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ABSTRACT

All known cultures experience music and the healing properties have been acknowledged for
over 30,000 years. Research has indicated that music participation has the potential to
support a range of welleing benefits, for example among older adults, pewith dementia

and people experiencing mentalhialth. Despite encouraging anecdotal reports, however,
adults with learning disabilities have typically been ung@resented in welbeing research

and there is very little literature examining musaetgipation within this community. Those
studies that do exist have tended to focus on separate componentsh#imglwhich has

presented an incomplete picture.

This multiplemethods research investigated how music participation can support the wel
being of adults with | earning disabilities,
syndrome. The research was conducted via three studies: (1) an ethnographic case study of
four students attendinggular music sessions wi@e Music Man ProjedtK, (2) a survey

study exploring the prevalence of music usage within the UK Mencap network, and (3) a
within-subjects intervention study to investigate the impéet 10 weelprogrammeof

musiecmaking delivered and supported by the Music Man Project &Kwellbeing among

adults with Downds syndr ome.

The results indicate that active music participation can indeed enhance positibeingl|

and reduce negativewddle i ng f or adults with Downds syndr
wide ranging weklbeing benefits experienced by participants and their families, for whom
musicmaking was a regulamgoingactivity. Four overarching themes emerged: positive

emotions; educational development; meaning; and, accomplish®@trty 2 provided an



insight into low Mencap (the largest UK charity supporting people with learning disabilities)
used music as part of its programme and identified barriers that potentially inhibited music
making. Study 3 demonstrated improved viring scores following a 10 we@kervention
programme of musimaking with participants who had not participatedagular music
sessiongreviously. Implications from the research could inform accessible music
intervention strategies to support and enhancelveastig in this often marginiged group in
society. In so doing, this research contributes to providing equal opportunities te music
making and its associated wéking benefits to people with learning disabilities, comparable

to their nonlearning disabled counterparts.
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CHAPTER 1: INTRODUCTION

Wel-kbeing (WB) has become the new 6buzz wordb©o
workplace; educationanvironment; healthcarécal community; and more recently, within

specific target groups of the population. However, 88 concept (or a variation thereof) is
certainly not new and has been the concern of many philosophers since the time of Aristotle
writing abouwBt he aggoadbl yfedae of the most s
life and it can have a i@ influence resulting in either negative or positive life outcomes. It
concerns far more than-themoment happiness and it can be difficult to identify exactly

what it means on a dag-day level (Diener and Seligman, 2004). Academics have, and still

are, continuing to debate a workable definition of WB. In general terms, however, WB can

be understood as how a person feels about themselves; how they function personally and
socially; and, how they evaluate their lives as a whole (Ryan and Deci, 2l najority

of people would probably say they strive for WB and that it is an important aim in their life.

High levels of WB are linked with developing resiliency and the ability to cope with difficult
circumstances and the challenges of life. In maays WB can be equated to the very

meaning of human existence.

The quest for WB can help to create an optimal life experience, with the opportunity to lead a
fulfilling and happy life. It is not just the removal of negative influences, such as poverty

ill health, thatis beneficial. It is also the inclusion of positive factors which can lead to
personal enjoyment and satisfaction (Seligman and Csikszentmihalyi, 2000). WB is a
subjective concept based on the perceived health and life experieddbssmare unique to

each person and they can change over time, place and within each different situation.



Therefore WB has the dynamic capacity to be altered and indeed improved upon when
necessary. A variety of intervention opportunities for suppphiiB should ideally be
available to facilitate autonomy in making life choices, thus enabling people to take control

and responsibility for their own lives.

An effective method to enhance WB in an accessible and readily available format is
advantageous faverybody in need of some level of support. The importance of WB has
now been acknowledged by psychologists, medical professionals and healthcare workers and
additionally, many Governments are seeking eeffective plandor its longterm
managementAn appropriate way in which to maintain WB levels is desirable not only for
the individual but also for the collective functioning of society. The financial and social
implications of poor levels of WB have the potential to be significantly damaging,
paricularly for the health service. Therefore, it is not surprising that researchers have
recently shown an increased interest in an understanding of what actually contributes to
providing good levels of WBfor example, Dolan, Peasgood and White, 200@&spite a
growing numbebpf studies emerginghére are groups in the population that have been
largely absent in the research literature resulting in an incompleteeicthe learning
disabled (LD)community is one such group that has been omitted fnemetsearch field and

this community will be the focus of this thesis.

Historically adults with LD$have been undeepresented in the academic literature,
particularly regarding the complex concept of WB and its effective support and management.
The majaoity of research to date has tended to focus on children or adolescents and within

developmental, educational (such as the work of Down Syndrome Education Intethationa



medical areas of interest. However, once outsfdee supportive educational ereanment

and living within the community, adults with LDs often experience a significant regression in

their life skills. This potentially results in declining levels of WB, with fewer participatory
opportunities and no further educational input readibilable. This is an ongoing area of

concern that requires further research into likely support strategies. The varied life

challenges surrounding LDs has made research in this population complex and plagued with
problems at every level. A combinatiohtbese difficulties and the subjective nature of WB

has resulted in very few studies being undertaken. A focus on one single LD will help to
eliminate a degree of this uncertainty, thus

syndrome (DS) as a taggroup.

Turning towards enhancing WB, the arts (in particular music) has recently been at the centre
of many studies and this has provided encouraging results. There is a burgeoning raft of
evidence in support of the use of music as an interventiategir for supporting WB in

many differem groups of the populatioffor example, a systematic review carried out by
Daykin, 2017 so this would appear to be an intervention strategy worthy of further
exploration for the LD population. An encouraging fdation has been laid in the world of
music therapy and L&) which further supports the likely successful outcome related to music
participation strategies. There are some individuals, however, for which music therapy has
proved ineffective or is inaccebg for a variety of reasons, for example, financial

restrictions or geographical location. This leads onto identifying other yrelated

interventions which could potentially offer support for managing and enhancing WB in these
specific LD groups. Pgxbe with DS are one of the groups that have not always responded
particularly successfully to music therapy, despite anecdotal evidence suggesting an
enjoyment of music participation in a variety of forms (Music Man Project, 2016).
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Therefore, this resedravill explore the potential benefits of participating in musical
activities on the WB of adults with DS. It is essential to provide equal access opportunities to
musiecmaking and its associated WB benefits to people with DS, comparable to th®non

comnunity.

1.1 RESEARCH QUESTION(S)

In consideration of the introduction presented above, the following research questions are

addressed throughout the project:

Overarching research question:

1) What is the effect of active music participation onvbeglinga mong adul t s wi t h

syndrome?

This overarching research question can be furthedsuatled into the following individual

guestions:

2) What is the most appropriate method for assessingb&ely among adults witbh o wn 6 s

syndrome? (See research &i

3) What counts as effective active music par:

(See researchims(ii), (iv), (v) and (\))

4) To what extent does the PERMA model fit the emerging data from the participaees? (

research ainii ))



1.2RESEARCH AIMS

The individual research questions are explored through the following specific research aims

linked to individual studies (Pilot study, Study 1, Study 2 and Study 3)

(i) To scrutinise potential tools to measure WB among adults with LDgymestog a lack of

validated measures for this target group (see Chaptectdoisd.51, Pilot study).

(if) To obtain an irdepth understanding of what taking part in regular active music sessions
means for four adults with DS, and their familissdChapter 4, Section 42 Study 1

Chapter %.

(iif) To explore how well the PERMA model fits the data from the participants (see Chapter

4, Section 4.5.2, Study Chapter %.

(iv) To investigate the prevalence of music participation as an activitywtitiMencap
organisation and to provide an insight into their view of masaking on WB for their adult

membersgee Chapter 4, Section 85Study 2 Chapter .

(v) To investigate the impact ofameoff music intervention oVB among adults with DS

(see Chapter 4, Section 4.5.4, StudZBapter J.

(vi) To investigate the impact of a 10 week programme of maaking on the WB of adults

with DS (see Chapter 4, Section #45Study 3 Chapter 7.

1.3BRIEF OUTLINE OF THESIS STRUCTURE

The thesidegins with introducing the concept of WB, followed by a literature review of WB
and the art¢Chapter 2) before moving onto a review of the literature concerning WB, arts

(in particular music) and LDs (with a focus on;Bhapter 3. Methodology and mbbds



are then presented, with attention given to LDs and ethical consider@ioaster 4) Three

mainstudies are undertaken utilisiagnultiplemethods strategy:

1) Study 1(Chapter 5)To obtain an irdepth understanding of what taking part in regular

active music sessions means for four adults witrab&theirfamilies.

