that both parties interact equally without the
carer controlling the interaction (Jost et al., 2010). Research has previously
highlighted that care staff and residents can interact at different speeds, with the
staff member sometimes working faster than the resident can process (Hammar et
al. 2010, 20114, 2011b). Turn-taking is a crucial skill in music therapy to ensure that
the interaction actively involves the resident, allowing them to stand as an equal
individual (Clare et al., 2019; Jost et al., 2010; Ridder & Gummesen, 2015). The voice
can be altered and adapted to attune to the individual with dementia; for example,
the tone can convey different emotions (Krgier et al., 2020). Interactions can occur
successfully when the tone matches the other individual's needs. A misalighnment in
the carer's voice and the resident's needs could negatively impact the individual and

situation.

Although staff may lack attunement vocabulary (Haggstrom, 1998), the ability to
recognise musical elements in interactions is believed to be innate (Krgier et al.,
2020). Communicative musicality explores the innate capacity to use musical
paraments, including timing, tempo, and dynamic patterns of sounds in interactions
(Malloch, 1999). Babies and mothers have been observed communicating despite the
baby being unable to understand the context of the mother's words and responding
with nonsensical sounds. When observing babies' and mothers' interactions, they
generally consist of wordless songs, rhythmic reparative nonsensical sounds, and
imitation, all which babies seem to recognise and respond to. Babies can
discriminate timing, pitch, volume, harmonical intervals and voice quality from an
early age. Communicative musicality seems to remain intact in individuals with
dementia. Therefore, the techniques can be adapted for dementia care to allow

individuals to use musical elements to attune (Krgier et al., 2020; Ward et al., 2008).
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1.9 Gapinthe Literature
Music therapy skill-sharing is relatively new; therefore, there is currently a lack of

clarity on which music therapy and non-verbal skills are transferable. Additionally,
there is limited evidence on the applicability of musical interaction in care staff
practices (Kroier, 2022; McDermott et al., 2018). PAMI was developed as a
conceptual framework to describe the nonverbal musical interactions that happen
spontaneously between caregivers and persons with dementia. The work by Ridder’s
team (Krgier, 2022; Ridder et al., 2023; Anderson- Ingstrup, 2020) aimed to support
the application of PAMI in dementia care and to support music therapists in
delivering music therapy skill-sharing. The program allows care staff to reflect on
their practices, explore musical interactions, and create a shared professional

language to verbalise their experiences and practices (Krgier, 2022).

As the results from the Danish studies (Ridder et al., 2023; Krgier, 2022) were
presenting promising results, it was decided to introduce a version of PAMI to the
UK. However, the efficacy of a psychosocial intervention in one country does not
guarantee efficiency in a country different from the country of origin (Hutson et al.,
2014); therefore, when planning to introduce PAMI to the UK, cultural adaptations
were required to improve the likelihood of efficacy and implementation.
Additionally, the original PAMI delivery trains music therapists to deliver the training
to care staff. As highlighted earlier in the chapter, music therapy is limited to a few
UK care homes with the finances and who prioritise funds for psychosocial
interventions. Adapting the PAMI training to be delivered to care staff directly by the
PAMI-UK team could make the training more accessible to a wider care home
population, including those with limited finances. PAMI-UK aims to be a compacted
version that can be delivered quickly to care staff. Finally, the researchers at Aalborg
University are all involved in training less-experienced music therapist; therefore,
they could use their networks to train Danish music therapists. Whereas the UK
researchers are not affiliated with any UK Music therapy training courses. Due to the
lack of a network, having a PAMI-UK team consisting of two music therapists who
directly trained care staff was more practical to enable the team to offer training
quickly to care staff.
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1.10 Aims

1. Conduct a systematic narrative synthesis review to explore how care home music
interventions facilitate social interactions between care staff and residents with
dementia.

2. Develop a UK training resource based on PAMI-DK that is culturally appropriate
for UK care homes.

3. Conduct a manual field-testing study to pilot the training format and evaluate its
content validity, including cultural appropriateness, suitability usability,
readability, and clinical relevance.

4. Conduct a manual evaluation study to investigate its implementation process in a
care home setting and collect preliminary data to determine the effects of PAMI-

UK on residents with dementia and care staff.
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2. Analysing the Use of Music to Facilitate Social Interactions in
Care Home Residents with Dementia: Narrative Synthesis
Systematic Review

This chapter has been adapted into an article: Waters et al (2022). Analysing the use
of music to facilitate social interactions in care home residents with dementia:
Narrative synthesis systematic review. Dementia (London), 21 (6), 2072-2094.
https://doi.org/10.1177/14713012221100625

2.1 Introduction

Transitioning into a care home can be stressful and upsetting, as many feel they are
losing their home, identity, and independence (Thein et al., 2011). The transition can
be especially frightening for individuals with dementia, whose impairments such as
memory loss may make the care home seem scary, confining, and isolated (Wiersma
& Pedlar, 2008). Relationships developed between carers and residents impacts
residents’ well-being and quality of care (Willemse et al., 2015a, 2015b). Despite this,
residents can experience a lack of stimulating interactions or activities (Schreiner et
al., 2005), potentially due to carers’ demands and high workload pressures or
residents’ language impairments (Moyle et al., 2013). As dementia progresses,
individuals may retreat from social interactions when impairments initially develop

due to embarrassment and frustration (Banovic et al., 2018; Veselinova, 2014).

Music can support communication, even when language deteriorates (Cross, 2014).
The ability to continue to process music through the dementia stages allows
individuals to continue to engage with music, making it a potentially helpful tool for
residents to interact with others and express themselves (Brotons &Koger, 2000;

Jacobsen et al., 2015; Peretz & Coltheart, 2003).

While many systematic reviews have explored the effects of music, many focus
exclusively on music therapy, or not solely on social interaction outcomes (Brotons et
al., 1997; Fusar-Poli et al., 2018; McDermott et al., 2013; Petrovsky et al., 2015; Van
der Steen et al., 2018; Vink & Hanser, 2018). To our knowledge, this is the first
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systematic review to explore how care home music interventions may facilitate social
interactions, including both quantitative and qualitative studies. The data collected,
identified previously researched interventions and their efficacy, which can aid the
development of future music interventions to improve care home interactions. This
review investigates the quality, efficacy, and care home music intervention
mechanisms to facilitate social interactions. This review will also explore whether the
mechanisms for social interactions differ for music therapy compared to music

activities.
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2.2 Methods

This review was conducted using a prespecified protocol and in accordance with the
Preferred Reporting Items for Systematic Reviews and Meta-analyses (PRISMA)
statement (Moher et al., 2009). A narrative synthesis was conducted due to the
flexibility of the approach, allowing for the exploration of the mechanisms for how
and why care home music interventions facilitate social interactions, in studies with
considerable heterogeneity in methodology, interventions, and participants (Popay
et al., 2006). Popay et al.’s (2006) four-element framework was used to answer the
following research question: How do care home music interventions facilitate social

interactions for residents with dementia?

Popay’s (2006) four-element framework

1) Developing a theory of how the intervention works, why, and for whom

(Presented in Methods)

2) Developing a preliminary synthesis of findings of included studies (Presented in

Findings)
3) Exploring relationships in the data (Presented in Findings and Discussion)

4) Assessing the robustness of the synthesis (Presented in Findings and Discussion)

2.2.1  Narrative Synthesis Element One: Developing a Theory
Music in dementia care has several roles, including music as a leisure activity to

contribute to well-being (Laukka, 2007), cognitive decline prevention (Klimova et al.,
2017) and altering BPSDs in people with dementia (Ellewela et al., 2021). The roles
and aims of music therapy and music activities differ. Music therapy is a controlled
use of music (Munro & Mount, 1978), with the elements and skills used being an
intentional decision from the music therapist to achieve therapeutic goals and
develop therapeutic relationships to address an individual’s psychological, social, and
emotional needs (British Association for Music Therapy, 2017; American Music
Therapy Association, 2023; Schneider, 2018). Music therapy is a clinical and
evidence-based use of music interventions (American Music Therapy Association,

2023).
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Whereas music activities are generally used for health promotion or recreational
goals (Stegemann et al., 2019). Music activities in care homes are generally less
intentional. Having music on in care homes has become a natural practice that staff
continue as it has become the normal. Generally, there is less reflection on the type
of music played; instead, staff play songs that either they like, the residents like or
what they think residents should like. While there are some evidence-based music
activities, overall, music in care homes is everyday passive music listening that is an
integral part of human life without the staff considering the therapeutic benefits
above residents' enjoyment. Music activities generally have broader aims and lack a
specific intervention model, long-term goals, and a specific therapeutic setting
(Spiro, 2010). Raglio and Gianelli (2009) argue that the main difference between
music therapy and music activities is the absence of long-term goals in music
activities. Although the aims differ, previous research highlights that benefits can be

similar if implemented successfully.

Several theoretical frameworks have been proposed to explain the concepts behind
music therapy as a treatment. A conceptual model of music therapy has been
proposed that includes using antecedents (vibration, sound, tone, timbre, intensity,
and tempo) and attributes (rhythm, melody, pitch, harmony, interval) to influence
consequences (Psychological and physiological responses) (Murrock & Bekhet, 2016).
Music consists of five elements that are closely related, interdependent, and non-
hierarchical: rhythm, melody, pitch, harmony, and interval (Bunt, 1994). In Music
therapy, these five elements are recognised and manipulated. For example, the music
therapist may consider the rhythm of the music used when wanting to capture the
person's attention. Whereas the melody would be considered when using music as a
communication tool. This in-depth reflective depiction of music would not be seen in

most music activities delivered by care staff.

The heuristic working factor model for music therapy aimed to draw on previously
proposed frameworks to create a more inclusive complex model (Hillecke et al.

2005). The model draws on five factors: attention modulation, emotion modulation,
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cognition modulation, behaviour modulation and communication modulation. The
theory suggests that music can be used to attract attention, facilitate movement and

behaviour, facilitates communication, and regulate emotions.

Several frameworks also exist to explain the concept of music interventions in general
without distinguishing between music therapy and music activities. One framework is
the Progressively Lowered Stress Threshold Model (Hall & Buckwalter, 1987;
Petrovsky, 2014), which suggests that music can decrease stress levels from 'anxious'
or 'dysfunctional’ to the individual's 'functional’ level. Individualised Music
Intervention for Agitation is a framework that stemmed from Hall & Buckwalter’s'
work (1987). The framework aims to understand how music reduces stress in
individuals with dementia who are experiencing agitation by exploring the use of
music to create pleasant memories to soothe while also using music to stimulate and

orientate (Gerdner, 1997).

The Theoretical Framework of Music Therapy in older adults with dementia uses the
work of the Heuristic Working Factor Model for Music Therapy but does not
distinguish between music intervention type but instead, focuses on the attributes of
the music experience, which is then explored in relation to the five domains of
dementia-related health changes (Physiological, psychosocial, physical, cognitive, and
spiritual) (Petrovsky, 2014). The framework suggests that music affects humans'
attention, emotions, cognition, motoric behaviour, and socialisation, with the

outcomes affecting all aspects of the individuals.

Despite extensive research into music therapy and music activity, there is a lack of
consensus on the concepts behind the interventions and whether these are similar or
different between music therapy and music activities (Petrovsky, 2014). While there
is some research on the concepts behind music therapy and music activities, more
evidence is needed; there is still little understanding in the field of the mechanisms of

the two intervention types for people with dementia.
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When exploring how music facilitates communications McDermott's et al’s. (2014b)
Psychosocial Model of Music in Dementia (Figure 2.1) highlights several potential
mechanisms explaining why music may facilitate social interactions. The model
consists of three overlapping concepts: "who you are", "here and now", and
"connectedness". When cognitive functions decline, music can help individuals
maintain an identity and connection to their life history; by sharing the experience
with other it can aid physical and emotional contact. The stimulating nature can
orientate the individual to the present and allow self-expression. The adaptability
enables activities to be inclusive through altering the complexity and involvement.
Additional potential mechanisms for music facilitating interactions include music as
cues and to regulate arousal when individuals are in a state of agitation, confusion,
or disinterest (Allan, 2012; Ridder, 2003; Sixsmith and Gibson, 2007). McDermott’s et
al’s. model (2014b) is a broad view of the mechanisms of music for individuals with
dementia; the current review will explore in-depth the mechanisms highlighted in
the model to gain insight into how music interventions in care homes may facilitate

social interactions.
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Figure 2.1 McDermott et al's. (2014b) Psychosocial model of music in Dementia as presented
in their paper which explores the importance of music to individuals with dementia.

Figure 2.2 presents a model developed by the authors to interpret the literature
prior to the literature search. The model displays the author's theory development
highlighting how music interventions may help facilitate social interactions. Element
1 developing a theory has guided the research question, literature search and
inclusion criteria. For this review, music intervention will refer to any activity, active
or passive, provided in care homes where the main element is musical. The activities
could be provided by care staff, researchers, musicians, or music therapists. Social
interactions will refer to exchanges between two or more individuals, including
verbal and non-verbal communication and other social behaviours such as sitting

together.
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Figure 2.2 A model developed by the primary researcher to interpret the literature prior to
the literature search

2.2.2 Literature Search

A literature search was conducted from the earliest date available to March 2020
using the electronic databases Embase, Medline, PubMed, CINAHL, Cochrane library,
Web of Science and PsycINFO on the 5th of March 2020. The search was re-run on
the 22nd of July 2021. In addition, a hand search of included papers’ reference lists

was conducted.
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The following search terms were used:

. (Dement* OR Alzheimer* or Frontotemporal Dementia OR Lewy Body

Dementia)
. (Music OR Music Therap* OR Singing OR Sing OR Musical*)

. (Interaction* OR Social interaction OR Relationship* OR Social exchange OR
Communication OR Non-verbal* OR Social behaviour OR Interpersonal

interaction)

2.2.3  Eligibility Criteria

Inclusion criteria

Articles were required to fulfil all inclusion criteria to be eligible.
e Adults aged 18+ with a diagnosis of dementia residing in care homes

e Studies focusing on care staff were included if the intervention involved the

participation of residents

* The intervention’s main element was musical, facilitated by care staff, musicians,

researchers, or music therapists
» Reported outcomes of social interactions, relationships, or social behaviours

e Quantitative and/or qualitative methods, including- RCT, case studies, non-

randomised, observation, interviews, and before and after
e Written in English
* Published in a peer-reviewed journal

There was no restriction on gender, dementia type or severity
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Exclusion criteria

e Participants with mild cognitive impairment

e Studies conducted in the community or consisted of both community-dwelling and

resident participants

e Systematic reviews, book chapters, theses, conference papers, opinion pieces and

commentaries

2.2.4  Article Screening

After removing duplicates, articles were screened for eligibility in a two-stage
process, title and abstract, then full text. Two reviewers (BW & LS) independently
screened the articles and documented eligibility and exclusion reasons. Any
discrepancies were discussed between reviewers, and unresolved discrepancies were
resolved with a third reviewer (OM). Authors were contacted if papers were

inaccessible.

2.2.5 Methodology Quality Check

The methodology quality of included articles was assessed independently by the two
reviewers using the Downs and Black (1998) and Critical Appraisal Skills Programme
(CASP) (2018) tools. These tools were selected on the recommendations from Deeks

et al. (2003) and the Centre for Reviews and Dissemination (2009).

Downs and Black (1998) assessed randomised and non-randomised quantitative
studies, consisting of 27 questions across five domains- reporting, external validity,
internal validity (bias), internal validity (confounding), and power. For the current
review, the item ‘power’ was removed. This was decided as none of the articles
mention power, and the researchers followed the scoring system used in a similar
published review article (McDermott et al., 2013). Some questions were not
applicable to all study designs, and the maximum score varied accordingly based on
design type. The maximum score achievable for: RCT- 27, repeated measures - 22,
before and after — 22, and case studies -17. O'Connor et al.’s. (2015) Down & Black

scoring was used but modified to account for nonapplicable questions due to study
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design and removal of power, with excellent (25-27), good (19-24), fair (14-18), and
poor (<14).

CASP (2018) assessed qualitative studies and consisted of ten questions with no
scoring system. Both tools assessed mixed methods studies. Once again,
discrepancies were discussed between the two reviewers and unresolved

discrepancies were resolved by the third reviewer.

2.2.6 Data Extraction

The reviewers independently completed data extraction using a data extraction form
created by the primary researcher. Data extracted included- title, authors, date,
contact detail, country of origin, abstract, study design, aims, eligibility criteria,
recruitment, sample size and characteristics, setting, intervention type and
characteristics, facilitator, control, outcomes, measurement tools, statistical
techniques, findings, and limitations. Any discrepancies were resolved through

discussion between the reviewers.

2.2.7 Analysis

Initial descriptions of the findings were produced before concept mapping was used
to highlight relationships between included studies. The researchers reviewed the
extracted data and gave a keyword that represented each finding, such as non-
verbal, group membership, and reminiscence. The keywords then formed themes;
each keyword was written on sticky notes with the study reference. The researchers
explored the assigned theme, and any keywords that covered the same theme but
were worded differently were reviewed and assigned a more fitting theme name.
Related themes were then grouped to identify relationships between studies. An
overarching theme was created that represented the clusters of subthemes; these
overarching themes were then used as the subheadings for the findings. Analysis was
completed using A3 paper and sticky notes to visually move the themes around and
see the relationships emerging between each study. It was decided that all studies
would be included in the analysis despite methodology scores to highlight the quality

of studies.
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2.3 Findings

2.3.1 Narrative Synthesis Element Two: Developing a Preliminary Synthesis

The database searches retrieved 2069 results, and a further eight articles were
retrieved during the hand search. In the database search re-run, an additional 320
articles were retrieved. During the screening stage, 102 discrepancies were recorded
at the title and abstract level, 91 were resolved after discussions, and 12 with the
third reviewer. Seventeen discrepancies were recorded at the full-text level, 15 were
resolved after discussions, and two with the third reviewer. A total of 23 articles
were included in the synthesis (Figure 2.3). Eight of the included articles used
guantitative methods, which consisted of one controlled trial, four repeated
measures and three before and after study designs. There was one mixed-method
article consisting of an RCT and observational study design. The remaining 14 articles
were qualitative methods consisting of interviews and observations. Table 2.1

presents the study characteristics of included studies.

