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Synopsis

Good support at home for people with dementia and their carers is crucial to maintaining their quality of life
and helping them to remain in their own home. Person centred packages of care have been shown to be an
effective means of providing this support.

In this pilot study we aimed to improve quality of life of people living with dementia at (including at end of
life) and their carers. This would be by using and evaluating, a bespoke, person centred music tool: Soundtrack
to My Life (STML) with a dementia specialist home care team supporting people with dementia in their own
homes. The STML tool is designed to draw together pieces of music representing significance in the life of a
person with dementia, as part of a bespoke life history /biographical care plan. In using the tool, it was hoped
that engagement of people with dementia by support staff would improve and that support staff would be
encouraged to reflect on their practice, enhancing their interpersonal skills.

The research phase of the project aimed to evaluate the way that using such a personalised compilation of
music contributed towards improving quality of life. The evaluation used a questionnaire and semi-structured
interviews to seek feedback from care workers and key managers about the degree to which the tool had
benefitted the person with dementia and their principal carer.

Terminology

Throughout this report the Soundtrack to My Life tool is referred to as STML. When we talk about the ‘home
support service’ we mean those care workers who operate as part of the team, providing care at home for
‘people with dementia’ (PWD), referred to as ‘Clients’ within this document. The term ‘support staff’ refers to
care workers within the home support service. The principal family carer is referred to as the ‘carer’. In this
study carers included husband, wife, son or daughter of the PWD, whilst ‘stakeholders’ included only those
who work for the service in a supervisory capacity.

Summary Findings

The pilot project has demonstrated the benefits that derive from using personalised music as an adjunct to a
person centred plan of care. Clients who have a ‘Soundtrack’ have benefitted from ‘new conversations’ with
their support staff, who in turn have ‘seen new emotions’ from the Client that they work with.

This pilot project also alluded to the importance of appropriate staff training, planning, and organisational
leadership as crucial to the success of a implementing a person-centred intervention such as STML. (The
challenges and opportunities around these factors have not been evaluated as part of this pilot project report).

Introduction
Dementia is a major public health issue for the 21 Century for which there is presently no cure. The UK
National Health Service states that in England there are 570,000 people living with dementia, and this number
is expected to double over the next 30 years. The older you get, the more likely you are to develop dementia
and it remains a leading cause of dependency and disability among older people. This increasing number of
people will lead to an increasing demand for informal and formal sources of care in order to meet their needs.
People with dementia often live for many years after their diagnosis. However, dementia is a degenerative
condition, with no cure, thus plans for person centred interventions that improve quality at the end of life
must be made before thinking and speaking abilities fail. There isn’t a single specific point when end-of-life
care begins; it very much depends on the individual. To this end, the Prime Minister's Dementia
Challenge, launched in March 2012, offers a major opportunity to improve end of life care for people with
dementia, by addressing the three key aspects of:

e Improving health and social care (e.g. by using innovative care planning tools)

e Creating dementia- friendly communities (e.g. maintaining links with the community)

e Better research (e.g. evaluating tools that may contribute to enhanced care)
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Perspective on home care and person centred support

For many older people, their present home is seen as the most favoured accommodation, even if it becomes
too difficult to cope alone (Leeson et al, 2003). The literature on older people and care suggests a wish to
remain living as independently as possible, which has been interpreted as a willingness to stay at home with
a corresponding reluctance to move into any form of institutional care. It is indeed striking how central the
home is to the concept of independence both in policy terms and in the statements of older people, to the
extent that institutional care does not feature prominently in Government commissioned literature. The Royal
Commission on Long Term Care (1999), the Green Paper Independence, Well-being and Choice (2005) and the
Department of Health’s A Recipe for Care (2007), all recognise the increasing role of home based care over
the coming decades, and the right of older people to have access to a range of services over which they can
exercise a degree of choice.

Relatives, as well as neighbours, are seen as a resource for caring and enabling people to live ‘independently’
at home. Indeed research (Gaugler, 2005 and Challis, 2002) suggests that for people with dementia, early
provision of in-home care and case management can keep them at home for longer. However, the impact of
providing long term care for someone ‘at home’ may become arduous and strain the ‘physical, emotional,
intellectual and spiritual resources of [those] individuals [involved]’ (Williams, 2002: 147). This has implications
for service design in-terms of appropriate support for principal carers, and indeed for frontline service staff.