2) Study 2(Chapter 6) To investigate the prevalence of music participation as an activity,
within Mencap groups. His will help to establish the view of this national organisation on

the benefit of music on WB among their adult members.

3) Study 3(Chapter 7)To investigate the impact bbth individual sessions ardl0 week

programme of musimaking on the WB of adts with DS.

The final chapte(Chapter 8)pffers discussions and conclusions including strengths and

limitations of the project, practical applications and contributions to knowledge.



CHAPTER 2: WELL -BEING AND THE ARTS

Chapter dntroduces the concepts adefining and enhancing/B. Following this, WB and
the arts areliscussed including visual art, drama, dance araly music. The chapter

concludes with a discussion on the impact of musiaking on WB.

2.1 DEFINING WELL -BEING

2.1.1Introduction to well -being

Throughout istory happinessias been vieweds a defining motivation fdruman action and
purpose anthassubsequentlpeen explored in great depth by both péaphers and

psychologists As a result, the field of general psgtbgical health has recently attracted

much interest from researchers, particularly during the last three decades. This growth is also
representative of a larger societal trend concerning the value of the individual and the
importance of subjective views evaluating life. Two significant periods have been

idertified with regard to WBesearch: the 1960s witnessed an increased interest in
psychological growth and health, when the human potential movement swept throughout
America and, more recently, tham of the century saw considerable attention being given to
positive psychology and the resultiagsociated health and Wignefits (Seligman and

Csikszentmihalyi, 2000).

Throughout the 1960s interest in general and psychological health increasedesiad se
theories were suggested as to what makes people happy. Wilson (1967) presented a

general i sed ovrerrevliiaetwe se notfi tA vdtdowughdd/althbledata n e s s 6 .



were | imited at this time, he co,well uded t hat
educated, welpaid, extroverted, optimistic, worfyee, religious, married person with high

sefest eem, job morale, modest aspirations, of
(p. 294) . aditdinedawo dnain corelusiodd)vthat those with the most

advantages were the happiest; and (2) that theoretical progress in understanding happiness

had been extremely limited and progressed very little since the time of the Greek

philosophers. This review was highly influentiattae time it was produced and offered

several conclusions as to what characteristics or requisites were essential in order for an

i ndividual to experience 6dhappinessb. Sever

aspirations, have since been dissed (Diener, 1984; Ryan and Deci, 2001).

The 1980s saw a move towards focussing on theories that stressed psychological factors,
rather than relying heavily on objective factors such as Heafttyuably one of the most
important advancements at thimé was in the accurate measusent of happiness (or WB

as it was now referred to), which was central to gaining a scientific understanding of the
components of WB. According to Diener (1984), WB had three central components: (1) it
was subjective and el individual experienced life differenthyobjective conditions were
potentially influential but no longer viewed as inherent or necessary; (2) it now included
positive measures, rather than just the absence of negative factors; and (3) measures now
included a gl obal assessment of all areas i n a
that happiness may act as a buffer to stress and concluded that society is more likely to
flourish with happy individuals. The benefits of happiness and WB wereeumgnised as

important for the greater functioning of society as a whole, rather than just for the individual

11t should be noted that health can be identified as a subjective fagfoK S 02y OSLJG 2F Ww3I22RQ K
dramatically between individuals and the subsequent effect it has.
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concerned. With this recognition of the significance of positive aspects of life and the
contribution this makes to WB, the research focudesthibway fom negative factors alone,

and positive pychology became the new centre of interest.

Positive psychology 06is the study of the con
flourishing or optimal functioning of people, groups, and institwién ( Gabl e and Hali
2005, p. 104). The Positive Psychology Movement was an attempt to focus new research into

the previously neglected areas of what makes life worth living and what makes people
Ohappy6é. The idea of p osiiging canebe tpased wdy backdaog y 1 s
long before the work of Seligman a@dikszentmihalyi. For exampl@Ayistotle

(384-322BC) wrote on morality, virtue and a good life; the Utilitarians Jeremy Bentham
(17481832), and also John Stuart Mill (18068 7 3) , who argued for &t hi
the greatest number o f-19)0kaadois théory of WamESEK, thatm J a me
suggested happiness depends on choices that we are able to make; and the humanist Maslow
(19081 970), who used the term é6épositive psycho
P e r s o fAadnd, 20¥6).The Positive Psychology Movemenpidly gained momentum

following the end of the Second World War, which helped to recreate an interest in the

positive aspects of human nature (Compton, 2005).

In 1998 Martin Seligman was elected President of the American Psychological Association
(APA) ard during his term the main theme became positive psychology. Even though he was
not the first positive psychologist, he is generally viewed as the pioneer of contemporary
positive psychology (Compton, 2005). Today positive psychology has expanded imyto ma

different areas, such as sport and performance, and is linked with the optimal functioning and



WB of the individual and/or group in society. The broad concept of WB is now intrinsically
linked with positive psychology and this has influenced the d&finof WB, which has
subsequently received much discussion among researchers and psychologists and is the issue

to which we now turn.

2.1.2 Definition of wellbeing

As a result of several governments (including that of the UK) recognising the sigreficiin

WB, not only for the benefit of the individual but also for society as a whole, the past decade
has seen an explosion in the number of studies concerning WB. It is now acknowledged that,
for example, income alone is not an adequate measure thegs#we\WB of the individual.

The idea that wealth and economic growth are both significant indicators of progress and
subsequent WB is now considered out of date and inadequate (Diener and Seligman, 2004).
Many nations have become increasingly finangiphosperous throughout the last five

decades although research indicates that, for example in the United States, life satisfaction
has remained constant. According to Diener and Seligman (2004), there now exists

6di stressingly | abetveenecomemisindicatots arel wadd ii nogoéa g e s
(Diener and Seligman, 2004, p. 1). Even though an abundance of public services and
material goods are widely available in many developing countries, this does not reflect the

WB of the members of society. Tlpshenomenon i s described as t

(Easterbrook, 2003).

The concept of WB is complex and frequently used as a general term for how individuals
think and feel about their livgd®iener, Sutet al, 1999). The diversity in the vast array of

approaches in WB research has created blurred and sometimes overly generalised definitions.
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The tevwwmidowedl lhas frequently been used synon)
satisfacti on6d.andRyfqfuéad i(tly9 %) lIdefeiniti on of
three areas of psychological theory: (1) personal growth models, including those of Jung

(1933) and Maslow (1968); (2) |Hepan development perspectives, including Erikson

(1959); and, (3) positiveental health (Jahoda, 1958). In line with current research, WB can

be defined as 6a dynamic process that gives
through the interaction between their circumstances, activities, and psychologic e sour c e s

(Abdallahet al.,2009, p. 3).

The complexity of WB cannot be overlooked, however, and has made research in the field
probl emati c. According to Ryan and Deci (20
opti mal experi ence aadtbate about whatcampoments acfugdly 14 1)
combine to produce a Ohappy | ifed is ongoing
and theoretical level. Ryan and Deci (2001) investigated two perspectives of WB that relate

to two distinct philosophies. hRE first can be broadly labelled as hedonism and reflects the

idea that WB consists of the subjective experience of happiness or pleasure. The second
perspective acknowledges the understanding that WB consists of more than happiness alone.
This eudaimord perspective involves human potential, including optimal psychological

functioning and selfealisation. Previous research has tended to cengghmnthe hedonic

perspective, focussing more on positive affect and greater life satisfaction (Diener and Lucas,
1999),or on the eudaimonic perspective, focussing on psychological WB and a fully

functioning person (McGregor and Little, 1998; Ryan and De€iDRORyan and Deci

(2001), however, argued that WB is a multidimensional phenomenon and as a result studies

concerning WB should take both these perspectives into account.

11



|l ndeed, the World Health Organi zbeinginwmch ( WHO)
every individual realises his or her own potential, can cope with the normal stresses of life,

can work productively and fruitfully, and is able to make a contribution to her or his
communityo (WHO, 2014) . | n view identifies subjdctivlRy a n a
happiness and life satisfaction (hedonic perspective) as separate from positive psychological
functioning (eudaimonic perspective). Therefore the important issue here is the identification

of a means whereby individuals can skelonic and eudaimonic outcomes, which are not

detrimental to the rest of society.

