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Abstract

Some Dance to Remember: Exploring the Psychosocial Effects of the Introduction
of an Adaptive Irish Céili Dance Group Activity with People Living with
Dementia and their Carers

Sean Donal O Shea

There are currently 64,000 people living with dementia in Ireland and this figure is
expected to rise to 150,000 by 2045. To date, a biomedical approach to managing
the condition has been primarily adopted however, more recently, alternative
methods have gained traction. Arts-based activities, including dance, are one such
alternative.

This research aimed to explore, in the context of the psychosocial effects of dance
and movement, the experiences of facilitators and participants in a newly-
developed adaptive Irish Céili dance programme for people living with dementia
and their care staff. Research which explores the use of this dance genre as an arts-
based activity for those living with dementia or their care staff is limited. This
research which included participants living with dementia attending, and care staff
working in, a daycare centre in the mid-west region of Ireland, therefore provides
a starting point to address this gap.

The focus of this research is on the participants’ lived experience. A qualitative
approach, utilising semi-structured interviews, researcher observations, and a
reflexive journal, was therefore deemed the most appropriate for this research. The
dance activity took place over a nine week period. Interviews were staged prior to
the first dance activity, at the mid-point of the dance programme, and after the final
dance activity. Participant consent was sought on an ongoing basis. In advance of
any data collection, ethical approval to conduct the research was sought from, and
approved by, the Limerick Institute of Technology. The data was analysed using
thematic analysis.

In the context of this research, Irish Céili dance as an arts-based activity for those
living with dementia and their care staff resulted in beneficial psychosocial
outcomes including an enhanced ability for people living with dementia to
reminisce. Their stories and memories of attending C¢ili events in their past was
evoked by participation in the dance classes and interview process. In turn,
enhanced reminiscence was observed to have a positive influence on the mood and
psychosocial well-being of both the participants living with dementia and the care
staff participants.
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1 Chapter 1: Introduction

The Alzheimer Society of Ireland (ASI) (2021a) estimates that there are 64,000
people currently living with dementia in Ireland and estimate that this figure will
rise to 150,000 by the year 2045. The increasing prevalence of dementia has been
recognised by the World Health Organisation (WHO) which has identified the
condition as a global health epidemic (WHO, 2015). Medical and social care
initiatives to meet the ongoing needs of people living with dementia and their

caregivers are therefore required (Prince et al., 2016; WHO, 2015).

To date, the medical model of care has dominated the approach to dementia care
(Karkou & Meekums, 2017; Kontos & Grigorovich, 2018). Although the medical
approach has provided beneficial outcomes for those living with dementia
(Borgson, 2013), it predominantly focuses on the limitations of the individual and
tends to ignore the person as a whole (Canning & Blakeborough, 2019). In recent
years, there is an increasing recognition of non-pharmacological approaches to
dementia care (National Institute for Health and Care Excellence (NICE), 2018;

Alzheimer’s Association, 2020).

Research has identified the positive effects of dance for those living with

dementia (Palo-Bengtsson & Ekman, 2002; Pearse, 2007; Hamill et al., 2012;

Abreu & Hartley, 2013; Foster, 2013; Lapum & Bar, 2016; Guzman et al., 2017;
Ho et al., 2018; Kontos & Grigorovich, 2018; Mabire et al., 2018; Skinner et al.,
2018). To date, virtually no published literature has explored the use of Céili
dance as an arts-based activity for those living with dementia and their care staff.
This thesis therefore provides a starting point to address this gap in the research

by exploring, in the context of the psychosocial effects of dance and movement,



the experiences of participants in a newly developed adaptive Céili dance

programme for people living with dementia and their care staff.

An adaptive Cé¢ili dancing activity was introduced at a daycare centre which
provides services, including respite services, for people in the early or middle
stages of dementia. The Céili dance activity was adapted to allow for a range of
abilities that reflected participants’ levels of mobility, focus, cognitive skills and

interest.

The Literature Review (Chapter 2) draws on the historical and global research
undertaken that lays the foundations for this study. The experiences of loss and
grief, along with social death and the stigma that accompanies dementia, are
explored in detail. The ways in which these concepts are intertwined, which may
lead to negative perceptions of those living with dementia, is also explored. The
biomedical approach to treating dementia will be challenged throughout this
chapter. The benefits of arts-based interventions for dementia care are considered.
Dance as an arts-based intervention is explored with a specific emphasis on Céili
dance and its influence on creating a sense of community and identity for those

taking part in the research.

The Axiology chapter (Chapter 3) looks at the values embedded within this
research and explores the researcher’s personal, educational, and professional
connection to the project. The inclusion of a reflective journal as a tool in this
research, as a tool utilized by the author, is also explored. This chapter highlights
the importance of recognising potential biases and explores the researcher’s

positioning within the research.



The Methodology chapter (Chapter 4) discusses the theoretical framework for this
research and provides the rationale for a qualitative approach to this research. The
ontological and epistemological approaches used within the study are highlighted
to strengthen the researcher’s position of investigating the lived experience of
those with a diagnosis of dementia through semi-structured interviews and the
dance activity. In conjunction with the researcher’s observations, thematic
analysis was used to identify key themes arising from the semi-structured one-to-
one interviews with the participants. Ethical dilemmas experienced by the
researcher are explored in this section. The need for, and obtaining of, ongoing

consent throughout the research is identified.

The Results and Discussion chapter (Chapter 5) identifies the key findings from

the research which are outlined below:

e Theme 1: Reminiscence

Subthemes: Identity, Community and Personhood
Access to New Knowledge
Life Story Work
Music and Dance - Creating a Sense of Identity
Embodied Remembering
The Past Informing the Present ¢

Theme 2: Mood

Subtheme: The Rhythm of the Dance
*  Theme 3: Mobility and Falls Risk
Subthemes: Opinions Altered Through Adaptive Dances

Adapting to Inclusivity
* Theme 4: Strengthening Bonds Between Staff and People Living with



Dementia

Subtheme: Roles Reversed

This chapter includes direct quotes from the researcher’s reflective journal, which
enabled the researcher to not only capture observations made throughout the
research, but also to recognise their own emotions and feelings encountered
during the process. Direct quotes from the transcribed interviews (see Appendix

A) that best express the themes which arose in the research are also used.

The Conclusion and Recommendations chapter (Chapter 6) highlights that there is
virtually no published literature which has explored the use of C¢ili dance as an
arts-based activity for those living with dementia and their care staff. It advocates
that the interview process, and primarily the adaptive C¢éili dance activity,
provided beneficial psychosocial outcomes for all participants in this research,
particularly those living with dementia. Several opportunities for future research
in the area of dementia care are also identified, and recommendations based on the
findings of this current project are provided. Directions for future research and

recommendations are outlined below:

* A link between the rhythm of the dance and embodied remembering was
present in this research project. This is an area which requires further
exploration and provides an opportunity for future research.

* There is a paucity of research available which has investigated the person
living with dementia reflecting on past experiences as a means of
expressing their present feelings. This is an area within dementia care
which is overlooked and provides an opportunity for further exploration

and for future research.



Dementia specific training should be mandatory for all staff providing care
to people living with dementia.

Arts-based training should be encouraged and made available for all
disciplines training in dementia care, including social care work, social
work, nursing, occupational therapy and therapeutic recreation
professionals (for example, the introduction of a Special Purpose Award
programme at third level).

Specialised dementia training for Irish dance teachers who may wish to
introduce this programme in a variety of dementia services should also be
developed and encouraged (for example, the introduction of a Special

Purpose Award programme at third level).

This adaptive C¢ili dance programme should be expanded and made
available in all facilities providing care for those living with dementia and
could be a method of reducing the use of the medical model for treating the
condition. This would include daycare centres, respite services, long term
residential care as well as homecare. In light of the restrictions imposed in
most services due to Covid 19, this dance activity could be facilitated online
for those living at home and their professional and family carers.

A facilitator of this dance programme should preferably be an external
employee rather than one based at the facility, as this research has identified
that regular staff currently do not have sufficient time to facilitate the dance
activities.

The adaptive C¢ili dance programme could be utilised to better inform
person-centred care plans therefore providing and maintaining a better

quality of life for the individual living with dementia and their family.



2 Chapter 2: Literature Review

2.1 Introduction

Dementia is an umbrella term for a number of progressive diseases affecting
memory, cognitive abilities, and behaviour. Crucially, although dementia
primarily affects older adults, it is not a normal or inevitable consequence
of ageing

(WHO, 2015, p.19).

This chapter draws the readers’ attention to the increasing prevalence of dementia
globally as well as in an Irish context. It also highlights the expectations placed on
professional care staff as a result of the progressive nature of the disease. The
importance of receiving a timely diagnosis as well as the challenges preventing
this process are similarly highlighted. The availability of post-diagnostic supports
and services in dementia care is explored. The inequality of access to these

services throughout the country is examined.

In addition, the chapter focuses on previously published literature which identifies
the loss and grief experienced by the person living with dementia and their
family/carers. Public discourses and perceptions around dementia are explored;
these can have a negative impact on the individual and their family thus creating a

stigma around the condition.

The traditional bio-medical approach to treating dementia is discussed. The
researcher argues that this approach does not take into consideration emotional
and social factors for the individual with dementia and their family/carers. This
research explores the influence that arts-based activities have on the person living
with dementia and their carers. The potential benefits of an arts-based approach
(such as dance) as an alternative to the bio-medical approach to treating dementia

are outlined below and discussed:



* Positive therapeutic effect on the person living with dementia
* Positive effect on the social and emotional factors in their life
* Increased communication

* Increased self-expression

* Increased inclusion and socialisation

* Strengthening of bonds between the person living with dementia and
care

staff.

A description of what constitutes Céili dances for the purposes of this research is
provided. The similarities and differences between C¢ili events run under the
auspices of the Gaelic League and those which are not are identified. Foley (2013)
and Phelan (2015) note that the Gaelic League was founded in 1893 in an attempt
to rediscover the cultural roots of Ireland, with the promotion of Irish dancing,
through dance classes and competitions, seen as an important factor in this
attempt. This chapter also recognises the emergence of ‘modern dance’ and the
role which the Public Dance Hall Act 1935 played in this period in shaping the
landscape for those attending Céili events. Using the limited available research,
the role which the social Céili event and dance played in creating a sense of
belonging, community and cultural identity in Ireland, and why it is significant for

this research project, is also explored.

2.2 Prevalence of Dementia

Alzheimer’s Disease International (ADI) (2020a) estimate that there are 46.8 million
people living with dementia worldwide. The organisation predicts that this number

will increase to 131.5 million by the year 2050. This figure represents a



12% -13% increase over the percentages predicted in the World Alzheimer Report
2009 (ADI, 2009). The prevalence of dementia is also increasing rapidly. It is

estimated that there is a new case worldwide every 3.2 seconds (ADI, 2015).

A report published by ADI (2015) identifies that there are ten and a half million
people living in Europe with dementia. The Health Service Executive (HSE)
(2020a) estimates that there are eleven new cases of dementia diagnosed daily in
Ireland. As previously highlighted, the ASI (2021a) estimate that the figure

of 64,000 people currently living with dementia in Ireland is expected to rise

to 150,000 by the year 2045.

Research conducted in the United States has highlighted that Alzheimer’s disease
kills more people each year than breast cancer and prostate cancer combined
(World Alzheimer’s Report, 2018) and it has been identified as the leading cause

of death in the UK (Alzheimer’s Research UK, 2020).

There has been a steadily growing recognition of the dementia epidemic which was
highlighted at the first WHO global conference on dementia held in 2015 (WHO,
2021). The conference was attended by representatives from 89 countries however
there was no representative from Ireland. In spite of the worldwide attention it has
attracted in recent years, dementia is a complex syndrome with a wide variety of

manifestations and prognoses.

2.2.1 What is Dementia?

Dementia is an umbrella term for a number of progressive diseases affecting
memory, cognitive abilities, and behaviour (WHO, 2015). Alzheimer’s disease is
the most common form of dementia (Alzheimer Europe, 2020a; Alzheimer’s

Society, 2020; ASI, 2020a; HSE, 2020a). Although the majority of people living



with dementia are over sixty-five years of age, it is not considered a normal part of
ageing; nine out of ten people over the age of sixty-five do not have dementia (HSE,

2020a; WHO, 2020).

Dementia leads to a progressive deterioration in multiple areas of an individual’s
life affecting memory, physical abilities, communication skills, behaviour,
problem solving as well as the ability to perform daily tasks (Irish Hospice
Foundation (IHF), 2016; Alzheimer Europe, 2020b; Alzheimer’s Society, 2020;
ASI, 2020a; HSE, 2020a). As it is a progressive condition, those affected will
eventually require care and assistance with every aspect of daily life (ADI,

2020b).

The HSE (2020a) and the WHO (2020) highlight that there is currently no cure for
dementia. Every diagnosis of dementia is experienced subjectively, however
people will live an average of between eight and ten years from the emergence of

the first symptoms (Alzheimer’s Society, 2020; WHO, 2020).

2.2.2 Stages of Dementia

This lifespan following the initial symptoms varies depending on the age of the
person when a diagnosis is made (ASI, 2020a). An early diagnosis of dementia is
important for both the individual as well as their family. It ensures that they have
time to adequately plan for the future, which may help to relieve the psychological
distress experienced by carers and may also facilitate a more person-centred

approach to care (Foley et al., 2019).

In the early stages of dementia, the individual may experience slight changes such
as forgetfulness, loss of interest, and low mood (Alzheimer’s Society, 2020; ASI,

2020a; WHO, 2020) yet they can still function independently (Alzheimer



Association, 2020; Alzheimer’s Society, 2020). The Alzheimer’s Society (2020)
and the WHO (2020) emphasise that, as the condition progresses to the middle
stage, the symptoms become more pronounced. They also identify that the
individual will need help with daily activities such as bathing and dressing during
this stage. The individual may forget knowledge and personal memories
completely (Alzheimer’s Society, 2020; ASI, 2020a). This stage is commonly the
longest stage of the disease and may last for several years (Alzheimer Association,
2020). Changes in the individual’s behaviour are most common from this stage
onwards and this stage is generally regarded as one of the most challenging

aspects of dementia for carers (Alzheimer’s Society, 2020).

Throughout the late stage of dementia, the individual will require increasing
amounts of support and will gradually become dependent on others for all aspects
of their daily life (Alzheimer’s Society, 2020; ASI, 2020a; WHO, 2020). During
this stage the individual will struggle to fight simple infections, have difficulty
speaking and swallowing, and will also experience a progressive reduction in
mobility (Alzheimer Association, 2020; Alzheimer’s Society, 2020; ASI, 2020a).
It is important to note that although the individual may struggle to communicate
during the late stage, they can still respond positively to affection, touch, and
other sensory stimulation such as listening to music (Alzheimer Association,

2020; Alzheimer’s Society, 2020; ASI, 2020a).

2.2.3 Level of Care Required

Dementia is not only a health issue but also a social issue that requires a
community response (HSE, 2020b). As previously stated in this chapter (see

section 2.2.2), the level of care required for an individual is dependent on the
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stage of the disease they are experiencing. Equal access to the appropriate
services, however, is not always possible. This disparity will be explored

further in this section.

There are currently 180,000 people in Ireland who are providing, or have
provided, care for a family member or partner living with dementia
(Understandtogether, 2020). O’ Shea et al. (2019) estimate that the cost associated
with dementia in Ireland is €2 billion, with almost half of this borne directly by
informal carers. This cost associated with dementia emphasises the need for the
implementation of post-diagnostic supports for both the person living with
dementia and their family. There is a growing body of evidence that post-
diagnostic support which is provided over an extended period of time is essential
for the person living with dementia, their family and their care partners (The
Improvement Hub, 2017). Such supports include therapeutic treatments and
activities ‘that build on strengths and abilities that help to maintain and enhance

quality of life’ (Gibb et al., 2019, p.3).

Post-diagnostic supports are available in various forms such as homecare and
daycare services as well as nursing home care. Yet the accessibility of such

services is often dependent on an individual’s geographical location.

Post-diagnostic supports are available in various forms such as homecare, daycare
services and nursing home care. There are, however, significant gaps and
inconsistencies in service provision and the availability of all dementia specific
services throughout the country. This was noted in the Dementia Specific Services
in the Community: Mapping Public and Voluntary Services project undertaken by

undertaken by the ASI and the National Dementia Office in 2016. This project
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showed that there were significant gaps and inconsistencies in the provision of
dementia-specific services throughout the country. As can be seen from Table 1
below, of the 314 services being provided throughout the country, dementia specific
daycare was the most common service with sixty-three services available, followed
by dementia specific homecare with thirty one services available. Dementia friendly
activities had twenty nine services available and social clubs has twenty eight

services available.

Table 1: Service Provision of Dementia Specific Services

Service Category Number of services No service
available

Dementia-specific daycare 63 Wexford, Laois,
Leitrim

Dementia-specific homecare 31

Dementia friendly activities 29 Galway,

Roscommon, Mayo,
Donegal, Sligo,
Leitrim, Cavan,
Monaghan

Social clubs 28 Galway,
Roscommon, Mayo
Adapted from: Alzheimer Society of Ireland and the National Dementia Office in
the Health Service Executive (2016).

The project also highlighted that there are issues with regard to the frequency of

dementia-specific daycare services as outlined in Table 2 overleaf:
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Table 2: Availability of Dementia Specific Daycare Services

Days available Number of services
6 days a week 1

5 days a week 26

4 days a week 2

3 days a week 8

2 days a week 9

1 day a week 13

Twice a month

Once a month 1

Total 63

Adapted from: Alzheimer Society of Ireland and the National Dementia Office in
the Health Service Executive (2016).

This breakdown of the sixty-three daycare centres highlights that while the
majority of these services, (twenty six), were available five days a week, thirteen

were only available one day per week.

In addition, the findings identified that many post-diagnostic supports for people
living with dementia were not readily available with nine dementia advisors (as of
April 2021, the number of dementia advisors has increased to eighteen), seven
cognitive therapists, and one dementia specific counselling services tasked with
providing these services for the country. Taken together, the scarcity of services
identified by the project meant that there were some counties which did not have

any access to many dementia-specific resources.

2.2.4 Timely Diagnosis

The Irish National Dementia Strategy (2014) has identified the timely diagnosis of
dementia as a key factor in improving dementia services for the individual and
their family (Department of Health, 2014). In addition, Foley et al. (2019, p.5)

state that ‘Disclosure may facilitate a more patient-centred approach, more

13



proactive management of dementia and may end the uncertainty for patients and

their families’.

General Practitioners are often the first healthcare professionals consulted by an
individual or family when dementia is suspected (Department of Health, 2014;
Foley et al., 2019) yet they can find disclosing a diagnosis of dementia difficult
(Foley et al., 2017). The findings of a survey on Irish general practitioners
undertaken by Cabhill et al. in 2006, echoed in the Irish National Dementia
Strategy 2014 (Department of Health, 2014), identified that the following factors
impacted on a General Practitioner’s decision to diagnose dementia:

* Lack of confidence

* Fear of making a wrong diagnosis

*  Concerns about the impact of the diagnosis on the individual

*  Confusion in distinguishing normal ageing from symptoms of
dementia.

Confirmation of a diagnosis of dementia can take up to four years (Foley et al., 2019)
and a connection may be drawn between this timeline and the difficulties which have

been identified by Irish general practitioners.

2.2.5 Social Prescribing

Tierney et al. (2020) state that social prescribing is a way of addressing ‘non-
medical’ needs, such as loneliness, which can influence a person’s health and well-
being. There has been a growing recognition of the benefits of social prescribing in
Ireland with, for example, the establishment of the All-Ireland Social Prescribing

Network in 2018 (HSE, 2021). The availability of such resources are sporadic with
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Slaintecare’ supporting just seven Social Prescribing programmes across Ireland
(Department of health, 2021). In contrast, The United Kingdom has taken a more
proactive approach to Social Prescribing. The All-Party Parliamentary Group on
Arts, Health and Wellbeing Annual Report (2017), for example, contains a
commitment to roll out personalised care (which encompasses social prescribing)
across England by 2023, potentially benefitting up to 2.5 million people. The report
also highlights the importance of arts-based activities as a vital component in

individual health and well-being.

McKenzie et al. (2021) emphasise that DMT (Dance Movement Therapy) is an
available option which can be socially prescribed in the United Kingdom.
Brauninger & Bacigalupe (2017) further note that DMT is well established as a form
of complementary medicine which has become increasingly popular for such

disciplines as oncology, neurology and geriatrics in dementia care.

From an Irish perspective, there are no DMT qualification programmes available at
third level in Ireland; there are no Dance Movement Therapists based in Ireland who
are registered with the European Association of Dance and Movement Therapy; and

there is no Irish Association of Dance Movement Therapists (EADMT, 2021).

Grant (2021) reports that Dance Movement Therapists are part of a diagnostic
medical team in the United Kingdom and the United States, a phenomenon that is

not present in Ireland as of this writing.

! Sldintecare is a ten-year programme aimed at transforming health and social care services in Ireland.
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2.3 Post-diagnosis Supports and Services

The ASI is the leading dementia-specific service in Ireland, providing a range of
supports and services throughout the country. These services include a national
helpline, Alzheimer Cafes, a Dementia Advisor service, advocacy, support
groups, respite centres, daycare centres as well as homecare services. In addition
to the services provided by the ASI, Family Carers Ireland (www.familycarers.ie)
provide a homecare service which support family carers in the home. They also
facilitate support groups and provide an advocacy service for family carers
(however this is not a dementia-specific service). While many people living with
dementia may live at home with appropriate support and homecare services,

others may require long term care and need to reside in nursing homes.