To be effective, home care for people with dementia needs to be sensitive to the special problems that they
present. Commonly concerns exist about possible vulnerability to abuse, inability of the ‘client’ to act as such
(capacity issues), behavioural difficulties and the expectation of progression of the disease, together with likely
complication by other deteriorating health and social problems. Typically poor insight can mean failure to
recognise risk, and poor cognition, perhaps compounded by pre-existing personality and possible relationship
difficulties with family and others can lead to a breakdown in the structures necessary to keep them at home.
The evidence suggests a very strong need for agencies to work especially closely with carers (Banerjee, 2003;
DoH, 2008; McDonald and Heath, 2008) and to provide a flexible, responsive, individually tailored service
(Patmore and McNulty, 2005; 2007).

Person centred care is a major theme in the literature (see De Bellis et al 2009, for an overview). Karlawish
(2000) highlights the tendency to lump people with dementia together as if they were a homogenous group,
when in fact there are major sources of heterogeneity. Kitwood (1997), the pioneer of person-centred care
theory, promotes the equality of the person with dementia by what he calls ‘positive person work’. Glynn et
al (2008) differentiates between person-centred planning and person-centred support. The latter is often
compromised by concerns about risk that tend to restrict rights and choices.

Activity regarded as ‘risky’ (perhaps to the provider, rather than the client), may be discouraged or prohibited
(Taylor and Donnelly, 2006). The recent Department of Health risk guidance (Manthorpe and Moriarty, 2010)
has, however, been explicitly endorsed to advocate a risk empowerment approach. Many authors (Innes,
2002; Innes et al, 2005; Patmore, 2006; Patmore and McNulty, 2007; Gladman et al, 2007) discuss the benefits
that derive from personalised, user-centred and flexible packages of care, designed around the client and
carer, rather than the commissioner, and embracing the person’s unique biography and responsible risk
taking.

The Use of Music in Care

An important component of the promotion of ‘active ageing’ and person centred approaches has been the
growing popularity of the use of arts in the promotion of health and wellbeing (Kilroy et al, 2007). Thus, as
the Arts Council states, such arts based activities ‘improve individual and community health and health care
delivery’ (Arts Council England, 2007: 5). This beneficial impact of arts involvement has been upheld by much
research. For example, it can promote a sense of identity, offer new opportunities for self-expression, improve
confidence and help build new friendships amongst those at risk of the development of mental health
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problems (Argyle, 2005). Similar benefits have been found by research focussing specifically on the use of arts
with people with dementia. This research has found that art involvement can help with the management of
undesirable symptoms and the promotion of ‘enrichment’ (Coaten and Jacobson, 2001) or ‘empowerment’.
It can also give rise to ‘hope’, ‘healing’ and ‘growth’ (Johnson and Sullivan-Marx, 2006). Immediate outcomes
such as quality moments and expressions of sadness and loss are therefore seen as valuable (Waller, 1999)
and all people with dementia can be ‘given voice’, ‘reached’ and ‘enriched’ (Jonas-Simpson and Mitchell,
2005). While much of this research has adopted a broad focus on the type of art involved (Galloway, 2006),
some studies have shown a positive relationship between music and mood (Cassileth, Vickers, and Magill,
2003; Nayak, Wheeler, Shiflett, and Agostinelli, 2000; Hendon, and Bohon, 2008; Hunter, Schellenberg, &
Schimmack, 2010; Juslin, Liljestrom, Vastfjall, Barradas, and Silva, 2008).

Age UK, also highlight the ‘power of music’, as an increasingly key feature of dementia care, designed to unlock
memories and ‘kick start the grey matter’. ‘It seems to reach parts of the damaged brain in ways other forms
of communication cannot’. A systematic study by Ziv et al (2007) found that music also made people with
dementia ‘calmer’ and seemed to evoke more positive affect. In this study, people with Alzheimer’s disease,
living in a nursing home, were observed under two conditions: with or without music. When listening to music,
residents were less agitated, seemed less uncomfortable, less vocal, and seemed more positive and calm. Wall
and Duffy (2010) reviewed thirteen studies relating to the influence of music therapy on the behaviour of older
people with dementia. The majority of these studies reported that it influenced their behaviour in a positive
way by reducing levels of agitation. The research further identified a positive increase in participants' mood
and socialisation skills, with carers.

The Alzheimer’s Society, whilst acknowledging the role of music therapy, state however, that ‘a review of
music therapy for dementia concluded that, based on the available evidence, it is unclear whether or not it is
beneficial for people with dementia.