One theoretical approach offered by Seligman helps our understanding of the components of

WB and thus offers an insight into the successful management of WB. Seligradip (20
claimed that three subjective facets combine
emotion; engagement; and meaning. Happiness could be achieved through one or more of

these facets. In 2011 Seligman revised his theory to include two additioatd:fpositive

relationships and accomplishment. -bélengdso r
rather than 6happinessd, to reflect the mult
devel opment . Accordi ng t etsdbtbdnurgrmaai@énsornew t h

more of these five areas: (1) Positive emotion; (2) Engagement; (3) Relationships; (4)
Meaning; (5) and, Accomplishment (abbreviated to the PERMA model). Seligman suggested
that these five factors are what individuals pufeue¢heir own sake. This theory goes some
way to reconciling the previously differing perspectives on theory and measurement of WB,

as it incorporates both hedonic and eudaimonic aspects (Seligman, 2011). This thesis will

12



adopt the PERMA model as a falation for the definition of WB This model is highly

regarded and has also been widely used in WB res@aratxample Ascenso, Perkins and
Williamon, 2018; Nebrida and Dullas, 2018\lthough it should be noted that the PERMA
model has not been witht its criticsi predominantly concerning an ovemphasis on

happiness and positivity, rather than looking at a more balanced perspective of a combination
of positive and negative factors (Friedman and Robbins, 2012). There is also no mention of
physica health as a factor, which Seligman argued was ultimately linked to the other
constructs rather thatanding in its own rightHowever, due to the highly complex nature

of human beings, a theoretical model of WB will always have challenges and linstatio

2.1.3 Enhancing weHlbeing

Having thus far introduced the development of WB research and outlined the definition to be
used in this thesis, this section considers how WB can be maintained or indeed, improved
upon. Researchers have developed a graatirstanding of the components of WB and

have thus tended to focus their efforts on the underlying processes rather than simply
describing associated objective or subjective characteristics. A detailed literature review
covering the majority of largeale research works carried out since 1990 (Dolan, Peasgood
and White, 2007) examined all the potential influences on WB. These were then categorised
into seven main areas: (1) income; (2) personal characteristics; (3) socially developed
characteristics;4) how we spend our time; (5) attitudes and beliefs towards others/self/life;

(6) relationships; and (7) the wider economic, social and political environment. The

2 Other models of WB are acknowledged, for example the Two Continua Moaeisbe Lifespan (Westerhof
and Keyes, 2010), however, the PERMA model was selected as it is the model of choice used by the British
Institute of Learning Disabilities and is particularly suitable for people with LDs.
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researchers concluded that the interaction of these categories is a significant factor in

determining WB.

Government interest in WB has not surprisingly increased substantially due to the direct
impact upon mental health outcomes and financial implications (Department of Health,

2011). Improved WB is associated with a range of better outcamaxlividuals from all
backgrounds and in all age groups. These include: improved physical health; longer life
expectancy; increased educational achievement; increased life skills; better employment rates
and productivity; higher levels of social intefiaa and participation; reduced risk behaviours
such as smoking and alcohol abuse; reduced risk of mental health problems and suicide; and,

reduced antsocial behaviour and criminality (Department of Health, 2011).

Recent strategies to improve WB havggested a variety of approaches. Government
acceptance of the importance of WB has led the UK National Health Service (NHS) to

suggest five essential steps to promote positive mental WB for the individual (NEF, 2008):

Connecfi connect with people aroury@u and spend time developing these relationships.

Be activei find an activity you enjoy and make it a regular part of your life.

Keep learning learning new skills provides a sense of achievement and a new confidence.
Givetoother§ wh et h e r leiotvd@uhteesing,sitiwan improve mental WB and lead to
new social networks.

Be mindfuli be more aware of the present moment, including your feelings, thoughts, your
body and the world around you. Mindfulness can positively change the way you feel about

life and how you approach new challenges.

14



NHS guidelines suggest that the actions an individual takes and their thought processes have
the most significant impact on WB. If an individual feels good about themselves and the

world around tkbm, they will beable to achieve their belge outcome

Alongside positive psychology, research has made some progress in understanding areas such
as engagement, flow and optimal deifctioning, which has increased our knowledge of

what constitutes WB (Seligman a@dikszentmihalyi, 2000; Howard, 2008). The use of
positive psychology interventions are often considered a useful complementary strategy in
mental health management and as a support for WB. These strategies aim to create positive
emotions and can be ity diverse, for example, socialising, practising optimistic thinking,
replaying positive experiences or writing letters of gratitude (Lyubomirsky and Sin, 2009;
Cohn and Fredrickso2010). Bolieret al.(2013) carried out a metmnalytical study of the
effectiveness of positive psychology interventions, covering forty articles and in excess of
6,000 participants consisting of the general public and individuals with more specific
psychosocial issues. Theesults showed that positive psychology interventions aimed at
increasing positive feelings, positive cognitions or positive behaviours can all be effective in
the enhancement of WB. Nonetheless, further research into accessible and cost effective
strakgies for the successful management of WB is desirable at both an individual and

national level.

The field of sport and its associated benefits for psychological health and WB has also
received considerable research interest (Penedo and Dahn, 2008;aBiddutrie, 2007;
Sherry, Schulenkornd Chalip, 2015; Taylat al, 2015). According to Taylaet al.

(20156 wel | being is the manifestation of the
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social impacts. There is evidence of a positiveticeiahip between sport participation and
welkbei ngd (p. 9). Governments throughout Eur
the potential benefits that sport can provide to physical and mental WB. For example,
research carriedut has indicated #ht the more time people spent practising sport, the better
their mental WB, particularly when engaging widmily or friends (Marlieret al, 2014;

Fujiwara, Kudrna and Dolan, 2014). Findings such as these have led many governments to
create policies sugesting recommended levels and intensity of physical exercise and thus
equating health with WB. If these guidelines are met the WB of the individual has the
potential to be enhanced. However, it remains unclear whether it is the health benefit or the
pleasure factor that produces the desired result (Downward and Dawson, 2015). Indeed,
some findings have suggested that it is the cultivating of positive emotions that optimises

health and WB, irrespective of the intervention strategy employed (Fredri@&a5a),

In sport, however, some individuals can experience difficulties or barriers to participation.
Physical disability, ageelated health limitations or even a lack of interest can be restrictive

for some people (Sallif000; Allisonet al.,2005)and it is thus advantageous to create a
variety of options when suggesting pathways for enhancing WB. To this end, the field of arts

and health has seen a burgeoning interest from researchers:

The practice of using the arts to promote healing and hagspis@s old as the arts
themselves. For early civilizations, aesthetic beauty in objects or surroundings and the
soothing rhythms of words, movement and music contributed to the balance and harmony
between bodily systems and environment which was beligvenaintain good health.

(Royal Societyfor Public Health, 2013, p. 4)
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The subjective nature of WB allows the individual the opportunity to seek their most
effective interventioni what is beneficial for one person may have little or no effect for
another. The arts is one area that has received a considerable amount oftesdemt @ith

regard to WB and ithe focus of the following section.

2.2WELL -BEING AND THE ARTS

Research discussed in Section Rak highlighted the importance of WB both for the benefit

of the individual and for the optimal functioning of society as a whole. The ability to

facilitate the enhancement or restoration of WB is an area of significant importance to health
professionalsparticularly those involved with mental health care. With the recognition of

the importance of positive psychology interventions for tmg WB, the arts have
receivedconsiderable ongoing interest from researchers, particularly with reference to how

the arts and public healtlarc benefit each other (Cameretinal, 2013; NoiceNoice and

Kramer, 2013). There is now a sizeable body of research suggdstirtige arts can improve

the health of people with mental or physical health issues, ofteneraferrt o as O Ar t s i

Heal t ho. A recent report by WHO Europe foun

The contribution of the arts to the promotion of good health and the prevention of a range
of mental and physical health conditions, as well as the treatment or enasagpf acute

and chronic conditions across the-deurse (WHO, 2019, online)

The WHOreportargued that the arts can be a cost effective answer that can utilise existing
resources. In addition, the arts can serve to support challenges for whecarthao current

healthcare solutions (WHO, 2019). In what follows, literature reporting on the impact of a
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range of creative arts (including music) on WB, is critically examined, before a gap in current

knowledge is identified.

2.2.1 Wellbeing andvisual art

A systematic review on the WB outcomes of engaging with visual art in adults with mental
health conditions has provided a useful insight into this issue (Tomleisdn2018).

Published studies from the last 10 years were reviewed. Thaaksees concluded that
engagement with the visual arts can reduce depression and anxiety; increaespsetf self
esteem and selforth; encourage involvement with society and support ways to improve
identity. Some negative aspects were identifiedhss feeling a pressure to create. Overall,
they concluded that there was some evidence but the field of research is weak with a lack of
resources and infrastructure gustainable practices.x&mples of research into visual arts

that have provided enaraging results are highlighted below.

Various studies have suggested that visual art can affect health, including physiological and
psychological aspects, and can lead to an enhasresdt of WB (Bolwerkt al, 2014).