2.3.1 Long Term Care/Nursing Homes

The Irish National Dementia Strategy (2014) states that:

While current health and social policy is focussed on caring for people with
dementia in their own homes, there will come a time for many when home
care may no longer be feasible or appropriate and when long-term
residential care will be the best option

(Department of Health, 2014, p.27).

Foley et al. (2019) identify that a lack of formal and informal supports as well as a
decline in the physical and mental health of both the individual with dementia and

the carer, can contribute to the need for nursing home services.

The 2020 pre-budget submission of Nursing Homes Ireland (2019) highlighted
that there are 438 nursing homes in Ireland which provide a service to

approximately 25,000 people.
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In Ireland, Special Care Units (SCUs) are specific units tailored to provide a
service to those living with dementia and their families. An Irish national survey
on dementia in long-term residential care undertaken by Cahill et al. (2014) found
that there were 55 SCUs in Ireland. Of these, 63% of operated privately, 30%
were HSE units and only 7% represented voluntary not-for-profit facilities. The
findings of the survey also revealed that those requiring such a service are often
disadvantaged by geographical location. Table 3 overleaf highlights that the
majority of counties have limited availability to dementia-specific SCUs, with

some counties having no option for such a service.

Table 3: Geographical Breakdown of Special Care Units in Ireland

Location Number of Special Care
Units

Cork 13
Dublin 6
Galway + Donegal (5 each) 10
Cavan/Louth/Meath/Monaghan (3 each) 12
Clare/Roscommon (2 each) 4
Kerry/Limerick/Tipperary/Waterford/Wexford/ 10
Laois/Kildare/Longford/Mayo/Leitrim (1 each)
Kilkenny/Carlow/Wicklow/Offaly/Sligo/Westmeath 0
Total 55

Adapted from: Cahill et al. (2014)

The survey also highlighted that only 50% of staff and a little over one-third of
management had undergone dementia specific training (Cabhill et al., 2014). Prior
to the data provided from this survey, there was no accurate information available

on dementia-specific residential care units in Ireland.

The absence of mandatory, dementia-specific training for those providing care to
people living with dementia may result in staff who feel incapable of meeting the

required needs of those availing of long-term care services. The authors of the
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survey propose that the needs of people living with dementia in long-term care are
unmet, as ‘direct care workers feel incapable of meeting residents’ social,
psychological and emotional needs, given that these vary considerably from

people without dementia’ (Cahill et al., 2014, p.6).

Many people living with dementia may live at home with appropriate support and
homecare services. In addition to the HSE, there are a number of private care
service providers offering homecare services to support those living with

dementia in their desire to remain in their own homes.

2.3.2 Homecare

The ASI (2020b) estimate that 63% of people with a diagnosis of dementia live at
home in the community. These individuals may receive homecare, which is a set
of services enabling a person to be cared for in their own home for as long as

possible (HSE, 2020b; Understandtogether, 2020).

The HSE (2020b) highlights that this service provides formal carers who go into
an individual’s home on a regular basis and provide care as needed. The care
provided to each individual is based on their individual needs. The HSE (2020b)
and Alzheimer Europe (2020c¢) identify that homecare may include assistance

with:

* Personal care

* Maintaining skin integrity
* Continence care

* Preparing meals

* Eating/drinking

* Completing household tasks where required.
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All homecare workers in Ireland are required to complete the relevant Quality &
Qualifications Ireland (QQI) Level 5 training or an equivalent healthcare
qualification. The QQI course is aimed at preparing learners for a career in
hospitals, in the community or in residential care. The Open College
(theopencollege.com) along with other training providers offers those seeking a
career as a homecare worker with the opportunity to complete the required

training. The course covers the following mandatory modules:

* Care Skills

* Care Support

* Personal Effectiveness

» Safety and Health at Work
*  Work Experience

e Care of the Older Person

It should be noted that at the time of this writing (April, 2021) there is no
requirement for dementia-specific training to become a care worker in Ireland.

The lack of required dementia specific training was previously noted by Cahill et

al. (2014).

While many people with dementia may live at home with appropriate support and
homecare services, others may avail of a dementia specific daycare service. This
service is aimed at providing person-centred care in a community setting for the

person living with dementia.

2.3.3 Daycare Services

Daycare is a vital service for many people living with dementia and their carers

(ASI, 2020c). Research carried out by Pierse et al. (2020) identifies that there is a
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total of 317 daycare centres in Ireland; however the majority of these are not
dementia specific. This research suggests that the majority of daycare centres are
largely generic in nature but can cater for people with dementia to various

degrees.

There is a lack of available data outlining the number of dementia specific daycare
centres in Ireland, however the ASI (2020c) provide 48 such centres throughout
the country. These centres provide dementia specific, person-centred daycare
services which are aimed at meeting the needs of the person with dementia.
Services provided can include reminiscence therapy, arts and crafts, music

sessions, gentle exercises as well as personal care.

Access to a daycare centre can provide the individual with an opportunity to
socialise with others as well as an opportunity to access health care services
(Pierse et al., 2020). Orellana et al. (2020) suggest that daycare services can
benefit the relationship between the person living with dementia and their carer by
providing time apart and facilitating employment for the family carer. As with the
majority of services for people living with dementia, access to daycare services is
largely dependent on geographic location and, for this reason, may not be an easily
accessible option for many individuals and families in Ireland (Cahill et al., 2014;

Pierse et al., 2020).

The lack of access to dementia specific services for the individual living with
dementia and their family may provide a barrier in adjusting to the changes that
dementia brings. The ASI (2021b) advocate that accessing information about the
support and services available can be a vital step in the journey. They highlight
the importance of building a support network for the individual and their family

through services such as social clubs, daycare and homecare services as well as
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nursing home services. Access to such supports and services can assist in best
informing those living with dementia and their family around the loss and grief

which often accompanies a diagnosis (Foley et al., 2019).

2.4 Loss and Grief

‘The test of a first-rate intelligence is the ability to hold two opposed ideas
in the mind at the same time, and still retain the ability to function’

(Fitzgerald, 1945, p.69).

It is common for the person living with dementia and their carer to

experience feelings of loss and grief as their life is changed by dementia

(ASI, 2021c).

Although loss and grief are seen as a fundamental part of the dementia experience
(IHF, 2016), it can lead to confusion and feelings of helplessness for the person
with dementia and their family. These losses are experienced by both the person
with dementia, their family and their caregivers (Doka, 2010) and are some of the
most significant and under recognised issues faced by people living with dementia

and their families (IHF, 2016). Doka describes grief as:

The constant yet hidden companion of Alzheimer’s disease and other related
dementias. It is ever-present for the person with dementia and accompanies
their families and friends throughout the illness and after death

(Doka, 2005, p. 290).

Loss and grief occur at all stages of dementia in numerous ways and supporting those
experiencing is seen as an essential part of person-centred care (IHF, 2016). People
living with dementia and their family can be affected by a diagnosis of dementia in

several ways as outlined below:

* Emotionally
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* Mentally
* Physically

* Spiritually

2.4.1 Ambiguous Loss

Dementia has been described as ‘the long goodbye’ (IHF, 2016) and the grief that
accompanies this journey is unclear and mixed. Boss (2010) highlights that this
unclear loss arises because the beloved person is physically present, yet not
relationally or emotionally present. Ambiguous loss occurs when the person living
with dementia remains physically present yet they are not emotionally or
psychologically available (IHF, 2016). This confusing ambiguity can therefore
block the processes of closure and resolution of grief as opposed to death-related
grief and loss. The IHF (2016) notes that death-related loss is clearer and is
located at a particular event (time of death) that occurs at a certain and objective

point in time.

Dupuis (2002) argues that ambiguous loss is a loss that remains incomplete,
uncertain or confusing for family members that experience it. This grief is unclear
and not understood (Doka, 2002) and can be further complicated when the person
with dementia has moments of clarity and lucidity (IHF, 2016) which can lead to
mixed and confused feelings for family and caregivers. These feelings of grief and
loss are compounded as the person with dementia may no longer recognise their
family members and caregivers (Doka, 2006; Chan et al., 2012) and their

personality and behaviours change.

Such losses experienced by the person living with dementia affect their past (ability

to recollect/relive memories), present (self- care and independence) and future
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(ability to plan ahead) and are often very difficult to capture unless they are
addressed with the individual early in the diagnosis. These losses can have a
profound impact on the individual’s social identity and can have a detrimental
effect on their overall well-being. A diagnosis of dementia may influence the way
in which the individual is seen and treated by others, which in turn may lead to

those affected by dementia hiding or not validating the condition (IHF, 2016).

2.4.2 Disenfranchised Grief

Disenfranchised grief occurs at all stages of dementia and is experienced by the
individual as well as their families and caregivers (IHF, 2016). Doka (1989)
identifies disenfranchised grief as a sociological concept which arises as a result
of social expectation. This is a grief which is hidden and not validated and can
occur due to lack of public awareness of the nature of dementia as well as the
stigma that is associated with the condition (IHF, 2016).

It is therefore suggested by this researcher that this culturally familiar dance
activity can combat aspects of the ambiguity that surrounds a diagnosis of
dementia as it will enable the individual to be both physically and emotionally
present simultaneously. It is further suggested that the dance activity intervention
highlighted in this project could challenge some of the misconceptions
surrounding the condition and emphasise the capabilities of the individual as

opposed to limitations.

A connection can be made between stigma and loss and grief associated with
dementia and the concept of social death (Sudnow, 1967) as the personhood of the

individual is challenged in both contexts.
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2.5 Social Death and Dementia

Social death is used to describe the way in which an individual is treated as if they
were non-existent or dead (Borgstrom, 2017). This is more prevalent for those
living with dementia that those without a diagnosis (Brannelly, 2011). Sudnow
(1967) first used the term ‘social death’ when studying the social processes
surrounding death in his research in two hospitals where he observed the phasing
out of attention given to dying patients. He identifies that the presumed social
value of those nearing death influences how they are treated, and how much effort

is invested in them by medical personnel.

Sweeting & Gilhooly (1997) explored the views of those caring for a relative with
dementia. They found that over a third of their participants believed and behaved
as if their relative was socially dead. Katsuno (2005) suggests that a diagnosis of
dementia demotes the individual to a new lower status social group, a function

that is a result of the condition itself as well as the responses to it.

2.6 Stisma Associated with Dementia

The concept of stigma stems from Goffman’s (1963) study of the phenomenon
and can be applied to numerous conditions and illnesses in human experience. He
uses the term stigma ‘to refer to an attribute that is deeply discrediting’ (Goffman,
1963, p.3) with those possessing such attributes viewed as inferior in a way which
makes them different from others and is undesired and shameful. Research has
highlighted that stigma increases social exclusion while also having a negative
influence on health and well-being (see, for example, Burgener, et al., 2015;
Cuijpers & Van Lente, 2015; Kontos et al., 2020). It could be argued that the

stigma that accompanies dementia is largely fuelled by the lack of public
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understanding around the condition and the language which is used in discourses

around it.

Research undertaken by the IHF (2016) found that frontline care staff also
experience the stigma and grief that is associated with dementia largely due to the
lack of understanding of the general public. Goffman’s theory of courtesy stigma
(Goffman, 1963) identifies that stigma is also experienced by the family and

carers of the individual living with dementia.

2.6.1 Person Living with Dementia and Stisma

A report published by ADI (2012) highlights that people living with dementia can
be stigmatised within society. The report further emphasised that the lack of
public understanding around dementia may be a cause for the stigma which is
associated with the condition. Several studies have highlighted a link between
stigma and social exclusion. Burgener et al. (2015) as well as Nguyen & Li (2020)
argue that the stigma associated with dementia produces inequality by depriving
the individual of their human rights while compromising health, well-being and
quality of life. Additionally, from an Irish perspective, a study undertaken in 2008
(Cahill et al., 2008) found that stigma associated with dementia was a contributing
factor in delayed diagnosis of dementia by general practitioners, a finding which is
echoed in global research undertaken by Herrmann et al. (2018). In addition,
Kontos et al. (2020) have identified that the discourse around dementia within the
biomedical model of care contributes to the misunderstandings and prejudice

which fuel the stigma attached to the condition.
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2.6.2 Perceptions and Language Used

Cuijpers & Van Lente (2015) argue that within the acute care model, the person
with dementia is reduced to their cognitive impairment. Gilleard & Higgs (2014)
propose that the language used by health care professionals reflects a
representation of those living with dementia as incapable. However, research
carried out by Herrmann et al. (2018) suggests that having a personal or family
connection with the person with dementia reduces the stigma associated with the

condition.

Kitwood (1997) further identifies that terminology such as ‘victims’ and
‘demented’” when referring to those with a diagnosis of dementia ‘devalue the
person and make a unique and sensitive human being into an instance of

some category devised for convenience or control’ (Kitwood, 1997, p.8).

While several authors have highlighted the influence that the negative discourse
surrounding dementia can have on the individual, Kontos et al. (2020) argue that it
also deepens social exclusion for those who experience it.

O’ Shea (2014) states that the stigma associated with dementia tends to focus on
how the individuals’ capabilities are limited rather than focusing on their
remaining strengths. A key recommendation arising from the ADI World
Alzheimer Report Overcoming the Stigma of Dementia (2012) highlighted the
need to involve people living with dementia in their local communities. The report
also recommended improving the quality of care at home and in care homes for
people living with dementia as a method of challenging and negating the stigma

associated with dementia.
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Research such as that by ADI (2012) indicates that the family and carers of those
with dementia also experience stigma which leads to inaccurate assumptions

about the individual and their family.

2.6.3 Sticma Experienced by Family/carers

Family and caregivers of those living with dementia may find that the stigma
experienced by the person they are supporting leaks over to their own identity
(ADI, 2012; Nguyen & Li, 2020). Goffman (1963 as cited in ADI, 2012;
Herrmann et al., 2018; Nguyen & Li, 2020) refers to this as courtesy stigma which
is the negative impact that results from an association with the stigmatised person.

This can result in the affected person delaying seeking help from others.

This section has acknowledged the impact that the stigma associated with
dementia has on the individual as well as their family/carers. It is also important
for this current research to identify that this stigma negatively impacts the social
identity of the individual and carries with it loss and grief which is experienced by

the person, their family and the carers.

2.7 Biomedical Approach to Treating Dementia

Historically a biomedical approach has been to the forefront of dementia treatment
(Kitwood, 1997; Karkou & Meekums, 2014; Kontos & Grigorovich, 2018) with
less acknowledgement given to the role of emotional and social factors for the
individual with dementia (De Vugt & Droes, 2017). Kitwood (1997) emphasises
how this approach has dominated research, policy and practice in dementia care.
He states (1997, p.2) that ‘the older views about the process of dementia, which

were extremely negative and deterministic, were incorrect’ and acknowledges the
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importance of a more person-centred approach. In addition, Smith et al. (2006,

p.57) state that:

Early notions that all behaviours were an inevitable component of cognitive
impairment have all but disappeared in the face of evidence that diverse
personal, social, and environmental factors regularly act as antecedents to
behavioural and psychologic symptoms of dementia (BPSD).

2.7.1 Behavioural and Psvchological Symptoms of Dementia

In the context of dementia, the term ‘challenging behaviour’ is a catch-all term
which encompasses actions ranging from shouting and wandering to anger or
physical attacks on individuals (Andrews, 2006). These are referred to as
behavioural and psychological symptoms of dementia (BPSDs) and ‘are among
the most distressing sequelae of Alzheimer’s disease and related dementias’

(Scales et al., 2018, p.88).

BPSDs can be viewed as an attempt to communicate an unmet need (Algase et al.,
1996; Scales et al., 2018) and emerge as environmental demands exceed stress
tolerance or coping thresholds (Hall & Buckwalter, 1987). BPSDs consist of two
subgroups of symptoms namely behavioural and psychological as outlined in Table 4

overleaf:
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Table 4: Behavioural and Psychological Symptoms of Dementia

Behavioural Psychological
Agitation Delusion
Aggression Hallucination
Wandering Depression
Disturbance in sleep Anxiety
Disturbance in sleep-wake

cycles

Adapted from: Foley et al., 2015; Majer et al., 2019; Cloak, 2020

These symptoms are experienced by the majority of people living with dementia
at some point (Foley et al., 2019; Cloak, 2020). Steinberg et al. (2008) and Cloak
(2020) have argued that BPSDs are nearly universal in dementia, with 97% of
people living with the condition experiencing at least one BPSD. Research
undertaken by Savva et al. (2009) found that BPSDs are most likely to occur in
the middle and later stages of the condition. The severity of the symptoms

increases with time (Cloak, 2020).

Research undertaken by NICE (2018) recommends that non-pharmacological
approaches be used primarily for treating BTSDs unless the person living with
dementia is a threat to themselves or others. The report supports previous research
undertaken by Schneider et al. (2005) which highlights many negative side effects
of prescribed antipsychotics. These include an increased risk of falls, reduced
motor function, pneumonia, increased risk of stroke and accelerated cognitive
decline. McShane et al. (1997) and Douglas et al. (2004) also found that
neuroleptic drugs used to treat behavioural problems in people with dementia may

accelerate the decline in cognitive function.
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Research by Rolland et al. (2012) identified that antipsychotics are prescribed
twice as often to nursing home residents with dementia compared to those without
a diagnosis. Foley et al. (2019) suggest that those with advanced dementia are at

an increased risk of inappropriate prescribing and adverse outcomes.

It is important to acknowledge that the medical model has been successful in
addressing many aspects of dementia, including making significant advances in
the improvement of early disease detection through cognitive impairment
screening (Borson et al., 2013). Additionally, research conducted by Walsh et al.
(2018) emphasised that the use of antipsychotics for people living with dementia
is often needed as a means of protecting staff, family members and other residents

from potentially dangerous and aggressive situations.

A consideration of the literature suggests that the biomedical approach to
dementia may have inadvertently influenced public perception of the disease. De
Vugt & Droes (2017) note that this approach focuses on the limitations of the
individual, which in turn contributes to a negative discourse around dementia. A
recent review of non-pharmacological treatments for behaviours such as agitation
and aggression in people living with dementia concluded that this approach
appeared to be more effective than pharmacological treatments (Alzheimer’s

Association, 2020).

2.8 Dementia: Valuing the Person

Personhood is a standing or status that is bestowed upon one human being,
by others, in the context of relationship and social being. It implies
recognition, respect and trust. Both the according of personhood, and the
failure to do so, have consequences that are empirically testable

(Kitwood, 1997, p.8).
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Dementia is associated with many challenging behaviours and nonpharmacological
approaches to treating the illness require implementation in all care settings
(NICE, 2018). While accepting that there have been advances in dementia care
through the biomedical model, it should also be acknowledged that the
overemphasis on this approach, which predominantly focuses on the limitations of
the individual, tends to ignore the person as a whole (Canning & Blakeborough,
2019). It is important, therefore, that interventions for managing dementia should

also focus on the quality of life of the individual.

Kitwood emphasised the need for a shift from ‘person with DEMENTIA to
PERSON with dementia’ therefore recognising people who are living with
dementia in their full humanity (Kitwood, 1997, p.7). Sabat (2005) has noted the
importance of including the person with dementia in decision-making, yet also
notes that receiving a diagnosis can negatively position the individual within this
decision-making process. Further research, such as that undertaken by Qksnebjerg
et al. (2018) has highlighted that a person with dementia may take part in studies
around the disease in order to gain something personally. @ksnebjerg et al. (2018)
argue that they also do so as an altruistic means of educating others about

dementia and contributing towards changing perceptions around the condition.

Kitwood’s (1997) emphasis on how social interactions in a caring environment
profoundly affect the person with dementia reinforces the need to recognise self-
identity in dementia care and encourages further implementation of a more person-
centred approach. In addition, he argues that the needs of people living with dementia
must be balanced with respect for the well-being and personhood of the care staff as a
means of ensuring that those living with dementia receive effective care. The following

section explores the lead role which care staff play in dementia care.
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2.8.1 Care Staff in Dementia Care

Research carried out by Kadri et al. (2018) emphasised that care staff play a lead
role in delivering programmes of person-centred care to those living with
dementia. Previous research undertaken by Kim & Park (2017) highlights that
investment in the learning and skills development of care staff is pivotal in the

successful implementation of such programmes.

Close professional care relationships are a key component in maintaining the
personhood of people living with dementia as well as improving care quality
(Smebye & Kirkevold, 2013; Milte et al., 2016). Programmes and interventions
aimed at assisting those living with dementia are less likely to be implemented or
to be successful when staff feel undervalued, morale is low, a service is
understaffed or when insufficient time is allocated to the programme (Boyden,
2015; Lawrence et al., 2016; Rapaport et al., 2017; Kadri et al., 2018). Previous
research conducted by Testad et al. (2010) and Franklin (2014) identified that
many care staff are poorly trained, low paid, and work in high pressure situations

where staff shortages and high staff turnover are common.

Melhuish et al. (2017) found that collaboration between care staff and those
delivering arts-based activities has the potential to enhance relationships between
client and staff while simultaneously increasing staff well-being. The research
indicated that participation in a dance activity enables the person living with dementia
to become more talkative and engaged in their social environment. This research
emphasised that staff who participated in DMT sessions with people living with
dementia discovered capabilities and emotional responses as well as an increased

sense of connection with people in their care.
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Psychosocial effects from arts-based activities have the potential to enhance
relationships between care staff and those living with dementia. This is explored

in more detail in the next section.