2.3.2 Narrative Synthesis Element 4: Assessing the Robustness of the Synthesis
2.3.2.1 Methodology Quality

During the methodology quality check, 50 discrepancies were recorded on the CASP
and 69 discrepancies on the Downs and Black tool. All discrepancies were resolved

with the two reviewers.
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] [Identification ]

} [Screening

Records identified through
database searching

(n=2069)

Additional records
identified through other
sources
(n=28)

Records after duplicates removed
(n=1437)

[Included

Records screened
(n =1445)

A4

l

Full-text articles assessed
for eligibility
(n=76)

) 4

Studies included in
synthesis
(n=23)

Records excluded
(n = 1369)

Full-text articles excluded,
with reasons
(n=53)

2- No diagnosis of
dementia

5 - Did not include care
home residents

6- Included family
members as participants

10- Not social interaction
outcome

4- Review article

5- Commentary piece
1- Letterto editor
7- Community setting
1 - Hospice setting

5- Unable to access the
article

2- Not peer-reviewed

1- Included healthy
participants

1- Notanarticle

2- Combination of music
and another
intervention

Figure 2.3 Included and Excluded articles including reasons for exclusion
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In the Downs and Black tool, Engstrom et al. (2011a), Hsu et al. (2015), and Raglio et
al. (2008) scored ‘good’. The remaining quantitative studies scored between ‘poor’
and ‘fair’. Clearly described aims, outcomes and participant characteristics were
reported across all studies. All applicable studies reported adjusting for the
difference in lengths of follow-up. Although some (42.9%) partially described
confounding variables', Raglio et al. (2008) was the only applicable study to fully
describe or adjust for confounding variables. Adverse effects were only reported by
Hsu et al. (2015). From most articles, it was difficult to determine the sample and
settings’ representativeness due to poor reporting of eligibility criteria and
recruitment strategy. The blinding of the outcome measures was only reported by
Raglio et al. (2008). However, the nature of communication and observational data
collection can make blinding the researcher challenging. All studies bar two
documented adequate intervention reporting (Hammar 2012; Sambandham &
Schirm, 1995). Sambandham & Schirm (1995) was the only study not to report the
main findings adequately. It was difficult to determine whether outcome measures
were accurate in three studies (Engstrom et al., 2011a; Lesta & Petocz, 2006; Pollack
& Namazi, 1992) and the appropriateness of statistical analysis in three studies
(Hammar et al., 2012; Raglio et al., 2008; Sambandham & Schirm, 1995). Raglio et al.

(2008) did not use standardised randomisation.

Most of the qualitative studies scored reasonably high on CASP. Kydd (2001) and
Ridder & Aldridge (2005) scored the lowest, with four out of ten. All studies were
scored to have appropriate methodologies. Hsu et al. (2015) was the only study to
report the recruitment strategy adequately. Clear aims were reported in 80% of the
studies. Nine out of the 15 studies reported researcher-participant relationships
inadequately. All studies bar Kydd (2001) reported clear findings. The reporting of
methodology was insufficient in several studies, making it difficult to determine the
appropriateness, including study design (Gotell et al., 2009; Hammar et al., 2010; Hsu
et al.,2015; Kydd, 2001 data collection (Dassa & Amir, 2014; Kuot et al., 2020; Kydd,
2001; Ridder & Gummesen, 2015), ethics (Hammar et al., 2011a; Kydd, 2001; Ridder
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& Aldridge, 2005) and data analysis (Dassa & Amir, 2014; Kydd, 2001; Ridder &
Aldridge).

2.3.3 Intervention Characteristics

Eight articles investigated music therapy (Dassa & Amir, 2014; Hsu et al., 2015; Kydd,
2001; Lesta & Petocz, 2006; Pollack & Namazi, 1992; Raglio et al., 2008; Ridder &
Aldridge, 2005; Ridder & Gummesen, 2015) (Table 2.1). Music activities were
explored in 15 studies that were facilitated by carers (Engstréom et al., 2011a, 2011b;
Gotell et al., 2002, 2009,2012; Hammar et al. 2010,20114a, 2011b, 2012; Kuot et al.,
2020; Sambandham & Schirm, 1995; Swall et al., 2020), musicians (Campbell et al.,
2017; Clare et al., 2019) or the researcher (Olderog Millard & Smith, 1989).

The layout and context of music activities varied across studies. Nine articles
investigated MTC; however, only five unique separate studies and datasets were
explored across the articles (Engstrom et al., 2011a, 2011b; Gotell et al., 2002,
2009,2012; Hammar et al. 2010,2011a, 2011b,2012;). The MTC articles are all
related, with papers published by one research team at the same university, with
several articles being part of a doctoral research project. MTC consists of carers
singing or humming, on an individual basis while completing tasks, including personal
morning care, mealtimes, and personal transfer. Background music was also
explored in some studies. Swall et al. (2020) explored incorporating music into daily

routines. One study explored personalised music listening (Kuot et al., 2020).

The additional four studies explored group music sessions consisting of singing,
music instrument playing or both. In Olderog Millard & Smith (1989), popular songs
were sung while the researcher played the guitar. No details were reported in
Sambandham & Schirm (1995), other than the intervention being facilitated by care
staff. In Campbell et al. (2017), musicians provided music instrument improvisation
sessions. Live music sessions were investigated in Clare et al. (2019), consisting of
musicians and residents singing and playing instruments in group and individual

interactions.

77



The music therapy studies were less inconsistent; they consisted of group sessions
(Dassa and Amir, 2002; Lesta & Petocz, 2006), individual sessions (Pollack & Namazi,
1992; Raglio et al., 2008; Ridder & Aldridge, 2005; Ridder & Gummesen, 2015) or
both (Kydd,2001), facilitated by a licenced music therapist. Hsu et al. (2015) had the
additional element of indirect staff skill-sharing. Studies used a range of music
therapeutic skills, including turn-taking, imitation, holding, containing, validation,
empathy, and modelling. The residents’ behaviours and needs mainly guided the
sessions and, therefore, varied in activities, but singing, music listening, music

playing, and reminiscence were all reported across studies.

2.3.4  Participant characteristics

Music activities

Campbell et al. (2017) and Swall et al. (2020) did not report any participants’
characteristics, including the residents' sample size. Across the remaining studies, 97
residents were recruited aged 67-98. The studies that reported gender consisted of
27 females and 13 males. Age was not reported in four studies (Gotell, 2012;
Hammar et al., 2010, 201143, 2011b), and gender was not reported in Gotell et al.
(2012), Kuot et al. (2020) and Sambandham & Schirm (1995). The dementia severity
measures varied; however, all participants were reported to have moderate to

severe dementia.

Eight of the studies included staff participants. Sambandham & Schirm (1995) did not
report the sample size or characteristics. From the remaining seven studies, 79
participants aged between 20-63 were recruited. The studies that reported gender
consisted of 53 females and two males. The names of staff job roles varied between
studies, but all were reported to either be licensed nurses or carers. Engstrom
(2011a) and Kuot et al. (2020) did not report age, gender, or job roles. Campbell et al.
(2017) only reported interview numbers, which consisted of a music therapist,
musicians, members of the organisation team, activity workers and a care home

manager; age and gender were not reported.
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Music therapy

Across the studies, 98 residents participated aged between 64-97, consisting of 79
females and 19 males. Kydd (2001) did not report dementia severity; the other
studies reported dementia severity between moderate to severe. One study
consisted of ten carers aged between 21-60, with seven females and three males

(Hsu et al., 2015).
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Table 2.1 Table with the author, year of publication, intervention, sample size and characteristic, study design and length of study presents the intervention

type and characteristics.

Author (Year)  Country Intervention

Sample size

Control (females)

Study

Participant characteristic design

Length of study

Qualitative Study Design

Campbell et al. UK Music in Mind Programme N/A 11 interviewed 1 Music therapist Exploratory ~ Once weekly for
2017 ualitative 11 weeks
( ) Sessions provided by musicians Number of 4 Manchester Camerata musicians N
to develop musical session . . L
2 intervention organisational team
improvisation. Access to articipants not
P P P 3 Activity workers
instruments. provided
1 Care home manager
20-30 minutes.
Residents (not interviewed)
Resident characteristics not
reported
Interviewees’ characteristics not
reported
Clare et al. UK Music for Life Group 1 Recorded 8 Residents (4) Mean age- 90 Qualitative Once weekly for 9
(2019) weeks

Active live music by musicians.
Improvising singing and musical

instruments playing.

music listening

CDR between2.5 and 3.0
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1 hour.

Dassa & Amir Israel Group music therapy N/A 6 Residents (2) Mean age- 79 Qualitative Twice weekly for
2014 1 month
( ) Singing Israel songs from 1930- MMSE between 7-20

1950. Conversations between

songs to evoke memories and

feelings.

45 minutes.
Gotell et al Sweden Music therapeutic care Usual morning personal 10 Residents (8)  Residents mean age- 84 years old Qualitative Not reported
(2002) Condition 2- background music care

during personal morning care.

Condition 3 - Carers sang during

personal care.

6 to 22 minutes.

5 Carers (5)

MMSE between 0-12

Mean time at facilities- 3 years 1

month

Carers- licensed practical or

mental health nurses
Mean age -29 years old
Fluent in Swedish

Mean time in geriatric care-10

years
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Gotell et al. Sweden Music therapeutic care Usual morning personal 9 Residents (7) Residents-, MMSE mean 1, Qualitative Not reported
2009 care
( ) Condition 2- background music 5 Care staff (5) Mean time at facilities- 3 years 1
during personal morning care. month
Condition 3- Carers sang during Carers- licensed practical nurses or
personal care. mental health nurses,
6 to 22 minutes. All but 1 born in Sweden
Mean time in geriatric care- 10
years
Gotell et al. Sweden Music therapeutic care Usual transfer 19 Residents Resident- severe dementia Quialitative 4- 5 days a week.
(2012) o .
Carers singing during personal 17 Carers Age & gender not reported 4 weeks of
transfer. control
9 Carers Carers —aged- 22- 55
interviewed (8 4 weeks of MTC
®) Worked in geriatric care- 1- 30
years
Hammar et al. Sweden Music therapeutic care Usual morning personal 10 Residents (6)  Residents- age not reported Qualitative Once weekly for 4

(2011a)

Carers singing during personal

morning care

care 6 Carers (6)

MMSE mean -3.3
Carer- aged- 31-54

4 nurse assistants, 2 nurse aids

Working in dementia care- 2.5- 30

years

weeks
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Hammar et al. Sweden Music therapeutic care Usual morning personal 10 Residents (6)  Residents- age not reported Qualitative Once weekly for 2
2010 & 2011b care months
( ) Carers singing during morning 6 Carers (6) MMSE mean- 3.3
personal care Carers- aged 31-54
4 nurse assistants, 2 nurse aids
Employment at facility- 2.5- 30
years
Ridder & Denmark 1:1 music therapy N/A 1 Resident (0) Aged- 64 Explorative Once weekly for
Gummesen . . . . case study 14 weeks
1:1 Singing, music playing and Moderate to severe dementia
(2015) . .
listening
Kydd (2001) Canada Group and 1:1 music therapy N/A 1 Resident (0) 88 years old Case study Once weekly of
. L . . both 1:1 and
1:1 session - playing individuals Dementia severity not reported
T . group session
chosen music, singing, piano
. Length not
playing.
reported
30 minutes
Group sessions - weekly theme
using music and singing to
reminisces, exercise and
socialise.
Ridder & Denmark 1:1 music therapy N/A 1 Resident (1) Early 70s Case study 20 sessions
Aldridge (2005)

MMSE score O,
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Therapist singing and skills
including holding, containing,

validation and empathy.

Time at facility- 10 months

Kuot et al. Australia Personalised music playlist N/A 10 Residents Resident- mean 81 (67-93 years) Qualitative 60 daily sessions
2020
( ) Families provided a list of songs. 15 Carers Gender not reported

Used an iPod device with .

Staff characteristics not reported

headphones during the

intervention.

30 minutes.
Swall et al. Sweden Staff training in Music in N/A 30 Carers (29) Carers- aged 24-63 Qualitative Daily for two
(2020) Caregiving months

lecture providing information on
how to choose music for
caregiving, how to make sessions
person-centred and when to use
music. After the lecture, staff
used the techniques with

residents

Resident characteristics not

reported

Mixed Methods
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Hsu et al. UK 1:1 Music therapy N/A 17 Residents Residents- mean age 84 Mixed Once weekly for 5
2015 16 methods months
( ) Interactive music therapy skills (16) GDS mean (intervention) - 5.89
. . A . clustered
including cueing, improvisation, 10 Carers (7)
GDS mean (control)- 5.50
and joint music-making. RCT
Instruments available. Talking for Mean time at facility- 20 months.
reminiscence. Non-verbal Carers - mean age 38
communication used to express
Employment mean- 32.33 months
cues.
(intervention) and 23.33 months
30 minutes (Control)
Quantitative Study Design
Engstrometal. Sweden Music therapeutic care Usual morning personal 1 Resident (1) Resident- 86 years old Asingle Once weekly for 8
2011b are ase AB eeks
( ) Carers singing during personal ¢ 1 Carer MMSE -4 ¢ W
morning care . -
Time at facility- 5 years.
Carers not reported
Lesta & Petocz Australia Group music therapy N/A 4 Residents (4) Aged between 80-97 Before/ 4 Consecutive
2006 days
( ) Music therapist provided songs MMSE <13 After v

to sing considering residents’

sundowning.

30 minutes

Time at facility- minimum 5 months
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Olderog Millard Group singing Discussion group 10 Residents (7) Mean age- 81.4 Reversal Twice weekly for
& Smith (1989 researcher presented ABABA 5 weeks
( ) Researcher played the guitar P ( ) W
isual props to encourage repeated
while participants sang. visuatprop ureg P
group discussion. measures
30 minutes
30 minutes
Pollack & 1:1 Music therapy N/A 8 Residents (5) Mean age-76.8 Before/ Once weekly for 2
Namazi (1992 MMSE mean- 7 weeks.
( ) Individuals preferred music After
activities- singing, moving, and
playing instruments.
Reminiscence.
20 minutes
Hammar et al. Sweden Music therapeutic care Usual mealtime care 1 Resident (1) Resident—Aged- 87 ABA case Once weekly for
(2012) ) ) . study five weeks.
Carers humming during 1 Caregiver (1) MMSE- 0
mealtimes. ) .
Time at facility- 16 years
15 and 21 minutes.
Carers- Aged- 51 years old
Assisted nurse
Worked in dementia care -31 years
Time at facility- 6 years
Engstrometal. Sweden Music therapeutic care Usual morning personal 10 Residents (6)  Residents- mean age- 81.3 Repeated 4 Control sessions
(2011a) care measures 4 MTC sessions

10 Carers

MMSE mean- 3.3
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Carers singing during personal

mean time at facility- 24.5 months

care
Staff characteristics not reported
Sambandham & USA Group music sessions N/A 19 Residents Mean age- 83, before/after Twice weekly for
Schirm (1995) . ) . 6 weeks.
60 minutes no other information Staff sample MMSE mean- 7.1
was given size not Each resident
Gender not report
reported participated for 3
Staff characteristics not reported weeks.
Raglio et al. Italy Music therapy Educational and 59 residents Mean age- 85.8 (control) and 84.4 Non- 16 weeks
2008 entertainment 50 intervention randomised
( ) Non-verbal music therapy using (50) ( ) 3 cycles of 10
. . activities controlled .
rhythmical and melodic instruments to MMSE - 10.7 (control) and 11.1 sessions
(personal care, trial

promote intersubjective communication.

30 minutes

lunch, bath,
reading
newspaper,

playing cards)

(intervention)
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2.3.5 Narrative Synthesis Element 3: Exploring the Relationships Within and
Between the Studies

Many of the themes emerged from both music activities and therapy despite the

difference in interventions. Table 2.2 presents a summary of the study findings.

2.3.5.1 Social Interactions Prior to the Intervention

Residents’ social interactions prior to the intervention were explored mainly in MTC
(Engstrom et al., 2011a, 2011b; Gotell et al., 2002, 2009,2012; Hammar et al.
2010,20114a, 2011b,2012); and music therapy studies (Kydd,2001; Ridder& Aldridge,
2005; Ridder & Gummesen, 2015). During the studies, it was challenging to engage
residents in positive interactions prior to the intervention, whether with staff, other
residents, or family members. Many were isolated from social contact, leading to

other issues such as depression.

In Kydd (2001), the participant remained in his room apart from at mealtimes and did
not engage in communal activities or interactions. He could not follow the group
format when attending only group music therapy, including selecting irrelevant songs
and leaving before the end. In many studies, verbal communication was difficult for
residents to use and comprehend. Some residents’ verbal language consisted of
repeating a single word or phrase (Ridder & Aldridge, 2005; Ridder & Gummesen,
2015). However, many of the participants across the studies were able to
comprehend and use non-verbal communication. Ridder & Aldridge’s (2005)
participant was the only individual reported to have a disinterest in music prior to

the session.