Exposure to art in a healthcaetting has been shown to reduce symptoms of anxiety and
depression (Dayki, Byrneet al, 2008; Nandeet al, 2010). Furthermore, although research
into artmaking is limited and has tended to focus on professional artists, results have
suggested that amhaking for amateurs is beneficial for WB. Reynolds (2010) studied 32
older women (aged 6086 years) who took up art after retirement. Participants described
how their artmaking enriched their mental health through enjoyment of the sensuality of
texture and colour and how it presented them with exciting challenges and new ambitions. It

also provided highly valuable connections with a world outside of their home environment

18



and family. Reynolds suggested thatragking encouraged the women to givieation to

the beauty of the physical world around them; promoted relationships of equal status among
the group; and gave opportunities for validation.-rAgking gave the women an identity

which allowed them to resist the common stereotypes and exdussguently experienced

in later life. Further evidence suggests that visual art production has a different effect on the
brain compared to cognitive art evaluation and this was related to psychological resilience

(Bolwerket al.,2014).

2.2.2 Wellbeing and drama

Further evidence for adsased influences on WB can be found in studies relating to drama
and theatre within certain populations (Kemp, 2006; Wilson, 2012; Low, 2012; Dolling and
Day, 2013; Wimpenny and SavBaden, 2014). According to Wimpayand SavirBaden

(2014):

Theatre and performance provided opportunities for diverse marginalised members of a
community to connect and participate in a shared activity and transform their views of

themselves and others in ways that were beneficial fdtthand wellbeing (p. 47)

Kemp (2006) found that using communligsed drama initiatives improved the social and
emotional WB of young black men living in south London. Both-esteem and a sense of
agency were increased through creating an appiby for selfexpression, reflection and
selfunderstanding. The relationships that developed between the participants were based on
trust and reciprocity (Kemp, 2006). As a result of a drama workshop project facilitated in a
womenos pr i soorg Low (2012)@xplaredrh@nsfocussing around role models

and hopes for the future helped the women to manage their situation. Low proposed that
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through these moments, where an individual was acknowledged rather inaivakialised,

the individual hadlignity and achieved a level of recognition which was crucial to sustaining
their sense of WB (Low, 2012). The value of drésed approaches in encouraging and
promoting WB is demonstrated, highlighting the need for further resources to be employed in

this field of research.

2.2.3 Wellbeing and dance

A recent systematic review including the impact of dance interventions on the WB of young
adults, dated between 2006 and 2016, concluded that the amount and quality of research was
low (Mansfieldet al.,2018). The authors suggested that dance may serve to enhance WB in
this group but evidence was limited and better designed studies were needed. The majority of
studies were small scale and limited in design. Despite these findings, there has been some
research into the impact of the benefits of dance within different groups which has provided
interesting results on the potential impact of this expressive art fourcigt al, 2010; da

Costa, 2012). For exampla dance project delivered a sieek ppgramme and examined

factors including frequency of participation and quality of life on commtlraged adults

over the age of 50 years. Although initial statistical analysis did not highlight any significant
difference regarding participation in the gramme and quality of life, focus group data

indicated that the participants had enjoyed the programme and subsequently experienced
perceived enhanced physical ability; improved emotional and psychological WB; and,
increased activity pari ci pat i etal, 2016)0 Mwaedt &.(2010) argued that

dancing has potential positive benefits on WB in several respects, particularly with reference
to emotional, physical, s@ and spiritual dimensiondVhat is evident from the artsased

research to datie that participation in the arts has a significant impact on the WB of
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individuals from a wide variety of social situations, cultural backgrounds and age/gender
groups (Daykiretal, 2008; Reynolds, 2010; &el@@ls). 2006 ;
Music, in particular, has received growing attention, and is #egige art form on which we

now focus.

2.2.4 Wellbeing and music

The healing aspects of music having been recognised for over 30,000 years, for example, in

the Shamanic culture musaiows access to the spirit world which facilitates the healing

process (Moreno, 1995). However, it is a relatively new and tnedearched factor

regarding its impact on WB. Dating back to the start of the twentieth century, Eva Vescelius
founded the Idtional Therpeutic Society in New York anstateddvhen the therapeutic

value of music is understood and appreciated, it will be considered as necessary in the
treatment of disease as air, water and food?d
world wars, community musicians visited hospitals to play for the thousands of injured and
traumatised veterans. Both the physical and emotional responses of the patients led the

medical world to start exploring the beneficial healing effects of music (Aarehtusic

Therapy Association, 2015).

Ansdel | (2015) , a music therapist with over

help individuals in a host of different ways:

- Music can help us because we are all musical.
- Musical experience is something done with others, not something that happens
privately.

- Our musical experiences help us explore, create and enhance our lives.

21



- Music helps by addressing our basic human néddsrecognition as persons,
identity, relatioxship, community, transcendence. There is a musical core to these

basic needqAnsdell, 2015, p. 295)

Ansdel | (2015) suggested that music is Obein
as a natural part of health prevention and promotionJjicbrésolution, and social

devel opment workoé (Ansdell, 2015, p. 18) .

Indeed, music therapy is known to address many issues including emotional WB, physical
health, social functioning, communication abilities and cognitive skillshrough musical
interactions(Solli, Rolvsjord and Brg, 2013; Hanser, 2014; Teeital, 2014) but this is

beyond the remit of this thesis. Music therapy and music education are two different forms

of intervention and this distinction requires clarification. Music edoicatoncerns the

teaching and learning of music aaanusic teacher is an education professitratlteaches

music. In comparison, music therapy is a therapeutic relationship between a client and a
music therapist that focusses upon a specific goal.ugiartherapist is a health professional

who often works as part of a team including physiotherapists, speech therapists,
paediatricians, specialist consultants, social workers etc. Music therapy tends to be delivered
in a clinical setting, such as hosjtaspecial schools, hospices or care homes, whereas music
education can take place just about anywhere. There can be barriers to music therapy and its
effectiveness for some individuals, for example, financial cost, geographical availability, age,
effeci veness for an individual , an dhisahesisisndi vi d
concerned with music education and active participation in ramsiking. Music education

and active musimaking are a viable potential alternative to music thefapghose

individuals for whom music therapy has prowedppropriate or ineffective.
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A systematic review of WB outcomes for music and singing in adults was undertaken to
investigate the role of music is supporting WB (Dayhkitansfieldet al.,2017). The authors
sought to identify robust evidence to underpin policy and practice. Music listening and group
singing were the two most commonly seen activities, with very few studies addressing WB in
marginalised groups within the community. They conclutietl although there was robust
evidence for positive effects of music and singing on WB in adults, there was a need for
research within sulgroups who were at a greater risk of low levels of WB, and the processes
by which WB may or may not be actiezl. A ecent metaethnography (Perkinat al.,2020)
highlighted the fact that there is very little research that has scrutinized the processes by
which music has an effect on WB. The authors concluded that people benefit from
participating in musical activitidsy engaging with specific and multiple processes that meet
their individual needs and circumstancd#e following studies reported are by no means
intended to be a comprehensive list of available literature, but instead seek to provide

examples of releant music and WB studies within the various mueilated categories.

2.2.4.1 Weltbeing and music listening

Evidence suggests that listening to music has the power to affect mood, lower levels of
depression and pai n andStratmmand Zalanovwsld, 1990 t h e
Hanser and Thompson, 1994; Siedliecki and Good, 2006). Music has been used to induce
moods in an experimental setting and research has demonstrated that listening to certain
styles of music can evoke strong moods and thecaged physiological responses, such as
lowered heart rate and reduced levels of the str@saone cortisol (Etzedt al, 2006).

Fancourt and Williamon (2016) examined the impact of attending a public, live concert and

the subsequent effect on stressrhones. They found significant changes in the cortisol,
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cortisone and progesterone levels indicating a lowering of stress levels. This was the first
evidence to suggest attending a cultural event can have an impact on endocrine activity in this

way.