2.9 Psychosocial Effects

There is a paucity within health research literature which provides a definition of
the term ‘psychosocial’ as noted by Martikainen et al. (2002) and Vizzotto et al.
(2013). For the purposes of this research, the definition of ‘psychosocial’ provided
by the Oxford English Dictionary (2021) was deemed the most appropriate for this
project by the researcher. It states that ‘psychosocial’ means ‘pertaining to the
influence of social factors on an individual’s mind or behaviour, and to the

interrelation of behavioural and social factors’ (OED, 2021).

Dunkel & Harbke (2017) and Volkmar (2020) discuss Erikson’s (1963) theory of
psychosocial development and how social interaction and relationships play a role
in the development and growth of human beings. Providing for the psychosocial
needs of the individual facilitates the provision of high-quality dementia care
(Edvardsson et al., 2008; Cook & Manthorpe, 2009; Hansen et al., 2017) as it
allows care plans to be developed which take care needs outside of the

medical sphere into consideration (Hansen et al., 2017).

Kitwood (1997) emphasised that psychosocial interventions are key to
maintaining the personhood of the individual living with dementia while also
identifying that such approaches can build positive relationships between those
with dementia and their care staff. Vernooij-Dassen et al. (2010) and Hansen et al.
(2017) identified that such interventions have the potential to enhance the quality

of care as well as the quality of life of those living with dementia.
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Hunter et al. (2016) identify that psychosocial interventions include a variety of non-
pharmacological approaches when working with people with dementia. The
National Dementia Strategy (NDS) (2014) echoes the viewpoint put forward by
Kitwood (1997) which recognises the importance of maintaining the personhood

and citizenship of the individual with dementia:

The Irish National Dementia Strategy seeks to progress the dual and
overarching principles of personhood and citizenship by enabling people
with dementia to maintain their identity, resilience and dignity and by
recognising that they remain valued, independent citizens who, along with
their carers, have the right to be fully included as active citizens in society

(Department of Health, 2014, p.12).

The NDS (2014) was designed to improve the lives of people living with
dementia and their carers in Ireland (Department of Health, 2014). The strategy
directs specific attention to integrated services, supports and care for the
individual and their carers, as well as on appropriate training for those assisting
people with dementia. The recognition of these supports and services in the
strategy can be viewed as an acknowledgement of the importance of the

psychosocial needs for those living with dementia in Ireland.

2.10 Reminiscence Therapy

One type of intervention that may contribute psychosocial benefits to those living
with dementia is reminiscence therapy. The development of reminiscence work
can be traced back to Butler (1963). Norris (1986) as cited in Woods et al. (2018)
suggests that reminiscence therapy was first introduced into dementia care in the
late 1970’s. McKeown et al. (2006) and VandenBos (2006) describe reminiscence

as the use of written or oral life histories to improve an individual’s psychological
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well-being and note that this technique is often used with people living with

dementia.

Brooker & Duce (2000, p.354) state that reminiscence therapy ‘involves the
sharing of memories often evoked through the use of stimulating material such as
old pictures, songs, household items and newspapers’. Scales et al. (2018) and
Woods et al. (2018) further propose that reminiscence therapy involves the

discussion of past events and experiences with another person or group.

The Social Care Institute for Excellence (2021) suggests that life story work and
reminiscence are inextricably connected. McKeown et al. (2010) found that life
story work has the potential to enable the person living with dementia to be heard
both verbally and non-verbally as well as enabling care staff to see the person
behind the dementia. Life story books are increasingly popular in dementia care
(Subramanian & Woods, 2016) and can help the individual ‘recount and evaluate

his or her life story in chronological order’ (Subramaniam et al., 2014, p.363).

The creation of a life story book (either by the person with dementia or a relative)
can produce psychosocial benefits for the person with dementia living in a care
home setting, such as improvements in mood and positive effects on communication
and interaction, (Haight et al., 2006; Woods et al. 2018) and ‘appears to be a
valuable therapeutic approach to aid a person living with dementia’ (Subramaniam

et al., 2014, p.374).

Testad et al. (2014) and Woods et al. (2018) noted that reminiscence therapy has
had a positive influence on improving the mood of the person with dementia
while also decreasing levels of agitation for the individual. Blake (2013) and

Keating et al. (2018) advocate for reminiscence activities as a means of improving
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the mental health and quality of life of the person with dementia. Woods et al.
(2018) suggest that reminiscence therapy may be suitable for people living with
dementia because their long term memory is often more accessible than their short

term memory.

In this current study, the adaptive C¢ili dance activity may enable the person living
with dementia to reminisce on past experiences of attending C¢ili events, thus
aligning with reminiscence activities. In addition, it is anticipated that information
obtained from observing and recording this information via this project may
enable care staff to better tailor person-centred care plans for those living with

dementia.

Arts-based interventions may provide an opportunity for the person living with
dementia to reminisce. The arts-based approach has been shown to provide
positive outcomes for the person with dementia (Moss & O’ Neill, 2017). This

will be explored further in the next section.

2.11 Arts-based Interventions

Arts-based interventions are becoming increasingly popular in dementia care with
several studies demonstrating the positive effects of such interventions for people living
with dementia and their carers (Gerdner, 2000; Rylatt, 2012; Sole, 2014; Zeilig, 2014;
Wu, 2015; Brooker, 2016; Young, 2016; Robertson & McCall, 2018). Douglas et al.
(2004) recommend arts-based interventions for people living with dementia as a means
of providing meaningful stimulation, social interactions and improvements in self-

esteem.

Bedard et al. (2011) found that psychosocial interventions, such as arts-based

activities, have been shown to have the potential to improve both the quality of
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life of people with dementia as well as the quality of care of people with
dementia. Regier et al. (2017) identify that participation in meaningful activities
(e.g. arts-based activities) have been shown to improve the quality of life of the
person living with dementia while showing a reduction in behavioural symptoms.
In addition, Kontos & Grigorovich (2018) highlight that arts-based programmes
offer an alternative approach to dementia care and have been shown to reduce
BPSD. This strengthens the argument that a focus on non-pharmacological
approaches can be a successful alternative for treating the disease, while

prioritising the individual and their needs throughout the whole process.

An arts-based approach can take many forms such as song, music (Sole et al.,
2014; Cheung et al., 2018; Scales et al., 2018), and animal assisted therapy
(Ashley et al., 2016) to name just a few. For the purposes of this research, this
section will concentrate on dance, and more specifically Irish dance and Irish Céili

dance, as an arts-based intervention.

2.11.1 Dance as an Arts-based Intervention

This study does not look at the effects of C¢ili dance on cognition for people
living with dementia. Other arts-based activities have, however, shown positive
cognitive effects for people living with dementia. These arts-based activities
include music therapy (Moreno-Morales et al., 2020), storytelling (Lin et al.,
2020), participatory visual arts (Cavalcanti Barroso et al., 2020) and dance

interventions (Chan et al., 2020; Charras et al., 2020).

There has also been a large volume of research which identifies other benefits of
dance as an arts-based intervention for people living with dementia. As shown in

Table 5 below, the potential benefits arising from an arts-based intervention for
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people living with dementia vary according to the perspective from which they are
studied. The benefits from a clinical psychologist’s perspective can include
decreased agitation and an improvement in mood and memory. From a DMT
perspective, the potential therapeutic benefits can include an increase in
reminiscent emotional responses, enhanced use of breath, heart-beat regulation

and an improvement in mobility, agility and balance.

Table 5: Potential therapeutic and clinical benefits of Dance as an Arts-based
Intervention for people living with dementia:

Potential Therapeutic and Clinical benefits

Stimulates different areas of the brain

Improved memory and mood

Evokes reminiscent emotional responses

Decreased agitation

Improved mobility and balance

Improved cognition

Adapted from: Palo-Bengtsson & Ekman, 2002; Pearse, 2007; Hamill et al., 2012;
Abreu & Hartley, 2013; Foster, 2013; Lapum & Bar, 2016; Guzman et al., 2017;
Ho et al., 2018; Kontos & Grigorovich, 2018; Mabire et al., 2018; Skinner et al.,
2018; Fong et al., 2020.

Many dance interventions are therapeutic in nature and have reported numerous
positive outcomes for those living with dementia (Pearce, 2007; Foster, 2013; Ho
et al., 2018). Ho et al. (2018, p.561) highlight that DMT ‘is a mind-body
intervention that integrates physical elements of exercise and psychosocial

therapeutic components’.
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Pearce (2007) advocates that DMT is beneficial for mood and memory among
older people with a cognitive impairment as it creates an enhanced rhythmic
movement. Hayes & Povey (2010, p.82) propose that ‘rhythmic music wakes us
up and helps us feel ourselves inside our bodies’. Brennan (1999, p.14) suggests

that the rhythm of the dance is ‘the most insistent beat of Irish life’.

Foster (2013) found that DMT stimulates different brain areas which are
associated with memory and motor skills while Ho et al. (2018) propose that
participation in DMT may evoke reminiscent emotional responses for the

individual.

DMT has also provided positive outcomes for care staff in dementia care.
Kowarzik (2006) found that DMT had the potential to create a new avenue of
communication between staff and people living with dementia. Guzman-Garcia et
al. (2012) linked participation in a dance activity to an increase in staff care skills

and the enhanced facilitation of social interactions in a care facility

Kontos & Grigorovich (2018) argue that research on dance in the context of
dementia care focuses primarily on its therapeutic and clinical benefits. Their
research strengthens the findings of previous studies undertaken by Hamill et al.
(2012) and Abreu & Hartley (2013) which also propose that research on dance in
dementia care focuses primarily on its therapeutic and clinical benefits. They also
propose that secondary consideration is given to other benefits such as
empowerment, communication, self-expression, enjoyable experience and sociability

(Palo-Bengtsson & Ekman, 2002; Guzman et al., 2017).

Kontos & Grigorovich (2018) argue that the enrichment that dancing brings to the

human life is overlooked in research and practice as it is viewed exclusively as a
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‘therapeutic aid’ (Kontos & Grigorovich, 2018, p.719). In addition, Lapum & Bar
(2016) identify dance activities as a complementary approach which provides
people living with dementia with opportunities to connect with others irrespective
of cognitive and social challenges associated with dementia. Skinner et al. (2018)
identify that dance activities can provide opportunities for physical touch and
connection. Dupis et al. (2016) state that arts-based activities, such as dance, can
challenge the dominant ideas which surround dementia and ‘support the
development of new forms of mutual support, caring and relating between persons

living with dementia and others’ (cited in Skinner et al., 2018, p.3).

Dance activities are inherently interactive (Coaten & Newman-Bluestein, 2013), and
can increase movement and mobility in people living with dementia (Smith et al.,
2012). Dance interventions are often used with people living with dementia in care
settings as they are viewed as a pleasant social activity (Mabire et al., 2018). Such
interventions embrace non-verbal communication, affect and embodied expression
(Kontos & Grigorovich, 2018).

Table 6: Potential Social benefits of Dance as an Arts-based Intervention for
people living with dementia:

Potential Social benefits

Pleasant social activity

Embraces non-verbal communication

Embraces affect and embodied
expression

Improved memory and mood

Improved mobility and balance
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Empowerment

Self-expression

Sociability

Connection with others

Adapted from: Palo-Bengtsson & Ekman, 2002; Pearse, 2007; Hamill et al., 2012;
Abreu & Hartley, 2013; Foster, 2013; Lapum & Bar, 2016; Guzman et al., 2017; Ho et
al., 2018; Kontos & Grigorovich, 2018; Mabire et al., 2018; Skinner et al., 2018; Fong
et al., 2020.

Studies have identified that participation in arts-based activities such as dance,
which includes those with dementia and care staff, can enhance communication,
social interaction and enjoyment for all involved (Guzman-Garcia, 2012; Young
et al., 2016). Skinner (2018) further highlights that research into the experiences
and effectiveness of arts-based programmes for social inclusion for people living
with dementia and their carers is largely absent, which this current study hopes to

address.

2.11.2 Irish Dance as an Arts-based Intervention

Parkinson’s disease is a progressive neurodegenerative condition affecting
movement and gait functions in the early stages of the condition, and cognitive
function in the later years (Armstrong & Weiner, 2014). Similarities may therefore
be drawn between Parkinson’s disease and dementia in that they are both progressive
conditions which can affect an individual’s cognitive function, movement and
balance. In addition, Lewy Body dementia is a type of dementia that shares

characteristics with Parkinson’s disease and Alzheimer’s disease (ASI, 2021d).
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Research has shown that Irish dance has provided positive outcomes when used
with people living with Parkinson’s disease. The research undertaken by Volpe et
al. (2013) and Shanahan et al. (2015; 2016), for example, concluded that
community-based Irish dance was a feasible form of exercise that reported
improvements in balance and improved the quality of life of the participants living

with Parkinson’s disease.

Silvester & Frampton (2014) highlight that elderly people enjoy traditional folk

dancing and that it provides a valuable opportunity for reminiscence work. Kelly
(2017) identified Irish dance as a vehicle used by older people for self-discovery,
to heal, and to reminisce. Research undertaken by Allen (2003) which focused on

Irish Céili Dance and elderly dancers concluded that:

Irish Céili dance has rich and varied meanings for elderly dancers, ranging
from its perceived health benefits, its stimulus to reminiscence, its
connection to culture, and its usefulness as a vehicle of socialisation

(Allen, 2003, p.121).

The research centred on Parkinson’s disease and older dancers suggests that an
Irish dance activity with people living with dementia may also result in similar
positive outcomes, and thus providing a rationale for the selection of Irish Cé¢ili

dance as the vehicle for field work in the current project.

2.12 Irish Céili Dance and the Céili Event

There is a paucity of literature available which provides a definition of Céili
dance. For the purposes of this research, Céili dance refers to vernacular,
noncodified, couple dances performed in the social and recreational context

of an event known as an Irish Céili.
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The Irish Céili holds an important place in forming a sense of identity, community
and belonging for many Irish people. Research undertaken by Allen (2003) has
shown that the C¢ili is seen as a method of socialising, a connection to one’s

culture as well as providing a stimulus for reminiscence among older people.

There are two different types of social Céili which the participants living with
dementia in this research are likely to have experienced, given their age profile
and ethnicity (see Section 4.7). These are events run under the auspices of the
Gaelic League, and those which are not. Both of these Cé¢ili event types
encompass a fun element centred around social Céili dancing for those in
attendance. While the Gaelic League C¢ili event involved codified Céili dances
only, the social C¢ili event was viewed as a more fluid and recreational event

which welcomed a range of differing dance styles.

2.12.1 The Social Céili

O hAllmhurain (2005) notes that social dances were part of Irish culture before

the Gaelic League was founded in 1893 and that people danced at a myriad of
locations such as in households, at crossroads and in unlicensed dancehalls
throughout the towns and villages of Ireland. He further emphasises that house
dances were a means of connection and support within a community as they were
often used to raise money for ‘destitute families’ (O hAllmhurain, 2005, p.10).

The social Céili included differing dancing styles (Phelan, 2015), which included, but

were not limited to set dancing, waltzing, and sean-n6s dancing.

2.12.2 Public Dance Hall Act 1935

The Public Dance Hall Act 1935 was introduced by the Irish government and

restricted public dances to legally approved dance halls which required a licence
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to be sanctioned by local district judges (Phelan, 2015; Porter, 2018). The act is
viewed as a significant factor in the decline in house dances and crossroad dances

across Ireland and resulted in public dances moving to licensed dance halls.

2.12.3 Sense of Community

The influence of Céili dance in instilling a sense of community and cultural
identity is, according to Allen, (2003) and Foley (2011), evident in the titles of

dances such as The Siege of Ennis and The Walls of Limerick.

Given the age profile of the people living with dementia who participated in this
research, the period of the 1950s and 1960s coincides with their formative years.
Around this time, one of the main sources of entertainment in Irish households
was listening to the radio. Radio Eireann, the only Irish radio station at the time,
prioritised Irish music over other types of music at the time (McKenna, 2015).
One particular programme, namely Take the Floor (RTE Archives, 2020), gave
the listening audience the opportunity to listen to the tapping feet of Irish dancer
Rory O Connor. During a conversation held between the researcher and his dance
teacher, the researcher was informed that Rory O Connor became a household
name across Ireland largely as a result of his participation in this show. McKenna
identifies that this programme provided families and communities with an
opportunity to gather together and listen to the dancing feet of Rory O Connor

who became known as the ‘Man who Danced on the Radio’ (McKenna, 2015).

The popularity of Take the Floor was such that it was extended to an hour long
show as opposed to the regular time limit for programmes of between fifteen and
twenty minutes. The programme featured Irish dance music, with the bands,

singers and dancers performing in the traditional style (RTE Archives, 2020).
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Shanagher (2014) highlights that due to the lack of mobility and cars in Ireland in
the 1940’s and 1950’s, entertainment tended to be localised, with concerts and
plays taking place in local halls. Rory O Connor, the ‘Man who Danced on the
Radio’, regularly topped the bill at these concerts (McKenna, 2015). Shanagher
(2014) noted that social dances were community events which ‘even when it took
place on a frequent basis, retained the character of a ‘special occasion’

(Shanagher, 2014, p.73).

C¢ili dances have provided opportunities for Irish people to interact socially and
culturally (Leonard, 2005; Foley, 2011) and ‘express their identity and cohesion’
(Foley, 2013, p.135). The C¢ili event also played an integral part in instilling the
Irish identity, not just for those living in Ireland but for Irish emigrants attending
Céili events abroad in such locations as the United States, Great Britain, Australia
and so on (Foley, 2011). Of note is that the popularity of ballrooms in Ireland was
mirrored by the popularity of the Céili in America which was the new home of

many Irish immigrants (Phelan, 2015).

2.12.4 Sense of Identity

Foley (2011) asserts that the Céili event was a tool used by individuals to shape
their identities. The Public Dance Hall Act of 1935 contributed to a new sense of
freedom and identity for the youth of Ireland at this time. Young people saw this
restriction placed on licensed dancehalls as an opportunity to explore new
experiences which were previously beyond their reach. Many of the youth living in
rural Ireland deserted the traditional dances which they were accustomed to in
exchange for the ‘Ballrooms of Romance’ and modern dance which were becoming
increasingly popular (Phelan, 2015). After numerous attempts by the Gaelic League,

jazz was eventually banned from the national airwaves by the early 1940’s (O’
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Fearail, 1975) which meant that the only way to experience this style of dance was
by attending the ballrooms. These dancehalls facilitated all types of dances which
offered those attending the opportunity to dress up, drink and ‘court’ unsupervised
(Phelan, 2015), something which was not conceivable for those attending Céili

events under the conditions imposed by the Gaelic League.

Young people were no longer confined to attending dances which were governed
by the Gaelic League and as a result were in a position to participate in other

styles of dance. The popularity of dancehalls spread throughout the country.

2.13 Conclusion

This chapter has identified the increasing prevalence of dementia from a global
and Irish perspective. It provided an exploration of published literature which
identified the expectations placed on professionals involved in dementia care at
different stages of the condition. The importance of receiving a timely diagnosis
and addressing the challenges faced by those tasked with confirming a diagnosis

were highlighted.

The availability of post-diagnostic supports and services was examined, including
the inequality of access to these services throughout the country. This disparity of
access to such dementia specific services provides a barrier for the Irish person
living with dementia and their family in adjusting to the changes which dementia
brings. The loss and grief experienced by the person living with dementia as well
as that experienced by their family was also explored. The losses experienced
within dementia are some of the most significant and unrecognised issues faced
by people living with the condition and their families. The stigma experienced by

a diagnosis of dementia which suggested that this is largely a result of a lack of
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public understanding, the prevalence of stigmatising language and general

misconceptions around dementia, was highlighted.

The bio-medical approach to dementia care has been the dominant force in
caregiving for dementia; however this chapter noted that the non-pharmacological
approach to dementia care is becoming increasingly popular. This shift in thinking
and practice to person-centred care and less medicalised approaches was
discussed. These social and environmental therapies can improve the quality of
life experienced, as well as the quality of care received, by the person living with

dementia.

This literature review noted that arts-based interventions when properly conceived
and implemented can provide positive experiences for people living with
dementia and their families and carers. Arts-based interventions can provide the
person living with dementia with meaningful stimulation, positive social
interactions, improvements in self-esteem and an opportunity to reminisce. In
particular, dance as an arts-based intervention had significant benefits to the
person living with dementia and spanned across the social, clinical and therapeutic

areas of the condition.

Irish Céili dance as an art-based intervention for people living with Parkinson’s
Disease and older dancers has resulted in positive outcomes. It was noted that
similarities can be drawn between Parkinson’s and dementia in that they are both
progressive conditions which can affect the cognitive function of the individual as
well as movement and balance. The research on Parkinson’s disease and older
dancers suggests that an Irish dance activity with people living with dementia may

also yield positive outcomes.
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A definition of Irish Céili dance for the purposes of this research was provided.
The role of the Irish C¢ili event in creating a sense of identity and community for
those who attended was explored. It can be argued that a dance intervention
connected to Céili dance could be culturally relevant for people living with

dementia in Ireland.

In summary, there is a dearth of research exploring the psychosocial effects of the
introduction of an adaptive Irish Céili group dance activity with people living with
dementia and their care staff. It is intended that this research project, will provide

new knowledge in this area and partially serve to address this gap.
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3 Chapter 3: Axiology

3.1 Introduction

Given (2008) identifies axiology as a term used to cover a philosophy of values and
represents an attempt to bring the varied and contrasting discussions of values
under a single heading. The author recognizes that this viewpoint covers ‘a wide
area of critical analysis and debate that includes truth, utility, goodness, beauty,

right conduct and obligation’ (Given, 2008, p.2).