In the MTC studies (Engstrom et al., 2011a, 2011b; Gétell et al., 2002, 2009,2012;
Hammar et al. 2010, 201143, 2011b, 2012), carers aimed to verbally narrate their
actions, despite residents' inability to comprehend, leading to them repeating
instructions. Carers used strong, energetic tones to portray warmth and enthusiasm;
however, residents were confused and frightened, which was reflected in their

speech. Residents’ verbal communication was limited, and when used, was generally
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a weak flat tone with monosyllables, incoherent speech and out of context
sentences. Their primary forms of communication were muteness and ‘resistance to
care behaviours’. Carers referred to residents being physically present in the room
but not mentally, making communication difficult and one-sided. However,
researchers also reported that carers provided little opportunity for residents to
interact actively. Both parties worked at different paces, leaving carers feeling lonely

and powerless.

2.3.5.2 Residents’ Social Interaction During and Post-intervention

The studies, despite intervention type, all reported changes in residents’
interactions. However, the degree of change varied across the studies. Many
reported increased sociable verbal and non-verbal communication while observing a
decrease in unsociable verbal and non-verbal communication (Clare et al.,2019;
Engstrom et al., 2011a, 2011b Gétell et al., 2002, 2009, 2012; Hammar et al., 2010,
2011b, 2011a; Kuot et al. 2020; Kydd,2001; Olderog Millard & Smith, 1989; Pollack &
Namazi, 1992; Raglio et al., 2008; Ridder & Gummesen, 2015; Sambandham &
Schirm.1995; Swall, 2020). Residents vocally participated more, and speech became
more fluid and coherent. Verbal communication remained difficult for many
residents; however, singing and music allowed them to express themselves. Even
though residents were more capable of using non-verbal communication pre-
intervention, the studies reported increased eye contact, smiling, and body
movements. These improvements were reported to remain post-intervention.
Participants were more sociable and interactive at other times of the day (Hsu et al.,
2015; Kydd, 2001, Pollack &Namazi, 1992 Sambandham & Schirm, 1995), in turn

reducing social isolation.

The increase in verbal and non-verbal communication was not significant across all
studies. In Hammar et al. (2012), there was minimal change between usual care and
MTC. However, argumentative, rejecting, and ‘verbalising negative affection’ were
reported to diminish. The only recorded verbal communication used by the resident

was humming in one session. In Lesta & Petocz (2006), the findings were more
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inconsistent with all outcomes, both sociable and non-sociable, except reminiscence
significantly improved overall. The post hoc tests highlighted that most outcomes,
bar mumbling and wandering alone significantly improved during therapy compared
to pre-therapy. However, mumbling, wandering alone, eye contact and talking were
the only outcome to improve significantly post-therapy compared to during therapy.
Additionally, significant improvements from pre- to post-intervention was only
reported in mumbling, sitting alone, walking, and sitting with others. Some of these
outcomes, such as sitting alone, may not demonstrate an improvement in social
interactions; other factors may have affected the outcomes, such as seating
availability. In Hsu et al. (2015), there was no significant difference in personal
enhancers between conditions. Despite this, carers reported improvements in
residents’ communication skills post-therapy. The use of music was not positive for
all residents; in particular, one participant in Kuot et al. (2020) felt she was being

buried alive when certain songs were played.

MTC orientated residents to the present and improved alertness, which may explain
the improvements in fluency and coherency of speech as well as verbal
communication comprehension (Engstrom et al., 2011a, 2011b Goétell et al., 2002,
2009, 2012; Hammar et al. 2010, 2011b, 2011a). In both music therapy and music
activities studies, an increase in laughter and humour between residents, staff, and
other members strengthened connections and allowed residents to express positive
emotions (Clare et al., 2019; Campbell et al., 2017; Engstrom et al., 2011a, 2011b;
Gotell et al. 2009, 2012; Hammar et al., 2010, 2011b, 2011a; Kuot et al. 2020; Ridder
& Gummesen, 2015; Swall et al., 2020). In Dassa & Amir (2014), residents provided
singing advice to other members, which aided in developing a collective identity.
Music helped develop a sense of togetherness that facilitated socialisation and
cooperation (Olderog Millard & Smith. 1989; Swall et al., 2020). In all music
intervention types, residents were observed singing, even when verbal language was
severely impaired (Gotell, 2002, 2012; Hammar, 2010; 20113, 2011a; Kuot et al.,
2020; Lesta & Petocz, 2006; Olderog Millard & Smith, 1989; Ridder & Gummesen,

2015; Swall et al., 2020). The ability to sing and remember lyrics improved self-
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esteem and confidence, encouraging communication through music (Dassa & Amir,
2014). In Swall et al. (2020), some participants were unable to sing; however, they
were able to have reciprocal communication without verbal language through
movement and shared music experiences. Residents who display agitated behaviour,
even when interacted with verbally, relaxed and calmed when music was introduced,
providing a time and space for residents and facilitators to communicate through
music and non-verbal communication (Hsu et al., 2015; Ridder & Aldridge, 2005;
Ridder & Gummesen, 2015). Ridder and Aldridge’s (2005) participant was the only
individual to have little reaction to the intervention due to her impairments;
however, touch was still observed as a form of communication that aided the

development of a relationship between the therapist and resident.

2.3.5.3 Staff Experience

Some studies consisted of care staff as facilitators or participating members
(Campbell et al., 2017; Clare et al., 2019; Engstrom et al., 2011a, 2011b; Gotell et al.,
2002, 2009, 2012; Hammar et al., 2010, 2011b, 2011; Hsu et al., 2015; Swall et al.,
2020). Staff were made aware of small non-verbal signals which had previously been
missed or misinterpreted (Campbell et al., 2017; Clare et al., 2019). As a result, staff
could alter their communication style to accommodate the resident. Through
reminiscence and meaningful interactions, staff gained greater insight into residents’
lives and personalities, allowing them to see the identity behind the diagnosis
(Campbell et al., 2017; Clare et al., 2019; Hsu et al., 2015). In the MTC studies, staff
reported relationships and interactions as one-sided and limited, if not completely
non-existent, during usual care (Engstrom et al., 2011a, 2011b; Goétell et al., 2002,
2009, 2012; Hammar et al. 2010, 2011b, 2011a). Through music, a mutual
understanding was developed, with staff reporting more reciprocal relationships
where both parties were actively engaging. The reciprocal nature of interactions
during music was also explored in Swall et al. (2020). Improvements in
communication skills were observed in both residents and staff. The care staff in
Swall et al. (2020) became more aware of interactions, allowing them to adapt them
to be more person-centred and meaningful. Staff felt that music allowed them to

provide instructions more gently and respectfully. In the MTC studies, staff increased
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their non-verbal communication and reduced verbal language (Engstrom et al.,
2011a, 2011b Gotell et al., 2002, 2009, 2012; Hammar et al. 2010, 2011b, 2011a).
The researchers highlighted the paradoxical findings but suggested fewer
instructions were required due to improved awareness and interactions. Therefore,
tasks were completed more effectively without the need for intense narratives. The
addition of the staff skill-sharing in Hsu et al. (2015) allowed staff to include effective
music interaction skills into daily practices, ensuring that benefits remained post

sessions.

2.3.5.4 Mechanisms of Music for Facilitating Social Interactions

The articles highlighted potential mechanisms of music that could facilitate social
interactions, which were observed in both music therapy and music activities. The
primary researcher developed a model to visually highlight their interpretation of the
analysis of findings from the original papers outlining the potential mechanisms for
facilitating social interactions (Figure 2.4). Although the aims and context of music
therapy and music activities varied, the mechanisms were present in both

intervention types to some degree.

The interventions were not based on cognition or verbal language, which allowed
residents to engage without their impairments hindering their experience.
Adaptability allowed interventions to be tailored to residents’ needs and abilities,
making them inclusive for all, despite dementia severity. Music was highlighted as an
alternative communication form for residents to express themselves when verbal
language deteriorates. The use of musical turn-taking and mirroring allowed
residents to be actively involved in interactions and build relationships (Clare,2019;
Ridder & Gummesen, 2015). Improvisation allowed participants to create something
together as equal partners, strengthening connections (Campbell et al., 2017; Clare
et al., 2019; Kydd, 2001; Ridder & Gummesen, 2015). Sessions provided a safe space
for residents, staff and/or facilitators to communicate without intentions,
expectations, or defined outcomes. Staff learnt it was acceptable to allow

interactions to occur naturally. During periods of silence, staff discovered
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interactions were still occurring, with residents’ psychological, social, and emotional
needs still being met (Clare et al., 2019; Campbell et al., 2017). A safe space was
crucial for those residents usually uncomfortable with communicating. In Campbell
et al. (2017), the musicians were attuned to the residents' vulnerability, which
enabled them to alter the environment and interactions, such as being aware of
more subtle communication cues, as well as knowing when residents needed

stillness and silence.

Music acted as a cue to orientate to the present, with residents becoming more
aware of their surroundings, and improving interaction’s fluidity and coherence. A
prominent theme was reminiscence. Music from the residents’ earlier years evoked
personal memories that allowed for discussions around life stories (Hsu et al., 2015;
Campbell et al., 2017; Dassa & Amir, 2014; Gotell et al.,2002; Kuot et al., 2020; Lesta
& Petocz, 2006; Pollack & Namazi, 1992; Sambandham & Schirm, 1995; Swall et al.,
2020). The music in Dassa and Amir (2014) revolved around cultural or historical
events, which evoked patriotism, leading to the development of a sense of

belonging.
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Music interventions

I |
| | | | |
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Figure 2.4 The model highlights the authors’ interpretation of the result that highlights the potential mechanisms to explain how care home music
interventions can facilitate social interaction. The lines highlight the connection the authors have made between the mechanisms. Many of the mechanisms
were highlighted in both music therapy and music activities. *Reduction in resistance to care was seen in the studies where music was used during care
tasks and Reduction in agitation was seen in all music interventions.
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Table 2.2 Table with the outcomes each study explored, the data collection methods used, a summary of the key findings and the methodology quality check

findings.
Author (Year) Outcomes (data collection Summary of findings Methodology Quality
methods) Check (not reported
items)
Qualitative Studies
Campbell et al. Participation Experience Allowed residents to make choices and develop relationships CASP-9 /10

(2017)

(Interviews & diary
entries)

Improved awareness

Staff gained insight and understanding of the resident and their abilities
Staff learnt different types of communication styles. Learnt to allow
interactions to happen naturally, and it is okay to be together in silence
Residents used music to express themselves

(Care home and
participant recruitment)

Clare et al.

(2019)

Nature and range of
interaction changes in
communication skills
(Video observation)

Live music facilitates both verbal and non-verbal communication
Communications is a network of subtle and complex interactions with no
linear form, creating a multisensory environment

Interactions required the initial communicative action to be noticed by
another member and for them to respond

If communicative action were missed, residents cease communication
attempt

CASP-9/10

(Care home, and
participant recruitment)

Dassa & Amir
(2014)

Connection between
musical features and
conversation topics

(Video observation)

Two types of conversations- 1) relating to the context of the song, 2) relating
to the activity of group singing

Songs evoked memories of their country or personal events

Members provided advice on singing to other members, Providing a sense of
belonging.

Paid compliments to other members.

CASP-7 /10

(Recruitment)

Insufficient reporting of
data collection methods
& data analysis methods

95



Care staff reduced verbal communication but increased non-verbal

Gotell et al. Verbal communication CASP-8 /10
Despite decreased verbal communication, residents understanding
(2002) (Video observation) increased. Recruitment strategy
Silenced residents became more talkative unclear
Residents’ verbal communication became clearer and more mutual. (Aims)
MTC interactions were mutual.
Reminiscence
Gétell et al. Communicating emotions Control condition- cares conveyed friendliness, warmth, and engagement CASP-6 /10
and mood through an energetic voice '
(2009) Control condition- Residents had weak flat, monotone voices. Unable to determine
(Video observation) Communication was fragmented and short appropriate study design
Intervention condition- residents more vocal, with both residents and staff, or recruitment
speaking with a warm tone (Aims & researcher and
Interactions were more equal participant relationship)
Verbal communication was not always necessary to express emotions.
Residents playfully responded to carers
Both parties connected physically and emotionally with mutual appreciation
expressed.
Gétell et al. Communication Enhanced mutual verbal and non-verbal communication CASP- 8/ 10,
Singing improved the efficacy and ease of a task
(2012) (Interview) Residents had increased awareness, making communication easier Appropriateness of
Both parties expressed enhanced positive moods and emotions recruitment strategy and
Increased humour, with residents making jokes and laughing relationship between
Residents’ language and speech improved researcher and
participants
undetermined
Hammar et al. Carer’s experience of Control condition- communication was difficult or impossible CASP-9 /10
(2011b) communion Residents were physically in the room but not mentally present
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(Focus group)

Carers felt alone in the task and communication.

Residents did attempt to show love through touch

Intervention condition- communication was more mutual, with residents
more aware and present.

Improvement in residents’ speech

(Recruitment strategy)

Hammar et al.

(2011a)

Communication

(Video observation)

Control condition- carers did not invite residents to participate in the
communication

Little eye contact from either party

Carers and residents attempted to interact at different paces.
Intervention condition- increased eye contact, and residents could actively
engage more as both parties attempted to interact at the same pace.

CASP-8/10

Insufficient reporting of
the recruitment strategy
and ethics

Hammar et al.

Verbal and non-verbal

Control condition- carers used non-verbal communication to act out tasks
but rarely invited the residents to join in the task or interaction.

CASP-7/10

(2010) communication Little eye contact from either party Unable to determine the
(Video observation) Carers and residents worked at different paces, residents were slower, and appropriateness of study
carers regularly interrupt design and recruitment
Intervention condition- carers invited residents to communicate more strategy is appropriate.
Increased non-verbal communication elements became the primary form of (Researchers and
communication participants’
Eye contact and humour increased relationship)
Ridder & Communication Resident struggled to understand verbal communication, had limited verbal CASP-7 /10
Gummesen language, repeated a single phrase
(Video recording, He did understand and use non-verbal communication Unable to determine the
(2015) Therapist log, pre- appropriateness of

assessment reports,
session transcripts)

He used the drum app on the iPad to explore sounds and engage in rhymical
playing

Singing, turn-taking, and mirroring were used to connect

He used different tones of voice and gestures to express himself

recruitment strategy and
data collection

(Researcher and
participant relationship)
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The joint sing helped develop a symbolic relationship leading to the resident
feeling safe.

At the beginning, he was reluctant to play his banjo as he felt he was not as

Kydd Social interaction CASP-4 /10
good as he used to be
(2001) (Direct observation) He struggled to follow group music session rules and would leave early Unable to determine the
As sessions progressed, participation increased with him following rules appropriateness of
He became more sociable at other times of the day by increasing interactions recruitment strategy
with others Insufficient reporting of
During the sessions, he would reminisce and performed for the other ethics, data collection
residents. and clear findings
(Researcher and
participants’
relationship)
Ridder & Aldridge Behavioural effects of Challenging to engage the resident in positive interactions due to serve CASP- 4 /10
. dementia
(2005) music .
Prior to sessions- isolated from social contact with staff and residents Unable to determine the
(Video recording, During sessions- She used touch to connect and pulled the therapist up from  2imMs, researcher and
modified Cohen-Mansfield the sofa to walk with her a sign of mutual understanding. participant relationship,
Agitation Inventory She repeated a single word, and the use of the word increased the appropriateness of
(Cohen-Mansfield, 1986), The resident did not actively participate in sessions study design,
. . recruitment, ethics, and
music therapist log) . .
rigorousness of analysis
Kuot et al. Behaviour, well-being, The intervention did not work for all residents. CASP-7/10
clinical management Music improved social interaction with staff and other residents
(2020) ! Unable to determine the

culture, and social
interaction

(Focus groups)

Staff more playfulness with residents
Reduction in resistance to care behaviour
Music is a conversation point

researcher participant
relationships, the
appropriateness of
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recruitment and data

collection
swall et al. Feeling behaviours of Intervention built bridges in a person-centred way to connect with residents CASP- 9/10
. Interactions more valuable, joyful, and meaningful, created opportunities to
residents and carers .
(2020) . . frame reciprocal communication Unable to determine the
(World café discussion) : f
The intervention promoted togetherness that facilitated socialisation and appropriateness o
cooperation recruitment
Promoted communication when language was no longer available.
Singing was a respectful way to reach the residents.
Music helped develop life stories for the resident and start discussions.
Mixed Methods
Hsu et al. Carers and residents’ Case study- musical vocal, bodily and facial expressions were used as CASP-8 /10
interactions emotional cues.
(2015) Unable to determine the

(Interview, video
observation, Dementia
Care Mapping (Brooker &
Surr, 2006),
Neuropsychiatric
Inventory (Cummings et
al., 1994))

The therapist's verbal expression agitated the resident, but soothing
melodies were used as musical cues when verbal failed.

The resident used eye contact and smiling in interactions

The resident reminisced over playing the piano; this was fed back to staff use
in routines.

Quantitative study- Personal enhancers did not differ between the
intervention and control group at 3 months (-24.08 95% CI [-97.47 to 49.32]
P=0.294), 5 months (-28.08, 95% ClI [-86.70 to 30.55], P=0.176) or 7 months (-
18.83, 95% Cl [-37.68 to 0.026], P=0.050).

Carers reported improvement in mood, communication, self-expression, and
agitation in the intervention group.

Carers gained insight into residents’ life history and Improved interaction,
communication, and relationships

appropriateness of study
design

(Researcher and
participant relationship)

Downs & Black- 19 /26
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Quantitative Studies

Engstrom et al.
(2011b)

Social and unsocial
communication
behaviours

(Video observation,
modified Verbal &
Nonverbal Communication
Scale (Williams, 2017))

Significant improvement in 5 of the 9 sociable verbal communication
behaviours includes coherent (t=-2.295, p<0.012) and relevant
communication (t 975) = 2.726, p=0.009), humming (t (75) =3.032, p=0.004),
singing (t (75) =4.43, p=0.0005), and responding to questions (t (75) =-5.17,
p=0.0005).