A raft of research has also explored the impacts of listening to music in older adulthood.
Laukka (2007), for example, assessed the uses of music in everyday life among community
living older adults (aged 605 years) in Sweden. He investigated the assongbetween
listening to music and WB, for example, affective WB, life satisfaction and eudaimonic WB.
Although personality and health status were the two most important predictors of WB, some
listening strategies were also significantly associated pgifichological WB. These

listening strategies included the experience of positive emotions, pleasure and relaxation.
The results also indicated that mood regulation, enjoyment, and identity and agency were
consistently positively associated with WB. $heesults provide further evidence to support
the concept that music is beneficial to WB and give a useful insight into possible
relationships between WB and musical activities. According to Edmonds (2009),
neurological studies of the brain and musicehendicated that we are prewired to understand
and respond emotionally to music. Babiey@sng as five months old reacthappy songs

and physiological states induced through music are known to intensify as we mature. The
exploration of any longer ten benefits within the real world is still in its infancy (Vastfjall,
Juslin and Hartig, 2012, cited in McDonald, Kreutz and Mitchell, 2012) and there is a need

for further research in the field.
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2.2.4.2 Wellbeing and singing

Music has not historically been pursued for purely health reasons alone. Nevertheless, as
seen in multiple studies (Siedliecki and Good, 2006; Stratton and Zalanowski, 1991; Hanser
and Thompson, 1994; Etzet al.,2006; Warran, Fancourt and Wiseman, 20i8an have

positive beneficial effects on physical and mental health, thus creating an enhanced sense of
WB. This is particularly the case for amateurs who seek music for pleasure and who are not
under the constant scrutiny of judgement as in perfotesgror with the added pressure of
having to earn a living. Several studies have suggested that singing, particularly with others
in a choir, has positive effects on physical, mental and social WB (Bailey and Davidson,
2005; Clift and Hancox, 2010). Reseh has indicated that singing (solo and choral) creates

a positive physiological response (Beet al, 1999) resulting in less tension and improved
mood (Valentine and Evans, 2001). Choir singing has been found to positively influence
emotional affecsignificantly more than passively listening t@ ttame choral music (Kreutz

et al, 2004).

In 2009 a trial singing programme known as the Singing for Health network was established
and has since involved over 100 individuals with a history of poor mieeddth. Findings

have suggested that regular community singing promotes WB and helps individuals to
develop strategies for dealing with depression and isolation (Arts, Health and Wellbeing,
2009). This type of group musical activity is an inherentlyad@ct, which allows people to
engage with others and therefore reduces fegtihgsolation often associated with

depression, alongside other factors that may negatively influence WB. Group participation
and commitment are encouraged, which subsequergates a sense of belonging and a

greater sense of identity. According to
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has been identified as one of t he most cons.i

happi nes st@al,1092,0.618k r

In fact, there is a growing body of research linking group singing with enhanced levels of

WB (Skingley, Martin and Clift, 2016; Stewart and Lonsdale, 2016). Kreutz (2014) studied

the psychebiological effects of amateur choral singing withimied group of novice and

experienced singers. Kreutz suggested that singing enhances psychological WB along with
inducing a socidiological bonding response. Singers, even without any formal training, can
experience O0fl owd ( @hagpmess) @upng group singirgd Evidencep er ¢ e
also supports the effect of singing itself, particularly in a low stress performance situation.
Fancourt, Aufegger and Williamon (2015) found that professional singers showed a

significant decrease in both asdl and cortisone levels within a low stress condition,

indicating the actual act of singing is stress reducing.

There are a wide variety of specific groups that have reported benefits from singing. For
example, recent evidence has emerged concerrenigiftact of singing among cancer

patients and carers on mental healhd WB. Fancourt, Williamoet al.(2016) found that

singing was associated with significant reductions in negative affect and increases in positive
affect, including cytokine respons€ancourt Williamon et al.argued that singing improved
mood and modulated certain aspects of the immune system for these patients and carers,
although further research is required to establish the effects on more specific groups, and

whether more longiidinal interventions could provide longeisting benefits.
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2.2.4.3 Wellbeing and musiecnaking

There is also some evidence to suggest that playing musical instruments can improve certain
aspects of physitaVvB. For example, teenagestrumentalvind players exhibited fewer
asthmatic and bronchmonstrictive symptoms than navind players (Lucia, 1994).

However, there has been very little reported concerning overall WB and instrumental playing.
If found to be beneficial, this could provide anothéemative norinvasive method of

allowing individuals to take control of their own lives and achieve a sense of empowerment.
Empowerment can create enhanced levels of WB through improvementseastselin;

personal satisfaction; and, achievement lewdMsddhll et al, 2010; WHO, 2014).

One area that has received some research into active-makicg and WB is among the
oldergeneration. Creecaftal.( 2013) i nvestigated the role of
lives. They focussed on how participation in making music might enhance social, emotional

and cognitive WB. Results identified three relevant factors: (1) Purpose (having a positive
outlook), (2) Autonomy and control; (3) an8ocial affirmation (positive social relationships,
competence and a sense of recognised accomplishment). A comparison of those involved in
musiecmaking activities with those participating in other activities showedtestcal

significance in all three factors for the music group. Creget. (2013)acknowledged that

the mechanisms through which music is able to achieve these results are difficult to isolate

and identify, however they suggest the following factoey be involved:

- Music can provide a sense of purpose through progression in music and creative

expression.
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- Control and autonomy may be enhanced through the holistic nature of musical
engagement.

- New musical challenges involve physical and cognitiveiegion.

- Social affirmation may be supported through social interactions; giving and obtaining
support from peers; a sense of status through performance; giving to the community

and receiving positive feedback.

Perkins and Williamon (2014) explored tluerthat learning a musical instrument can play

in serving to enhance levels of WB in older adulthood and suggested that learning to make
music has significant implications for health. Perkins and Williamon concluded that learning
music serves to enhanbeth hedonic and eudaimonic perspectives of WB, through six
mechanisms: (1) subjective experiences of pleasure; (2) enhanced social interactions; (3)
musicallynuanced engagement in dayday life; (4) fulfilment of musical ambition; (5)

ability to make nasic; (6) and, sel§atisfaction through musical progress. Additionally,

making music served to enhance some health promoting behaviours, further highlighting the

potential impact that musimaking can have within the older community.

There is an increayy pool of evidence to support the notion that active mengiking within

other groups of the general population is beneficial to WB. Studies to date have produced
encouraging results, for exaakngrdtad.(261®)ong oat r
deweloped the DRUMBEAT (Discovering Relationship Using Music, Beliefs, Emotions,
Attitudes and Thoughts) programme, which use
a form of musical expression. The adolescents were alienated from the school system and

were at risk of becoming alienated from society. Themes relating to healthy relationships
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with others were incorporated and discussed at the sessions. Pre antepasttion data

were collected with regard to s@&$teem, school attendance, antiddmgdnaviour, and levels

of cooperation and collaboration. The young students who participated in the DRUMBEAT
programme increased their scores across a broad range of social indicators, which resulted in
an increased interaction within the school comnyuniaulkneret al.concluded that a

combination of musical expression with basic cognitive behavioural therapy can result in
improved social learning outcomes including emotional control, improved relationships and

increased selésteeni all important catributors to a positive WB experience.

Further recent research has found evidence to suggest that group drumming can help
modulate the cytokine response in mental health service (Famcourt, Perkinst al,

2016). Individuals with mild/moderataental health issues took part in weekly group
drumming sesions over 6 and Meek periods. Significant improvements were found for
depression, WB and social resilience across the entire intervention. After a single session,
stress and tiredness levalere rated as significantly lower and happiness, relaxation and
energy levels increased. The concentrations of four cytokines were significantly lower after
the programme, demonstrating a reduction in themftammatory response. This study was
the first of its kind to identify that group drumming for mental health service users can create
a reduction in cortisol levels and immune enhancement over both individual sessions and the
6 and 10 week programmes. This type of musical engagement can thusrieelpce
inflammation, which is frequently associated with depression and mood disorders, and thus
enhance WB. The researchers suggested other4mastc psychosocial interventions be

explored in future research.
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Furthermore, group drumming sessionsehagen shown to promote WB among different
sections of th@opulation including: within @sychiatric hospital setting, where positive

mood changes were identified (Tague, 2012); among social workers, who experienced lower
levels of stress and increaseddls of energy and empowerment (Maschi, MacMillan and
Viola, 2013); in young female commercial sex workers in Mumbai, where positive and
progressive changes were identified as part of the rehabilitation process (Venkit, Godse and
Godse, 2013); and finallgmong university students in USA (Mungas and Silverman, 2014).
Studies concerning other instrumental activities are less in number but nevertheless, the
results @ encouraging. Seinfelt al.(2013) found that playing piano and learning to read

musiccan be a beneficial activity for older adults to help cognitive reserve and improve WB.

2.3 CONCLUSION

In conclusion, the significant effect of masn WB is evident from varioustudies

investigating specifitarget groups of the population, particularly the elderly (Cret¢eth,

2013; Seinfelceet al.,2013; Perkins and Williamon, 2014) and the young (Faulknhat.,

2012; Mungas and Silverman, 2014). Research can also be found concerning sufferers of
depession and other mental health issues (Siedliecki and Good, 2006; Stratton and
Zalanowski, 1991; Hanser and Thompson, 1994; Kreuét.,2004; Etzekt al.,2006).