This chapter looks at the axiological concerns within this research which explore
my personal, educational and professional connections to the project. The use of a
reflective journal as discussed in this chapter enabled me to document and reflect
on prominent and emotional areas of the research. It highlights the importance of
recognizing my potential biases and positioning as a social sciences researcher
within the project. This chapter also alludes to ethical arguments and tension [
encountered at various stages of this research. These ethical challenges are

explored in more detail in the Methodology chapter (Chapter 4).

3.2 Researcher Profile

I have a personal, educational and professional connection to this research project.
To accurately capture my educational and professional connections, it is important

that I first identify my personal connection to this research.

3.2.1 Personal Connection to the Research

My knowledge of dementia was non-existent until early August 2004. This is when
my Mother received a diagnosis of early-onset dementia. She was 50 years of age.

Overnight, the dynamics of our relationship changed forever. [ became my
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Mothers’ primary carer and remained in that role for more than 10 years until her
death in July 2016. While the diagnosis changed the dynamics in our relationship,
it brought us closer together than ever before. A bond was created which is
difficult to describe. I learned to be more patient, kind, caring, and to love
someone unconditionally. Many of these skills were instrumental in enabling me

to complete this research.

As a carer for my Mother, I was lost. It was not a role I had chosen. It was
something about which I knew little. In fact, I did not recognize myself as a carer

until many years later. I was her son. I will always identify as her son.

My Mother always loved to dance. Some of my earliest memories are going to
dances with my Mother. I remember the joy and social connection that took place
at these events; [ was part of it. These dances were social Céili dances and
although I did not know it in my youth, dance would play an important role in our

relationship and our journey through dementia.

My Mother was a regular visitor to my primary school as she taught Irish dancing
to each class. This embarrassed me somewhat and I never committed to these
classes or to learning the steps and dances which she taught. This would be
something I would later regret as I had to attend dance classes in order to facilitate

the dance activity within this research:

1 should have paid more attention to Mom when she was teaching me how
to dance. She would be laughing at me now and telling me how she is
always right

(O Shea, Reflective Journal, 12 September 2019).

After my Mother’s diagnosis of dementia, my reluctance to take part in dancing

disappeared when I was with her. We would regularly dance around the sitting room at
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home. She would correct my steps and the positioning of my feet, while praising me
when she could. These memories are some of the most powerful that I have of my
Mother and me. They are personal and filled with emotion. As my

Mother’s dementia progressed, her mobility and cognition deteriorated. The
dancing remained. We danced when we could, and we learned to chair dance.

These experiences instilled in me an appreciation that participation was not solely
about dancing around the floor but could be achieved by being present, seizing the

moment.

As our journey with dementia progressed, I became more interested in dementia
care and the services available to those affected by the condition. I took a lead role
in advocacy as a volunteer with the ASI and committed myself to raising public
awareness around dementia. I also wanted to educate myself in the area of social
care, which I believed would proactively enable me to become a better, more

informed advocate for those living with dementia and their carers.

3.2.2 Educational and Professional Connection to the Research

My academic connection to this research began in 2010 at LIT where I
commenced my undergraduate degree in Applied Social Studies in Social Care.
This was a challenging but rewarding experience. I was challenged with
attempting to be my Mother’s primary carer while simultaneously pursuing my
educational goals. I learned that I had to accept help from others if this was to be
achieved, for which I will always be grateful. The experience helped me to grow
academically but also personally. My focus remained primarily on dementia,
both personally and academically. My final year thesis was titled: An Exploration

of the Lived Experience of those Caring for a Family Member with Early-Onset
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Alzheimer’s Disease. 1 was rewarded in 2014 when I obtained a first class

honours degree. This achievement is special as it belongs to my Mother and me.

We danced together when I received the results.

My educational achievements enabled me to achieve a career in the social care
arena and I am currently working as a Dementia Advisor with the ASI. My
primary responsibility in this role is to be a point of contact on an outreach basis
for people who are concerned about their cognitive health and/or have a diagnosis
of dementia, and for their families and friends. My journey from my Mother’s
diagnosis in 2004 to this present point has challenged me more than I could have

ever imagined, but it has rewarded me all the more.

3.3 Reflexivity, Bias and Positionality

While conducting the research, I was grappled with some dilemmas, namely
researcher bias and positionality. Throughout the research process, these
dilemmas crossed paths. This led me to challenge my own biases and positioning
within the research. My personal, educational and professional experiences have
undoubtedly influenced this research project. It was important for the integrity of
this research that I was transparent throughout the entirety of it. This was achieved
by keeping a reflective journal which I used throughout the research project. The
reflective journal provided me space and opportunity to write down my feelings

and emotions which were prominent during the research.
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3.3.1 Reflexivity

Through reflexivity, researchers acknowledge the changes brought about
in themselves as a result of the research process and how these changes
have affected the research process

(Palaganas et al., 2017, p. 426).

Berger (2015) argues that researchers need to be self-aware and monitor the
impact of their biases, beliefs and personal experiences on their research.
Although reflexivity is viewed as a continuous process applied throughout the
entirety of the research, it should be acknowledged that researcher positionality
may influence the research process. This emphasises the requirement to be open
and transparent form the beginning of the process. Throughout my research, I kept
a reflective diary which enabled me to remain aware of the impact that the
research was having on me, that I was having on the research, and potentially on

any conclusions drawn.

In addition, I met regularly with my supervisors which gave me an outlet to reflect
on any issues I encountered. I had access to a counselling service in LIT if
required as well as support from the ASI through my association with the
organisation. These supports were important for me to be able to offload stress
and emotional difficulties I encountered and to be able to look at my potential

biases across this very personal project.

3.3.2 Capturing, Reflecting and Acknowledging Feelings Evoked

I supported the use of a reflective journal form the beginning of the research but I
was surprised with the reflections I captured in it. The reflective journal provided
an outlet which enabled me to capture, reflect and acknowledge the impact which

the research was having on me, in areas which I did not predict:
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While dancing with Mary today, I found myself being transported back
to when I was dancing with my Mother. Mary has a resemblance to my
Mother and a similar smile. And as we danced, we made eye contact and
1 found myself back in our living room waltzing with my Mother. I was
left with mixed emotions because the experience unearthed some
feelings of happiness and some of sadness

(O Shea, Reflective Journal, 29" November, 2020).

I was dancing with Sheila today and I noticed a white vest that she was
wearing. It had a little bow on the centre of the neck piece. In that
moment I found myself very vulnerable as it reminded me of the vests
which my Mother always wore

(O Shea, Reflective Journal, 20" December 2019).

Acknowledging these feelings enabled me to recognise my emotions and the

influence which the research was having on me.

During the process of transcribing the interviews, my reflective journal highlights
my previously unconscious feelings around this process. It reflects my
commitment to immersing myself in this process as a means of respecting those

who agreed to participate in this project:

Transcribing the interviews is proving extremely time consuming. Some
of the interviews with those living with dementia are difficult to
comprehend and I find myself replaying sections to attempt to capture
their voices correctly. My wife advised me that I should get a
professional to transcribe the interviews. To be honest, I think to do so
could mean missing out on some important tones and feelings which 1
believe can only be captured by immersing myself in these conversations.
1 also think to get someone else to do so would be disrespectful to those
who allowed me to interview them

(O Shea, Reflective Journal, 20" March 2020).

The reflective journal also made me recognise areas which reflect my stubborn
nature. Throughout the research, when referring to a person living with dementia,

I used exactly that title person living with dementia. I believed that to use the
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acronym PLWD (a term used when referring to people living with dementia)
would be disrespectful and contradict my belief that the person needs to be
highlighted before the dementia. This simple act made me recognise something
very similar that I have done since writing about my Mother. I use a capital M
whenever I write Mother. This was something which I had done subconsciously
until I became aware of it in the process of this research. It is something which I
continue to do as I see it as a sign of the respect and honour which I have for my

Mother.

3.3.3 Acknowledging Potential Biases within the Research

When conducting qualitative research, the researcher is most often the key person
obtaining information from those being interviewed. This may potentially increase
the possibility of bias within the data collection. For example, I found that both
Irish music and dance positively influenced my Mother’s journey with dementia
therefore steering my outlook on these activities as primarily positive ones.
However, I am also aware that each person living with dementia may have
different experiences, and activities such as dance may have the potential to elicit

contrasting emotions from each participant.

While my position as the researcher was clear that this process may elicit potential
biases, I was confident that this bias could be utilised, enabling more transparent
and honest conclusions to be drawn form the data analysis, a position suggested
by Poggenpoel & Myburgh (2003). This is a position shared by Chenail (2011, p.
255) who states that ‘interviewees can contribute their insiders’ perspective with
little or no limitations imposed’. Mehra (2002) acknowledges that bias in

qualitative research is important and requires special attention. Research
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undertaken by Galdas (2017), argues that the researcher is an integral part of the
overall qualitative research process and any attempt to remove this bias from the
research is not possible or desirable. Semi-structured interviews were instrumental
in enabling me to probe, where needed, as well as enabling the interviewee to

expand where required or desired.

3.3.4 Positionality within the Research

‘Despite the influence of one’s theoretical and cultural viewpoints and the
importance of acknowledging ones biases, researchers rarely address their
position in their research’

(Greene, 2014, p. 1).

As the researcher, I encountered a conundrum during this research. Naples (2003)
has argued that insider research can be defined as the study of one’s own social
group or society. Asselin (2003) proposes that insider research can be viewed
where the researcher shares an identity and experiential base with the study
participants. Having previously cared for my Mother who had a diagnosis of early-
onset Alzheimer’s disease, my research position could be seen as that of an
insider. However, as this specific research involves conducting interviews with
people with a diagnosis of dementia, I can also be seen as an outsider as I do not
have a diagnosis of dementia. While there are benefits and challenges to both
positions, there is a third position, which Dwyer & Buckle (2009) refer to as ‘the
space between’ which ‘challenges the dichotomy of insider versus outsider status’
(Dwyer & Buckle, 2009, p. 60). This was the stance I tried to adopt throughout
this work. Milligan (2016) argues researchers are never entirely an insider or

outsider as they take on different positioning throughout the research process.
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3.4 Conclusion

This chapter explored the axiological concerns within this research which
identified my personal, educational and professional connections to the project.
Keeping a reflective journal regularly enabled me to document and reflect on
prominent and emotional areas of the research and to begin to note potential
biases and positioning within the research. The next chapter explores how the
research was designed and implemented, including the ethical dilemmas that arose

across the span of the project.
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4 Chapter 4: Methodology Chapter

4.1 Introduction

This chapter outlines the design of the research project and particular methods
chosen. The ontological and epistemological approaches used within the study are
highlighted to strengthen the researcher’s position of investigating the lived
experience of those with a diagnosis of mild to moderate dementia. Additionally
this chapter will take into consideration alternative approaches which could have
been utilised for this research. It outlines why the epistemological position taken
was an interpretivist one which was achieved through a qualitative approach,
namely semi-structured interviews and the dance activity. The profile of the
research participants in this research is identified in this chapter. The dance

activity and the adapted dance formations are explored in this chapter, with the

Céili dance of ‘Shoe the Donkey’ utilised to emphasise the need for, and process
required in, making the necessary adaptations. This section identifies the nature of
the ethics and ongoing consent processes involved in the research and highlights
how they were addressed and negotiated. The limitations of the research are also

identified in this chapter.

4.2 Ontology

According to Blaikie (2007), ontology is a branch of philosophy that is concerned
with the nature of what exists. Similarly, Killam (2013), notes that ontology
‘refers to the study of our existence and the fundamental nature of reality or

being’ (Killam, 2013, p.7).
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Ritchie et al. (2014) highlight that there are two overarching ontological positions
in relation to social science, namely realism and idealism. These two positions
differ significantly. Realism proposes that there is an external reality which exists
independently of people’s understanding of it (see, for example, Ritchie et al.,
2014; O’ Leary, 2017; King et al., 2019). Idealism proposes that reality can only
be understood via the human mind and socially constructed meanings, and that no
reality exists independently of these (Blaikie, 2007, Ritchie et al., 2014). The
researcher supports the latter approach namely idealism, and therefore this
research was guided by the position that no external reality exists independently

of our beliefs and understandings.

4.3 Epistemology

Epistemology is concerned with the nature of knowledge and how it can be
acquired (Ritchie et al., 2014). It can be further defined as a theory of how human
beings come to have knowledge of the world around them (O’ Leary, 2017).
Furthermore, Blaikie (2007), argues that epistemology offers an answer to the
question: ‘How can social reality be known?’ (Blaikie, 2007, p.18), and is central

in any methodological approach (King et al., 2019).

The epistemological position taken within this research was that of interpretivism.
Ritchie et al. (2014), propose that there are ways of learning about individuals
rather than through direct observation. They emphasised the importance of
understanding and studying peoples lived experiences. In contrast to this
approach, positivism asserts that human beings are part of nature and therefore
can be studied in the same way as other objects in the physical world (King et al.,

2019). This approach assumes that human behaviour can be reduced to variables
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and measured via statistical analysis (King et al., 2019). As this research topic is
concerned with exploring the lived experience of participants, an interpretivist
approach is of more significant value to the researcher than that of the positivist

approach.

4.3.1 Quantitative Research

The quantitative tradition is based on a belief that the study of society is no
different than the scientific study of any other element of the world- from
particles to animals

(O’Leary, 2017, p. 134).

A quantitative approach will usually have one or more hypotheses prior to
conducting the research (Alzheimer Europe, 2019), a position with which

this researcher did not agree.

A quantitative approach to research, such as that undertaken by Clare et al.
(2014), uses methods such as questionnaires and surveys to capture data. Its use
would have enabled this researcher to reach a larger group of participants over a
wider geographical area. While online questionnaires and/or surveys could have
provided statistical information on the psychosocial effects arising from this
research, this would not capture the information that can only be achieved through
a qualitative approach, such as speaking with and exploring the lived experiences
shared by the research participants. As the quantitative approach is considered
more objective in nature and does not take into consideration the subjective nature
of this research, the researcher concluded that this approach was not suitable for

this particular topic.

It was the view of this researcher therefore that a qualitative approach was

the more appropriate approach to pursue as it enabled both the researcher and
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research participants to provide clarity where possible around any areas of
ambiguity, while also enabling the researcher to gain a more accurate insight
in to how each participant interpreted and viewed the world which in which

they live.

4.3.2 Qualitative Research

O’ Leary (2017) defines a qualitative approach to research as one which is highly
reliant on data which are not quantified and may include words, images,
experiences and observations. Auerbach & Silverstein (2003) suggest that a
qualitative approach which uses interviewing is beneficial as it focuses more on
stories than numbers. King et al. (2019) propose that this approach enables the
researcher to observe and explore the chosen research topic. They argue that the
best way to learn about the subjective experience of people is to ask them about it
and listen carefully to what they have to say. This approach gives the researcher a
better understanding of human behaviour and, in the context of this research, how
people with dementia and their care staff view and interpret the world in which

they live and experience:
The qualitative tradition...strongly argues the value of depth over quantity
and works at delving into social complexities in order to truly explore and
understand the interactions, processes, lived experiences and belief system
that are part of individuals, institutions, cultural groups and even the

everyday

(O’Leary, 2017, p. 142).

It should be noted that this specific research topic is not taking part in the

participants’ natural setting. Instead, it is taking part in a daycare centre which the
participants attend. One of the benefits of a qualitative approach to research is that
it is a flexible method which allowed the researcher to carry out the interviews at a
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time and in a setting that suited each participant. Furthermore, a key strength of
qualitative research is its ability to provide complex textual descriptions of the

individuals’ experience of the chosen phenomena (Aspers & Corte, 2019).

Within a qualitative approach, the researcher can be viewed as an instrument for
collecting data. The use of interviews enabled flexibility throughout the interview
process. This flexibility could not have been achieved using a quantitative

approach.

4.3.3 Observation as a research tool

The researcher’s observations were utilised in conjunction with the emerging
themes from the interviews as a means of strengthening the findings from this
project. Observation is a method that is commonly used in anthropology,
ethnography, social psychology and sociological research (Spradley, 1980; Kosso,
1998; Outhwaite, 1998; Kawulich, 2005), and is regularly used in dance research
(Sims et al., 2019; Blésing et al., 2018; Woolhouse & Lai, 2014; Spradley, 1980).
McKechnie (2008, p.573) proposes that observation in qualitative research “is one
of the oldest and most fundamental research methods approaches. This approach
involves collecting data using one’s senses, especially looking and listening in a
systematic and meaningful way”. While observed actions in qualitative research can
be seen as problematic (May, 2011), Ritchie et al. (2014) advocate the importance
of the researchers’ observations stating that ‘The researcher’s experience of what
they observe, their response to it, the physical and emotional feelings it evokes, are

all part of where the value of observation lies’ (2014, p.246).

The researcher concluded that the qualitative approach was appropriate for this

research as it is an approach utilised to explore the chosen phenomena as opposed
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to the quantitative approach which seeks to confirm previously selected

hypotheses.

4.4 Phenomenology

‘The person who opens her eyes and sees the world, sees it and has
knowledge of it consciously’

(Gallagher, 2012, p. 8).

Phenomenology is a qualitative approach to research that focuses on the lived
experience of the research participants (O’ Leary, 2017). Its roots can be traced back to
the German philosopher Edmund Husserl (1859-1938). Denzin & Lincoln (2005, p.
106) note that ‘A phenomenological study usually involves identifying and locating
participants who have experienced or are experiencing the phenomenon that is being

explored’ (Denzin & Lincoln, 2005, p. 106).

Previous research has highlighted that interviews are a popular data collection tool in
phenomenological research (King et al., 2019; O’ Leary, 2017). This has cemented
the researcher’s belief that this approach would yield the most accurate

representations of the research participants’ lived experiences.

4.5 Research Methods

Kothari (2004) suggests that there are two basic approaches to research, namely
the quantitative approach and the qualitative approach. While the former focuses
on measuring the quantity of a phenomena, the latter focuses on investigating the

reasons for human behaviour (Kothari, 2004).
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4.5.1 Recruiting Research Participants

The researcher identified people willing to take part in the study by sourcing a
daycare centre in the mid- west region which provides services, including respite
services, for people in the early or middle stages of dementia. The host
organisation was provided with an information sheet in relation to the nature of

the research. The researcher also met with the management, service users and care
staff of the centre on several occasions prior to the commencement of the study.
The host organisation disseminated information sheets (see Appendix B, pp. 39092)
to service users and their family members/primary carers as a means of sourcing
those willing to take part in the study. The researcher was assisted with this process
by the ASI which offered its full support for this study. Care staff in the host

organisation were also recruited to participate in this research.

Alzheimer Europe (2019) suggest that participation in research around dementia
should not be restricted to people with a mild to moderate diagnosis of dementia.
The decision to only include participants with a mild to moderate diagnosis of
dementia in this research was made following consultation with the host
organisation particularly with respect to safety concerns. In particular, the fear that
the dance activity may prove too dangerous due to, for example, reduced mobility

for those with advanced dementia was discussed with the host organisation.

4.6 Interview Types

Selecting the most appropriate type of qualitative interview for this research
process would ultimately dictate the type and depth of data achieved through the

research process. There are, however, several different types of qualitative
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interviews which the researcher could have chosen for this research, such as focus

groups, structured interviews, and semi-structured interviews.

4.6.1 Face-to-face Interviews

The face-to-face interview is an excellent way to actively engage with the
informant in a manner that narrows the gap between researcher and
researched and maximises the efficacy and quality of data collection
enterprise

(Klenke, 2008, p. 120).

Research undertaken by Klenke (2008) and Lavrakas (2008) argue that the face-to-
face interview enables the researcher to actively engage with the participant therefore
maximising the quality of data collected. There are several approaches to undertaking
face-to-face interviews when conducting an interview. These are outlined in the

following section.

4.6.2 Focus Groups

Focus groups can be an excellent method of collecting data in relation to the lived
experience of individuals, highlighting the differences in perspective between
individuals and groups (Rabiee, 2004). It is also as a quicker method of
interviewing. There is, however, limited published research available on the use of
focus group interviews involving people with a diagnosis of dementia, and the

nature of the disease may be an influencing factor in this trend.

While acknowledging that focus groups can work particularly well in determining
the feelings, perceptions and thinking of people (Krueger & Casey, 2000),
Pesonen et al. (2013) highlight that joint interviews may prevent participants from

expressing their thoughts and concerns. Ritchie et al. (2003) propose that focus
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groups offer less opportunity for the individual to give a detailed perspective of

their lived experience.

The researcher believed that focus group interviews may cause confusion for the
person with a diagnosis of dementia therefore acting as a barrier to capturing the
type and depth of data of the lived experience of each participant. As a result,

individual interviews were seen as a more effective approach for this project.

4.6.3 Structured Interviews

Stuckey (2016) and O’ Leary (2017) outline that this type of interview uses
preestablished questions which are delivered in a predetermined order. This type of
interview can resemble that of a job interview (Stuckey, 2016) or that of a
questionnaire (Mathers et al., 2002). Stuckey (2016) suggests that the questions asked
during these interviews tightly control the data produced by the interviewee. King et al.
(2019) emphasise that a key component in successful qualitative interviewing is
building rapport with your participants, which this researcher believed was not possible

using this approach.