Residents’ ability to respond to questions increased by 69% (baseline mean
1.53) (intervention mean 4.95).

Unsociable non-verbal communication decreased by 80%, including cursing (t
(75) = -2.14, p=0.037) and not responding to questions (t (75) = -4.92, P=
0.0005). Cursing only significant unsociable verbal outcomes to decrease out
of 5 outcomes. Does not respond to questions, only unsociable nonverbal
outcome to significantly decrease out of 7 outcomes.

Lesta & Petocz
(2006)

Mood, social behaviour,
and non-social behaviour

(Mood-behaviour
Assessment Chart. (Author
designed tool))

Improved non-social and social behaviours

All variables apart from reminiscence significantly improved- mumbling
(0.002), sitting alone (0.001), wandering along (p= 0.0011), walking with
others (0.009), sitting with others (0.001), eye contact and smiling (p<0.001),
talking (p<0.001).

Social behaviours increased from pre- to post-therapy, with eye contact and
smiling (P=0.22), and talking (P=0.52) being non-significant and walking with
others (P=0.030) and sitting with others (p= 0.005) being significant

Olderog Millard &
Smith

(1989)

Social behaviour, vocal
participation

(Behaviour Mapping
Observation (lttelson et
al., 1970), Bell and Smith

Significant difference between pre-and post-intervention in sitting (F (4,36) =
3.131, P=0.0262) and walking together (F 9(4,36)- 3.129, P= 0.0263).

Singing condition- significantly higher vocal participation (F (4,36) = 4.435,
P=0.0051)

Both conditions significant effect on residents’ behaviour

Smiling increased during the session and touching other increased post-
session.
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Checklist (Bell & Smith,
1986))

Pollack & Namazi
(1992)

Social and non-social
behaviour, participation

(Direct observation,
individual observation
form, Behavioural
Checklist)

24% increase in social behaviours and 14% decrease in non-social behaviours

post sessions. (x,= 14.2, df=1, P<0.001)

The most significant increase in social behaviour was non-verbal, which
increased from 32% to 68%

Increase in verbalisation and positive verbal feedback

Reminiscence was present

Residents’ interactions becoming more fluent

Downs and Black-9 /19

Hammar et al.
(2012)

Verbal and non-verbal
interactions Facially
expressed emotions

(Video observation,
Verbal, and Nonverbal

Interaction Scale (Williams

2017), Observed Emotion
Rating Scale
(Lawton,1996))

Eye contact decreased in the second baseline and intervention sessions
The resident could not verbally interact, which stayed consent across
sessions

Resident hummed in one session

Carers’ interactions remained the same, but verbal communication
decreased

Downs and Black- 8 /20

Engstrom et al.
(2011a)

Social and unsocial

communication behaviour

(Video observation,
modified Verbal, and
Nonverbal Interaction
Scale (Williams, 2017))

Sociable verbal and nonverbal communication increased by 23% from 209
observations (mean-26.1) to 258 (mean- 32.3)

Unsociable verbal and non-verbal communication decreased by 80% from 30
(mean- 3.8) to 6 (mean-0.8)

The Resident asked appropriate questions more frequently

Increased smiling and laughing

Residents’ language was more coherent but still challenging to understand

Downs and Black- 13/ 21
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Sambandham &
Schirm

Communication, social
skills, capacity to

Significant difference in verbal behaviour
Residents used more verbal and non-verbal communication in the 20
minutes post-session

Downs and Black - 6 /21

reminisce
(1995) Participants displayed predictable patterns of improvements in alertness,
(Glynn's Music Therapy verbal or non-verbal interactions or energy. (Statistics not provided)
Assessment Tool (Glynn,
1992), direct observation)
Raglio et al. Empathetic behaviour, Improv.ed (?mpathetlc behavllours (f3-,87=.10.37, p<0.0001; Cohen d=0.61) Downs and Black -20/25
Nonempathetic behaviour, Reduction in non- empathetic behaviours (f (3,87) =5.55, P=0.0015; Cohn
(2008) d=1.8)

smiling, body movement
(Music Therapy Coding
Scheme (Raglio et al.,
2006))

Smiling (f (3,87) = 8.14, p<0.0001) and body movements (f (3,87) = 12.41,
p<0.0001 increased
Enhanced communicative relationship between resident and music therapist.
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2.4 Discussion

Twenty-three papers were included in the final synthesis, which consisted of music
activities and music therapy. Although the music interventions differed in their
approaches and purpose, overall studies reported increased residents’ sociable

verbal and non-verbal communication and decreased unsociable communication.

In the findings, elements two, three and four of the narrative synthesis were
explored. Once the data was extracted, an initial synthesis of the findings (Element 2)
was completed to gain an understanding of the effects of the interventions. The
initial synthesis was expanded to identify the relationships within and between the
studies (Element 3). Element Three allowed the researchers to explore why and how
interventions facilitated social interactions and the barriers and enablers that may
have impacted the effectiveness. Within the result section, the researchers also
assessed the methodology quality of the included studies, which contributed to the
first stage of assessing the robustness of the synthesis (Element 4). In the discussion,
the researchers will further explore the relationships between the included studies
(Element 3) with reference to other published studies to contextualise the findings.
The robustness of the synthesis (Element 4) will be assessed further by exploring the

limitations of the included studies and the limitations of the review itself.

Music therapy and music activities explored in this review highlighted similar
mechanisms to explain how care home music interventions facilitate social
interactions, including providing an opportunity to reminisce, providing a safe space
and being inclusive for all. Although the findings have highlighted similar
mechanisms, it has been argued that music activities cannot substitute music
therapy. McDermott et al. (2018) argue that music interventions rely on the delivery
of the intervention and the facilitator as much as the intervention content. Music
activities are generally provided by staff, musicians, or volunteers, who have less
musical training than music therapists and, therefore, may struggle to provide high-
guality interventions. Additionally, the aims of music therapy and music activities

vary; therefore, the intervention best suited for the resident will be dependent on
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their needs. Although music activities cannot substitute music therapy, there is a
need for them within care homes, and this review highlights their benefits. The
findings from this review suggest a range of activities can be facilitated by either care
staff or musicians that provide similar benefits to music therapy in facilitating social
interactions. These findings are promising for UK care homes because access to
music therapy is limited by funding and therapist availability (Schneider, 2018). Some
form of music activity could be accessible to all care homes to help facilitate social
interactions. However, a recent report suggests that only 5% of residents have access

to high-quality arts and music interventions (Bamford & Bowell, 2018).

The findings suggest music can improve social isolation, alertness, moods, connecting
with others, self-worth, maintaining an identity and ability to express themselves.
Many UK residents could be potentially missing out on these benefits, leading to
lower quality of life and care and increased BPSDs. Lack of staff time and workload
pressures have been highlighted as limiting factors in delivering music activities (Ekra
& Dale, 2020; Stanyon et al., 2016; Sung et al., 2011). However, the MTC studies
highlighted that staff-led musical interactions could be provided without additional
time or workload burdens and without compromising on the quality of physical care.
Staff also reported that care tasks were completed more efficiently, quicker, and
calmly because residents showed increased awareness and communication

comprehension.

The studies highlighted music accessibility to all individuals with dementia, although
factors such as dementia severity and residents’ needs may influence engagement.
Interventions were all adaptable to be inclusive, allowing different abilities to
actively engage with the intervention, either on their own or with other residents at
the same time. The slightest engagement, such as eye contact or touch, was
reported beneficial. Social interactions are vital for humans, even when they may be
unable to equally reciprocate the communication (Moyle et al., 2013). The findings
also recognised Kitwood’s (1998) theory of personhood. Interventions aimed to meet

residents' fundamental needs beyond physical health and safety, leading to
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improved communication, behaviour, and well-being. Although the studies in this
review imply that residents’ needs were considered to guide the intervention,
Hackett et al. (2021) argue that many music interventions lack individual goals.
Instead, a single goal is assigned to all individuals in the intervention despite their

differences, which could affect the effectiveness of facilitating social interactions.

The findings supported McDermott’s et al. (2014b) psychosocial model that music
can facilitate social interactions by allowing individuals to maintain their identity and
connect with others. Residents used music to connect with staff, discovering the
identity behind the diagnosis. In group sessions, residents connected by discussing
joint experiences such as cultural and historical events, creating a sense of belonging.
Although some studies highlighted group membership, participants' culture,
traditions and/or country of research may impact the sense of belonging. In Dassa &
Amir (2014), although the participants had diverse cultural backgrounds, all grew up
in Israel and may have had similar experiences. In larger diverse countries such as the
USA or the UK, residents may have vastly different experiences; thus, reminiscence
may not create a sense of group membership. If some residents' country of origin
differed from where they currently live, the opposite effect might be observed if the
activity focuses solely on traditional music. When Sonas, an intervention developed
and implemented in Ireland, was researched in the UK, the Irish songs and poetry
were not altered. The British participants with dementia had no familiarity with the
songs (Hutson et al., 2014). The lack of connection with the songs and poetry may
explain the lack of clear benefits that had previously been found in Ireland. The
Sonas’ study suggests that music should be personalised to the individual and in line

with their culture and group identity.

The discussion of barriers to successful implementation was limited among studies.
Campbell et al. (2017) argued that contextual, structural, and organisational
considerations could impact music interventions in care homes. The care staff’s
attitudes are a primary necessity for successful implementation. The ability to be

flexible and adaptable to the residents' needs, moods, and health was also necessary
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(Hsu et al., 2015; Kuot et al., 2020). In Kuot et al. (2020), between 4-10% of sessions
were missed due to sleeping or unwillingness to attend; flexibility in start time could
improve attendance rates. Additional time from care staff may be required to
provide support when dementia symptoms make accessing music interventions
challenging, such as forgetting about sessions. As mentioned previously, staff are
limited by available time, making accessing training and implementing interventions
difficult (Boersma et al., 2015; Hsu et al., 2015; Keenan et al., 2020; Lawrence et al.,
2012). In Hsu et al. (2015), despite staff’s positive attitudes, the skill-sharing element
was challenging to implement due to staff shortage and time pressures. High staff
turnover can also impact implementation, as new staff require training (Kuot et al.,
2020). In the studies, staff had little singing experience and may have felt
embarrassed; more training in singing and using music could be a positive enabler to

successfully implementation into practice (Gotell et al., 2009, 2012).

2.4.1 Narrative synthesis Element Four: Assessment of the Robustness of the
Synthesis

2.4.1.1 Limitations of Studies

A significant limitation of the studies was limited follow-up data collection, with
studies only collecting data during or immediately after the music intervention. The
lack of longitudinal studies indicates difficulties in determining the longer-term
effects of music on social interactions, which has also been highlighted by previous
systematic reviews (Van der Steen et al., 2018; Vink et al., 2003). However, Hackett
et al. (2021) argue that the mechanisms of music interventions would not achieve a
longitudinal effect after the intervention ended. Instead, music should be provided in

daily dosages to maintain regular benefits.

Interview studies omitted collecting data from residents. While it can be challenging
to collect data directly from individuals with dementia, there is a missed opportunity
to gain insight from the residents’ perspective. Previous research highlights
differences in perception of residents’ well-being, care and health between residents

and care staff (Buckley et al., 2012; Griffiths et al., 2020). Therefore, the interview
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studies portray a carer’s perception of social interaction in care homes rather than

an accurate representation of residents’ interactions.

The first author was involved in the study and analysis stage for many studies; this
could lead to a ‘Researcher effect’ with preconceptions influencing their analysis.
Discussions with other researchers were used to overcome this issue. Similarly, in the
music therapy studies, many therapists were also the researcher, which could have
impacted the therapist’s behaviour during sessions and the researcher’s behaviour
during analysis. Dassa and Amir (2014) reported this issue when the roles of music
therapists and researchers conflicted. Similarly, Lesta & Petocz (2006) reported that
observers became quasi-group members when issues arose with residents, leading

to bias issues and a lack of internal validity and reliability.

2.4.1.2 Limitations of Review

The included articles were all written in English from peer-reviewed journals. As a
result, articles may have been excluded that could provide greater insight into
facilitating interactions through music. The decision to omit non-peer-reviewed
articles could have led to this review displaying publication bias. The researchers
wanted to create a transparent and rigorous review. However, with limited resources
and the review being required for a time-limited project, it was decided only to

include peer-review journal papers.

The quality of this review relies on the quality of the study’s methodology. It was
decided all studies would be included to highlight the quality of current music
interventions; however, due to the lower methodology quality, the findings should
be interpreted with caution. The limited reporting of music intervention in some
studies made it difficult to highlight relationships between studies and determine

potential mechanisms for how music interventions facilitate social interactions.
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2.4.2  Practical Implications

This systematic review has highlighted that introducing music activities into care
homes could benefit most residents, despite the severity of their dementia. The
interventions could improve verbal and non-verbal communication, provide insight
to staff on the person behind the diagnosis, and improve social participation and task
efficacy. Furthermore, staff-led interventions highlighted the plausibility for staff
with no music training to implement music skills. The most appropriate intervention
will vary between care homes, and several factors influence the appropriateness,
including finances, availability of facilitators, residents’ preferences, needs, and
abilities. In the staff-led interventions, many lacked the confidence and knowledge to
implement music interventions. If interventions are not high-quality, they could lack
efficacy or be harmful (McDermott et al., 2018). Therefore, there is a need to
develop an accessible and standardised manual to ensure that implemented staff-led
music interventions are high-quality. Alternatively, a combination of music therapy
and staff skill-sharing, as present in Hsu et al. (2015), could enable staff to
incorporate music into care with a music therapist's support to ensure the benefits
continue outside of the music therapy sessions. The combination of music therapy
and staff skill-sharing has been explored in McDermott et al. (2018). Residents can
continue to communicate when verbal communication deteriorates. However, care
professionals need to recognise residents' alternative communication behaviours

and respond appropriately.

2.4.3  Future Research

The included articles had low to medium methodology quality. Therefore, future
research should focus on improving methodology quality in music intervention
studies. Reporting the intervention process in more detail will ensure that research
can be replicated and successfully implemented. Although briefly mentioned, future
research should consider the barriers and enablers to successfully implementing care
home music interventions. The findings of MTC highlighted the potential of singing
during care to improve interactions; however, as the articles were produced by the
same research team and consisted of five studies, the data should be considered

with caution. Future research into MTC is required to ensure the findings are
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replicable. Finally, residents were passive participants in the research process. Future
research that invites residents to attend interviews could produce valuable insight

into their experience.

2.4.4  Conclusion

There is evidence that both music therapy and music activities can facilitate social
interactions for people with dementia in care homes. Residents displayed increased
verbal and non-verbal communication and interacted more with carers, music
therapists, session leaders, and other residents. Benefits were not exclusive to those
with sufficient verbal communication abilities; many participants with language
impairments were observed singing. For those with no language, the sessions were
still inclusive by using non-verbal communication, suggesting that music can benefit
a wide range of residents with dementia. Finally, the findings only highlight increased
communication during or immediately after the music intervention; as previous
research highlights, regular, continuous dosages of music rather than a one-off
intervention would ensure benefits remain. Quantitative studies provided
inconsistent findings, with many exploring social behaviour in an unconventional
way, such as walking together, rather than communication and interaction outcome.
This may have been due to the subjective nature of interactions or the lack of tested
standardised outcome measures for social interactions. Standardised outcome
measures were used in some studies, however, many had to be modified, and the
Verbal and Non-Verbal Interaction Scale had not been tested at the point of use
(Williams, 2017). This review highlights a potential need to develop quantitative
outcome measures that are more fit to measure social interactions in individuals

with dementia.
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3. Manual Development

3.1 Introduction

The systematic review highlighted that music therapy and music activities have
similar mechanisms that could explain how they facilitate social interactions. Both
interventions provided an opportunity to reminisce, provided a safe place to explore
and express themselves and were inclusive for all residents regardless of dementia
severity or impairments. Although music therapy and music activities consist of
similar mechanisms when implemented, music activities may be of a lower quality
due to the difference in training provided for staff and musicians compared to music

therapists (McDermott et al., 2018).

Music therapy generally considers the delivery of the intervention, focusing on how
the facilitator interacts with the client as well as the content of the session
(McDermott et al., 2018). Whereas many music activities’ training focuses more on
the content over the delivery. However, the promising results from the systematic
review highlight the plausibility for staff to facilitate music activities that produce
similar benefits to music therapy, implying that there should be a focus on
developing a training tool to provide staff with not only the skills and knowledge of
music activities but also provides knowledge on “being” with the resident, similar to
the interactions provided in music therapy. Music therapists’ use of music therapy
skill-sharing has begun offering staff the opportunity to develop their skills, however,
without a standardised manual, the training varies between therapists and is limited
to care homes in a position to employ a music therapist. Additionally, many staff in
the staff-led interventions felt they lacked the knowledge and confidence to
implement them, therefore, a manual which focuses on providing staff opportunities
to gain confidence and experience with the support from experts could increase the

quality of music activities used within care homes.

The systematic review highlighted the plausibility of incorporating music into other
tasks minimising the additional time and work burden for staff. The results from the

MTC studies reported in the systematic review suggest that to increase staff
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engagement, motivation, and the likelihood of successful implementation and long-
term continuous usage, the music skill-sharing manual should imbed music into
other tasks. Additionally, the systematic review results highlight that to maintain
benefits, regular daily doses of music are required compared to structured on-off
sessions. Embedding small doses of music into staff daily routines could increase the
likelihood of them providing music daily compared to more structured music sessions
which may be dropped from schedules in favour of other tasks when time is limited.
Flexibility was highlighted as a facilitator to implementation in Chapter 2, which was
not only vital to ensure staff availability to facilitate sessions but also for providing
the interventions at convenient times for residents to increase participation.
Embedding the music into routines would allow for this flexibility to occur as the
activities would not require planning. The results from Chapters 1 and 2 highlight
that a standardised staff-training manual could ensure that care homes provide high-

quality staff-led music interventions that will benefit residents and staff.