Music has been shown to be an important resource for achieving psychological, cogditive an
social goals irparticular groups such a@ementia sufferers (Raglet al, 2014); for reducing
anxiety symptomg anxiousadults, for examplen female alcoholics (Gardstrom and
Diestelkamp, 2013) and in supporting the WBebple suffering from liféimiting ilinesses,

such agancer patients (Fancouwilliamon et al.,2016).
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Although manyindividuals have been shown to benefit from various musical interventions,

there are some important gaps within the literature. One group that is curreteky u

represented in this field of research is individweith LDs. According to Sheehy and Nind
(2005), for people with a LD there has been
status; deficibased services; a lack of voiceand mmuni cati on barrierso
the application of music therapy is fairly well recognised among this population, the use of

music education and active musiaking is largely absent, particularly with reface to

WB. Chapter degirsbyintoduci ng LDs, with a (DS befse on Dow
turning to consider how arts and music have, and can be, used to enhance WB among this

population.
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CHAPTER 3: WELL -BEING, LEARNING DISABILIITES (WITH A FOCUS ON

DOWNG6S SYNDROMBSIC AND

Chapter Zoves a briefhistory of LDs, including definitiorand prevalence. DiS then

discussed imore detail. L3 and WB areliscussed, before reporting maecifically on
DS and WB. The impact of music fgpeople with L3 isaddressed, before presenting a
review of the liteature. Finally, the focusirnsto WB, DS and musicspecifically, followed

with a statement of theverarchingesearch question.

3.1 INTRODUCTION TO LEARNING DISABILITIES

Research discussed in Chaféras focused on the arts, and in particular music, and the
effect this can have on WB. This has highlighted gaps in the literature with regard to certain
groups within the poputeon; the LDcommunity has largely been omitted frokB research

and this group is nowiscussed.

3.1.1 Brief historical background to learning disabilities

LDs have been extensively recorded in England since the mediaeval period, with support at
this time being praded not by the state but within thisucch community(Jarrett, 2012).
Researchers in the field of LD are now generally agreed that the historical background of

LDs can be split into the following six periods (Hallahan and Mercer, 2001):

European Foundation Period (c.1808R0)i publications dring this time focused on the

relationship between brain injury and behaviours, primarily language disorders.
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U.S. Foundation Period (c.192@60)i during this period, education rather than aetiology
became the focus of research.

Emergent Period (c.1961075)i researchers developed tools to identify and educate
students with LDs and organisations emerged to provide support.

Solidification Period (c.1973985)i this period saw the solidification of the definition and
laws regarding LDs.

Turbulent Periodc.19852000)i debates concerning definition and placement erupted and
the number of students identified with LDs doubled as a result.

Current Period (c.2@present) coming full circle andesearch focussed on biological

basis of LD again, alongsideainatic developments in education and intervention strategies.

Research has tended to drive these periods of development and this has led to far wider
opportunities today for people with a LD. However, it is essential to continue the path of
progress tomsure that these individuals can lead as rich and fulfilling a life as is possible.

One area of contention that has continued is the definition of what a LD is.

3.1.2 Definition and prevalence of learning disabilities in the UK

To date there appearshie no single definition or consensual agreement. Different countries

and organisations adopt different viewpoints which can lead to confusion ard over

generalisation. A current working definit.i

White Pape o6 Val uing Peopl ed:
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A LD includes the presence of:

A significantly reduced ability to understand new or complex information, to learn new
skills (impaired intelligence), witlgreduced ability to cope independently (impaired
social functioning)which started before adulthood, with a lasting effect on development

(Emerson and Heslop, 2010, p. 1)

Mencap, deading UK charitys uppor ting individuals with a LI
disability is a reduced intellectual ability and difficulty with exgay activities for example

household tasks, socialising or managing mdanefich affects someone for their whole

l'ifed (Mencap, 2015). According to Gregg (2
i ndividual who i s @&geexperteddbehaveord, ardsequires emdancee d t o
that the individual be substantially | imited

et al.,2013, p. 85). Typically, people with a LD may require support to develop new skills,
comprehend complexstructions and socially interact with others. In comparison, a learning

6di fficultyd tends to be a specific | earning
dyslexia or dyscalculia. Mental health problems, such as depression or bipaiderdiso

should also not be confused with LDs. These tend to relate to how a person feels and

behaves, although they can be chronic in nature. Mental health problems can often be helped
with treatment, which is not the case for LDs (Mencap, 2015). Thesiigation is

concerned with people with a LD and for the purposes of this thesis is defined as quoted by
Emerson and Heslop (2010). Both o0l earning d

the remit of this thesis, except for when they interaeictly with WB and LDs.
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There are a lack of data available on the prevalence of LDs in the UK. There are no national
statistics and current figures are based on individuals known to social services, GPs and
schools. It was estimated, however, thahm WK in 2019, 1,500,000 people had a LD. This
included 1,130,000 adults (18+ yealMencap, 2020). It is generally assumed that
approximately 2% of the population have a LD but only around 20% of this figure actually
use specialised social care serviceEngland. It is predicted that the number of individuals
with a LD will increase over the coming decades. Contributing factors include the increased
survival rate of young people and children with severe and complex disabilities and the

increased longyity of older adults with a LD (Hattoet al.,2014).

32 NTRODUCTI ON TO DOWNG6S SYNDROME

One of the most common causes of LDs are chromosomal anomalies and the most frequently
occurring chromosomal abnormality among Ibighs is DS. The incidence obS is
approximately 1 per 7600000 births (McDevitt and Ormrod, 2013), although it is estimated
that approximately 1% of foetuses have DS (Hernandez and Fisher, 1996). DS typically
presents with multiple health issues, certain ma&sbnormalities and LD. The presence

of individuals with DS is not a modern phenomeiidaxon remains have been documented
showing individuals with likely DS features, as have European paintings from the
Renaissance period. However, the clinical and scientific acceptdicis syndrome only

began in the middle of the ¥@entury when John Down (1866) described a series of
characteristics now recognised as DS. As early as the 1930s there were suspicions that DS
might be due to a chromosomal disorder and in 1959 teeaaf the DS phenotype was
identified by the French doctor Jerome Lejeune as being a duplication of chromosome 21

(Hernandez and Fisher, 199@)S is a numerical chromosomal disorder whereby an
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individual possesses an extra copy of chromosome 21, tisusfién referred to as trisomy

21. DS is typically caused by a nondisjunction where a pair of chromosomes fail to separate
correctly during the egg, or more rarely, sperm formation. As a result, each cell has three
copies of chromosome 21 instead obfwvhich makes it difficult for the cells to correctly

control how much protein is produced and this can have serious consequences on foetal
development. The type of chromosomal nondisjunction associated with DS tends to occur
more frequently in older mbers and the risk of having a baby with DS is greater among
mothers over the age of 35 yeé@enetic Science Learning Center, 201Brther to the
biological foundation of DS (trisomy 21), an understanding of the characteristics, health
concerns and balrioural phenotype typically associated with the condition is beneficial

when considering research in this area of LD and WB.

3.2. 1 Characteristics of Downds syndr ome

According to the National Health ServifldHS, 2015), each person with DS is affected
differently, although they share several physical characteristics and developmental problems.
Physical characteristics include: hypotonia; flat nasal bridge and small nose; small mouth and
tongue protrusion; uplanted palpebral fissures and Brushfieldtspiat facial profile; broad
hands with single transverse palmar crease (simian crease); and, below average weight and
length at birth. Although all people with DS will have some degree of developmental delay

andalLD, this will vary widely between indiduals (NHS, 2015).
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33.2.2 Health concerns associated with Downos

Certain health conditions are more frequently seen in people with DS and may require
specialist medical treatment or intervention. The US National Institute of Child Health and
Human Development (NICHD, 2014) has summarised the most common cosnditidn

these are shown in Tablel3

Table 31: He al

t h

concerns associated with

MEDICAL ISSUE

COMMENTS

Heart defects

¢c50% will experience congenitakart problems.

Vision problems

60%+ will experience sight problems (including cataracts and strabismus

Hearing loss c70-75% experience some degree of hearing loss.
Infections 12x more likely to die from an infection.
Hypothyroidism €10% producdittle or no thyroid hormone or experience other endocrine

problems.

Blood disorders

10-12x more likely to suffer from childhood leukaemia; higher incidence o
anaemia, polycythaemia and other blood disorders.

Hypotonia
(weak muscle tone)

Contributego developmental delays e.g. feeding, walking.

Problems with upper
region of spine

10-20% of children have misshapen bones beneath the skull leading to
increased injury risk.

Sleep disorder

Many have obstructive sleep apnoea leading to poor sleepyqualit

Dental problems

Develop teeth more slowly, have fewer teeth often misaligned, periodonta
disease often develops due to poor oral hygiene.