4.6.4 Semi-Structured Interviews

Alzheimer Europe (2019) propose that a semi-structured approach to interviewing
enables the participant to speak freely while also allowing the researcher to ensure
that certain aspects of the interview are covered. O’ Leary (2017) highlights that
this type of interview enables the researcher to collect data which was intended
through the interview process as well as interesting and unexpected data. It was
concluded that semi-structured interviews were the appropriate data collection tool

for this topic.
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4.6.5 Location of Interviews

The location of the interviews can have a strong influence on how it proceeds (O’
Leary, 2017; King et al., 2019). The researcher therefore took guidance from the
management of the host organisation regarding the physical space in which they
would be conducted. It was decided that the interviews would take place in a
comfortable, private and quiet room within the centre as each participant was
familiar with this space. The chosen setting also allowed for little or no disruption

to the audio recording process.

4.7 Profile of the Research Community

A total of twenty-five interviews were conducted over a ten-week period. All
participants interviewed were Irish. Ten of the interviews were with participants living
with dementia. Two participants living with dementia interviewed were male and four
were female. These participants were aged between 75-91 years of age. The

demographic profile of this research cohort is outlined in Table 7 below.

Table 7: Demographic of participants living with dementia

Name Gender Age | Ethnicity
Eileen Female 80-85 | Irish
Ted Male 75-80 | Irish
Theresa Female 75-80 | Irish
Vera Female 75-80 | Irish
Mary Female 80-85 | Irish
Mickey Male 90+ Irish

A total of fifteen interviews were conducted with care staff at the centre. Of the
ten staff interviewed, nine were female. The demographic profile of this research

cohort is outlined in Table 8 overleaf.
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Table 8: Demographic of Care Staff Participants

Name Gender Ethnicity
Ciara Female Irish
John Male Irish
Julie Female Irish
Kate Female Irish
Lisa Female Irish
Maura Female Irish
Niamh Female Irish
Rebecca Female Irish
Susan Female Irish

The care staff participants were interviewed prior to the first dance activity, at the
midway point of the project and after the final dance activity was completed. The

participants living with dementia, however, were not interviewed at the midpoint stage.

It is important to highlight that many of the findings in this project were of the
researchers’ observations of people who participated in the dance activity and not

necessarily in conjunction with the interview process.

4.8 Dance Activity

There was a total of six adaptive Irish Céili dance sessions. The overall aim of the
dance programme was to provide a meaningful activity in which the participants
could engage and which may improve the health and well-being of all
participants. Zeilig et al. (2014) argue that there is a growing body of research
highlighting the potential of the participative arts, such as dance, to influence the
health and well-being of those living with dementia. For the purposes of this
research, participation in the dance activity includes dancing, tapping feet,

clapping, singing, and observing the activity.

The researcher facilitated the dance activity in the host organisation; however it

should be noted that the researcher himself is not a trained dance teacher. In order
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to guide the necessary steps and movements for the dance activity, the researcher
first had to learn them. This was achieved by attending Irish Cé¢ili dance classes
with Munster Academy of Dance. These classes enabled the researcher to learn a
number of dances from which the participants living with dementia could then
choose. Attendance at these classes also enabled the researcher to learn dances
which could be adapted to best suit the physical and cognitive function of each

participant living with dementia.

4.8.1 Shoe the Donkey

‘Shoe the Donkey’ is danced to in polka (3/4 timing) to the tune Varsovienne. This
dance is regularly performed as a two-hand dance. Couples stand side-by-side,

with men on the left and women on the right.

Figure 1: Formation of dancers for ‘Shoe the Donkey’

(0),¢
0),¢

0),¢

Front of room

Each O represents a participant living with dementia, X a care staff participant.
There are a number of potential ways in which partners hold hands for this dance.
One such way is to cross hands (right hand in right, left hand in left underneath).

Men start by raising the left foot, women with the right.

15t part: Hopa 1,2, hopa 1,2, hop a1, 2 and turn (inwards to face the opposite

direction) stamp; repeat this 3 more times.

2" part: Hop a 1, 2, turn (inwards) stamp; repeat this 7 more times, forward and

back.
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4.8.2 Adapting the Formations

The researcher attempted to facilitate the dance activity using the formation
outlined in Figure 1 during the first dance session. This proved to be an
unsuccessful approach and was not suitable for the participants living with
dementia due to their varying levels of mobility and cognition. This approach
proved particularly difficult when each couple were required to turn inwards to
face the opposite direction. This resulted in couples facing each other rather than
facing the same direction and led to confusion. The researcher also observed that
some of the participants appeared to be nervous attempting this approach and he

concluded that this indicated a safety concern for all participants. The formation of

this dance was therefore adapted into a circular formation which proved successful.

4.8.3 Adapted Formation

The researcher adapted this dance into a circular formation as shown in Figure 2 below:

Figure 2: Formation of adapted dance

Each O represents a participant living with dementia, X represents a care staff
participant. This adapted formation ensured that each participant was holding
hands with another participant, which formed the circle. The formation of the
adapted dance ensured that each participant living with dementia (O) was holding
hands with a care staff participant (X) either side of them. This enabled each
participant to advance and retire together and provided an extra layer of safety to

the dance.
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15¢ part: Advance together - hopa 1,2, hopa 1,2, hop a 1, 2 and stamp; retire

together- back a 1, 2, back a 1, 2, back a 1, 2 and stamp; repeat this 3 more times

2" part: Advance together- hop a 1, 2 and stamp; retire together- back a 1, 2 and
stamp; repeat this 7 more times.

Note taking, participating in and facilitating dance classes, as well as observing
the group dynamic of an inclusive dance activity were key in preparing the
researcher to facilitate dance classes with the research participants. The researcher
used a speaker which was connected via Bluetooth to their mobile phone to
control the music. This enabled the researcher to control the volume of the music

as well as starting and stopping the music when/if required.

4.9 Thematic Analysis

‘In order to generate findings that transform raw data into new knowledge,
a qualitative researcher must engage in active and demanding analytic
processes throughout all phases of the research’

(Thorne, 2000, p. 68).

Braun & Clarke (2006) identify thematic analysis as ‘a flexible and useful tool,
which can potentially provide a rich and detailed, yet complex, account of data’
(Braun & Clarke, 2006, p. 78). Nowell et al. (2017) state that although thematic
analysis is widely used and can produce trustworthy and insightful findings, it is
not without its criticisms. Braun & Clarke (2006, p.87) highlight that thematic
analysis is time consuming as it requires repeated ‘repeated reading of the data’

(Braun & Clarke, 2006, p.87).

The researchers familiarity of Braun & Clarke's (2006) six guideline steps to
thematic analysis (see table 9 overleaf), along with the researcher’s previous use

of thematic analysis as an undergraduate (O Shea, 2014) provided familiarity and
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confidence that thematic analysis was the appropriate approach to analysing the

data.

Table 9: Braun & Clarke’s six guideline steps to thematic analysis

Phase 1: Familiarising
yourself with the data
Phase 2: Generating initial
codes

Phase 3: Searching for
themes

Phase 4: Reviewing themes

Phase 5: Defining and
naming themes

Phase 6: Producing the
report

Adapted from: Braun & Clarke (2006)

The purpose of thematic analysis is not only to identify common themes
throughout the research, rather it is to identify those relevant to answering the
chosen research question (Liamputtong, 2019). While the repeated reading of the
data may be viewed as a limitation of this approach to analysing data, the
researcher found it beneficial as it enabled him to be aware of any potential biases

and his positioning throughout the research.

Thematic analysis was the tool chosen to analyse all text from the transcribed
interviews (see Appendix A). This enabled the researcher to find and explore

themes that emerged throughout the research.
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4.10 Ethical Considerations

Consideration of ethical issues was of the utmost importance to the researcher
throughout the entirety of the research project. Ethical approval was sought and

obtained from LIT prior to the commencement of any research (see Appendix B).

This research posed an ethical dilemma for negotiation in relation to obtaining
consent as the individuals with a dementia diagnosis had a range of capacities to
give consent. The researcher, however, believed that not involving people living
with dementia would further stigmatise this vulnerable group. This ethical
dilemma was addressed by legislative provision under the Assisted Decision
Making (Capacity) Act 2015 (as cited in Kelly, 2016). The Act provides a
statutory framework for individuals who lack, or may lack, the capacity to make
legally-binding decisions unaided. It allows for such individuals to be assisted and

supported in making decisions about their welfare, property and affairs.

The overall decision to involve people with dementia was guided by the values of
enablement, inclusiveness, minimum harm and integration in a holistic framework
of positive collaboration with families, management and staff members of the host
organisation. Additionally, throughout the research process the researcher made
every possible effort to ensure ethical research protocols were adhered to in line
with the provisions of Alzheimer Europe, ASI, Health Research regulations as
well as LIT’s Research Ethics, Research Integrity and General Data Protection

Regulation policies.

4.10.1 Data Collection and Data Privacy

Data was collected using a Dictaphone device as well as using a mobile phone

recording device as back up. All data collected was pseudonymised ensuring that the
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identity of all participants remained confidential throughout the research process. The
researcher and the Principal Supervisor had access to and custody of the data which
was stored on a password encrypted device. Additionally, all hard copies of transcripts
were kept in a locked, fireproof cabinet in LIT until the completion of the project. It
will be held securely for seven years after the research is completed in accordance with
LIT policies on Research Ethics, Research Integrity, and General Data Protection
Regulation policies. All audio files were transferred from the original source and were

stored, password encrypted, on a computer file.

4.10.2 Ongoing Consent

‘Informed consent should be seen as a process rather than simply a
document to be signed’

(Alzheimer Europe, 2019).

Due to the sensitive nature of the research project, as advocated by Alzheimer
Europe (2019), ongoing consent was viewed as a process rather than simply
signing a document. Consent was sought at regular intervals throughout the
project. Prior to the commencement of the research, the researcher ensured that all
participants were fully informed of what would be involved in the research to

enable them to give their full consent to participate in it.

The researcher was aware that participants with dementia may have difficulties
with memory, attention span, communication and understanding. Extra care was
taken when providing these participants with information relating to the research.
To this end, the researcher provided each participant (both those living with
dementia and care staff) with an information sheet (Appendix B, pp.390-92) and
consent form (Appendix B, pp. 394-96) prior to the commencement of data

collection. The information sheet informed and reminded each participant that the
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research would include a dance activity as well as several interviews which would
be audio recorded. It also stated that participants may still take part in the research
if they did not wish for the interviews to be recorded. The researcher chose to
record the interviews, as taking notes could disturb the flow of the interview while
also distracting the participants in line with the recommendations of Alzheimer

Europe (2019).

The information sheet highlighted to each participant that their identity would be
kept anonymous throughout the whole process. It also informed participants of
their right to withdraw from the research up to one month after the final dance

activity had concluded as well at any point throughout the process.

All information on the information sheet and consent forms provided to the
participants living with dementia was in large bold font which made it easier to
read. The information was worded in plain language in accordance with the
National Adult Literacy Agency (2021) guidelines. The information sheet and
consent form were re-issued to the participants throughout the research. This
proved particularly helpful for the participants who had challenges with short term
memory and therefore may have had difficulty remembering previous

conversations by the time they were asked to sign the consent form.

The participant information sheet (see Appendix B) also served as a reminder
throughout the course of the data collection phase as to the purpose of the study
and what was involved in it. A family carer/primary carer was also included in the
process as a witness when obtaining consent. Obtaining consent was an ongoing
process throughout the research and these forms were made available to

participants regularly across the duration of the project.
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4.1 Limitations of the Research

A number of limitations were experienced throughout the research process. The
primary limitation was the sporadic availability of staff for the interview process
as well as for the dance activity. Staff availability in the centre during a dance
session occasionally impacted on the number of staff who could participate in the
dance activity. Examples of the factors impacting staff availability include staff
rotas, staff lunch breaks as well as staff on leave. Previous research has found that
staff who work in care homes generally work in conditions where staff shortages
are common (Kadri et al., 2018). This was observed by the researcher throughout

the project, and it was also identified by the staff during the interview process.

Furthermore, this research found that the continuation of this activity in the centre
after the cessation of the research was at risk due to other staff commitments
within the centre. It was found that while staff universally advocated for the
continuation of the dance activity, without the presence of an outside facilitator

they felt that this could not be achieved.

Another limitation experienced was the inability to accurately capture and
comprehend some sentiments expressed by the participants living with dementia
during the interview process. A diagnosis of dementia and the progression of the
disease can mean that communication and conversations are often put at risk
(Schweitzer & Bruce, 2008). As identified in the literature review (see section
2.2.1), dementia leads to a progressive deterioration in multiple areas of an
individual’s life which includes their communication skills (IHF, 2016; Alzheimer

Europe, 2020b; Alzheimer’s Society, 2020; ASI, 2020d; HSE, 2020b). It is therefore
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important to highlight that while the best efforts were made to accurately capture the

meanings of some segments of interviews, this was not always possible.

4.2 Conclusion

This chapter outlined the design of the research project and identified the rationale
for choosing the specific approaches adopted for this research project. The
ontological and epistemological approaches used within the study were identified
to strengthen the researcher’s position of investigating the lived experience of
those with a diagnosis of mild to moderate dementia. The dance activity and the
adapted dance formations were explored in this chapter, with the Céili dance of
‘Shoe the Donkey’ utilised to emphasise the need and process required in making
the necessary adaptations. This chapter identified the delicate and fluid nature of
the ethics and ongoing consent processes involved in this research while
highlighting how they were addressed and negotiated. The interests of the
participants with dementia were of paramount importance throughout the entirety
of the research. This chapter also identified the limitations experienced during the

research.
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5 Chapter 5: Results and Discussion

5.1 Introduction

This research project explored the psychosocial effects of the introduction of an
adaptive Irish Céili dance group activity with people living with dementia and
their carers in a care facility. This chapter briefly revisits the methodology used in
this research which takes into consideration the demographic profile of the
participants living with dementia. It also gives a brief overview of the quantity of

interviews and dance sessions completed with all participants in this research.

The themes found throughout this research are also accompanied by subthemes
which are listed below. Reminiscence was the most common theme found in this
research which is reflective of previous literature around dance and people living
with dementia. The impact the dance activity and interview process had on the
mood of all participants was evident in this research and is again reflective of the
previous literature on dance for people living with dementia and their care staff.
This research also identifies that the Céili dance activity provided an opportunity
for the participants living with dementia to take part in exercise which they
usually would not have. The final theme in this research emphasises the role the
dance activity had on strengthening bonds between the participants living with
dementia and the care staff in the daycare centre. These themes and subsequent

subthemes are listed overleaf:
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e Theme 1: Reminiscence

Subthemes: Identity, Community and Personhood
Access to New Knowledge
Life Story Work
Music and Dance - Creating a Sense of Identity
Embodied Remembering

The Past Informing the Present ¢

Theme 2: Mood

Subtheme: The Rhythm of the Dance

*  Theme 3: Mobility and Falls Risk

Subthemes: Opinions Altered Through Adaptive Dances
Adapting to Inclusivity

* Theme 4: Strengthening Bonds Between Staff and People Living with

Dementia

Subtheme: Roles Reversed

It is important to highlight that this research project explores the use of Irish Céili

dance as an activity and not as a therapy.

5.2 Methodology Used

The epistemological position taken in this research was an interpretivist approach.
This was achieved through a qualitative method, namely semi-structured
interviews and the dance activity. All text collected from the transcribed
interviews (see Appendix A) was analysed using thematic analysis. The
researcher’s observations were utilised in conjunction with the themes found from

the interviews as a means of strengthening the findings from this project.
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5.2.1 Demographic of Participants

A total of twenty-five interviews were conducted over a ten-week period. Ten of
these were with participants living with dementia while fifteen were with care
staff at the centre. All interviews took place at the centre and were conducted prior
to the first dance activity, at the midway point of the project and after the final
dance activity was completed. The care staff participants were interviewed at all
three stages of the research; however the participants living with dementia were
not interviewed at the midpoint stage. There was a total of six adaptive Irish Céili
dance sessions which were accompanied at various intervals with the interview
process. Two participants living with dementia interviewed were male and four
were female. These participants were aged between 75-91 years of age. Of the ten
staff interviewed, nine were female. It is also important to highlight that many of
the findings presented in this chapter result from the researchers’ observations of
people who participated in the dance activity and not necessarily in conjunction

with the interview process.

All participants in this project were born in Ireland and resided here for most of
their adult lives. This is significant to the findings of this research as it explores
the psychosocial effects of the introduction of a Céili dance activity with people
living with dementia who may have a personal and cultural history with Céili. It
also gives an insight into the role that dancing played in the lives of each
participant and the social sphere in which they grew up. By taking into account
the age profile of the participants living with dementia, this research provides us
with a more in-depth understanding on the role of dance and the lived experience

of each participant. This theme will be explored later in this chapter in greater
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detail as the researcher explores the instruments and influences which helped

shape each individual’s sense of identity and community.

5.3 Reminiscence
Reminiscence was the primary theme found in this research. It was observed
through the dance activity as well as the interview process:

‘Isn’t it magic’

(Eileen, first interview, line 172).

‘I have lovely memories of dancing. I used to work, I used to rush home
from work, and, am, tell my Mother, I’m going out now tonight’

(Theresa, first interview, lines 1209-1210).

No single definition of reminiscence exists in healthcare literature (Dempsey et
al., 2012). However as highlighted in the literature review (section 2.10) Brooker
& Duce (2000) state that reminiscence therapy involves the sharing of memories
which are often evoked through the use of stimulating material. In addition,
McKeown et al. (2006) and VandenBos (2006) describe reminiscence as the use
of written or oral life histories to improve an individual’s psychological wellbeing
and this technique is often used with people living with dementia. Although this
research does not propose that the dance activity is a therapy, it is aligned with the
views put forward by Brooker & Duce (2000), McKeown et al. (2006) and
VandenBos (2006) which suggest that reminiscence therapy, employing the
sharing of memories through the use of stimulating material and through the use
of written or oral histories of the person may improve an individual’s

psychological well-being.
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The review of the literature for this study (section 2.10) suggests that
reminiscence techniques have had positive effects, such as improving the mood
and decreasing levels of agitation for the person living with dementia (Haight et
al. 2006; Subramaniam et al., 2014; Testad et al., 2014; Woods et al. 2018). It also
notes that reminiscence activities can contribute to both the mental health and the
quality of life of those living with dementia (Blake, 2013; Keating et al., 2018).
Brooker & Duce (2000) and Keating et al. (2018) propose that these benefits may
be achieved by discussions of past experiences and can be evoked through the use

of stimulating material.

This research can be interpreted as a reminiscence technique which can be used
with people living with dementia. The semi-structured interviews in this project
explored participants’ past experiences of dancing and other areas of interest
which arose during the process. It used a culturally familiar dance activity which
enabled the participants living with dementia to not only speak about their
previous experiences of dancing, but to also relive past experiences of dancing.
The researcher’s reflective journal captured some of the views expressed
throughout the research which illustrate the benefit that the dance activity was
having on the mood and well-being of all participants. The journal also captured
reflections on conversations which suggest that the dance activity provided

stimulation and an opportunity for reminiscence:

All staff have commented on the positive influence which the dance
activity is having on everyone in the centre. In particular, staff have said
that the participants living with dementia are in a great mood during and
after the dancing. I have observed this on many occasions and have
witnessed how relaxed everyone appears after the activity

(O Shea, Reflective Journal, 15" of December 2019).
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The dance activity has sparked so many conversations about dancing
and appears to assist in reminiscing. Theresa has mentioned the
dancehall in Limerick on several occasions and how she loved to dance
there. She often tells me that she will go there tonight

(O Shea, Reflective Journal, 23™ of December 2019).

The stimulating influence of the dance activity not only apparently contributed to the
mood and well-being of the participants living with dementia, but also to the sense
of identity and community of the participants. This is explored further in the

following section.

5.3.1 Identity, Community and Personhood

In contemporary Ireland, the internet and the growing popularity of social media
platforms has given global access to a vast array of music and dance, therefore
expanding the global community with relative ease. This is a resource which
people use to shape their identity and the community in which they belong, and
which may be taken for granted today for younger individuals. In contrast, the
research participants in this study who are currently living with dementia were
restricted in their access to alternative forms of dance and music during their
youth. It is likely that their identity was largely shaped by the immediate
community in which they lived and the resources which were available to them in

rural Ireland.

When considering the age profile of the participants living with dementia, it is
possible that they would have heard C¢ili dance on the radio, attended local
concerts, and participated in social dances in their local community halls. Below
are examples taken from the interview process with the participants living with
dementia reminiscing on dancing and the feelings which were evoked from these

activities:
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‘I went to, I went to dances all the time. I was always dancing in the.
What’s the place in Limerick? The ballroom in Limerick’

(Theresa, first interview, lines 1155-1156).

‘Oh, I danced all my life...but with that it was magic...magic out of the
sea’
(Eileen, first interview, lines 19-34).

The dance activity and interview process gave an insight into the role that dance
played in the lives of each participant and the social sphere in which they grew up.
Allen (2003) and Foley (2011), as noted in section (2.10.3) of the literature
review, suggest that the Céili can be interpreted in the context of this research as a
tool for facilitating reminiscence. This is reflected in the statement below taken
from the first interview with Mickey as he reminisces on how dances were

intertwined with other social activities in his community:

‘You’d dance when you were 16, 17, 18 and you were playing tennis and
playing soccer and the club you were in maybe had dances’

(Mickey, first interview, lines 459-461).