PAMI-DK was a seven-year project funded by the Velux Foundation and Danish
Alzheimer Society Research Foundation that aimed to develop and evaluate an
evidence-based training manual to be used by music therapist to educate carers in
using nonverbal communication with people with dementia (Ridder et al., 2022,
2023). PAMI provides staff with a range of music skills traditionally reserved for
music therapy. Staff gain awareness of their behaviours and discover how music and
musical elements can be incorporated into daily interactions to allow staff and
residents to experience attuned interactions that attend to residents' psychological,
social, and emotional needs. The results from the systematic review guided the
development of the UK PAMI to ensure that the training tool is suitable for UK care

homes with the barriers and limitations from previous research being considered.

3.1.1 Manual Development Process
PAMI was originally developed by a team at Aalborg university, Denmark (PAMI-DK)
(Ridder et al., 2022,2023), however as highlighted in previous research (Hutson et al.,

2014), adaptation is required when planning to implement interventions in a
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different country to its origin. This PhD intended to develop a UK version of PAMI
(PAMI-UK) which is culturally appropriate for UK care home. During the manual
development process, the primary researcher completed several stages: systematic
review, expert consultations, translation, development, and alteration prior to

investigating the intervention in care homes (Figure 3.1).

Systematic Review- Initial Initial team
Analysing the use of consultation with Consultation discussion
music to facilitate Danish team to with care staff based on clinical
social interactions in learn PAMI experience
care homes

Consult with Danish

team thoughout the Develop PAMI- . Translate
manual development UK draft Review the Danish manual

process Danish Manual

Test run PAMI-UK
training with music
therapists

Adapted UK manual
based on PAMI-DK
development

Figure 3.1 Flow diagram outlining the manual development process for the development of the PAMI
intervention UK version

3.1.1.1 Translation and Cultural Adaptation

The translation and cultural adaptation of a psychosocial intervention can be
complex as it requires a systematic modification of the intervention (Werheid et al.,
2021). Cultural adaptations rely on the consideration of language, culture, and
context to ensure that the intervention aligns with participants' cultural patterns,
meanings, and values. As a result, proven efficacy of the intervention in one culture
does not guarantee the same efficacy in the new culture. As highlighted with the
Irish Sonas intervention when it was introduced into England without reviewing the

Irish songs and poems (Hutson et al., 2014).
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The first stage of translation and cultural adaptation should be exploring the
cultures and values of the original and the adapted country to determine how their
differences may impact the intervention. There are two frameworks generally used
to adapt interventions. The theory-based top-down approach uses the efficacy of
previous research to translate the manual to another language or determines the
adaptation in advanced and pilot the adapted manual in one study (Werheid et al.,
2021). The second framework is a community-based bottom-up approach that
involves working with stakeholders to determine the needs of the intended users
and determine cultural considerations (Hwang et al., 2009; Werheid et al., 2021). A
combination of top-down and bottom-up approaches should be adopted in cultural
adaptations to ensure that an intervention is developed that accommodates the
needs of the intended audience while also based on evidence-based theory (Barrera
et al., 2013). Several adaptation frameworks have been developed to guide
intervention developments (Barrera & Castro, 2006; Hwang, 2011; Kumpfer et al.,

2008; McKleroy et al., 2006), with many similarities between frameworks.

PAMI-DK was initially developed to be used in Danish dementia care; therefore, the
first stage of developing PAMI-UK was considering the cultural differences between

Danish and UK care homes that may impact the intervention.

3.1.2 Danish Care System

Denmark is considered to have one of most comprehensive long-term care system in
Europe (World Health Organization Regional Office for Europe, 2019). Older people
in Denmark are encouraged to remain living independently for as long as possible,
with a range of services available to ensure this can occur including extensive home
help and nursing care. Even when individuals may need to enter a care home,
provisions are in place to ensure that individuals can maintain some level of
independence and control in their life (Healthcare DENMARK, 2018). In 2018
approximately 1,132,000 individuals lived in some form of long-term care facility in
Denmark (World Health Organization Regional Office for Europe, 2019). Many of the

care homes have a home-like atmosphere where residents are considered tenants,
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with a range of additional services available (Healthcare DENMARK, 2018). Residents
pay rent for their room and any additional services from their pension, which is
supplemented by the government for those with a low income. The country spends

2.2% of its Gross Domestic Product (GDP) on the care of its older citizens.

3.1.3 Differences Between the UK and Denmark
Several cultural differences between the UK and Denmark could impact care homes

in the two countries. The Danish culture is known for its strong sense of tradition and
history, which results in a strong national identity, creating a sense of community
and solidarity (Stgvring, 2012; Ostergard, 1992, 2004). The Danish identity represents
an identity between the state, nation, and society, with Danes having high levels of
trust (Stgvring, 2012). In comparison, the UK is a multicultural nation that is not only
diverse between the four countries (England, Wales, Scotland, and Northern Ireland)
that make up the UK but also has a strong history of migration from other countries,
leading to the culture from other countries and religions being introduced to the UK

(Vertovec, 2006; Office for National Statistics, 2021).

Denmark has a strong emphasis on social equality and unbalanced social hierarchy,
which has a direct impact on the structure and delivery of social care in the country,
although, in practice, there is more economic inequality among Danes (Heckman &
Landerso, 2021; Merrild, 2017). Social care is considered a fundamental right for all
Danish citizens, meaning all individuals should have access to essential services
regardless of socioeconomic status or background (Denmark.dk, 2023). In Denmark,
older adults are encouraged to remain in the community for as long as possible, with
the government providing free home care services to aid long-term independence
(Healthcare Denmark, 2018). Danish care homes are seen as more integrated into
the community; there is a strong focus on social connections and community
engagement, encouraging all members of society to participate in social and cultural
activities (Health Investor, 2018). In contrast, UK care homes are more on the edge of

the community, with some homes encouraging participation between the care home
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and the rest of the community through activities, while others remain entirely

separate from the rest of the community.

A central concept in Danish culture and lifestyle is Hygge, which does not directly
translate to English (Wiking, 2016). The concept aims to capture the essence of
cosiness, comfort, and well-being. Hygge emphasises appreciating time spent with
loved ones to create a feeling of unity. Hygge is about being present in the moment
and appreciating the simple things in life. Hygge is intertwined with the Danes
lifestyle and, therefore, could influence care homes. Care homes in Denmark are
designed as real homes to give residents a sense of ordinary living and familiarity
(HealthCare Denmark, 2019). Hygge strongly emphasises togetherness and social
connections, which could explain why care homes are intentionally designed to
include communal spaces to allow residents to socialise, share meals, and engage in

conversation during mealtimes (HealthCare Denmark, 2019; Kofod, 2012).

In the UK, 90% of care homes are privately owned, whereas in Denmark
approximately 93% of care homes are owned publicly (Health Investor UK, 2018;
Knight Frank, 2018; Quince, 2013). Although more private care homes are opening in
Denmark resulting from a change in legislation. Denmark has higher tax rates
compared to the UK; however, this allows for high-quality, free health care, with all
care homes charging a similar rate (Health Investor UK, 2018). Whereas in the UK,
fees vary greatly, with the cost impacting the quality and available facilities. In
Denmark, many care homes are modern purpose-built facilities, with individuals
receiving a two-room unit. The resident's personal space generally consists of a living
room, bedroom, bathroom, and a small kitchenette, a mandatory design feature to
allow individuals to maintain some independence when entering long-term care
(Health Investor UK, 2018). Many care homes encourage residents to bring their own
furniture. In the UK, residents are encouraged to bring personal items to make their
room more homely. However, in Denmark, residents are encouraged to bring larger

furniture items such as armchairs (Smith, 1983).
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One significant difference between the UK and Denmark is the technology used
within care. Denmark digitalised all social care data in 1995 (Health Investor UK,
2018). In contrast, the UK is in the process of digitalising data currently, with this
varying between care homes. All health and care data are digitalised to one platform
MedCom (Danish Centre for Health Telematics) which allows for efficient information
sharing between health care professionals to ensure integrated care. A platform
called Sekoia (Sekoia, 2023), has been introduced into some Danish care homes to
improve the access of care notes, record residents’ preferences and enable residents
to listen to their preferred music in their rooms. Although PAMI-DK does not rely on
technology, the technology in Danish care homes has improved task efficiency and
ensures consistency between carers and shifts, which has the potential to influence
other interventions, such as technology reducing time and staff burden, which in

turn allows staff more time to interact socially with residents.

Finally, another significant difference between Denmark and UK is the care culture
(Health Investor, 2018). In the UK, care homes are heavily regulated, with CQC or
Scotland and Wales’s equivalent assessing care standards, care home visitors signing
in and out, and residents having restricted freedom of activities and access to care
home areas. In Denmark, there is a higher level of trust with Denmark lacking a
regulatory body similar to CQC. Local authorities regulate public care homes, but
private care homes have even more flexibility. Therefore, the system relies on self-
regulation, and trust that the care home and staff will treat residents with dignity
and respect. Many Danish care homes have facilities, such as libraries and gyms,
available to both residents and the public. Although this encapsulates immense trust
in the public, the format allows residents to remain an integral part of the
community, unlike in the UK, where residents can feel confined, isolated, and
excluded. The differences highlighted may influence care staff and residents’
acceptance of PAMI and impact implementation. While there are a number of
differences between Denmark and UK care homes there are also a number of
similarities including the lack of available time, under pressure and being

undervalued (Balkin et al, 2023).
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There are also differences in the singing cultures in Denmark and the UK that may
influence PAMI and, therefore, require consideration during the manual
development process. Denmark has a strong community singing identity
(Feellessang), which Danes find is important in good and bad times as it creates a
national identity (Redohl, 2021). During WW2 and COVID-19, Fzllessang created a
sense of national solidarity. During COVID-19, several community singing sessions
were regularly broadcasted nationally, with 1/5th of Danes participating. As
Fzellessang is an integral part of Denmark's society, the Folk High School Songbook
has been created containing the songs used regularly in community singing (Ministry
of Foreign Affairs of Denmark, 2020). The UK does not have the same strong
community signing identity, potentially due to the UK being larger and more diverse,
resulting in multiple signing communities that the UK's rich history has influenced.
The UK has a strong tradition of choral music, in particular, religious cathedral choirs
(Cathedral Music Trust, 2022), opera (Royal Opera House, N.D.) and musical theatre
(Gordon et al., 2016). UK music artists have a global influence on the music scene

from various genres, including classical, folk, pop, rock, Britpop, and Northern Soul.

3.1.4 Differences Between the Countries that Constitute the UK
As PAMI-UK aims to be culturally appropriate for all the UK, it is important to

consider the cultural differences between the four countries (England, Northern
Ireland, Scotland, and Wales) that constitute the UK. The variations in the four
countries could potentially influence PAMI-UK, and the different cultures should be
displayed in the resources to enable the intervention to be tailored and used in care

homes in all four countries.

Modern Scotland has a strong connection to Scottish traditional music, including folk
songs, fiddle music and bagpipes, with music displaying Celtic connections (Byrne,
2011). It has been highlighted that music significantly influences the sense of national
identity among Scottish people, with songs such as 'Flower of Scotland' creating a
sense of pride and passion when sung at sporting events. It is common in Scotland to

participate in Ceilidhs to celebrate Scottish culture and signify a community meeting
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to share songs, stories, food, and drink (Sheridan & Byrne, 2008). Music is considered
important in the Scottish curriculum, with elements being included to promote
traditional Scottish music studies (Byrne, 2011). This musical curriculum in many
parts of the country involves learning traditional instruments, including the chanter,
bagpipes, clarsach, fiddle, whistle, bodhran and Gaelic and Scottish songs. In
Scotland, the Gaelic language is still preserved, especially in the highlands and
islands, and expressed through songs that encourage a strong sense of Scottish
identity (Byrne, 2011). The participants in Byrne's (2011) study highlighted a blending
of Scottish culture with new music genres and other cultural influences from around

the world.

While Wales speaks predominantly English, the country still has a strong connection
with the Welsh language, with 29% of the population speaking Welsh (Llywodraeth
Cymru, 2023); therefore, the Welsh language plays a role in the Welsh music culture
(Barlow, 2015). Wales has a strong choral tradition, with the tradition of male voice
choirs in coal-mining communities being well-known (Schutz, 2020). Welsh people
have a strong love of singing rooted in folklore (De'Ath, 2016). Music is so embedded
in the Welsh culture that Wales has been coined "The Land of Song" (Schutz, 2020).
Over the years, musicians have been influential in developing the Welsh identity
through music and arts (Ifan, 2022; Jones, 2008). Eisteddfodau is a key part of the
culture, a competitive cultural festival consisting of music and poetry that dates to at
least 1176 (De'Ath, 2016). In many parts of Wales, people identify with smaller
neighbourhoods rather than with towns or the country (Jones, 2008). Jones (2008)
argued that Wales has not had the political unity that Scotland has previously

experienced. However, there has been a move towards exploring the Welsh identity.

Ireland has a deep-rooted history of conflict based on religion and identity, which
plays a significant role in Northern Ireland's culture. Music plays a role in identifying
the differences in identity between the separations in Ireland (Cooper et al., 2009).
Within the protestant community, some individuals distance themselves from

traditional Irish music, such as using the Uilleann pipes and the bodhran, as they
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perceive these as associated with the catholic community and culture of the Republic
of Ireland. Instead, individuals may associate more with Scottish or British folk songs.
However, some individuals have changed their attitude towards traditional music in

recent years.

England does not have as strong of a connection with traditional folk music as
Scotland, Ireland, or Wales, as it has been more influenced by modernisation than
the other countries. However, a collection of musicians and academics have been
promoting the reintroduction of the 'English Voice' (Owen, 2016). English folk music
forms an English identity through the idea that the rural landscapes are a place to
discover and contain individual creative inspiration and emotional expression. More
recent genres are also argued to influence the English identity, with the notion of
"Englishness" being applied to bands such as The Beatles, the Kinks and Blur

(Cloonan, 1997).

While each country that makes up the UK has deep-rooted folk music traditions, in
today's society, most individuals listen to a range of music genres based on personal
preference rather than national identity. In 2018, 70% of British adults listened to pop
music, with R&B and dance being the second and third most listened-to genres at

45% each (Statista, 2018).

Finally, as mentioned previously, the UK is a multicultural country, and therefore, the
workforce and residents in care homes are also culturally diverse (Office for National
Statistics, 2021; Skills for Care, 2020). During the PAMI-UK training, staff must be
reminded to tailor the intervention to the resident's cultural needs, which may differ
from the UK. A section in the manual was added to highlight to care staff the
importance of considering a resident's nationality, religion, and countries they may
have lived in prior to the UK, as these can influence the music used. The section also
highlights that the music and culture an individual relates to may not necessarily be

from the country where they were born. Therefore, the care staff should work with
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residents and families to determine the residents' identity rather than make

assumptions.

3.1.5 Manual Development Aims
1. Conduct expert consultations with care staff on their care home and current
practices to aid with manual development.
2. Translate the Danish manual into English and determine require changes to
ensure cultural appropriateness.

3. Develop PAMI-UK based on the Danish manual and expert consultations.
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3.2 Methods

3.2.1 Medical Research Council (MRC) Guidelines

The research team identified PAMI-UK as a complex intervention, therefore the
Medical Research Council (MRC) guidelines have been followed to aid the
researchers in designing, running, and reporting PAMI-UK (Craig et al., 2008).
Complex interventions are interventions consisting of several interacting
components. They may be complex for several reasons including the number and
difficulties of behaviours of those receiving the treatment, facilitator requirements,
number and variability of outcomes, degree of flexibility to tailor the intervention, or

number of groups targeted.

The framework consists of four phases (Figure 3.2) - Development, Feasibility and
piloting, Evaluation, and Implementation. Completing all four phases is outside the
scope and time restraints of the PhD, instead this PhD focused on the Development
phase and began to explore the Feasibility and piloting phase. Although the project
does not fully explore all four phases they have been considered during the designing
of the intervention, to ensure that future studies can focus on the Feasibility and

piloting, Evaluation, and Implementation stages.

Feasibility and piloting

Testing procedures
Estimating recruitment and retention
Determining sample size

Development Evaluation
Identifying the evidence base Assessing effectiveness
Identifying or developing theory Understanding change process
Modelling process and outcome Assessing cost-effectiveness

Implementation

Dissemination
Surveillance and monitoring
Long term follow-up

Figure 3.2 MRC Guidelines for researching Complex Interventions
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3.2.2 Cultural Adaptation Framework and Procedure

The manual development stage was conducted between December 2019 and
September 2021. During this time, the research team translated the PAMI-DK
resources before adapting and developing a UK version of the intervention. The
research team returned to the development stage in January 2022 to make
amendments based on the field-testing study. The researchers took an integrated
theory-based top-down and community-based bottom-up approach, where the team
explored the cultural adaptation and needs of UK care homes and staff through
consultations before translating and adapting the PAMI-DK resources. Papers that
investigated cultural adaptation in other psychosocial interventions were reviewed
to guide the PAMI-UK adaptation (Aguirre et al., 2014; Tol et al, 2018; Werheid et al.,
2021). Since the MRC guidelines do not provide guidance on culturally adapting
complex interventions, a framework specialising in cultural adaptions was also
followed. Two frameworks that guided the adaptation were the Formative Method
for Adapting Psychotherapy (FMAP) (Hwang, 2009) and Barrera & Castro (2006). Two
frameworks were explored as the FMAP was originally developed for psychotherapy
rather than psychosocial interventions in general, while the Barrera & Castro’s
framework did not provide sufficient detailed guidelines. However, both frameworks

follow a similar process.