Epilepsy

More likely to have epilepsy, usually present before 2 years.

Digestive problems

Higher incidencef structural defects in gut and Coeliac disease.

Mental health/emotional
problems

May experience behavioural/emotional problems including anxiety,
depression, ADHD, autism, aggression, psychosis and social withdrawal.
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Given the lengthy list of potéial medical concerns for people with DS, effective healthcare
management is necessary to ensure that each individual remains as healthy as possible, so
that WB is not undermined through inadequate or inappropriate support. A holistic approach
from the GRcan provide a good foundation upon which to develop an effective healthcare
programme. Patients with DS can have an unusual presentation of an ordinary illness and a
behaviour change or loss of function may be the only indication shown (Smith, 2001). As
from 2015, all people aged 14 years upwards with DS are entitled to a free annual health

check (DSA, 2016a) and this can be seen as an important factor in maintaining WB.

Increased life expectancy for individuals with DS has led to increased healttvhisks

require specialist planning. For example, premature aging is a characteristic of DS, along
with dementia and memory loss/impairment. It is generally agreed that the average age of
onset of dementia for people with DS is®4 years (Prasher andignan, 1993; McCarro

et al, 2014) and by age 60 years approximately 50% of this population veiffdated

(Tyrell et al.,2001; McCarroret al.,2014). Diagnosis can be fraught with complications due
to the variety of symptoms and atypipaésentation in people with a LD and this should be
given adequate consideration when assessing individuals. Other conditions such as epilepsy,
vitamin B12 deficiency, metabolic problems, poor hearing/vision or depression can all mimic
dementia type ilineses and should be ruled out befor&imga diagnosis (Mills, 2013)The

early onset of dementia can be a significant contributing factor to reduced levels of WB if not

supported through healthcare and specialist interventions.
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3.2.3 Gognitive profleand behaviour al phenotype of Downod

Individuals with DS are predisposed to exhibit a specific behavioural phenotype. An
understanding of the pattern of strengths and challenges in functioning is helpful when
consideration is being given to maeawent and enhancement of WB. It has been argued that
a developmental approach towards the emerging behavioural phenotype will allow research
to support the specific needs of this population (Fidler, Most and Philofsky, 2008).
Suggestions have been makldattearly intervention in infancy can specifically target this

developing profile (Fidler, 2005).

Cognitive abilities for most people with DS fall in the mild to severe range of intellectual
disability and they typically display a profile of relative sgéhs and weaknesses (Wishart,
1993; Chapman and Hesketh, 2000; Fidleal.,2008). Cognitive development tends to
begin relatively normally and then slow down after the age of two years, potentially as a
result of delayed rates of braimyelination (Km et al,, 1992; Fidle, Philofskyet al, 2005).

By school age and adolescence, visuospatial processing skills, receptive language and
nonverbal social functioning ability are relatively strong (consistent with mental age) in
comparison to verbal procesgiabilities (expressive language) and gross motor skills.
Language delays are characteristic of DS, with an acceleration of language learning
observable between the ages of two and four (Fidler, 2005). By middle childhood, the
discrepancy between rece and expressive language becomes more apparent. Syntax is
often an area of particular difficulty, whereas pragmatics is an area of relative linguistic
strengt h. There appears to be no o6ceilingéo
and resarch has indicated that progress continues well into adolescence and adult years

(Chapman, Hesketh and Kistler, 2002), highlighting the need to develop effective
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interventions to facilitate continual development and thus help minimise any regressive

pattens of behaviour or learning during adulthood.

With regard to social development, this is generally thought of as an area of relative strength
for individuals with DS.Research suggests that social understanding, empathy and social
interactive skills are strengths for both children and adults with DS (Buckley, Bird and Sacks,
2002). It can be argued that social development is fundamentally important for an

i ndi v WB,sathistaea of strength needs to be developed to its maximum potential.
The ability to socialise, to build friendshi
Often social confidence and competence can be more important than acameevieraents

for becoming independent, finding employment and functioning within the wider community.
These skills can be built on throughout life and incorporated into the development of any
intervention strategies. This can promote social inclusioneadltb an enhanced quality of

life. In light of the general assumptions often made about the behavioural phenotype of DS,
it is important to note that there are a wide range of differences at every possible level,
including: genetic, cellular, neural, aagve, behavioural and environmental. Each person

with DS is highly individual and their diagnosis should not define who they are or what they

can achievéKarmiloff-Smithet al, 2016).

In summary, the presence of DS is associated with certain phgisaralcteristics (NHS,

2015) and health concerns (NICHD, 2014) which all require appropriate levels of
management to prevent any compromise in level of WB. An increased life expectancy for
people with DS has led to further health problems associate@gegihg, such as dementia

(Prasher and Krishnan, 1993; McCargiral.,2014). An understanding of the strengths and
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challenges of the specific DS behaviour phenotype can be used to facilitate the development
of WB intervention strategies (Buckley al.,2002; Fidler, 2005; Fidlest al.,2008), whilst

bearing in mind the wide variety of differences seen at every level within this population
(Karmiloff-Smithet al.,2016). Whilst issues such as, for example health, all contribute to
supporting WB, theresivery little research available that actually focuses on the concept of
WB in its own right as a single but mufticeted construct within this community. i$ls the

area which is novexamined, starting with general LDs and then moving to focus on DS.

3.3 WELL -BEING AND LEARNING DISABILITIES

As far as WB is concerned, a person with a LD has exactly the same needs as a person that
does not have a LD (Foundation for People with Learning Disabilities, 20@torically
speaking, people with LDs havecdheery little independence about making their own life
choices which has doubtless had a negative impact on WB. With geEstyad planning

now in place, this is steadily improving but there is still some way to go. Having control over
oneods ooweaxanple regardingfchoices about healthcare and housing, is central to
maintaining a good level of WB. An appropriate level of independence should be strived for

with support and intervention strategies easily accessible.

3.3.1 Inequality of healthcare

Despite the significant health improvements concerning people with LDs and an increase in
life expectancy, research indicates that people with a LD still tend to have poorer health and

die younger than members of the population who do not have a LD. afén@lso more

3 As mentioned in Chapter 2, the PERNhodel (Seligman, 2011) is frequently the model of choice when
referring to the WB of those with LDs.
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likely to smoke tobacco; less likely to access health services and more likely to be exposed to
various social determinants of poorer health, including greater material hardship; greater
neighbourhood deprivation; and, reduced communitysaadal participation (Hattoat al.,

2014). Mortality statistics published in the Confidential Inquiry into Premature Deaths of
People with Learning Disabilitiggleslopet al, 2013)found that men with a LD died
approximately 13 years younger than methin the general population and women
approximately 20 years younger than their-d@gabled counterparts. A combination of
overmedicalisation and an overshadowing of health problems by the LD itself, coupled with
low value and expectations from healihe professionals, can all contribute to a second class
healthcare provision (Disability Rights Commission, 2006; Elliott, Hatton and Emerson,
2003; Nocon, Sayce and Nadirshaw, 2008). Policy responses such-asaebisgalth

promotion leaflets, regularlalth screening and health staff training have all proved to be
inadequate in removing healthcare inequalities for the LD community (Hall, 2007). Itis also
important to consider the impact of individual differences when assessing quality of life and
WB issues. Felce and Perry (1995) proposed a model of quality of life that integrates
individual values and differences alongside an awareness of problems caused by difficulties

in understanding and communicating.

Further, research has suggested that peatel Ds are at a much higher risk of

experiencing mental health problems. Emerson and Hatton (2007) reported that 36% of
young people with LDs will experience mental health problems, compared to 8% within the
nondisabled community. The risk factors tleantribute include a combination of those
internal to the individual (genetic influences, 1Q, physical limitations and communication
difficulties), alongside external environmental sources (secanomic disadvantage,
discrimination, loss and family bagdown). According to Huntington and Bender (1993),
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adolescents with LDs are at a significantly increased risk for severe depression or suicide and
emotional development is often poorly managed. There is a large body of research
concerning the WB of farty members and carers of people with a LD, rather than focussing

on the individuals themseds (Gialloet al, 2013; Werner and Shulman, 2013).

3.3.2 Research progress in the field of learning disabilities

The majority of research to date has centretieaith and medical issues, predominantly

among children and young people. There has also been considerable research progress with
regard to development and education, as highlighted by the work of Down Syndrom

Education Internationdhroughout the las20 years. However, as mentioned previousge(
Secton32.3) there is often not the typical o6ceild.
which is seen in the neldD community. In addition, rather worryingly, there is frequently a
regression iboth cognitive and social skills in people with LDs, once they leave the

supportive educational environment. They often find themselves far more isolated with

relative fewer opportunities in comparison to when attending school, which can have a

serious ngative impact on WB. Further exploration of the understanding of WB within the

LD community will facilitate its successful management.