Only a few studies have focussed specifically on the therapeutic benefits of personalised music for people with
dementia. For example, an ongoing residential care project, in America (http://musicand memory.org), has
shown increases in happiness and sociability and in interpersonal relationships between staff, family and
residents, a calmer more supportive social environment, a reduction in behaviour management issues and a
reduced reliance on antipsychotic medication.

This research will therefore contribute to the available evidence base. For an overview of the up to date
scientific evidence relating to the use of music and music-therapy, in the context of dementia and related
issues, see Raglio et al (2012), who provide a detailed review of the most recent (from 2000 to 2011) Clinical
Controlled Trials (CCT) and Randomized Controlled Trials (RCT).

Training and Staff Development
Care workers are being required to provide care to people with ever-more complex needs in an increasingly
regulated environment, which needs recognition in their training and working conditions. The English CQC
highlights the central role played by the care worker where ‘many of the people who receive home care support
rely on the quality of relationship with the [worker] coming into their home and place little emphasis on the
rating of the service’ (2010: 19).

Sawyer (2005) and Rothera (2008) highlight the importance of devolving greater authority to care workers,
allowing them to exercise more autonomy in their work, which Sawyer suggests may result in improved staff
retention. Managers therefore need to create environments where workers are encouraged to explore and
expand the options and possibilities for people with dementia, and not to unreasonably restrict their lives (in
Marshall, 1997: 102).

However, task centred approaches to care and a corresponding neglect of the social and activity needs of older
people remain widespread (Alzheimers Society, 2007). A number of reasons have been given for this including
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a ‘knowledge gap’ within the front line workforce (All Party Parliamentary Group on Dementia, 2009),
contextual issues such as inadequate resources (Argyle, 2012) and a lack of clarity in the required components
of good practice and how it should be implemented (Epp, 2003).

The STML project used, and evaluated, an innovative person centred tool, designed to build a compilation of
meaningful and personalised music, representing key aspects of a person’s life, to enhance support staff’s
person centred care skills, in terms of helping Clients to communicate the things that matter to them more
effectively. This focus on skills was expected to facilitate a dialogue between support staff and their
supervisors about their strengths / abilities and training needs, and subsequently agreeing what skills /
confidence building would help in supporting Clients at the end of life. It was further anticipated that the
Client’s carer would become integral to this care planning and skills development agenda, and therefore part
of a solutions based, person centred care planning process (however, the role of the principal carer does not
form part of this evaluation).

Project Objectives
1. To review the available evidence base relating to the use of music in the home care setting.

2. To evaluate, as a pilot project, the effectiveness of the STML tool, in improving care outcomes in a typical
home care setting.

e What contribution can the STML tool make to the effective maintenance of the client in their
own home, avoiding the need for institutional care?

e Inadopting the STML approach to working with people at the end of life, does it have a positive
impact on the care workers skill set?

e To what extent does a music based care planning tool improve the caring relationship between
the person with dementia, their principal carer and the care workers supporting them?

3. To evaluate the effectiveness of the STML tool as an adjunct to enhancing support staff’s interpersonal
skills, and as an aid to person centred care planning.

4. To identify opportunities to use the STML tool more effectively with a range of home care clients.

5. To disseminate the evidence base arising from this evaluation as widely as possible.

Study Design

Sampling frame

Participants in the study were in two distinct categories: a small number of support staff and Clients (PWD)
that they support. An important aspect of the project was the rollout of training across the participating
support staff. Training in the background and use of STML tool was delivered by JoCo Learning and
Development, who have both developed the STML concept and offer training and consultancy to individuals
and organisations in the health and social care sector. The development of support staff competencies was
seen as a key aspect of this initiative. Each participating member of staff was asked to complete / annotate
their own continuous professional development (CPD) file. This included a diary sheet and reflective journal,
which has the potential to show how using STML helped to identify opportunities for learning and
improvement.

PWD were then recruited into the study by the support workers who had already established relationships
with Clients and carers as part of their job role.

Most projects in the area of arts participation including a personalised music interventions tend to be small
scale and anecdotal. This is largely due to the significant methodological problems in measuring the efficacy
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of these types of interventions due to the impact of extraneous variables on this impact and the length of the
causal chain in linking intervention with outcome (Bryman, 2012). Further problems arise from the difficulty
in standardising intervention design and delivery. An STML strength was in offering a standardised design and
delivery process but like other interventions remained sensitive to features of the local organisational context
and the logistical difficulties in applying experimental intervention methods within an organisation or team.
Thus while randomised controlled trials are the generally accepted ‘gold standard’ when aiming to evaluate
the impact of various interventions on health and wellbeing, such an approach was deemed incompatible with
the project scale and complexity of the issues that this pilot project aimed to explore.