The FMAP framework consists of five phases:
1) Generating knowledge and collaborating with stakeholders
2) Integrating generated information with theory and empirical and clinical
knowledge
3) Reviewing the initial culturally adapted clinical intervention with stakeholders
and revising the culturally adapted intervention
4) Testing the culturally adapted intervention

5) Finalising the culturally adapted intervention
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The Barrera and Castro Framework consists of four phases:
1) Information gathering
2) Preliminary adaptation design
3) Preliminary adaptation tests

4) Adaptation refinement

The manual development stage consisted of six phases (Figure 3.3); research and
consultations, translation, adaptation, development, testing, and amendments. The
first phase of FMAP: generating knowledge and collaborating with stakeholders
correlated to phase one of the manual development where the researchers
collaborated with both the Danish PAMI team and care staff in UK care homes. FMAP
phase two also correlates to the first phase of the manual development where the
researchers explored the feedback collected from the care staff and Danish team and
considered it in relation to the research teams’ clinical experience, previous research
and the systematic review presented in Chapter 2. FMAP’s phase two led into phase
three, four, and five of the manual development where the Danish manual was
translated, adapted and the UK PAMI was developed. Once the manual was
developed the researchers returned to the Danish team to review the adapted
intervention (FMAP phase three). FMAP phase three correlates to the manual
development and evaluation studies (Chapter 5 and 6). At the end of each study, the
manual was revised based on care staff’s feedback. Phase 4 is testing the culturally
adapted intervention, this phase will begin in the manual evaluation study (Chapter
6), to obtain preliminary data on the effects of PAMI-UK on staff and residents.
However further testing of the culturally adapted manual would be required to
determine the efficacy, which sits outside of the scope of this project. Phase five also
sits outside the scope of this project. Figure 3.4 highlights the different individuals

involved in the manual development process.
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OQutlined required Two reviewers

changes needed — independently _
from the Danish reviewed the

Figure 3.3 A flow diagram displaying the stages of the manual development process. Boxes coloured grey report the research and consultation stages. Green
boxes report the translation stage. Yellow boxes report the adaptation stage. Blue boxes report development stage. Pink boxes are testing the manual and
orange are the alteration stages.
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Figure 3.4 Mind map highlighting the three groups of people involved in the development
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3.2.3 Initial Exploration and Expert Consultation

The first step was consultations with the Danish PAMI team and care staff to gain
insight into PAMI and care home’s needs. At this stage, the researchers also
considered their own care home clinical experience and reviewed how their

experience may influence PAMI-UK development.

3.2.3.1 Consultation with the Danish Team

At the beginning of the research project, the Danish and UK research teams initiated
a collaboration. Discussions between the two teams have continued throughout the
project to ensure that PAMI-UK contains the ethos, principal, and vital components
of PAMI while also adapting to meet the needs of UK care homes. The first meeting
occurred in December 2019, where the primary researcher was introduced to the
PAMI-DK resources. The meeting provided a greater understanding of the PAMI
concept and manual and allowed both parties to outline their expectations for the
translated and adapted intervention. At the time of the first meeting, the PAMI-DK
was still in development. The team had a first manual draft and had begun running
initial training sessions with music therapies but continued developing the training
tool based on feedback received. The initial meeting allowed the UK team to gain
insight into the current stage of the PAMI-DK and consider the components that

would need to be adapted for UK care homes.

3.2.3.2 COVID-19
Between meeting with the Danish team in December 2019 and beginning the expert

consultations with staff, the COVID-19 pandemic began leading to national
restrictions in the UK. At this stage in the project the research team decided to make
changes to the manual development process and overall study design to
accommodate the restrictions, which enable the team to continue developing PAMI-
UK. COVID-19 resulted in the closure of ethics committees and university, and
attention was diverted to COVID-19 research, as a result the research team used
their professional networks to conduct expert consultations to gain initial insight into
the needs of care homes, as these did not require formal ethical approval. The

COVID-19 pandemic resulted in some delays in the study due to having to make
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significant alterations to some areas of the project. Additionally, as COVID-19 was a
global pandemic the Danish team experienced challenges and delays which
subsequently affected the PAMI-UK development. (More in-depth discussion on
COVID-19’s impact on the manual development and project is available in 3.4.1

COVID impact on manual development, Chapter 7, and Appendix 5).

3.2.3.3 Expert Consultation with Care Staff

The research team started expert consultations with care staff at the beginning of
the COVID-19 pandemic (March 2020). The researchers aimed to involve care staff
early in the project to ensure that the manual was appropriate and practical for use
in UK care homes. However, the researchers had restricted access to care homes and
limited available channels to engage with staff due to the national COVID-19

guidelines.

When the COVID-19 Lockdowns began in March 2020, the research team were in
early discussions on incorporating public and Patient Involvement (PPI) and expert
consultations into the manual development. The researchers aimed to include a
range of stakeholders to ensure that PAMI-UK targeted different stakeholders'
priorities. Although in the early stages of discussions, initially, it was planned that the
primary researcher would work with several care homes to gain a greater
understanding of the care homes' needs in relation to the PAMI-UK training. The
primary researcher would have spent time building relationships with the care
homes, residents, staff, managers, and residents' families, allowing the researcher to
have regular discussions with each stakeholder to determine their priorities and
needs for the PAMI-UK intervention. The researcher would have also regularly
attended the care home to observe routines to determine the best ways to
seamlessly incorporate the PAMI-UK training and skills into current practices. As it
can be difficult for individuals with later stages of dementia to communicate, there
was also the potential possibility for the researcher to attend the Institute of Mental
Health (IMH) PPI group at the University of Nottingham to speak to individuals with

dementia and their families who are living in the community. This opportunity would
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have allowed the researchers to gain insight into what individuals with dementia
would like to see from the PAMI-UK intervention from a group that could potentially

need residential care in the future.

When the pandemic began, external visitors were unable to attend care homes.
Therefore, the primary researcher could not attend care homes to observe practices.
In the first three months of COVID-19, there were high stress levels, poor staff mental
health, uncertainty over COVID-19 policies, high COVID-19 rates, poor working
conditions, and Personal Protective Equipment (PPE) shortage (The Queen's Institute,
2020). Therefore, many managers and staff did not have the time or capacity to
participate in the expert consultations, especially not to the extent originally planned.
Not being able to attend care homes also restricted the researcher's access to speak

with residents.

At the start of the COVID-19 pandemic, many care homes were unprepared for the
move to more technology-based interactions, with many homes having outdated
technology systems with limited access for staff and residents, therefore reducing the
amount of access the researchers could have remotely with care homes (Chu et al.,
2021b; Khowaja et al., 2023). The researchers were unaware at the time whether
residents could share their experiences and ideas via conference calls. Additionally,
speaking to residents via conference calls would have made the discussions a more
formal interview style rather than the informal conversations the researchers initially

planned.

Having restricted access to care homes subsequently meant that the researcher was
also unable to identify family members of residents who could share their
experiences and views. Similarly, many organisations and groups that would help the
researchers identify PPl members, such as the IMH PPI group, also temporarily closed
until they could organise remote meetings. As the development of the manual was

time-sensitive to ensure sufficient time to evaluate it, it was decided to find methods
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that could be conducted immediately, even though this meant being unable to gain

the views of most of the stakeholders.

Instead of the initial plan, the primary researcher advertised the consultations
through social media, mainly activity coordinator forums in which the primary
researcher belonged to due to their previous role as a well-being therapist (Appendix
1). A questionnaire was sent via email or Facebook Messenger (Meta Platforms, Inc)
to interested care staff (Appendix 2). Email and Facebook Messenger were used to
enable staff to complete the document at a convenient time without adding

additional burden whilst managing the pandemic.

3.2.3.4 Systematic Review

The researcher completed a systematic review (Chapter 2) on current music
interventions in care homes to gain an understanding of successful and unsuccessful
elements of care home research and music interventions. This understanding
ensured that PAMI-UK was not a repetition of previous interventions and provided
insight into the previous research's limitations and barriers. The information
collected aided the development of the PAMI-UK tool and study design to ensure

that the intervention and study were appropriate for implementation in care homes.

3.2.3.5 Initial Team Discussion

Based on previous research, the researchers’ clinical experience, staff feedback, and
discussions with the Danish team; the first stage of the manual development was to
determine the needs of the UK version. Initial ideas were generated highlighting the
purpose and needs for PAMI in UK care homes. The researchers discussed which
PAMI-DK components were essential and which needed altering to improve cultural
appropriateness for the UK. The aims, principles, and practical elements were
discussed by considering the staff feedback, the teams' clinical experience and the

systematic review (Chapter 2).
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3.2.4 Translation

The UK team received the first PAMI-DK draft in March 2020. However, the Danish
team continued developing and adapting the training based on feedback from
sessions with Danish music therapists. PAMI-DK is written in Danish therefore the
first stage of the manual development was to translate the resources into English.
Some of the resources contained materials, such as videos, that could not be shared
with the UK team due to consent and GDPR laws, meaning in some areas the UK
team had little material to work with. The PAMI-DK first draft consisted of a 16-page
workbook containing both theory and reflective activities and an accompanying PDF
containing 111 slides used during the training sessions. The PowerPoint (Microsoft)
contained theory, reflective activities, and videos highlighting the PAMI skills in

greater detail.

The PAMI-DK manual and PowerPoint were translated from Danish to English using
Google Translate (Alphabet Inc). Once translated into English, the primary researcher
reviewed the resources to ensure accurate translation in relation to the context of
the document. Incoherent words were searched to determine alternative meanings
that made the sentence coherent. The final translation step was to send the
documents to the original team in Aalborg university, who spoke both Danish and
English, to ensure correct translation without essential PAMI elements being

mistranslated or lost in translation.

In December 2020, the UK team consulted with the Danish team for an update on
their manual development. They were behind schedule owing to COVID-19 and
maternity leave; therefore, the UK team did not receive the updated resources until
April 2021. The second draft of PAMI-DK consisted of a music therapist teaching
manual and updated staff workbook. The teaching manual consisted of a 44-page
booklet containing instructions on running the training sessions and completing the

reflective activities. The updated staff workbook consisted of a 16-page booklet (

Table 3.1). The same translation process was used for the second draft.
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Table 3.1 Changes made in the second version of PAMI-DK, March 2021

Changes in PAMI-DK updated staff workbook

e Table signposting the elements of training, including what skills would be
learnt

e Reduced the theory quantity and complexity

e Simplified some reflective activities. For example, the activity that reflects
on the individual's musical voice parameters

e Change the order that information is presented
e Explained the elements more clearly and in more depth

e Provided more practical elements, for example, providing songs that could
be used

e Simplified the music care plan

3.2.5 Adaptation

After the translation stage, two researchers (BW & OM) independently reviewed the
resources documenting areas that needed altering to make PAMI more usable and
appropriate for UK care homes. The two researchers had different backgrounds; one
was a music therapist, while the other had a background in mental health with
experience as a well-being coordinator in care homes. The different reviewers’
backgrounds allowed the resources to be analysed from different angles ensuring
PAMI-UK consisted of the required music therapy skills, whilst being accessible and
appropriate for UK care homes. The two reviewers discussed their findings and
determined required adaptations. Due to the Danish delays between December 2020
and March 2021, PAMI-UK required the UK team to incorporate some of their own
ideas, while waiting for the updated PAMI-DK. This resulted in additional work
compared to the initial plan to simply translate and culturally adapt the Danish
intervention. Although the UK team incorporated their own ideas, they ensured they
remained true to the PAMI principles and theory. The team reviewed the PAMI-DK
resources again to determine which elements were essential to include in PAMI-UK

to ensure that the adapted intervention kept the skills and principles of PAMI-DK.
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3.2.6 Development

The researcher reviewed other dementia psychosocial intervention manuals,
including CHORD (McDermott, Unpublished), CST: Making a Difference (Spector et
al., 2006), and Music Remembers Me (Beilharz, 2017), to gain insight into different
elements, layouts, and purposes, which were considered when designing and

developing the PAMI-UK manual.

A PowerPoint webinar was created to complement the manual to be used during the
initial training session. A webinar was selected as the form of training delivery as it
accommodated the restrictions on the researchers attending care homes during
COVID-19. The webinar expands on the manual, explaining areas where staff may
need more clarity, it was created to be interactive and consisted of a range of videos
and visuals to engage staff and provide insight into the use of music in dementia

care.

The primary researcher test ran the first draft of PAMI-UK with two music therapists
from the UK PAMI team to ensure that the tool provided staff with the appropriate
music skills. Additionally, the webinar was trialled to ensure the layout was suitable
for Microsoft Teams (Microsoft Corporation) and that all links worked. During the
session the reflective session facilitator was trained in the PAMI-UK elements. The
feedback from the music therapists aided the final adaptations to the PAMI-UK
version 1 prior to the first study. The PAMI-UK version 1 was sent to the Danish team
for a final time for reviewing to ensure that the adaptations remained in line with the

original PAMI-DK.

3.2.7 Revisions

During the manual field-testing and evaluation studies, feedback was collected from
staff on the manual's appropriateness, usability, and readability to ensure the
training was fit for purpose and audience. The feedback collected assisted in making

further adaptations to the PAMI-UK training tool.
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3.3 Results

3.3.1 Expert Consultations

The effects of the pandemic on care homes resulted in limited care staff
consultations; however, the information that was collected aided the development
of PAMI-UK and studies. Seven care staff, who held a role at their care home as
either an activity coordinator, nurse, or kitchen porter, shared their experience. Staff
are referred to by their job title and consultation number. For example, AC1 is
activity coordinator 1. Care staff provided guidance on current music interventions in
care homes and advised on the appropriateness and implantability of different

intervention elements.

3.3.1.1 Heterogeneity in Care Homes Practices
There was an inconsistency in the standards and availability of activities and
interactions provided across the UK care homes where the staff members worked.
Some individuals spoke positively of their care home's current practices, while others
felt improvements were needed. As activity coordinators may be the most familiar
with psychosocial intervention and music, it was suggested the researchers
connected with these individuals to initially introduce the study. It was felt that these
staff members may be more enthusiastic about the tool owing to prior knowledge
and experience. Activity coordinators could then introduce the intervention to the
rest of the staff and their already developed rapport could improve carers
enthusiasm and commitment. The activity coordinators involved were highly positive
about the prospect of incorporating a music intervention into routines. However,
they felt their area of work was underappreciated by management and carers,
making involving other staff in psychosocial activities challenging.

“I have worked in activities for over 10 years, and it has always been a battle

to be appreciated by management and carers, but not by the residents.”- AC1
Nevertheless, individuals believed that any psychosocial intervention needed to be a

complete care home approach involving all staff members.
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Not all care homes had such a divide between activity staff and carers; some
individuals reported that all staff were expected to complete training with the
activity coordinators during induction to enable them to incorporate psychosocial
interventions into their routine.
“I have always struggled with staff but now my manager expects the carers
housekeeper, kitchen to spend an hour or two with me as part of induction.

This has worked and we now have a great team. It's still not 100 percent as
some people just don't sit well with activities but it's a lot better.” AC2

Similarly to the activities, the number of resident-staff interactions varied between
care homes. Some people reported that all staff engaged in meaningful interactions
that were not task orientated. Individuals reported staff carving out time in their
schedule when residents required 1:1s. These individuals spoke positively about staff
spending time with residents to hear their life stories. On the other hand, other
individuals felt that their care homes lacked meaningful interactions. The primary
reason for the lack of meaningful interactions was time pressures placed on carers
whilst understaffed. Residents who were unable to initiate interactions seemed to be

most deprived of social contact.

3.3.1.2 Care Home Music Activities

When asked to comment on current music activities offered at their care home,
many made a distinction between activities offered pre compared to during COVID-
19 lockdowns. Prior to lockdown, many care homes provided a range of activities,
including weekly choirs, music therapy, musicians visiting, intergenerational music
sessions with local schools and nurseries, and singing classes. One individual
mentioned staff-led music activities which consisted of personal playlists and

background music listening using Amazon Alexa (Amazon.com Inc.) and CD players.

3.3.1.3 Appropriateness of Activities and Music
When discussing the appropriateness of available activities one individual felt that
they were sometimes inappropriate, therefore additional training is required to

provide knowledge and skills on suitability of activities.
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“At times the activities are not appropriate for example bingo! There is definitely a
need for activities staff to gain education and skills to enable more appropriate

activities.” N1

Additionally, one individual specifically discussed the need for greater awareness of
the appropriateness of music genres played in care homes. The individual reflected
on their own care home, which plays music from the 1990s. Although care staff
engage through singing, residents have no connection or awareness of the songs.
Alternatively, they also recounted care homes where only WW2 songs were played,
which residents did not enjoy. Once again, this was not the case in all care homes.
One staff member’s care home played a selection of music from the '70s and '80s,
allowing their residents to reminisce about positive memories associated with the

songs.

3.3.1.4 Stakeholders’ Priorities
Some individuals felt that care home owners were unaware of the importance of
activities, and therefore, ranked them as low priority. One individual referred to the
owner just ‘wishing to tick boxes’.
“I have had to raise all the monies spent on activities via fundraising as well-
off owners do not want to pay for activities as they only want to tick boxes in
some cases and do not fully understand the importance of activities and the

difference a full and diverse program is to the wellbeing of the wonderful
residents” AC1

Some individuals recognised their managers’ eagerness to engage with interventions
that benefit residents.
“Management are completely supportive about activities and will always get
on board with ideas and share their own” AC3
However, others suggested that management can feel challenged when new
interventions are proposed. Managements are required to ensure care homes are
running to a high standard to enable the home to pass inspections. As a result, some

individuals felt management only emphasised activities when CQC inspections were
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due. One individual felt that managers run homes as businesses, and therefore, their

priorities entail how decisions affect the business.