Though all the participants living with dementia reminisced on past experiences,
the majority linked their memories of dancing to close relationships with their
spouses as well as immediate family members:

SDOS: ...And, ah your boyfriend, would you ever have gone dancing
with your boyfriend? Mary: Ya

SDOS: And ye’d go dancing and ye’d listen to music and that was nice 1
suppose wasn’t it? Mary: I loved it.

SDOS: Did you?

Mary: Mmm.

SDOS: You loved it. And what did you love about it?

Mary: The happiness
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(Mary, first interview, lines 385-403).

‘Every one of us would be up dancing and that sure. And our parents
threw us out you know because they knew where we were’

(Mickey, first interview, lines 576-577).

Below is an extract taken from the first interview with Theresa where she

reminisces about her experience of meeting her husband at a dancehall:

‘Well, I can remember the first time I went in there (dancehall), I made a
bee line for ladies choice...and I married him...I can’t believe it’

(Theresa, first interview, lines 1165-1174).

The findings of this research suggest that the Céili dance activity can provide
opportunities for the person living with dementia to reminisce on previous
experiences of dance. It can also enable them to speak and reminisce about other
areas of, and interests in, their life which helped to shape their identity. This
suggests that the positive psychosocial effects of the dance intervention had the
potential to radiate to other aspects of their daily lives, including interactions with

carers and others.

5.3.2 Access to New Knowledge

The interview process acted as a means for the participants living with dementia
to speak not only about their previous experience of dance but also about other
areas of interest. This proved invaluable as it enabled the researcher to connect
and build trust with the participants. It provided the researcher with information
about the individual which was utilised to engage conversation around other areas

of interest prior to, during and after each dance session in the centre. The below
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extract is taken from the first interview with Ted, and while he did not have any

great interest in dancing he did express his love for soccer:

SDOS: Would you have gone to dance halls?
Ted: Ah... hardly.

SDOS: What were, what were your hobbies?

Ted: Ah...Football.
SDOS: Football, oh sure can talk all day so. Ya, ya.
TED: Soccer if you like.

(Ted, first interview, lines 854-861).

Ted actively participated in each dance activity and appeared to enjoy each

session as highlighted in the researcher’s journal entry:

I had a good chat with Ted today about Stoke City and football. He loves
to chat about them and football in general. I was surprised that he
danced as much as he did but he got up, interacted with others and
appeared to enjoy the activity

(O Shea, Reflective Journal, 13" of December 2019).

Although the journal entry above highlights that Ted participated in the dance
activity, the dance activity combined with the interview process enabled the
researcher to become familiar with other aspects of Ted’s life. The new
knowledge gained throughout the research propose that learning about the
individual experiences of the person living with dementia can facilitate the
development of person-centred activities. This knowledge provides an evidence
base for the use of person-centred activities, an approach advocated by Kitwood
(1997) as discussed in section (2.8). This approach takes a holistic approach of the
person living with dementia. This research reflects the benefits of adaptive Cé¢ili

dance as an activity which can be used with people living with dementia to
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develop authentic person-centred care within organisations. One such person-
centred activity which could be informed by the generation of new knowledge is

life-story work.

5.3.3 Life Story Work

The Social Care Institute for Excellence (2021) identifies Life Story Work as the focus
on a person’s past while bringing their life history into the present. As highlighted in
the literature review (section 2.10), research has suggested that life story books are a
valuable means of recounting past events which can produce psychosocial benefits
for the person living with dementia (Haight et al., 2006; Subramaniam et al., 2014;

Woods et al., 2018).

A diagnosis of dementia and the progression of the disease often means that
communication and conversations are often put at risk (Schweitzer & Bruce
2008). In spite of this apparent barrier, life story books are often used as a
reminiscence tool in supporting the recollection of real-life memories for people
living with dementia (Elfrink et al., 2018). The findings of this research project
illustrate that reminiscence activities, such as the interview process with the
individual as well as participation in a familiar dance activity, can provide a
stimulus for the person living with dementia to verbalise these memories in
conversations with staff, family members and others. These activities can provide
important knowledge about an individual which could uniquely inform the care
they receive. The below extract from the researcher’s journal is an example of
how the researcher’s knowledge of the participants living with dementia
influenced some of the music chosen for the dance activities. It pinpoints how the
knowledge gained through these activities enabled the researcher to choose music

which the people living with dementia could identify with:
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I play about 6 minutes of waltz music at the end of each session which 1
think is a good way to wind down. What I find interesting is that the
participants living with dementia who lived in different areas of the
country can relate to the music specific to their own region. Mary sings
the words of the Boys of County Armagh as we waltz and Mickey taps
his feet while listening to the Homes of Donegal

(O Shea, Reflective Journal, 6" of December 2019).

5.3.4 Music and Dance - Creating a Sense of Identity

Music has been shown to play an important role (see for example Brooker &
Duce, 2000; Scales et al., 2018; Woods et al., 2018) in enabling people living with
dementia to reminisce on previous experiences. As part of the adaptive dance
activity, the researcher played traditional Céili music in the background prior to
the commencement of the activity. This was done in an attempt to replicate the

normal practice of musicians preparing for a Céili session to begin.

The extract below taken from the researcher’s reflective journal details the
influence which the Céili music had on the participants living with dementia and

their participation in the dance activity:

The whole atmosphere in the room changed once the Céili music was
turned on. Everybody joined in and it was amazing. Some people were
up and dancing, some people were in wheelchairs and some were sitting
down and clapping, it was amazing. The smiles on each participant’s
face was amazing and uplifting. It went better than I ever imagined

(O Shea, Reflective Journal, 15" of November 2019).

Staff taking part in the dance activity also benefitted from this interaction. The
below extract is taken from the final stage interviews with a staff member. In it,
they speak about their interaction with a participant living with dementia prior to
and after participation in the dance activity. In particular, they refer to the

influence that the dance activity had on their relationship with this service user.
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Melhuish et al. (2017) suggest that participation in a dance activity enables those
living with dementia to become more talkative and engaged in their social

environment;

Am, well just, just there was one particular man anyway that I never, 1
never heard him speaking or taking part in anything. And he danced and
he sang as he was going out the door and he sang, I think it was “The
town I loved so well”, that was on and they were waltzing around the
Sfloor to it

(Niamh, final stage interview, lines 4287-4292).

While it is generally acknowledged that dementia involves major losses in short
term cognitive ability, the individual’s long-term memory often remains intact
(Kitwood, 1997). This is also evident in the aforementioned interview passage as
the person with dementia, subsequent to their involvement in the dance activities

and interviews, appears to be accessing long term memories.

The participants living with dementia in this research primarily identified positive
memories of attending dances in their youth. While this was voiced in the
interview process, the researcher observed that the dance activity promoted social
inclusion, communication, self-expression, connection and participation within
the day programme setting. It is possible that these same feelings were
experienced by the participants when attending dances in their youth and the

dance activity may have triggered such memories in the present.

5.3.5 Embodied Remembering

Reminiscence is a key theme in this research and it is appropriate to reflect on the role
of embodied remembering when focusing on this theme. Although Bernsten (2009)
argues that unintentional activation of memories is primarily triggered by smells and

tastes, Sutton & Williamson (2014, p.1) state that embodied remembering emphasises
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that ‘hearing a particular song can viscerally bring back the urge to dance’. Similarly,
the findings of this research provide further evidence that participation in a familiar
dance activity can elicit memories and feelings. Examples from this research varied
from participants engaging in conversation about attending dances in their local areas,
to the female participants sitting together while waiting to be asked to dance, a scene
reminiscent of the Irish dance halls of their youth. These observations gave the
researcher a sense of what life must have been like for the people living with

dementia while attending dance events in their youth.

The dance activity seems to bring the participants living with dementia to
life. They initiate conversation during the dance activity and dance with
a conviction and confidence that I imagine can only come from years of
experience

(O Shea, Reflective Journal, 22" of November 2019).

Although previous research has shown that touch using dance and movement ‘can
counteract isolation by offering bodies the opportunity to interact safely’
(Silvester & Frampton 2014, p. 21) there is limited research highlighting the link
between touch and reminiscing. Therefore, this research project proposes that
touch, when used in a familiar dance activity, is a valuable link to past memories
and may challenge the notion of ‘social death’ (Borgstrom, 2017). Katsuno (2005)
proposes that public responses to a diagnosis of dementia demote the individual to
a new lower status, while more recent research undertaken by Canning &
Blakeborough (2019) highlights that people living with dementia are viewed
through a reductionist lens. Classen (2005, p.12) argues that ‘our hands and
bodies learn to speak a certain language of touch, a language shaped by culture

and inflicted by individuals’.
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The use of touch as a means of communication was particularly important for the
participants living with dementia who, while unable to communicate effectively
through verbal means, were able to do so physically through the dance activity.
This was observed by the researcher on several occasions throughout the dance
activity sessions and is highlighted in the below extract from the researcher’s

journal:

Today I danced with Mary and it was amazing. She usually says very
little if anything at all. However as we were waltzing towards the end of
the session, it was so very clear that we were communicating. She
squeezed my hand, smiled and held eye contact with me. It was quite
emotional for me but absolutely amazing

(O Shea, Reflective Journal, 20" of December 2019).

While this research proposes that participation in the dance activity can elicit
positive memories for those living with dementia, it also suggests that the physical
act of touch involved in the dance activity can combat the idea of social death as

well as challenging the stigma which is associated with a diagnosis of dementia.

5.3.6 The Past Informing the Present

Throughout the interviews, a minority of the participants living with dementia
indicated that they felt they would not be any good at the dancing activity and that
they never were any good at dancing. This may be an attempt to communicate
present emotions by reflecting on their feelings of past events. Schweitzer &
Bruce (2008) argue that what a person chooses to share their past life it has the
potential not just to provide information about their past experiences, but to also
tell others how they are feeling in the present. The below passage is taken from

the first interview with Mickey:

SDOS: Would you like to listen to it on the radio?
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Mickey: Ah, a, well I wouldn’t know whether if I was a good singer or a
bad singer or anything else like that (both laughing) that’s to be honest
with you, you know. And, and they were always quoting at home to me
“He who had no music in his soul is fit for treason and terrorism and all
that”.

SDOS: My God, so music was a big thing at home was it?

Mickey: Ya, well everybody, it is in every house you know but I was the
one sucker that didn’t know what they were talking about you know... I
won’t be able to contribute, I, I, I can’t sing the scales even now.

(Mickey, first interview, lines 496-5006).

There is a paucity of research available which has investigated how the person living
with dementia reflects on past experiences as a means of expressing their present
feelings. This is an area within dementia care which is overlooked in the literature

and provides an opportunity for further exploration and research.

5.4 Mood

‘You could see the old sparkle in them you know. And they got a good
laugh out of it’

(John, final stage interview, line 3803-3804).

This research project highlights the positive impact that the dance activity had on
the mood of all participants. The research also highlighted the sense of joy in the
daycare centre as a whole. Silvester & Frampton (2013) have previously
advocated for the use of dance and movement as a means of stimulating
individuals and highlight that dance has the capability of transforming an
atmosphere while enhancing people’s moods. More recent research has suggested
that social relationships are enhanced when people dance together which can
enrich one’s self-confidence (Charras et al., 2020) with creative dance
interventions having a positive effect on the quality of life of those taking part

(Koh et al., 2019). It is important to acknowledge that music has the ability to
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reduce agitation in people living with dementia as well as having a profound effect
on people’s mood and well-being (Cheung et al., 2018; Scales et al., 2018; Sherrat
et al., 2004; Sole et al., 2014). It is particularly pertinent to this research project
that Sakamoto et al. (2013) found that an interactive music intervention led to
greater improvement in the individual’s emotional state as opposed to passive
music interventions. While this was observed throughout the dance activities by

the researcher; staff commented that this theme continued long after the activity

had finished:

‘Not even like for the clients, for the staff, for the managers, there was a
buzz around the place that wasn’t here before’

(Ciara, final stage interview, lines 3690-3691).

As evidenced in the review of the literature in Chapter Two, previous research
suggests that a dance activity which includes both people with dementia and care
staff can lift the spirits of those involved while also creating a therapeutic bond
(Duignan et al., 2009; Silvester & Frampton, 2013). While this was observed on
numerous occasions throughout the project by the researcher, this following

interview extract illustrates staff opinion of the dance activity:

‘Oh, I think it’s great, it’s great ... I think it’s marvellous. I think it
should be mandatory’

(Julie, final stage interview, lines 3962-3963).

The research participants living with dementia had varying levels of mobility and
cognitive function. Despite this, the dance activity promoted inclusion through
adaptive dance formations. This enabled everyone to have an equal opportunity to

participate. The below extract is taken from the final interview stage. The researcher
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queried staff members on their observations of mood or behaviour in people living

with dementia resulting from participation in the dance activity:

‘SDOS: What changes in mood or behaviour, if any, did you notice after
people took part in the dance activity?

Lisa: Am, elation really’

(Lisa, final stage interview, lines 4158-4160).

Given that all participants in this research project were Irish, a culturally familiar
dance activity proved to be an effective means of engaging each person within the
centre. Previous research has illustrated that a culturally specific dance activity
can increase positive emotional states as well as satisfaction levels of people with
dementia and care staff (Guzman-Garcia et al., 2012). Again, this theme was
observed by the researcher throughout the dance activity as well as through the
interviews with all participants. While earlier research has acknowledged that
music and dance are powerful instruments for the expression of emotion for
people living with dementia, it is of particular relevance to this research that Innes
et al. (2004) write that ‘music in particular has the ability to impact on mood,
tapping into deep memories. An Irish jig, an uplifting melody, can transform the

atmosphere’ (2004, p.188).

5.4.1 The Rhythm of the Dance

As identified in the literature review (section 2.10.2) music and dance can provide a
rhythm which encourages one to want to dance (Brennan, 1999; Hayes & Povey
2010). The researcher observed throughout the dance activity that the participants
living with dementia responded to the rthythm of the dance. In turn, this was

reflected in their dancing:
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The rhythm of the dances and the reactions to them are great to observe
and take part in. While the waltz is a slower and gentler dance, the polka
and hornpipe dances create a more excited and energetic response with
stamping of the feet accompanied by laughter and the odd roar

(O Shea, Reflective Journal, 13" of December 2019).

Brennan’s (1999) reference to the tapping, stamping and drumming feet highlights
that the link between the rhythm of the dance and embodied remembering was
present in this research project. This is an area which requires further exploration

and provides an opportunity for future research.

In this research, the circular dance activity provided participants with the most
joy. It enabled the participants living with dementia the best opportunity to
express themselves through dance, and to the rhythm of the music in comparison
with individual or ‘couples’ dance arrangements. For example, the tune and
rhythm of ‘Shoe the Donkey’ was used as all participants advanced and retired in
unison while stamping their feet to the rhythm of the music. The dance formations
were adapted (see section 4.8.3) by the researcher as the original approach created

safety concerns while also leading to confusion.

This adaptive dance formation provided an extra layer of safety for all participants
and enabled those with reduced mobility to participate. It also enabled staff to

observe the benefits of a fully inclusive activity:

‘And it (circular dance) seemed to work better because, you could even
see, see the light lighting up in people’s eyes like they’re not just dancing
with one person’

(Ciara, final stage interview, lines 3644-3645).

While it was clear to the researcher that the adaptive dance formations brought joy to

all who participated in the activity, the dances also provided everyone with exercise
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which they would not have had otherwise. This was evident during the interview

process when the researcher interviewed Lisa (staff):

SDOS: Do you think that the dance activity is or isn’t benefitting participants?

Lisa: Ya it is, absolutely. Firstly, with their mood, secondly I suppose
with movement, with exercise that kind of thing

(Lisa, final stage interview, lines 4172-4173).

This section highlighted that the participants living with dementia responded to
the rhythm of the dance within the dance activity. It also highlighted that the
adaptations made to the dance formations enabled those with reduced mobility to
actively participate in the dance activity. The following section identifies the risk
of falls that is present for people living with dementia and the possibility that

participation in a dance activity may help to alleviate some of these risks.

5.5 Mobility and Falls Risk

‘Noel was out there today like and no bother dancing you know. I was
like Oh my God. Because there’s days that he can’t actually walk’

(Kate, second stage interview, lines 3362-3364).

Shaw (2002) suggests that people living with dementia are less likely to
participate in regular physical exercise when compared to those living without
dementia. This may be a reason for the increased risk in falls for people living
with dementia (Lam et al., 2018). The mobility or lack of mobility of participants
living with dementia was highlighted by the majority of staff during the first
interview stage and was seen as a possible challenge to their participation in the

activity:
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‘I suppose the physical side of it would be a, a, a big issue with them you
know’

(John, first stage interview, line 2620-2621).

Falls for older people can have a detrimental effect on the individual, possibly
resulting in injury and increased fear of future falls which can in turn restrict the
person’s movement (Moniz-Cook & Manthorpe, 2020). It is therefore worth
noting that Charras et al. (2020) have highlighted that dance for people with
dementia can have a positive influence on balance and the risk of falling. This
research has identified that the adaptative nature of the dance activity can provide
an opportunity for those with mobility issues to actively take part in the activity.
The outcomes of the adaptations made to the dance routines are explored further

in the following section.

5.5.1 Opinions Altered Through Adaptive Dances

There is always a falls risk while participating in a dance activity. The initial
concerns raised by staff around individual mobility had subsided once the dance

activities commenced:

‘Kind of surprised really at a lot of them that I thought wouldn’t be that
mobile, got up and did it you know’

(John, second stage interview, line 2997-2998).

Irish Céili dance formations such as ‘The Stack of Barley’ and ‘Shoe the Donkey’,
which are usually performed by couples, were adapted into a circular dance
formations. This adaptation ensured that each participant living with dementia was
linked to a care staff participant, thus decreasing the risk of a fall. In the main this

was achieved by the researcher discussing, practicing and facilitating such dance
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formations while attending weekly dance lessons. The researcher’s growing intimate

knowledge of each participant was also a key influence in any adaptations considered.

The researcher, as far as possible, tailored each session to imitate Céili events
which the participants living with dementia would have attended. To this end,
each session concluded with several waltzes which Shanagher (2014) emphasizes

was a regular dance at Céili events.

Cheung et al. (2018) argue that music activities tailored to the personal
preferences of a specific group of people is safer than pharmaceutical therapies,
with fewer side effects being reported. The adaptive nature of the dance activity in
this project enabled the researcher to create a safer space for all participants taking
into consideration the varying levels of mobility of each participant. This
appeared to instil more confidence in all participants which was reflected in the

volume of people taking part in the circular dance activity:

‘I think the circle worked quite well because there was a sense of being
held up’

(Julie, second stage interview, lines 3138-3140).

While holding hands added an extra layer of safety to the activity, Silvester &
Frampton (2014) suggest that it boosts confidence and also ‘bridges distance,
enabling connection between people often isolated by their age or disability’
(2014, p.45). The adaptive dance formations also enabled those in wheelchairs to
fully participate in the dance activity:

‘Yes, it’s for everybody, it’s not just, that’s why I was saying, it’s not just

for the able bodied it’s like for the wheelchairs and stuff as well’

(Kate, second stage interview, lines 3347-3348).
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Previous research has shown that participation in a dance activity enabled those
living with dementia, who may usually appear frail and unmotivated, to actively
participate in the activity while showcasing their talent at dancing (Melhuish et

al., 2017):

When he’s getting on and off the bus, he’s very slow and ah, ah you
know but very immobile at times. But it just goes to show you when he
got into the swing maybe it brought back something

(John, second stage interview, lines 3008-3010).

5.5.2 Adapting to Inclusivity

The researcher’s observations and participation in the dance activity have
strengthened his hypothesis that an Irish Céili dance activity can be adapted to
enable those with varying levels of mobility safely participate in the activity. This
research found that the circular formation dance acted as a conduit enabling the
person living with dementia to be acknowledged as a person taking part in a

dance activity and not a person with dementia taking part in a dance activity.

Kitwood (1997) states ‘one of the profoundest acts of recognition is simply the
direct contact of the eyes’ (p.90) which this research found is enhanced during the

circular dance activity.

Previous research has shown that dance movement therapy is ‘highly accessible for
those with a cognitive impairment, even at an advanced stage, owing to the

emphasis on non-verbal forms of expression and interaction’ (Melhuish et al.,

p.283). The below extract taken from the researcher’s reflective journal highlights how

the challenge around mobility concerns was overcome:

Everyone appears to be enjoying the dance activity. The adapted circular
dance is proving more popular for everyone and seems to be more fun.
The circle linked us all together allowing every member of staff to hold
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hands with two people living with dementia. It also increases eye contact,
participation and the safety of all involved

(O Shea, Reflective Journal, 22" of November 2019).

This research has also illustrated the importance of care staff involvement in the
dance sessions and therefore suggests that an adaptive dance activity can
strengthen the bond between staff and those for whom they care. Moreover, the
effectiveness of a person-centred approach is significantly influenced by
investments made in the learning and skill development of those staff delivering

the care (Kadri et al., 2018).

5.6 Strengthening Bonds between Staff and People Living with Dementia

Ifit’s giving you some technique that you’re able to make a connection
... you know it’s not all about the physical caring and washing and the
personal care and all that

(Susan, first stage interview, lines 2886-2895).

Person-centred care is widely viewed as the best approach to provide care for
people living with dementia (Kitwood, 1997; Lorentzon & Bryan, 2007). The care
staff play a pivotal role in this approach (Kitwood, 1997; Melhuish et al., 2017).
The person-centred approach gravitates around the needs of the person living with
dementia. The findings of this research highlight that staff themselves have needs
which they strive to meet during their interactions with those living with
dementia. As highlighted in the literature review (section 2.8.1) Kadri et al. (2018)
argue that the personhood of the care staff is often neglected when implementing

person-centred care.