Method

The design chosen was mixed method, using a combination of qualitative semi-structured interviews and
guestionnaires administered to a wide range of participants. It had been anticipated that the research could
use a before and after design methodology, to assess the impact of using Soundtrack on a number a client
related parameters. The team had intended to capture data relating to a range of parameters of interest using
interviews, questionnaires and in some cases observations derived from Dementia Care Mapping. The
literature suggested that these parameters might include: how calm, or agitated the Client appeared, the
Client’s affect, their general level of comfort, vocalisation, and socialisation skills, particularly with carers.
However, due to operational challenges, much of this baseline and follow up work was not undertaken with
Clients, and was not available for analysis or inclusion in this report.

The client’s care plan, however, remains a useful source of data relating to mood and levels of positive or
negative interactions, but these were not evaluated as part of this pilot study. It is therefore anticipated that
work might also be undertaken, at some future date, to harvest even more data relating to the direct impact
of STML on those Clients who have been using the tool. In this pilot the established relationship between the
support staff and participating PWD and their carers was deemed to enable them to make some significant
and insightful observations about the impact of the STML for the purposes of this evaluation.

Evaluating Impact of Soundtrack Using Support Staff Questionnaires

An anonymous questionnaire was designed for support staff in addition, care staff were given opportunity to
make free text comments. Equivalent questionnaires and interviews were designed for Clients, carers and
stakeholders in the project; however, the availability of resources, and the timetable for analysis and
presentation of this report has precluded the use of the Client and carer questionnaires at this time.

Semi-structured Qualitative Interviews

Stakeholders involved in the implementation and management of the project were also invited to participate
in a semi-structured interview, designed to elucidate feedback about STML, the enablers, barriers and success
factors that might usefully inform future projects. Interviews were tape recorded as an aide-mémoire and
where appropriate, to allow the accurate reproduction of participant quotations. The meanings and the
themes that derive from these interviews were used, inter alia, to validate other data deriving from, for
example, the staff questionnaires. Only feedback from the stakeholder specifically about the impact of the
STML tool is quoted in the findings to address the objectives of this study. One Semi-structured interview,
conducted by JoCo staff with one carer participant is, however, included in the findings.

Ethical Issues and Informed Consent
In the first instance a concise project information sheet) was distributed to prospective research participants
(homecare Clients and their principal carers).

The local manager acted as the initial point of contact between the investigators and the clients in preparation
for Soundtrack training and work with Clients. It was the service manager who provided access to local care
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workers and who distributed copies of the information sheet to those who would be involved. Prospective
participants had the opportunity to discuss the project with the research team, by telephone or during a visit
to the client’s home, and to ask questions relating to the participant information sheet.

Suitable clients were: aged over 50 years, had a diagnosis of dementia, and were able to participate in the
study by engaging with the STML tool.

Identified Clients and their principal carer were first contacted with a view to eliciting their support and
involvement in the project. Those Clients / carers who agreed to participate were visited, in a timely manner,
so that the logistics of the fieldwork could be worked out and agreed.

Confidentiality and the Management of Data
The research project was undertaken in accordance with the host organisation’s written procedures and the
Data Protection Act (DoH, 1998).

The research team therefore:

e Ensured that they had each study participant’s explicit informed written consent to obtain, hold and use
their personal information.

e Ensured that security arrangements were sufficient to prevent unauthorised breaches of confidentiality.

e Ensured that personal data was not kept for longer than necessary.

e Ensured that information obtained as a result of research was not disclosed to third parties with the
exception of statutory notification.

Findings

The findings are divided into two parts: first the feedback provided by care workers in the anonymous
guestionnaire, and second a free text and semi-structured interview feedback provided by support staff, carers
and other stakeholders.

Table 1: Care staff responses to set questions about how STML impacted on the Client (PWD), not all staff
recorded a comment.

List two things that | 1. It's reopened a window to the past.

you think are good | 1. Gives you an awareness of how powerful music that is meaningful can have on an

about Soundtrack individual. Has enabled the Client to reflect back and share memories that have
been important to them throughout their life (the Soundtrack and the life history
file).