It was advised that to gain staff's and management's support and engagement, both
had to believe in the intervention and be aware of the benefits. From previous
experience, one activity coordinator commented on the need for staff to become
emotionally invested in the intervention, which can be achieved when staff

experience positive moments with residents.

It was believed that PAMI would require a complete mindset change for many care
staff. When new interventions are introduced, care staff can feel threatened, and

could interpret the new interventions as criticism of their current work.

3.3.1.5 Barriers and Facilitators
The primary barriers to implementation were staff time pressures and confidence in
singing. Many felt that for carers the demands of attending to residents’ physical
health and safety resulted in little available time for social interactions and activities,
therefore the intervention need to consider this during development.

“I hate to say it, but no carers do not have meaningful interactions, in my

opinion. Again, the carers are too busy as they are usually understaffed, so if
the resident doesn’t get involved, they tend to be left to one side.” -AC5

A section in the manual providing advice on singing was suggested to improve staff’s

confidence in using music.

Staff were asked about the practicality and appropriateness of different training
elements. Group sessions was suggested as the most effective training format
because completing the study together would make it less daunting. Additionally,
person-led interactive group sessions would allow for discussions, with staff sharing
their experiences. Training should also be provided on multiple days to

accommodate different schedules.
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It was felt that all staff regardless of job role should gain experience in providing
meaningful interactions to residents. One individual, a kitchen porter, described
singing while working, which benefited residents despite her not having direct
contact with them.

“l used to sing along to the songs when they were playing and doing my jobs
as the residents really enjoyed listening to people sing” KP1

A paper manual was suggested by staff members as the best manual format,
especially for those who experience learning difficulties owing to its ease of access.
However, some suggested that offering a digital and paper manual ensures that the
format is suitable for different learning styles. The use of pictures and colour was
also suggested to engage and motivate staff, which could also assist with different
learning styles. Other elements suggested to improve implementation were
providing regular reviews, ensuring consistency with documentation and facilitators

providing advice on documentation.

3.3.2 The Needs of a UK PAMI

Based on the seven expert consultations, the researchers’ clinical experience and
consultations with the Danish team, the team agreed that the current PAMI-DK was
not current culturally appropriate for UK care homes and staff, initially due to the
differences in the care cultures between the two countries such as care staff’s
education levels and then due to the COVID-19 pandemic. Figure 3.5 presents a
diagram highlighting the initial thoughts on the needs of PAMI-UK, which the
researcher continued to refer to through the development process to ensure the

manual aligned with care home’s needs.
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Figure 3.5 A diagram displaying the researchers’ initial thoughts on the need and elements required from PAMI
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PAMI-UK needs to accommodate a range of care staff who have different
experiences, attributes, and learning styles. Therefore, the manual needed flexibility
and adaptability to allow all care staff an equal opportunity to participate sufficiently
in the PAMI-UK training. The manual needed to allow staff already displaying signs of
attunement the opportunity to gain confidence, learn the terminology, and to
explore and enhance their current skills and practices. At the same time, PAMI-UK
needs to support and guide staff who exclusively focus on residents' physical health
and safety and are unaware of attunement and musical interactions. While needing
flexibility to be guided by staff's expertise and experience, PAMI-UK required more
concrete guidance than provided in PAMI-DK. The manual should provide enough
detail on the PAMI-UK skills that staff can return to it after the training and gain
enough understanding to continue implementing them.

The researchers aimed to make PAMI-UK an accessible tool for care homes.
Therefore, the researchers aimed to create an intervention that would work
alongside current practices and routines. The PAMI concept is designed to be
integrated into current practices, with staff using the skills to meet residents'
psychological, social, and emotional needs while completing essential tasks that
attend to physical needs. When PAMI-UK is used regularly, staff should use the skills
spontaneously and naturally without thought or prior planning.

3.3.3 PAMI-UK Manual Elements

The manual begins by explaining the purpose of the training and how PAMI-UK
works, including explaining the colour coding system. The PAMI-UK principles and
aims are also outlined in the manual's introduction. The introduction ends with the
team recognising staff's current talents, work, and attributes. The next section
explores the evidence-based theory behind the manual including communication in
dementia care and music. Information highlighting the importance of non-verbal
communication and an opportunity to reflect on staff current techniques was
included to ensure all staff have a good understanding of communication in
dementia care before introducing musical interactions. The music section initially
explores the importance of music for individuals before discussing music’s benefits,
particularly in care homes. This section helps staff realise that the reasons they enjoy
music are similar to why music is important to individuals with dementia. The PAMI-
UK section of the manual is split into four elements — The Voice, Framing, Balancing

and Connecting. (Table 3.2)
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Throughout the manual, reflective activities encourage staff to reflect on their

current practice and consider how skills can be incorporated into routines. As the

researchers could not enter care homes to demonstrate the skills, vignettes were

included throughout the manual, providing examples of using the skills in practice.

The final section of the manual provides practical tips, including information on

successful communication, choosing appropriate listening devices, considering age,

culture and religion, tips for becoming comfortable with using music, and examples

of songs. (Appendices 3 & 4 present the manual content)

Table 3.2 A Table presenting the four PAMI-UK elements and the aim of each component

PAMI-UK
Component

Aims

The Voice

To increase staff’s awareness of their current voice by
exploring the vocal parameters: tone, pitch, tempo

Once aware of their voice staff can learn to alter it during
interactions.

To make staff comfortable using their voice musically during
work

Framing

To explore assessing the care home sound environment
Learn to use PAMI-UK skills to create security and
predictability

To explore using music as a cue to orientate residents to a
time, task, or event

Balancing

To enable staff to recognise resident’s arousal states

To explore regulating residents emotional and arousal states
through appropriate music, and vocal parameters

To enable staff to recognise their own arousal state during
work

Staff learn to centre themselves to balance arousal

Connecting

To explore using meaningful music during interactions to
connect with residents

To discover the skills validation, attunement and holding
To explore person-centred interactions

To explore and produce a PAMI-UK music plan for residents
to tailor the intervention to the resident
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3.3.4 Adaptation

When reviewing PAMI-DK, the reviewers highlighted multiple areas that required
adaptation to ensure the appropriateness for UK care homes. The first PAMI-DK draft
was difficult to follow due to the manual consisting of mainly key words and bullet
points. The majority of the information that ensured sufficient comprehension was
provided in the training session and through discussions. Not only did this make it
difficult for the UK researcher to understand the PAMI training sufficiently to create
PAMI-UK. But they felt that the manual layout was challenging for staff to return to
and use as guidance. When the UK researchers received the updated PAMI-DK in
April 2021, the Danish team had made significant changes to the training and
manual, which provided the UK team with a better understanding of the PAMI skills
and components that could be included in the UK manual. The additional resources

allowed the team to create a coherent PAMI-UK version 1.

3.3.4.1 Differences Between Danish and UK Manual

The adaptation led to many differences between the Danish and English manuals to

ensure the adapted manual was culturally appropriate for UK care homes (Table 3.3).

141



Table 3.3 The table highlights the differences between the Danish PAMI and English PAMI

Element

PAMI-DK

PAMI-UK

Intervention

Theory book

e Theoryand
exercises training

resources e Practical staff workbook
. . L manual
e Music therapist training .
e Webinar
book PowerPoint
e Workshop PowerPoint
Facilitator e PAMI-DK team trains * PAMI-UKteam

music therapists who then

trains care staff in

trains care staff in care care homes
homes
Training format e In-person e online
PAMI core e Ramme (Framing in * Framing
elements Danish) e Balancing

Regulering (Regulation in
Danish)

Relation (Relation in
Danish)

e Connecting

Course layout

4 modules

Theory and exercise
session

Practical hands-on training
individually and in groups

e 4 modules

e Interactive theory
webinar

e Reflective sessions

Training length

16 hours over 10 weeks
8 hours of theory

4 hours of individual
practical training

4 hours of group practical
training

e 3-hour interactive
Webinar

e Fortnightly 40
minutes reflective
sessions

e Weak changed to

Wording e Some of the wording did
not translate exactly or soft
had different e Flimsy changed to
connotations delicate
e Svag (Weak in Danish)
e Spinkel (Flimsy in Danish)
Songs e Uses Danish well-known * Uses English well

songs and folk songs

known songs from
1921- 1999

e Such as These Boots
are made for
Walking, Moon
River, Wonderful
World
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3.3.4.1.1 PAMI Training Delivery

One of the most significant differences between the two interventions was the
training delivery. Initially, both PAMI-DK and PAMI-UK would have been delivered in-
person, with the facilitators regularly attending care homes to observe the skills and
interactions in practice. However, in April 2020, it was decided to move PAMI-UK to
an online training tool to ensure that the research and intervention could continue
during the COVID-19 pandemic. (3.4.1 & Chapter 7 provides in-depth insight into
COVID-19’s impact on PAMI-UK development). Converting to an online tool with an
accompanying paper manual led to necessary changes during the development
stage. At this stage, the researchers were unaware whether the concept of attuned
interactions could be conveyed successfully via a conference call where some
interaction and connecting elements may be lost. More information was provided in
the manual to improve usability to accommodate the online format. In PAMI-DK,
practical shadowing sessions demonstrated the staff and music therapist using the
skills in practice allowing the therapist to provide guidance. This training element
was not viable for the online format. However, it was felt that staff still needed a
space to reflect on their practice and receive guidance from the team. Fortnightly
reflective sessions were introduced as an alternative to the in-person practical

sessions.

Some of reflective activities required close proximity and physical contact between
staff members. Not only did the UK team feel that it may be challenging to articulate
the task and oversee the activity via a conference call, but also COVID-19 guidelines
meant that close proximity and contact was restricted. Additionally, as a team, it was
felt UK staff may feel uncomfortable completing some of the physical contact
activities, such as sitting with their backs touching to feel each other’s breathing, that
are well-received in Denmark due to the differences in culture. Therefore, the hands-

on tasks were removed and replaced with alternative reflective activities.

3.3.4.1.2 PAMI Facilitators
Additionally, the Danish team consists of music therapy researchers who provide

training to music therapist on delivering the training to enable them to deliver PAMI
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training to care staff (Figure 3.6). The UK team felt that using external music
therapist as PAMI facilitators was unsuitable for PAMI-UK. As mentioned in Chapter
1, the availability of music therapists and care home finances has led to music
therapy being unavailable to most care homes. The UK team believed using a similar
delivery format as Denmark would limit PAMI-UK to the same small selection of care
homes offering music therapy. PAMI-UK aims to create an intervention that is easily
accessible to a broader care home population, to ensure this the UK team directly

trained care staff in the PAMI-UK skills.

PAMI-UK training format
Trainin
using PAMI
PAMI team - Care home staff

PAMI-DK training format

Train in delivering

PAMI training :
PAMI team . Music

Train in using

PAMI Care home

therapist staff

Figure 3.6 The training format for PAMI-DK and PAMI-UK

The PAMI facilitator’s background was also different between the two interventions,
the UK facilitator has a psychology background with experience working in a care
home rather than a music therapy background. The researchers felt that having a
non-music therapist facilitator could ensure that the training was suitable for staff
with no prior music knowledge and highlight the ability for any individual to discover
PAMI-UK. Additionally, the training facilitator was the primary researcher developing
the manual and therefore was fully immersed in the skills and direction of the
intervention. Although the training facilitator was a non-music therapist, a music
therapist was appointed to facilitate the reflective sessions. The sessions explore

terminology unfamiliar to staff, therefore, it was felt a music therapist would provide
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that narrative better than a non-music therapist due to them comfortably using the
described skills daily. Additionally, the music therapist would have their own

practical experience, that could provide greater insight for care staff. The researchers
felt appointing a music therapist as the reflective session facilitator could substitute

some of the components lost by being unable to offer in-person practical training.

3.3.4.1.3 PAMI Training Resources

The training resources were also changed for PAMI-UK. PAMI-DK consisted of four
training resources: a workshop PowerPoint, a facilitators training booklet, a staff
workbook, and a theory booklet. It was agreed that having separate books for theory
and practical skills could increase required staff time and effort potentially leading to
them missing vital information. At the same time, the researchers recognised that
staff may not have the time, intention, or motivation to read the PAMI-UK manual
completely. One manual was produced to overcome the two challenges that
contained both theory and practical elements. However, the theory element was
drastically reduced owing to the researchers feeling that PAMI-DK was too detailed.
The researchers believed that the amount of technical theory in the Danish manual

could lead to staff lacking motivation or losing interest.

Coloured boxes sectioned the manual to improve useability, readability, and reduce
required time and effort to locate specific elements when returning to the manual
later, improving the accessibility for staff. Vital information was provided in grey
coloured text boxes, which staff were strongly advised to read even if they did not
wish to read any other information. A section end summary was provided for staff to
use to recap. Reflective activities were outlined in yellow boxes, which staff
completed during the training session to reflect on their current skills and practices.
Using coloured boxes to section the activities aimed to improve the ease of finding
them during the session. Finally, the practical PAMI-UK skills were presented in grey
outlined boxes, and vignettes provided examples of the skills in blue outlined boxes.
The speed and efficiency of locating information could be important if staff wished to

refer to the manual during shifts.
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3.3.4.1.4 PAMI Training Length

The Danish training ran for 16 hours split into eight hours of knowledge sessions
covering each of the four modules, four hours each of individual and group hands-on
floor practical sessions. From the UK team's clinical experience, it was believed 16
hours would not be viable in UK care homes. Therefore, the training length needed
to be significantly reduced while ensuring that essential training was not sacrificed.
Through team discussions, it was decided the initial training would run for three
hours, which could be completed in one session or two one and a half hour sessions.
To compensate for the reduction in training time more information was included in
the manual, which staff could refer to in their own time. Originally, the team planned
to attend care homes regularly to monitor staff's implementation of PAMI-UK, similar
to the practical floor sessions provided in PAMI-DK. However, due to the pandemic,
fortnightly reflective sessions were introduced to compensate the loss in practical

session.

3.3.4.1.5 Differences in Language
The original manual was produced in Danish. Therefore, some changes were required

when translating the manual to English due to some words not having a direct
translation, words having different connotations, or being less frequently used. In
Denmark, the PAMI elements are known as the three R's- Ramme (Framing),
Regulering (Regulation) and Relation (relation). The UK team felt that Regulating and
Relation, despite being English words, may not be the best wording to describe the
skills. Regulating was renamed Balancing, and Relation was renamed Connecting.
Overall, the team felt that some of the terms and theories needed more in-depth
explanation to ensure staff could engage in PAMI-UK regardless of previous

experience with music, interactions, or psychosocial interventions.
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3.4 Discussion

The translation and adaptation stages led to both minor and significant changes to
the UK manual. The changes were as a result from the staff consultations, clinical
experience, and literature search. The first manual development stage was to
understand the needs of UK care staff in relation to PAMI. Expert consultations were
conducted with care staff, who was asked to advice on current practices, barriers to
research, interventions, and practical considerations. The feedback collected from
the consultations aided the researchers in developing the initial needs for PAMI-UK.
These needs were considered through the translation and adaptation stages to
ensure that at each stage, the manual was developed to be practical and appropriate

for UK care homes.

3.4.1 Considerations Required Due to COVID-19

Although the involvement of care staff was significantly reduced, consulting with
them during the pandemic was beneficial as they commented on the significant care
home changes and immense uncertainty resulting from COVID-19. New policies were
introduced, and staff were learning how to care for their residents while preventing
the spread of COVID-19, resulting in changes to routines and interactions. Staff were
stretched due to increased workload and staff shortage, leaving them mentally
drained with little time to participate in non-essential activities (The Queen's Nursing

Institute, 2020).

Care homes may have previously experienced short-term quarantine when
experiencing a disease outbreak. But care staff had not experienced the extent of
guarantine and disease prevention that they experienced during the COVID-19
pandemic. As a result, there was no previous research guiding the development of
care home interventions to be implementable during the challenges of COVID-19.
Consulting with staff enabled the researchers to gain an understanding of the
interactions occurring and components that required adaptation to ensure
implementation. The feedback on currently available activities aided the researchers

in adapting PAMI-UK to a format appropriate for a current and post-pandemic care
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system. The information provided by staff links with the research by Alzheimer's
Society (2020), Gordon et al. (2020), and Velayudhan et al. (2020). The lockdowns led
to the removal of most provisions, interventions, and interactions leading to some
residents going from an enriched daily schedule full of activities and interactions to
experiencing a restricted daily schedule when the pandemic began, where
interactions occurred with a restricted number of staff and residents. It must be
remembered though that care homes in the UK vary in provided provisions, and

some care homes had limited available activities and interactions pre-pandemic.

Prior to the COVID-19 pandemic, PAMI-UK aimed to integrate skills into current
routines, however, the feedback from staff led to the researchers being more
conscious of how skills could still be used when residents were isolating. Based on
the feedback, the researchers emphasised the use of PAMI-UK during personal care,
which was necessary even during isolation, to ensure that residents’ psychological,
social, and emotional needs are met during isolation periods (Chu et al., 20213a;

Fewster, 2020).

3.4.2 PAMI-UK’s Aims and Needs

The first step of adapting PAMI was outlining clear aims, purposes and needs to
ensure the development of an appropriate and practical tool. The first step was to
understand the core aims and principles of the original PAMI to ensure that during
adaptation these core ideas remained. As the development progressed, the
researchers also needed to navigate the needs of the manual in relation to COVID-
19. Through feedback from staff, the research team's clinical experience, and the
systematic review, the team determined the required PAMI-UK aims and elements to
ensure the appropriateness for UK care homes and that it targeted the intended

outcomes.