Care staff have needs which must be met when working in dementia care.

Research suggests that when these needs are unmet, staff morale is low which can
influence the effectiveness of person-centred interventions (Franklin, 2014;
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Boyden, 2015; Lawrence et al., 2016; Rapaport et al., 2017; Kadri et al., 2018).

Throughout the first interview stage of the research, the majority of care staff
participants highlighted that they enjoy watching and participating in activities
with the participants living with dementia (such as playing pool, hand massage,
listening to music). The staff hoped that the dance activity would enable them to
make more of a connection with those for whom they care. As identified in the
literature review (see section 2.11.1) previous research has highlighted the
benefits of dance activities for care staff and those for whom they provide care.
These benefits include providing a new avenue of communication between staff
and those they provide care to, an increase in staff care skills as well as providing
a means which facilitates social interactions with those living with dementia

(Kowarzik, 2006, Guzman- Garcia et al,. 2012).

Kowarzik (2006) found that DMT had the potential to create a new avenue of
communication between staff and people living with dementia. When taking into
consideration the cognitive changes and social challenges associated with
dementia, dance activities can provide a great opportunity for people living with
dementia to connect with others (Lapum & Bar, 2016). More recent evidence
provided by Skinner et al. (2018) proposes that arts-based activities benefit person-
centred care and emphasise that these activities ‘can enliven the individual living
with dementia’ (2018, p.2). This research suggests that the dance activity affords
the care staff the opportunity to forge a deeper connection with those for whom
they are caring. It may also increase their own feelings of worth within the caring

role.
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Overall, staff participants viewed the Céili dance activity as an enjoyable and
uplifting activity which can trigger conversations with the people living with
dementia and enhance the connection between the staff and those for whom they
care. Data from this research suggest that staff participation in the dance activity

has enabled them to interact more with the participants living with dementia:

‘Even if you were in bad humour that morning, by the time you were
finished a session you were in, your spirits were raised’

(Ciara, final stage interview, lines 3611-3612).

‘Do you know they like chatting about it before you get here ... Because
we were chatting on the bus now about it this morning’

(Susan, second stage interview, lines 3494-3495).

Melhuish et al. (2017) emphasise that staff interaction with people living with
dementia through the medium of dance and music enabled them to connect in a
more fulfilling way while simultaneously increasing their own self-awareness.
This aligns with findings from the current project. Results here suggest that the
inclusion of a familiar dance activity enables those participating to experience a
deeper connection than that which is afforded by only listening to music. This was
captured through the researcher’s observations which is highlighted in his

reflective journal:

The joy and smiles on the faces of everyone taking part is great to see. As
one staff member said to me today “it can’t help but put you in a good
mood”. It is clear that the people living with dementia are enjoying the
dance activity and they are dancing and tapping along with the music

(O Shea, Reflective Journal, 29" of November 2019).
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5.6.1 Roles Reversed

Kitwood (1997) suggests that the majority of interactions between a person living
with dementia and care staff ‘represents a form of care’ (Kitwood, 1997, p.92). He
proposes that this interaction is primarily led by the staff drawing the person

living with dementia into the social world. He further suggests that another type of
interaction occurs where the interaction between the person living with dementia
and care staff is reversed, and the person with dementia takes the leading role.
This role reversal was evident throughout the dance activities. On several
occasions, the participants living with dementia showed the care staff the correct

method of dancing as well as initiating conversation with their dance partners:

‘And the staff are also learning, learning the correct dance steps from
those with dementia, especially when doing the waltz’

(O Shea, Reflective Journal, 6" of December 2019).

This research again suggests that participation in the Céili dance activity may
provide opportunities to counteract the rhetoric of social death and the stigma
associated with a dementia diagnosis as highlighted in the literature review (see
section 2.5, 2.6). The psychosocial effects of social inclusion, connection and
belonging achieved in the dance activity may serve to challenge negative public
perceptions (ADI, 2012; Burgener et al., 2015; Nguyen & Li, 2020) of those

living with dementia.

5.7 Conclusion

The aim of this qualitative research project was to explore the psychosocial effects
of the introduction of an adaptive Irish Céili dance group activity with people
living with dementia and their carers in a care facility. The themes found

throughout this research were identified and explored in detail in this chapter, with
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reminiscence being the most prominent theme found for the participants living with

dementia.

The findings in this research advocate for the use of an adaptative Céili dance
activity as an arts-based activity which can be used with people living with
dementia. The findings suggest that this research can advance a practitioner’s
knowledge of Cé¢ili dance as a meaningful activity which can benefit the quality of
care which the individual receives as well as improving the quality of life of the
person living with dementia. This research has illustrated that the Céili dance
activity focuses on the strengths on the individual rather than their limitations,
which may help to reduce the concept of social death and stigma that surrounds

dementia.

This research aligns itself with previous studies which have shown the benefits of
non-pharmacological approaches to dementia care. The culturally appropriate
C¢éili dance activity used in this research took the emotional and social factors of
all participants into consideration throughout the entirety of the project. The
findings in this research have shown that the C¢ili dance activity provided the
participants living with dementia with a meaningful activity which promoted
social inclusion, participation, and which enabled them to reminisce on previous
experiences of attending Cé¢ili events. This research has also identified that the
arts-based approach provided positive psychosocial outcomes for all the
participants in this research and strengthened the bond between those living with
dementia and the care staff.

The findings in this research are aligned with Kitwood’s (1997) position in
dementia care which recognises people living with dementia in their full humanity

and which places the PERSON before the dementia.
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Chapter 6: Conclusion and Recommendations

6.1 Introduction

This research project aimed to explore, in the context of the psychosocial effects
of dance and movement, the experiences of participants in a newly-developed
adaptive Céili dance programme for people living with dementia and their care
staff. To date, virtually no published literature has explored the use of Céili dance
as an arts-based activity for those living with dementia and their care staff. This

thesis therefore provides a starting point to address this gap.

An adaptive Céili dancing activity was piloted at a daycare centre which provided
services including, for example, respite services, for people in the early or middle
stages of dementia. The Céili dance activity was adapted to allow for a range of

abilities that reflected participants’ levels of mobility, focus, and cognitive skills.

The Literature Review (Chapter Two) identified previous research which laid the
foundations for this study. This research exposed specific challenges impeding
care professionals in disclosing a diagnosis of dementia. Post-diagnostic supports,
or lack thereof , which the person living with dementia and their caregivers may
face were identified. The experiences of loss and grief, along with social death
and the stigma that accompanies dementia were explored. The research identified
how these concepts are intertwined, which may lead to negative perceptions of

those living with dementia.

The biomedical approach to treating dementia was challenged in this chapter. The

benefits of arts-based interventions in dementia care were highlighted. The use of

dance as one such arts-based intervention was explored. C¢ili dance as an arts-based
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activity was explored with a specific emphasis on its influence on creating a sense of

community and identity for those taking part in the research.

Chapter Three explored the axiological concerns within this research and
identified the researchers personal, educational and professional connection to the
project. The researcher’s use of a reflective journal to document and reflect on
prominent and emotional areas of the research was discussed. This chapter also
highlighted the importance of recognising the researcher’s potential biases and

explored the researcher’s positioning within the research.

The Methodology Chapter (Chapter Four) discussed the theoretical framework for
this research and provided the rationale for the use of a qualitative approach. The
ontological and epistemological approaches used within the study were
highlighted to strengthen the researcher’s position of investigating the lived
experience of those with a diagnosis of dementia, namely through semi-structured
interviews and the dance activity. In addition to the researcher’s observations,
thematic analysis was used to identify key themes arising from the semi-structured
one-to-one interviews with the participants. Ethical dilemmas experienced by the
researcher were explored in this chapter. The process of the need for, and

obtaining of, ongoing consent throughout the research was identified.

The Results and Discussion chapter (Chapter Five) identified the key findings
from the research. Direct quotes from the researcher’s reflective journal were
included in this section which captured observations made throughout the research
as well as the researcher’s reflections on those observations. Direct quotes from
the transcribed interviews that best express the themes which arose in the research

(see Appendix A) were also used in this chapter.

106



6.1 Covid-19

Since the conclusion of the adaptive Irish Céili dance programme, the world has
witnessed the emergence of Covid-19 and its global impact. In Ireland, those with
dementia, their families, and care staff are also experiencing the effects of the
restrictions put in place to curtail the progression of this disease. Daycare centres,
for example, have been closed. At the time of this writing (April, 2021), it is
unclear as to when services for people living with dementia will return to normal.
There is also ambiguity as to when arts-based activities will be made available to

those for whom they have become the norm.

The emergence of Covid 19 has highlighted the importance of daycare centres and
the opportunities for socialisation that they provide for the service users, their
families and the staff. A report produced by the ASI (2020) focused on the impact
of Covid 19 on those living with dementia and their families. The report
emphasised that loneliness, due to social distancing guidelines, was directly linked
to individuals being unable to attend daycare services and the socialisation
associated with it (ASI, 2020). It could be argued, therefore, that the psychosocial
effects of inclusion and participation such as those reflected in this research, may
help to combat the loneliness experienced by those living with dementia as a

result of Covid 19.

The ASI (2021¢) are currently providing a service in the home to those who used
to attend their daycare centres prior to the emergence of Covid 19. This is an
attempt to continue to provide a service to those living with dementia and may be
an opportunity to combat the loneliness experienced during Covid 19. This service
focuses on providing social activity-based care which can include reminiscence
activities, companionship and recreational activities.

107



6.2 Synopsis of the Research

This research sought to explore the psychosocial effects of the introduction of an
adaptive Irish Céili dance group activity with people living with dementia and
their carers in a care setting. Themes were collated using a thematic analysis
approach to twenty-five semi-structured interviews with both the participants
living with dementia and care staff in the daycare centre. The researcher’s
observations throughout the dance activity and during the interview process were

also an integral part of identifying the themes highlighted in this chapter.

A dominant finding borne out in this research highlights that both the interview
process and predominately the dance activity enabled the person living with
dementia to reminisce on and relive past experiences through participation in a
familiar dance activity. While the researcher utilised both the interview process
and the dance activity to engage the person living with dementia, it was the latter
which appeared to provide the most joy to each individual. Although the
researcher observed that listening to familiar music provided the participants with
pleasure, it was a more enjoyable and inclusive occasion when the dance activity
was also present. A discussion on the preferred dance formation was presented. It
noted that the circular formation enhanced feelings of safety, confidence,

inclusion and participation.

This research also provides an understanding of the role which culturally-relevant
and familiar dance and music can play in the lived experience of each person and
how their experiences helped to shape their identity and sense of community.
Participants highlighted how, in the past, they would meet their friends at dances

as well as one lady meeting her husband at a dance.
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The semi-structured interview process provided the researcher with some
invaluable insights into the lives and experiences of each individual which
otherwise may not have come to light during the dance activity. The information
gathered emphasises that exploration of the person’s past experiences with the
individual themselves, can uncover aspects of their lives which may not have been
previously known to staff in the care setting. This information can then be utilised
to provide information about the person which could best inform the care they

receive.

All staff interviewed emphasised that the dance activity was a positive experience
with the majority stating that it enhanced their mood. Staff participants
highlighted that they believed that the people living with dementia were also in a
better mood after each activity and that it provided a source of conversation within
the centre each week. It was found during the project that a circular dance
formation provided each participant with the most enjoyment as it instilled a sense

of safety as well an inclusion.

The researcher kept a reflective journal throughout the project to document his
observations. This also enabled him to acknowledge his own feelings and

struggles during the research process. As mentioned in the Axiology chapter
(Chapter Three), the researcher has a personal attachment to the research topic. The
journal allowed the researcher to reflect on emotional moments which occurred
during the research, specifically during the dance activity. It also enabled the
researcher to acknowledge that he was also reminiscing throughout the dance
activity.

While the majority of the themes focused on those living with dementia, a

significant finding which emerged from the research was the need for the staff to
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feel more connected to those for whom they provide care. The dance activity
provided staff with the opportunity to engage in an activity which centred around
enjoyment and connection and away from the role of providing personal care to
the individual. This research found that the dance enabled staff to gain a deeper,

more fulfilled connection with those living with dementia.

In conclusion, this research provides evidence of the positive psychosocial effects
that the introduction of an adaptive Irish Céili dance group activity can have for
the person living with dementia and their care staff. The following section will
discuss recommendations arising from this study and identify opportunities for

further research.

6.3 Recommendations

As aresult of the findings of this research, the researcher recommends the

following:

* More research should be undertaken to explore the psychosocial effects of
the introduction of an adaptive C¢ili Dance activity with people living with
dementia and their care staff. The results highlighted in this research
provide a possible framework for further exploration in this area. As
identified in the literature review (Chapter Two), there is a paucity of
research in this area in Ireland and internationally.

* A link between the rhythm of the dance and embodied remembering was
present in this research project. This is an area which requires further

exploration and provides an opportunity for future research.
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Ongoing dementia specific training should be mandatory for all staff
providing care in all settings to people living with dementia. There should
also be an emphasis on person-centred care for staff in this training.
Arts-based training should be encouraged and made available for all
disciplines training in dementia care, including social care work, social
work, nursing, medicine, occupational therapy and therapeutic and
recreation professionals (for example, the introduction of a Special Purpose
Aware programme at third level).

Specialised dementia training for dance instructors who may wish to
implement this dance programme for a variety of dementia services should
also be developed and encouraged (for example, the introduction of a
Special Purpose Aware programme at third level).

The adaptative Céili dance programme should be expanded and made
available in all facilities providing care for those living with dementia as it
could be a method of reducing the medical model surrounding the
condition. This would include daycare centres, respite services, long-term
residential care as well as homecare. In light of the restrictions imposed in
most services due to Covid 19, this dance activity could be facilitated
online for those living at home and their carers, or for those in residential
care or nursing homes. This would also provide an opportunity for further
research to investigate the experiences of those participating in online
classes.

An adaptive Irish Céili dance activity should be included as part of a
regular treatment programme alongside other medications for people living

with dementia.
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* A facilitator of the adaptive Céili dance programme should not be a
permanent employee of any one facility as this research has identified that
regular staff who have other paid roles in the organisation may not have
sufficient training and expertise, as well as sufficient time, to facilitate the
dance activities. This would acknowledge the ‘professionalism’ of the
independent dance artist/movement practitioner working with those living
with dementia in a care setting.

* The adaptive Céili dance programme could be utilised to better inform
person-centred care plans therefore providing and maintaining a better
quality of life for the individual and their family.

* There is a paucity of research available which has investigated the person
living with dementia reflecting on past experiences as a means of
expressing their present feelings. This is an area within dementia care
which is overlooked and provides an opportunity for further exploration and

for future research.

The recommendations above are based on the researcher’s observations as well as
the data collected in the research. It is recommended that adaptive Céili dance
programmes be made available to all those living with dementia in Ireland,
regardless of location. The psychosocial benefits of activities such as the one
considered in this research will allow people living with dementia to both dance

and remember.
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taking part in the research. Most importantly, permission will be sought from
the individuals taking part in the research.

If participants belong to any of the following vulnerable groups please give

details.

O Children under 18 years of age.

O People who have language difficulty

People who have a recognised or diagnosed intellectual or mental
impairment

Elderly people

O People confined to institutions (prisoners, residents in 24 hour nursing
facilities)
O Persons in unequal relationships with the researcher (teacher/student,

therapist/client; employer/employee)

n Others (please specify)

Details:
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Discuss the power dynamics between the researcher/s and the research
participants and say how the researcher/s has/have accounted for this in
their data collection (100 words).

There is a power inequality between the researcher and the participants as the
researcher does not have a diagnosis of a cognitive impairment. The researcher
is very aware of this inequality as he has personal experience of caring for a
person with dementia as well as a BA in Applied Social Studies in Social Care.

Additionally within the consent structure, ongoing consent will be sought from

each participant throughout the research.

The researcher proposes to meet with the primary carers and the host
organisation’s management prior to and during the research process to discuss
this power dynamic further.

All participants will be fully informed of the research programme that will be
carried out prior to its commencement as well of their right to withdraw up to 1

month after the activity has concluded.

All questions for participants will be carefully constructed prior to interviews.

All interviews will be carried out in a safe environment identified by
allowing each participant to feel comfortable and safe
during this process.
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Where participants belong to any of the vulnerable groups listed above,
please confirm you have undergone Garda Vetting (or equivalent
process)?

The researcher has received Garda Vetting clearance from LIT.

Will incentives/inducements and/or payment of any kind, including
expenses, be made to participants for taking part in this research project?
If YES, please attach the details to this application.

No.

2.2 Additional Documentation

Where applicable the following supplementary information must be attached to

your application.

Attached
Participant Information
Sheet (including
possible ways in which
the data may be used)
U
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Participant Informed
Consent Form

(including a statement
detailing the right of
the participant to
withdraw)

Interview
schedule/Questionnaire

Letters, ads, e-mails,
etc. used to recruit

participants
Attached Not Applicable

Parent/Responsible O
Other Information
Sheet

O O
Parent/Responsible O
Other Informed

Consent Form

(including a statement
detailing the right of
the participant to
withdraw)
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Stimulus materials e.g. O

visual or auditory
materials

Ethical Approval form O O
other Committees

Garda Vetting Ol

2.3 Safety and Security of Participants/Researcher

Please discuss your assessment of any potential risks to participants: Every
effort will be made to reduce any risk to the participants of this research project.
This research will involve each person participating in an adaptive Cé¢ili dance
activity therefore the health and safety guidelines of will be
adhered to throughout the whole process. Previous research has illustrated that
music and dance have the capacity to evoke emotions and memories for people
living with a diagnosis of dementia therefore the researcher will facilitate de-
briefing sessions after every group activity.
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What measures will be put in place to ensure the safety of participants?
Please explain:

Throughout the dance activities each person with a diagnosis of mild/moderate
dementia will be partnered up with a carer as a physical support. Additionally each
participant will be encouraged to take several breaks throughout each activity.
Furthermore consent will be sought from each participant throughout the research
and participants can choose to withdraw from the research up to 1 month after the
activity has concluded.

All interviews will take place in an environment that is safe and familiar to the

participants.

What processes will be put in place for de-briefing participants?

The researcher will facilitate individual or group de-briefing sessions after each
interview and dance session. Here the researcher will read through the
information sheet and ask each participant if they have any questions or
concerns.

Additionally the researcher will disseminate the contact details of relevant
services should the participant require them.

Furthermore, all participants will be informed that they can withdraw from the
research up to 1 month after the activity has concluded.
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What support measures are available for participants and how will these be
communicated?

Participants will be informed before and after each session of the supports
available for people living with dementia such as the Alzheimer Society of
Ireland and Understand together (www.understandtogether.ie). Additionally, the
researcher will have contact details for the Samaritans (www.samaritans.org) and
these will be made available to each participant throughout the research. The
researcher will provide a leaflet with all the relevant contact details for these
services to each participant.

Furthermore, all participants will be informed that they can withdraw from the

research up to 1 month after the activity has concluded.

Please discuss your assessment of any potential risks to the researcher, and
what measures will be put in place to ensure the safety of the researcher:
The researcher has personal experience of caring for a person with dementia
therefore he will keep a reflective journal throughout the duration of the research
which will enable him to explore any possible impact that the process is having
on him. Additionally, the researcher will meet with his supervisors regularly

throughout the process as well as having access to counselling services through

LIT.

2.4 Privacy
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What measures will be taken to ensure confidentiality of collected data?
The researcher is extremely aware of the importance of confidentiality
throughout all stages of the process.

Any data collected will be pseudonymised therefore names of any participants
and will be kept confidential.

Pseudonyms will be assigned when transcribing audiotapes and these tapes will
be destroyed on completion of the research examination by the relevant
examiners.

Where and how will the data be stored / retrieved? See policy on data
storage.

All data will be securely stored on a computer which will be password
protected. Additionally, all hard copies of transcriptions will be kept in a
locked, fireproof cabinet in LIT until the completion of the project.
Furthermore, all audio files will be transferred from the original source and will

be stored, password encrypted on a computer file.

Who will have custody of, and access to, the data?
The researcher and the principal supervisor will have access and custody of the

data which will be stored on a password encrypted device.

For how long will the data from the research project be stored? (Please

Justify)

All data collected will be stored for 7 years in accordance with LIT regulations.
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Describe the procedures by which consent will be obtained

Participants will be provided with a written information sheet and consent form.
This information sheet will be in large bold writing which will make it easier to
read for the participant. Additionally this information will be worded in plain
language as per NALA (National Adult Literacy Guidelines) guidelines. This
will be helpful for the participant who may have challenges with short term
memory with and who may forget what they were told by the time they are
asked to sign the consent form. The participant information sheet can also serve
as a reminder throughout the course of the research as to what the study is about
and what is involved. The written information sheet will provide the relevant
information in relation to the research. Additionally the information sheet will
inform the participant that they can withdraw from the research at any time up to
1 month after the final activity has concluded. Furthermore consent will be
sought (from family members, carers and participants) at regular intervals
throughout the research. This has the advantage of reminding people with
dementia that they are participating in a study and that they are free to withdraw

up to 1 month after the final activity has concluded.