2. The music communication.

3. Good project gives an opening to talk to the client.
4. Good concept and clearly valuable to help carers connect with people with
dementia.
5. In my opinion | see this as a positive, using this with one Client at the moment and
it’s worked.
List two ways in 1. Brings back good memories remembering loved ones and family seeing new
which you think emotions and seeing the person they once used to be. Fun singing along and
Soundtrack has dancing.
benefitted the 2. One client of mine who enjoys music in general — | have seen him become very
Clients your team uplifted and more animated his favourite music is played.

work with Extra quality time (very important). To see happiness in faces when singing.
Helps to know the Client more.
Improved communication. Getting to know Client better.

Empowers Clients, gets teams seeing the person rather than the disease.

oukWw
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List two ways in 1. Brings something different other than just day to day our routine care work.
which Soundtrack Learning new skills.
has benefitted the | 2. Not sure. Cannot speak on behalf of other members.

staff teams you 3. Willing to engage with the use of music in life.

work with
List two ways in 1. It’s bought new conversations, seen new emotions. Seen a different side.
which, in your 2. ..given staff an awareness for them to explore different types of music the client
opinion, [Client] enjoys.
Soundtrack has 3. Care practice is always paramount but with Soundtracks knowing a little of what
improved care makes a person happy [music] can give more enjoyment for all involved.
practice 4. Talking and listening.

b

Patient contact. Common interest in music.
6. Helps people find common ground.

Free Text Additional Comments Made by Staff

Two care workers included the following comments on their form in the additional comments section:

1. “I feel Soundtrack [STML] is very good. It brings happiness with memories and singing. It would be nice if it
was introduced as early as possible, as | have found with my Client reflection of songs (names, words) has
been hard. We have both enjoyed taking part”.

2. “Until Soundtrack [STML] my Client never used to sing. We talked lots about dancing, but never the music
he used to ballroom dance. So this has really opened up all the memories. Other carers have noticed my
Client will burst into song at the mention of music, that’s with working on Soundtrack. Using YouTube on
my phone to find the songs really helped, he would say a few lines of a song, | would find it and play it back.
| could see him going into deep thought, he would sing along then the memories would come flooding back
—lovely to see’.

Free Text Additional Comments Made by Carer

Father speaking about project impact on daughter:

..."Since [the home support service] decided to do [personalised] music for dementia patients [Clients] the
girls [support staff] have been coming in at lunchtime and playing music to her (Client) and she’s reacted a lot
to what they’ve been playing to her... Before we used to put her to bed and she’d just lie there and go to sleep.
Now we play the music and she seems to be awake a lot more and actually listening to what we are actually
playing. It gives her a bit of stimulation, it helps her to think. We don’t know whether she’s thinking about the
past or things like that but it’s something to think about and | think it’s really helped.”

Feedback provided by other stakeholder

“Soundtrack is fundamental to how we deliver person centred care because it's what we are doing that’s
special and if we just keep people warm, fed, clean and safe then that’s not specialist dementia care...its giving
that quality of life to somebody with dementia. It shouldn’t just be about coming in and doing, it’s about how
do we leave people...a care plan shouldn’t be just an audit trail about what you have had done to you it should
be about who you are and | think soundtrack really does add to that.”

Conclusion

Whilst this has been a very small scale project, involving only limited numbers of Clients, carers and support
staff, there is nonetheless evidence from support staff, that using personalised music has promoted
communication, knowledge of the Client as a person and caring skills (project objectives 2 and 3).

The literature contains a great deal of evidence to suggest that using music can yield significant benefits to a
person with dementia and their carer (project objective 1). The STML project has, in some small way made a
contribution to this growing body of knowledge. Itis unique in its exploration of a distinct strand in music care
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interventions, which is the use of personalised music. It reveals that personalised music can be a useful adjunct
to person centred care planning and improve quality of life for PWD, within the homecare context.

It is perhaps interesting to note here a comment made by Brooker (2003), that whilst ‘the term person-centred
care has become all-pervasive on the UK dementia care scene......... what lies behind the rhetoric, in terms of
practice, may be questionable’. Whilst this statement is now over a decade old, the same appears to hold true
in some contemporary practice, meaning that, whilst we may all talk about person-centeredness, the question
of what this actually means in terms of support staff delivering this with music, may not be so well addressed.
JoCo Learning and development makes explicit through the STML tool how music for individuals in care can
be person centred. This research project suggests that overall, respondents felt that STML was a potentially
valuable intervention and this ‘buy-in’ is already helping to addresses objective 4 of the project: to identify
opportunities to use the STML tool more effectively as a recognised music based perspective of person centred
care.
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