The Danish team feel that PAMI aims to create a manual for a concept which is
difficult to understand through written text; rather it needs to be experienced

(Ridder et al., 2023). Both UK and Danish researchers felt that PAMI is not a concept
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that can be taught; instead, care staff must discover it (Ridder et al., 2023). PAIM-DK
targets the main aim by providing staff with music therapists’ expertise through
discussions and clinical shadowing. Whilst the UK researchers agreed with the Danish
team, they felt that more information needed to be in writing to allow staff to
continue to return to the tool after formal training ended. The addition of COVID-19
also resulted in PAMI-UK needing to alter the delivery. The clinical shadowing was
altered into reflective sessions. Although this meant that staff would not be able to
observe the skills in practice and gain guidance while using the skills, the team hoped
the sessions would still be able to provide some support and guidance during the
COVID-19 restrictions. One of the Danish team’s main aims is to provide staff with
the terminology to describe their interactions. PAMI-UK retained the lived
experience descriptions used in the PAMI-DK. Lived experience descriptions are
inspired by Van Manen’s (2017) phenomenological approach to the subjective
description of human experiences, which encourages staff to verbally articulate their
interactions to capture the instant moment, with guidance from a music therapist, a

concept they may have struggled with pre-training (Ridder et al., 2023).

Care staff can feel criticised when researchers implement new interventions in their
care homes due to interpreting the change as researchers suggesting that their
current practices are incorrect (Lawrence et al. 2016). Furthermore, staff can also
feel unappreciated for their work, leading to further feelings of criticism and tension
with the researcher when they attempt to introduce interventions (Lawrence et al.,
2016; Cooke, 2018). The researchers decided to refer to PAMI-UK as a tool rather
than an intervention to reduce anxiety and chances of feeling criticised. A section at
the beginning of the manual was introduced to celebrate care staff’s hard work and
skills. PAMI-UK aims to be a collaborative training where staff are recognised as
experts with their skills and talent incorporated into the intervention. Overall, the
training should provide staff with space, time, and opportunities to reflect on their
practices and discover PAMI-UK rather than being taught PAMI-UK. The researchers
hoped that these changes would make care staff feel less criticised and, therefore,

more open to exploring the PAMI-UK skills.
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Many psychosocial interventions focus exclusively on improving 'negative
behaviours'. In contrast, PAMI recognises 'negative behaviours' as potential
communication of unmet needs. PAMI's main aim is to enable care staff and
residents to develop attuned interactions, which can improve more than just
residents’ behaviour, including quality of life, mood, staff burden, and competence.
Additionally, many psychosocial interventions focus exclusively on improving the
residents’ behaviours (Lawrence et al., 2021.; Backhouse et al., 2016; Lievesley et al.,
2011); PAMI recognises the impact of staff behaviours impact on residents, as well as
attending to care staff needs. The training provides skills for staff to recognise and
alter their behaviour to align with residents’ needs, whilst also providing coping

mechanisms and skills to improve staff burnout, stress, wellbeing, and mood.

3.4.3 Stakeholder Priorities

Four stakeholders need to be considered when implementing interventions into care
homes, each having different priorities. During the staff consultations many,
especially activity coordinators, felt that managers and care home owners are
unaware or uninterested in the importance of providing activities aimed at improving
residents’ well-being. From the feedback received, the researchers aimed to highlight
to managers the potential benefits for their staff and residents and the running of
the care home, including improving task efficiency. If it is highlighted how PAMI-UK
aligns with the stakeholders’ priorities, there is an increased likelihood of managers

and staff engaging with the intervention.

Staff feeling undervalued and underappreciated by managers, relatives, and the
public is not exclusive to the staff in the consultation (Lawrence et al., 2016; Kadri et
al., 2018). The feedback from individuals feeling underappreciated led to the manual
recognising and praising the work and skills care staff display. The word intervention
may lead to staff feeling criticised; instead, PAMI-UK is referred to as a training tool

when discussed with care homes and staff.
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Some staff already display skills similar to PAMI-UK without requiring training.
However, other care staff, who have a "get things done" mindset may be good at
ensuring residents are well cared for and safe. But focuses exclusively on physical
care without developing meaningful social relationships with residents (Wilson &
Davis, 2009). Staff in both the expert consultations and previous research (Lawrence
et al., 2016) have highlighted that some carers do not engage in psychosocial
interventions due to holding the attitude that their job is only to clean and feed
residents. For staff with a ‘get things done’ mindset, PAMI-UK would be a complete
mindset change, especially for those who may have been working in dementia care

for a significant time.

Rather than tell staff how to "complete" PAMI-UK, the training tool aims to provide
the space and opportunity for staff to explore PAMI-UK and build on their current
skills and routines without expectations or judgement from the facilitators.
Motivating care staff can be challenging. However, the staff consultations suggested
that highlighting the personal side of care by personalising it to the staff’s care home

could increase care staff’s motivation and engagement.

3.4.4 PAMI Format

The flexibility of PAMI is key to ensure that the intervention can be tailored to each
resident to promote person-centred care. The work by Anderson-Ingstrup (2020)
discussed the appropriate format for the PAMI manual suggesting a framework that
was adequately flexible to tailor the intervention to each individual whilst
maintaining sufficient information to enable staff to implement the skills
successfully. Whilst the UK team understood and agreed with the Danish ethos of
exploration and flexibility, it was felt it would not work to the same extent in the UK.
It was felt that PAMI-UK needed to explicitly explain the techniques to ensure the
implementation of high-quality music skills. More concrete information was required
in the manual to ensure that UK care staff understood the training sufficiently and
could return to the documents outside of the training and it remain coherent. PAMI-

UK had a non-music therapist as the lead training facilitator. Therefore, PAMI-UK
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training required more concrete content developed before the training to ensure
that the training facilitator could provide accurate and high-quality skills to staff.
From their clinical experience, the researchers felt this format would be more
appropriate for UK care staff, who may lack confidence in the tool and skills, ensuring

a high-quality version of PAMI-UK is likely to continue after the training ends.

The staff consultations and literature search highlighted the inconsistency in
standards across care homes. Therefore, to make PAMI-UK accessible to a wider
population of care homes, the intervention needed to be developed in a way to
accommodate different levels of training depending on the staff baseline knowledge,
education, and attitudes. The Danish and UK teams felt some staff are already
attuned to their residents, with many using musical interactions (Ridder et al., 2023).
However, these behaviours may be performed subconsciously, impeded by the
current care system, or staff lack the appropriate terminology to describe the
interactions. For these staff, PAMI-UK aims to define and expand on staff attributed
by providing a space to reflect on and explore them. At the same time, some care
staff focus exclusively on residents' physical health and safety needs. PAMI-UK
needed to introduce the skills and highlight the essentialness of attending to
residents' psychological, social, and emotional needs for these staff members. During
the PAMI-UK training, the facilitator needs to adapt the training to reflect the staff's

experience and knowledge.

The development of the manual highlighted the need for PAMI-UK to potentially be a
care-home-wide intervention. Integrated PAMI-UK as a whole care home approach
with all staff trained could ensure consistency regardless of shifts and create security
and predictability, two vital elements in PAMI. PAMI-UK has the potential to change
the care home culture experienced in UK care homes. Although this is beyond the
scope of the current project, the researchers aimed to develop the training tool with

this in mind to ensure that PAMI-UK could be upscaled in the future.
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3.4.5 Manual and Study Elements

Care homes can be challenging environments to conduct research in because they
are the home and workplace for many, making some study designs unrealistic (Luff,
2015). Feedback on the study design and manual elements ensured that the PAMI-
UK studies would be practical for care homes and limit additional burdens for staff.
Feedback from staff enabled the researchers to develop a tool that would be

accessible regardless of previous experience or education.

Due to COVID-19, the training tool and study were required to be completed online;
this led to several challenges that the researchers had not previously considered
when developing an in-person training. Some individuals preferred online manuals;
however, there was concern around accessibility to multiple devices during training.
Many care homes had outdated technology systems in place with limited access to
computers and tablets and poor Wi-Fi connection making them unprepared for the
move to remote and technology-based care during the pandemic (Chu et al. 2021b;
Care Quality Commission, 2020; Khowaja et al., 2023). The accessibility of technology
for training in UK care homes was a concern of the researchers. As a result, feedback
was collected from staff on their care home's ability to access computers and WI-FI
to complete online training. Many care homes had seen an increase in technology
usage owing to the pandemic, with video conferencing platforms not only being used
for training but increasingly used with residents to connect with families (Chu et al.
2021b; Care Quality Commission, 2020). Interactive elements were suggested to
improve engagement and interest and could compensate for the personal element
lost with online training. Staff would be able to discuss the skills and current
practices with colleagues to explore how PAMI-UK could be specifically incorporated
in their care home. A systematic review by Nolan et al. (2008) highlighted that many
of the authors in the review promoted interactive training with opportunities for

staff to reflect on personal experience as a valuable element of training.

Although most staff receive training in communication, there is no mandatory

accredited training for communication (Smith et al., 2019). Therefore, a
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communication section was included as a reminder to staff, and to guide those who
may lack confidence or experience in successful communication in dementia care.
The section can be explored by staff who may not have other opportunities to gain
in-depth training in that area. At the same time, it can be skipped by staff who feel
they have competent dementia communication skills. It can be challenging to engage
in attuned musical interactions if staff lack the understanding and skills of
communication. Including knowledge on communicating ensures that all staff have

the foundations before moving on to the PAMI-UK skills.

3.4.6 Practical Considerations

When implementing music interventions into care homes practical considerations
are required to ensure successful implementation. During the manual development
process, it was highlighted that the music genres played in care homes may be
inappropriate, which has the potential to lead to ineffective music interventions
(Hutson et al., 2015; Paolantonio, 2021). To encourage staff to use more appropriate
music, a music catalogue was collated with input from generations who may
currently require care home placement (aged 50-95), to suggest appropriate music
to staff. Although staff are encouraged to discover their resident's preferred music to
make the interactions person-centred. Previous work (Beilharz, 2017) and clinical
experience suggests that music interventions may be unsuccessfully implemented
due to overlooked practical elements, including appropriate listening devices and
religious and cultural considerations, therefore these elements have been explored
in the manual providing staff with the required knowledge prior to implementing
PAMI-UK. The researchers hoped that by adding a practical consideration section
into the manual it would make staff feel more comfortable incorporating music into
their routines resulting in increased likelihood of long-term successful

implementation and reduce barriers highlighted in previous research.

3.4.7 Implementation
The significant barriers to implementation highlighted in the staff consultation and

literature search were available time and staff confidence in singing (Stanyon et al.,
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2016; Windle et al., 2019; Savundranayagam, 2014; Goétell et al., 2009). Chapter 1
highlighted similar barriers making many psychosocial interventions inaccessible due
to finances, staffing, available time, or required equipment. PAMI-UK aims to
overcome these, making the tool accessible to a broader care home population.
Although the original PAMI aimed to reduce the barrier of time pressures, the
feedback led to the researchers concentrating more on the burden and commitment
required for the PAMI-UK tool and studies. The researcher developed both the
studies and tool to minimise additional burden to staff's current pressures. By
incorporating skills into current routines and essential tasks the tool requires little
additional time or effort to reduce the risk of increased staff stress or burden and
improve the long-term implementation success. With the skills learnt, the
researchers hoped staff could experience reduced burden and time pressures

through improvements in task efficiency and residents' arousal levels.

3.4.8 Own Clinical Experience
The primary researcher and Pl have experience working in care homes that aided the

PAMI-UK development as it ensured that throughout the development process the
intervention was developed to be practical for care home settings. However, the
researchers were conscious that their clinical experience may cause bias during the
development stage. The team were aware that UK care homes vary greatly and that
their clinical experience was limited to the care homes they had worked in. The staff
consultations aimed to ensure that their personal experience did not limit the team
and that PAMI-UK was appropriate for a wide range of UK care homes. Additionally,

the primary researcher completed a reflective diary throughout the project.

3.4.9 Next Stages in the Adaptation Framework

During the manual development stage, phase one of the cultural adaptation
frameworks was achieved. The researchers generated knowledge and collaborated
with stakeholders through consultations with care staff and the Danish PAMI team,
conducted a systematic review and considered their own clinical experience to
determine the required cultural adaptations. Phase two of the cultural adaptation

frameworks was also achieved as the information generated in phase one was used
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to develop PAMI-UK version 1. The next phase of the framework is to review the
adapted intervention with stakeholders and make amendments based on the
feedback. To ensure that PAMI-UK is appropriate for UK care homes a manual field-
testing study was conducted to review the acceptability, readability, and usability.
The results from the study will aid further adaptations to produce PAMI-UK version

2.

3.4.10 Limitations and Future Research
Due to the COVID-19 pandemic, the involvement of stakeholders in the development

of the PAMI-UK intervention was significantly reduced and limited. The researchers
were only able to have discussions with care staff, and as they were identified
through the researcher's professional social media network, most individuals were
activity coordinators. While the activity coordinators were able to provide important
insight into the incorporation of psychosocial interventions into care homes, the lack
of representatives from other care home positions potentially means that there was
a lack of insight into how to design the intervention best to work for roles such as
carers who have less time and flexibility. Additionally, speaking to managers would
have enabled the researchers to gain a greater insight into designing PAMI-UK to
target managers' and owners' priorities. Discussions with managers would have also
highlighted psychosocial interventions' practical and business considerations, such as
potential costs and staff scheduling. As the PAMI-UK manual resources continue to
be developed in the future, consideration should be given to including managers,
care staff, residents, and family members of residents in the development process

now that the COVID-19 restrictions have been removed.

3.4.11 Conclusion

The PAMI-DK manual was translated from Danish into English before being adapted
to become more culturally appropriate for UK care homes. From the expert
consultations it was highlighted that the current practises in care homes varied and
therefore, PAMI-UK required flexibility to accommodate differences in staff
experience, attributes, and knowledge, to ensure equal opportunities to discover

PAMI-UK. The most significant changes required from PAMI-DK to PAMI-UK were the
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training delivery and length. The PAMI-UK team decided to directly train care staff
compared to PAMI-DK which trains music therapists in delivering the PAMI training
to care staff. The training length was significantly reduced to ensure that it could fit
into care homes current routines which generally have little time to allow staff to
attend training. Some changes were required part way through the development
process which the team had not anticipated. The PAMI-DK training had been
developed pre-pandemic when in-person training was possible. Whereas the PAMI-
UK was developed during the COVID-19 pandemic and therefore had to be converted
into an online training tool. As a result of converting to an online tool, elements
needed to be adapted to ensure the tool was appropriate for online delivery and
abided by the COVID-19 guidelines. Despite the need for significant changes, PAMI-
UK has aimed to keep the core principles, including person-centred, experience-led
and the ideology that PAMI is a concept that cannot be taught, instead staff must

discover it through reflection and exploratory practices.
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4. Manual Field-testing Study and Evaluation Study
Methodology

This chapter has been adapted for an article: Waters, B., Orrell, M., & McDermott, O.
(2022). The development of a UK culturally adapted version of the Person Attuned
Musical Interaction (PAMI) manual: protocol for a two-phase mixed method study.

JMIR Research Protocols. 21(1). https://doi.org/10.2196/43408

4.1 Introduction

To test and evaluate the adapted manual two studies were conducted. A manual
field-testing study to investigate the manual's feasibility, usability, and readability to
ensure that the manual is suitable for the intended audience of care staff and the
intended setting of UK care homes. The data collected in the first study aided any
revisions to the manual to create PAMI-UK version 2 and aided revisions to the study

design for the manual evaluation study.

The manual evaluation study aimed to collect preliminary data on PAMI-UK's impact
on residents and staff. The study also collected further data on the manual's
feasibility, usability, and readability to ensure that PAMI-UK version 2 is suitable for
use. Both studies collected data to investigate the practical implication of PAMI-UK in
care homes and staff and residents' experience using the tool. Some of the
methodology for the two studies was the same and therefore has been presented in
this chapter. However, some methodology is specific to one of the two studies; these
methodology elements can be found in Chapter 5 for the manual field-testing study

and Chapter 6 for the manual evaluation study.
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4.2  Methods

4.2.1 Study Overview

Two studies were conducted to investigate the aims, which follow the stages of the
MRC and cultural adaptation frameworks. Initially a field-testing qualitative
development study reviewed the culturally adapted manual (version 1) with its
intended stakeholders (care staff and residents with dementia) to ensure
appropriateness. Data was collected on the factors influencing implementation and
stakeholders’ (care staff and residents) experience with PAMI-UK. The data collected
in the first study aided adaptations to the manual and study design in preparation for

the second study.

The second study was mixed methods that continued to review the culturally
adapted manual (version 2) with its intended stakeholders. Additionally, the study
collected preliminary data on the impact of PAMI-UK on staff and residents to begin
investigating the Feasibility and piloting stage of the MRC guidelines. The data
collected in the second study aided further revisions to the manual (version 3) and
will aid the development of future studies to continue to explore the feasibility and

piloting stage. Figure 4.1 displays the study overview.

/ Phase 1 \ / Phase 2 \

Manual field-testing study Manual evaluation study

PAMI manual version 2

Mixed-method study design

5 care homes

25 care staff and 25 residents with dementia

PAMI manual version 1
Qualitative study design

3 care homes

9 care staff and 9 residents with

dementia Post-PAMI staff interviews, diary entries,

e Post-PAMI staff interviews, diary entries, reflective sessions, resident post-PAMI
reflective sessions, resident post-PAMI questionnaires
questionnaires . Pre and Po