2.5 Signed Declarations

Supervisor

(To be completed in cases where the applicant is a research postgraduate
student.)
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I hereby declare that I have read, understood, and agree to abide by the most
recent LIT Ethics Policy for Researchers. I also hereby authorise the named
Principal Investigator to conduct this research project in accordance with the
requirements of LIT Ethics Policy for Researchers. I have informed the
Principal Investigator of their responsibility to adhere to the recommendations

and guidelines in set out in the LIT Ethics Policy for Researchers.

Supervisor Signature : Date:

Print Name :

Investigator
The information contained in this application form is accurate to the best of my
knowledge and belief. I have:
* Read the most recent LIT Ethics Policy for Researchers.
* Agreed to abide by the LIT Ethics Policy for Researchers in
conducting this research.
* Accepted without reservation that it is my responsibility to
ensure the implementation of the policies outlined in the LIT
Ethics Policy for Researchers.

* Undertaken to inform the LIT Ethics Committee of any changes
in the protocol.
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* Understood that it is my sole responsibility and obligation to
comply with all domestic Irish and European legislation and to
obtain such statutory consents as may be necessary.

* Agreed not to commence any research until any such consents
have been obtained.

* Understood that neither the University, the Committee, nor
individual members of the Committee accept any legal
obligation (to me or to any third party) in relation to the
processing of this application or to any advice offered in respect

of it nor for the subsequent supervision of the research.

Candidate Signature : Date :

Print Name:

FOR OFFICIAL USE:

Section 3 — Coverage of Ethical Issues
(to be completed by the Standing Committee on Research Ethics)

(It is necessary to complete this section only if there are 'Yes' replies in Section 2)

Coverage of Ethical Issues YES | NO

If the research involves use of human embryos or human O I

Embryonic Stem Cells (hESCs), do you consider that this research
methodology is necessary in order to achieve the proposal's
scientific objective?
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Are the ethical issues raised in Section 2 above adequately O
addressed in the proposal?

Do the applicants demonstrate familiarity with the guidelines and O
established ethical standards?

Have the applicants indicated in which country(s) any research O
raising ethical issues will be carried out?

Have they indicated which national, EU and/or international
regulations will apply?

Section 4 — Conclusion by the Standing Committee on Research Ethics

YES NO

Conclusion

PROPOSAL NOT APPROVED O |
ADDITIONAL INFORMATION REQUIRED O O
PROPOSAL APPROVED WITHOUT O O
MODIFICATIONS

PROPOSAL APPROVED WITH THE FOLLOWING | O O
MODIFICATIONS

Comments:

172



Chair LIT Standing Committee on Research Ethics:

Date :
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Approval from Research Ethics Committee- Phase 1

4 LIT

*
u .-' LIMERICE INSTITUTE
=

OF TECHNDLOGY
INSTITUID TEICHEOLATOCHTA
LUIRMNIGH

Limerick Institute 0f Technology
bty Park, limerick, V54 ECST, Inebad

Sean Donal 0 Shea £ 4353 61- 293000
: : | 4353 1 293001
15 Q!M,Gbm & informationitie

Limerick O OTB 0 @

26 March 2019
Re: Application for Research Ethical Approval

Dear Sean Donal,

| wish to inform you that your application for research ethical approval was reviewed at a
recent meeting of LIT's Research Ethics Committee.

The Research Ethics Committee made the following recommendation in relation to your
application: Application approved without modification/amendment

The initial stage questions are approved only.

Please note the following:

This grounded theary approach will allow new guestions to be generated. Such questions will
need to be submitted at a later stage for the committee to review.

Yours sincerely,

Dr Lisa Rourke cott
Chair of the Research Ethics Committee

(ol Jennifer Stritch, Principal Supervisar
Carmel McKenna, Co- Supervisor
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Phase 2 - Ethical Approval Application

".} LIT

p—— LIMERICK INSTITUTE
e OF TECHNOLOGY

Munster

Applicant’s Name:

Sean Donal O Shea

11

Preliminary Ethical Approval Reference Number:

1.2

School/Faculty: Faculty | Department: Applied Social Sciences

of Business and

Humanities

1.3

Research Centre or Group:

Loss and Grief

14

Principal
Supervisor:
Jennifer Moran

Stritch

Co Supervisor:

Carmel McKenna

1.5

Award M.A. M.Bus. M.Eng.

Sought:

M.Sc.

Ph.D.
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Munster
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p——e LIMERICK INSTITUTE
o b OF TECHNOLOGY

1.6

Title of Proposed Research

Some Dance to Remember: Exploring the psychosocial effects of the
introduction of an adaptive Irish Céili Dance group activity with people

living with dementia and their carers.
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Questions for participants living with dementia

Can you tell me if you danced when you were younger?
If so was there a specific dance or tune that you liked?
Who would you dance with when you were younger?

What other activities did you take part in when you were younger? Can you

please tell me more about them?

Can you tell me about some of your memories while you were dancing or taking

part in other activities? E.g. meeting with friends etc.

Can you tell me about the Irish Céili dance activity that you take part in here?
Do you take part in other activities here?

If you like to dance, what is it that you enjoy the most about it?

Is there anything that you would like to mention that I have not included?
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Questions for care staff

In your opinion, why do you feel each individual participates/ does not participate

in this adaptive Irish Céili dance activity?

What changes in behaviour/mood have you noticed after an individual

participates in the adaptive Irish Céili dance activity in the centre?

Do you think that this adaptive Irish Céili dance activity is/is not benefitting the

participants? Why so?

What are the risks or challenges to the individuals participating in this research

that have arisen since the activity commenced? Please expand.

What are the benefits for the participants living with dementia and the care staff

in continuing with this dance activity?

Do you have any further comments to add?
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Approval from Research Ethics Committee- Phase 2

OF TECHNOLOGY

INSTITUID TEIC $EQLAIDCUTA
LUIMNIGH
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Limerick Institube Of Technology
Wapiaatart, Limesich, W84 D03, beland

Zean Danal 0 Shea 44383 - 41 - 283000
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Clarina
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04 December 2019
Re: Application for Research Ethical Approval

Dear Sean Donal,

| wish to inform you that your re-submitted application for research ethical approval was
reviewed at a recent meeting of LIT's Research Ethics Committee.

The Research Ethics Committee made the following recommendation in relation to your
application:

Application approved without modification

The Research Ethics Committee were impressed with your application and look forward to
reading your research.

Yours sincerely,

C.C Jennifer Stritch, Principal Supervisor
Carmel McKenna, Co- Supervisor
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".) LIT

Loes and Grit LIMERICK INSTITUTE
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Final Phase Ethical Application

1. | Applicant’s Name:

Sean Donal O Shea

1.1 |Preliminary Ethical Approval Reference Number:

1.2 |School/Faculty: Faculty | Department: Applied Social Sciences
of Business  and

Humanities

1.3 |Research Centre or Group:

Loss and Grief

1.4 | Principal
Supervisor:
Jennifer Moran

Stritch

Co Supervisor:

Carmel McKenna

1.5|Award M.A. M.Bus. M.Eng. M.Sc. Ph.D.
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Sought:

O (| O (|

1.6 | Title of Proposed Research

Some Dance to Remember: Exploring the psychosocial effects of the
introduction of an adaptive Irish Céili Dance group activity with people

living with dementia and their carers
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Questions for Participants Living with Dementia

Can you tell me if you danced when you were younger?
If so was there a specific dance or tune that you liked?
Who would you dance with when you were younger?

What other activities did you take part in when you were younger? Can you

please tell me more about them?

Can you tell me about some of your memories while you were dancing or taking

part in other activities? E.g. meeting with friends etc.
Can you tell me about the Irish Céili dance activity that you take part in here?
Can you give me your overall opinion on this adaptive Irish C¢ili Dance activity?

What do you like/dislike most about it? Please expand

What changes (if any) would you suggest that could be made to this adaptive Irish

C¢éili Dance activity?
Would you like to continue with this dance activity? Why?

Is there anything that you would like to mention that I have not included?
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Questions for Care Staff

In your opinion, why do you feel each individual participated/ did not

participate in this adaptive Irish Céili dance activity?

What changes in behaviour/mood have you noticed after an
individual participates in the adaptive Irish Céili dance activity in the

centre?

Do you think that this adaptive Irish C¢ili dance activity is/is not benefitting the

participants? Why so?

What are the risks or challenges to the individuals participating in this research

that have arisen since the activity commenced? Please expand.

What are the benefits for the participants living with dementia and the care staff

in continuing with this dance activity?

Can you give me your overall opinion on this adaptive Irish Céili Dance

activity?

What did you like/dislike about the dance activity?

What changes (if any) would you suggest that could be made to this adaptive

Irish Céili Dance activity?

Do you think that the centre will continue with this dance activity?
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Are there any possible barriers you can think of that would prevent this activity

from continuing here?

Do you have any further comments to add?
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Approval from Research Ethics Committee- Final Phase

LIMERICK INSTITUTE
OF TECHNOLOGY

INSTITOID TEICNEQLAIOCHTA
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Limerick Institute 0fTerhnakogy
Teainly Park, Lirmerick, V84 ECST, Ireland

Sean Donal O Shea

; . £ 4353 01 203000
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27 January 2020

Re: Application for Research Ethical Approval

Dear Sean Donal,

| wish to inform you that your re-submitted application for research ethical approval was
reviewed at a recent meeting of LIT's Research Ethics Committee.

The Research Ethics Committee made the following recommendation in relation to your
application:

Application approved without modification

Yours sincerely,

Dr. Rita 8cully
Vice Chair of the Research Ethics Committee

c.c.  Jennifer Stritch, Principal Supervisor
Carmel McKenna, Co- Superviser
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Recruitment sheet

My name is Sean Donal O Shea and I am completing a Masters by Research in
Limerick Institute of Technology. I am writing to ask you if you would be willing
to participate in my research. I am conducting research where I will be Exploring
the psychosocial effects of the introduction of an adaptive Irish Céili Dance

group activity with people living with dementia.

Interview

I will ask participants (both people living with dementia and care staff) a range of
questions about their experience of coming to the centre as well as their experience
of dance. These questions will be semi-structured and will enable the conversation
to flow. The interview will take approximately 10 minutes and I will be recording
(voice only) these interviews. It is up to the individual to decide which questions
that they want to answer and I will respect any decision completely. Participation
in this research is entirely up to the individual and they may withdraw at any time,

up to 1 month after the final activity has finished.

Activity

This research will also include the introduction of an adaptive Irish Céili Dance
group activity with people living with dementia and Care Staff. It is proposed that

this activity will last approximately 6 weeks, with one session per week.
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Confidentiality

As these interviews are very personal, I will protect the individual’s identity
throughout the research. If the individual agrees to participate in this research, there
will be no incentives or benefits compelling them to do so. However if they do wish
to participate in this research, it will help me to explore the psychosocial effects of
the introduction of an adaptive Irish Céili Dance group activity with people living

with dementia.

If you have any questions about the research, please do not hesitate to contact me

and I will answer your queries as soon as possible.

Yours sincerely

Sean Donal O Shea

Email: SeanDonal.OShea@lit.ie Tel: 087 7720921

Wlunster
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Information sheet for Participants Living with Dementia and Family/carer

Information sheet for participants living with dementia and family/carer

Thank you for your interest in my research. This form will give you a brief

description of the research and your rights if you wish to participate.
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The aim of the research is to explore the psychosocial effects of the
introduction of an adaptive Irish Céili Dance group activity with people

living with dementia.

This research will include a dance activity once a week in

I will conduct several brief interviews with you to explore your experiences of
dancing and its benefits/drawbacks for the participants with dementia.

The interview will take approximately 10 minutes and you can choose to answer or
not answer any of the questions.

The interview may be audio recorded so that I can transcribe and analyse them.
You can still take part in the research if you do not want to be recorded.

You do not have to participate in the research and you can withdraw at any stage of

the process up to 1 month after the activity has ended.

Your confidentiality and privacy is very important throughout the research and
your identity will be protected throughout.

If you wish to take part, please let me know and I will be in contact again with the
details regarding the interview and activity. I have also attached the details of my
supervisors and you may contact them with any queries regarding the research.
Thanking you sincerely, and I hope that you can take part in the

research.

Sean Donal O Shea,

SeanDonal.OShea@lit.ie

Tel: 087 7720921

My supervisor team for this research project are:
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Principal Supervisor

Jennifer Moran Stritch

Email: Jennifer.stritch@lit.ie

Tel: 061 293000

Carmel McKenna

Email: Munsterdanceactivity@gmail.com

Tel: +87 6410180

Munster

".} LIT

Loas and Grie LIMERICK INSTITUTE
. OF TECHNOLOGY

Information sheet for Care Staff

Thank you for your interest in my research. This form will give you
a brief description of the research and your rights if you wish to

participate.

The aim of the research is to explore the psychosocial effects of
the introduction of an adaptive Irish Céili Dance group activity

with people living with dementia.

* This research will include a dance activity once a week in
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* [ will conduct several brief interviews with you to explore your
experiences of dancing and its benefits/drawbacks for the
participants with dementia.

* The interviews will take approximately 10 minutes and you can
choose to answer or not answer any of the questions.

* The interview may be audio recorded so that I can transcribe and
analyse them. You can still take part in the research if you do not
want to be recorded.

* You do not have to participate in the research and you can
withdraw at any stage of the process up to 1 month after the activity
has ended. * Your confidentiality and privacy is very important
throughout the research and your identity will be protected

throughout.

If you wish to take part, please let me know and I will be in contact
again with the details regarding the interview and activity. I have also
attached the details of my supervisors and you may contact them with

any queries regarding the research.

Thanking you sincerely, and I hope that you can take part in the

research.

Sean Donal O Shea,

SeanDonal.OShea@lit.ie

Tel: 087 7720921

My supervisor team for this research project are:
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Principal Supervisor

Jennifer Moran Stritch

Email: Jennifer.stritch@lit.ie

Tel: 061 293000

Carmel McKenna

Email: Munsterdanceactivity@gmail.com

Tel: +87 6410180

Munster

".} LIT

Loss and Grief LIMERICK INSTITUTE 7
Research Group OF TECHNOLOGY fflcadbmy

Participant Living with Dementia and Family/carer Consent Form

* [ agree to take part in this research project which will include a
dance activity.
* [ am aware that this interview may be audio recorded and that I can

choose to answer or not to answer any of the questions.

* [ am aware that I can still take part in this research if I don’t want
the interviews to be recorded.

* [ agree to take part in several brief interviews around my experience

of the adaptive dance experiences in .elam
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aware that my identity will be protected throughout the research
process.

* [ am aware that I can withdraw from this process up to 1 month
after the final activity is completed and any time during the
research.

* This consent form has been clearly explained to me.

Signed:

Family/Primary Carer

signature: Witness signature:
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Care Staff Consent Form

I have read the information sheet and I agree to participate in this research study
which will explore the psychosocial effects of the introduction of an adaptive Irish

Cé¢ili Dance group activity with people living with dementia.

* [ understand that this research will include a dance activity.

* [ understand that participation involves taking part in several interviews and
that

I can choose to answer or not to answer any questions.

* [ agree to my interview being audio-recorded. I am aware that I can still

participate in the research if I do not want to be recorded.

* [ understand that all the information that I provide for this research will be

treated confidentially.

* [ am aware that I can withdraw from this process up to 1 month after the final
activity is completed and any time during the research.

* This consent form has been clearly explained to me.

Signed:

Witness signature:
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Interview 1- Questions for Participants Living with Dementia

Can you tell me if you danced when you were younger?

If so was there a specific dance or tune that you liked?

Who would you dance with when you were younger?

What other activities did you take part in when you were younger? Can you please

tell me more about them?

Can you tell me about some of your memories while you were dancing or taking

part in other activities? E.g. meeting with friends etc.

Describe some of the activities that you do here in

How long have you been coming to the centre?

Do you take part in the activities here?

If you like to dance, what is it that you enjoy the most about it?

Tell me what it was like after you received your diagnosis?

Has your diagnosis influenced your ability/willingness to dance?

Is there anything that you would like to mention that I have not included?
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Interview 1- Questions for Care Staff

In your opinion, why does each individual participate/ not participate in activities

organised in the centre?

Can you describe if you have noticed a change in behaviour/mood after an

individual participates in an activity in the centre?

Why you think that an adaptive Irish Céili dance activity would/would not benefit

the participants?

Do you believe that there will be any risks or challenges to the individuals

participating in this research? Please expand.

Do you have any further comments to add?

Munster
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Interview 2- Questions for Care Staff

In your opinion, why do you feel each individual participates/ does not participate

in this adaptive Irish Céili dance activity?

What changes in behaviour/mood have you noticed after an individual participates

in the adaptive Irish Céili dance activity in the centre?

Do you think that this adaptive Irish Céili dance activity is/is not benefitting the

participants? Why so?

What are the risks or challenges to the individuals participating in this research

that have arisen since the activity commenced? Please expand.

What are the benefits for the participants living with dementia and the care staff in

continuing with this dance activity?

Do you have any further comments to add?

Munster
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Final Interview Questions for Participants Living with Dementia

Can you tell me if you danced when you were younger?

If so was there a specific dance or tune that you liked?

Who would you dance with when you were younger?

What other activities did you take part in when you were younger? Can you please

tell me more about them?

Can you tell me about some of your memories while you were dancing or taking

part in other activities? E.g. meeting with friends etc.

Can you tell me about the Irish Céili dance activity that you take part in here?

Can you give me your overall opinion on this adaptive Irish Céili Dance activity?

What do you like/dislike most about it? Please expand

What changes (if any) would you suggest that could be made to this adaptive Irish

C¢ili Dance activity?

Would you like to continue with this dance activity? Why?

Is there anything that you would like to mention that I have not included?

Munster
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Final Interview Questions for Care Staff

In your opinion, why do you feel each individual participated/ did not participate

in this adaptive Irish Céili dance activity?

What changes in behaviour/mood have you noticed after an individual participates

in the adaptive Irish C¢ili dance activity in the centre?

Do you think that this adaptive Irish Céili dance activity is/is not benefitting the

participants? Why so?

What are the risks or challenges to the individuals participating in this research

that have arisen since the activity commenced? Please expand.

What are the benefits for the participants living with dementia and the care staff in

continuing with this dance activity?

Can you give me your overall opinion on this adaptive Irish Céili Dance activity?

What did you like/dislike about the dance activity?

What changes (if any) would you suggest that could be made to this adaptive Irish

Cé¢ili Dance activity?

Do you think that the centre will continue with this dance activity?

Are there any possible barriers you can think of that would prevent this activity

from continuing here?

Do you have any further comments to add?
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Letters of support
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The Alzheimer Society of Ireland,
Temple Road,

Blackrock, Co.

Dublin.

07/03/2019
To whom this may concern,

On behalf of The Alzheimer Society of Ireland, | can confirm that we are happy to
provide support in relation to the research study proposed by Sean Donal O’Shea,
‘Some Dance to remember: Exploring the psychological effects of the introduction of
an adaptive Irish Ceili Dance group activity with people living with dementia’. We
understand that this study will explore the psychosocial effects of the introduction of
an adaptive Irish Ceili Dance group activity with people living with dementia. We
welcome progress in furthering our understanding of this cohort, and the significant
benefits this activity and insight will bring in relation to supporting those living with
dementia and improving quality of life.

We feel that we can support the overall study by providing advice and guidance, and
also in relation to supporting recruitment of people with dementia to the study. ASI
is currently developing a national PPI panel of people with dementia and carers, who
are willing to actively participate in various aspects of the research process. This PPI
resource will be available for this proposed study. The ASI looks forward to
contributing our expertise and assistance to support this valuable research.

Yours sincerely,

Dr Bernadette Rock
—_ sk ) i
j_:j}’—ﬂ"‘- e I,J\-;vtb‘ é c—/l\f'

Research and Policy Manager.
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Munster

MUNSTER ACADEMY OF DANCE

15" March 2019

Support for LIT Master of Arts by
Research Project To whom it concerns

I wish to confirm that Munster Academy of Dance is fully supportive of the
following Master of Arts by Research project:

Project Title
Researcher
Some Dance to Remember: Exploring the psychosocial effects of the
Sean Donal introduction of an adapted Céili Dance group activity with people
O’Shea living with dementia and their carers

Munster Academy of Dance is registered with An Comhdhail na Muinteoiri le
Rinci Gaelacha (Congress of Irish Dance Teachers), an association of
professional Irish Dance teachers, adjudicators and examiners. Organised in a
network of branches throughout the world, the primary purpose of An
Chombhdhaiil is to foster, encourage and promote the art and practice of Irish
dancing across all boundaries including, but not limited to, age, ability, and
gender.

As a member of An Chomhdhiil, Munster Academy of Dance is fully
committed to the principles enshrined in Sport Ireland’s Lifelong Involvement
in Sport and Physical Activity (LISPA). In this regard, Munster Academy of
Dance has developed an adapted Céili Dance programme for those who may
face mobility, agility and/or fragility challenges. With the support of Limerick
Sports Partnership, this adapted programme has already been trialled with four
disparate groups of participants aged over 55. “Some Dance to Remember”
seeks to extend this programme, and provide evidence-based support for the
benefits of introducing a similar, yet distinct, programme for people living with
dementia and their carers.

As external collaborator on this project, Munster Academy of Dance will
provide professional, fully qualified, and Garda-vetted Ceili dance teacher(s),
on a probono basis, to advise and guide the postgraduate researcher in the
teaching of the programme for the duration of the research project.

I trust the above is in order however should you have any queries please do not
hesitate to contact me.

Yours sincerely

Cod bl
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Carmel McKenna
MA MBS TCRG Chartered MCI
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