Emerson and Hatton (2008) investigated the association between indicators of WB and
personal characteristics, socioegomnc position and social relationships of a sample of 1273
English adults with a LD. The researchers examined five subjective indicators of WB and
found that the mean overall level of happiness was only marginally lower than within the
general ppulation. Variations in WB werdinked to socioeconomic disadvantage, as was

social relationships. Stable relationships with friends who had a LD helped to protect against
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feelings of helplessness. However, the reported levels of happiness with life may stand in
contradiction to the objective life circumstances. As noted previously, adults with LDs are at
an increased risk of poverty, social deprivation, lower health expectations, exclusion,
disempowerment and abuse (Disability Rights Commission, 2006; Etlaitt 2003; Nocon

et al, 2008). As argued by the Nobel Laureate prize winner Amartya Sen (2001):

Concentrating exclusively on mental characteristics (such as pleasure, happiness or

desires) can be particularly restrictive when making interpersonal csmpsof wel
beingéOur desires and pleasure taking abili
make | i fe bearable to adverse situationseéDEe
their deprivation because of the sheer necessity of survival, anththgas a result, lack

the courage to demand any radical change and may even adjust their desires and

expectations to what they unambitiously see as feagpe62-63)

Although the study by Emerson and Hatton (2008) does add to the limited litenatine

WB of people with LDs, it also highlights the complex issues that arise when dealing with
this target group. These findings are also inconsistent with previous research which
suggested that individuals with a LD are more likely to report symptdémsychological

distress than their counterparts who do not have a LD (Huntingdon and Bender, 1993;
Bender, Rosenkrans and Crane, 1999; Emerson and Hatton, 2007). A possible explanation
for this is that although WB and psychological ill health are inteed, they may be two

distinct constructs (Greenspoon and Sasklofske, 2001; Ryan and Deci, 2001). The
understanding of WB in people with LDs is still in an early stage and further research is
required to address the multiple issues related to investigatvithin this field and to enable

an appropriate level of support.
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The field of WB is complex and problematic in its own right and with the added complication
of a LD, many researchers have perhaps not surprisingly avoided the topic. For example,
interviews and selfeport questionnaires are two traditionally used methods employed in
researching WB. However, for people with a LD, question type and phrasing, content and
response format all need careful planning to ensure validity (Finlay and Lyon$, 2001
According to Emerson and Hatton (2008) the potential reason for the lack of research is
twofold. Firstly, there are very few validated measures of quality of life for people with LDs
that contain an déduncont aminatitgafeseandhasur e of
undertaken to date has focused on people with more severe LDs, who may not be able to
provide valid responses to questions. As a result, research in this area is fairly sparse,
particularly concerning adults, with the majority of studeeddte focussing on children and

adolescents and emotional development, rather than the broader concept of WB.

However, a growing interest in the promotion of WB for people with LDs is finally beginning

to emerge. A fuller understanding of the caseauing WB to address the poor health

outcomes experienced by people with LDs is necessary as previous healthcare initiatives have
largely failed to remove inequalities in services and support provided. A shift in focus from
individualised objective ill halth of people with LDs to a much wider notion of WB has the

potential to allow this group to flourish and optimise their quality of life.

333Wellbei ng and Downds syndr ome

The same can be said for research into DS and WB, with the majority of retsedatt
concerning aetiology, genetics and health concerns. Since 1979, the National Down

Syndrome Society (NDSS) has been considered to be at the forefront of DS research and is
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keen to ensure that Opeopl e wit mcelheivn syndr o
quality of life, realize their life aspirations, and become valued members of welcoming
communitiesodo (NDSS, 2012a). However, their
has been medical, as demonstrated by their current list of researels gtugl. evaluation of

the efficacy, tolerability and safety of memantine hydrochloride on young adults with

Downdés syndr ome) . None of the current studi
2012b). The importance of medical care research should mwideeestimated, but this

should not be the only avenue of investigation with regard to supporting WB.

Although there has been considerable literature presented on adults with DS and dementia
(Prasher and Krishnan, 1993; Tyretlal.,2001; Mills, 20B; McCarronet al, 2014), there

has been comparatively little published on the epidemiology of other mentl issaks
(Mantry et al, 2008). Research has indicated that that individuals with DS experience fewer
mental health issues than other people with LDs (Magttg).,2008; Maattaet al., 2006).

This could potentially be biologically determined, or alternatively there are utiskntified
protective factors, or even a lack of ability to successfully identify the symptoms due to the
complex nature of diagnosis. The most frequent mental health concerns include: general
anxiety, obsessiveompulsive and repetitive behaviourspopitional, impulsive and

inattentive behaours,depression and autism spectrum conditions (NDSS, 2012c). Despite
the incidence of mental health problems being less in DS than typically seen in other LDs, the
incidence of depression is at least equivialerthe frequency seen in the general population

so this is not an insignificant concern (DSA, 2016b). The genetic aetiology of a specific LD
creates different psychiatric characteristics in the individual, highlighting the need for

targeted psychidat care (Vicariet al.,2016). The mental health problems in DS tend to vary
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with age and developmental stage of the individual. The NDSS (2012c) has suggested that

adults with DS are more likely to experience the following conditions:

- Depression, social widrawal, loss of interest and diminished selife.
- Generalised anxiety disorders.
- Regression with decline in cognitive and social skills.

- Dementia.

These conditions are more likely to occur as a reaction to an external stressor (psychosocial
or environmatal), for example, illness, loss or separation. According to the NDSS, much of
the current knowledge is based on clinical experience and there is a need for a broader

evidence base with expanded research into the mental health aspects of DS (NDSS, 2012c)

Finally, theDSA (2016a) has recently inited a campaign to support health and WB for their
community members. The factors that support WB in people with DS are exactly the same as
for the general population. The development ofesléem and setfonfidence are essential

to facilitate the management of WB, and this is equally important for people with DS. An
understanding of their condition according to individual ability, having positive role models
with DS, and friends both with and without D&ll all contribute to boosting selivorth.

The opportunity to be able to make life plan choices is also valuable in developing

confidence (DSA, 2016Db).

In summary, people with DS are now living longer and leading much fuller lives than ever
before. Many are in employment, living sefimdependently and are actively involved within
their local communities. Improved health care and specialised support programmes have all

contributed to the effective management of WB and the significant progress nuzde. tdt
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would be prudent to focus on the relative strengths of the DS behaviour phenotype when
considering likely successful intervention strategies for supgowiB. As discussed in
Chapter AseeSection 22.4), musical interventions have been teatre of much attention

on WB and other target groups in the population, so the impact of music requires further
exploration for this group of people. An outline of the WB benefits of music parimpat

within the LD community is nowresented. Accordng t o Mencap O6émusi c i

S

| anguage of emotion and it has amazing power

this, there has historically been a lack of research linking WB, LDs and music. There is a
particular lack of, for example, theenefits of music participation, despite widespread

anecdotal evidence highlighting the multipknkefits for this target group

3.4 THE IMPACT OF MUSIC FOR PEOPLE WITH LEARNING DISABILITIES

The majority of LD related studies to date have focussed ot itinesapy (Hoperet al,

2008a, 2008b; Pavliceviet al, 2014 rather than music education and this has provided a
useful insight into the benefits that music participation could potentially provide for people
with LDs. Owing to the successes that rouberapy has reported for people with a wide

range of LDs, it would not be unreasonable to expect that equally positive outcomes could be
achieved through using music participation in a variety of different environments rather than

just within the theragutic setting.

Juliette Alvin (18971982) was a pioneer in the world of music therapy within the UK. Her

own experiences of working with people with LDs can be summed up by her following

ACKS GSNXY WYdzAAO GKSNILRQ YIeé 6S dzaSR RAFFSNByGte Ay
WYdzaA O GKSNI LR Q A aynudical hiervatuinrssiated)y? rathebtiad tAndo clinigal
definition used in the UK.
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comment: &6We know that musi cmmusicatonwhelscare nt i al
work at every mental, emotional, and soci al
of the music and LD literature published between 1943 and 2006 was carried out by Hooper

et al.(2008a; 2008b). The researchers identifiediges that investigated musical aptitude
within people with LDs (Downdés syndrome, mus
Williams syndrome) and how these individuals responded to active and receptive (passive)

music interventions. The researchargued that a wide range of interventions and outcomes
reflected the diverse nature in which music therapy and musical activities can benefit

individuals with a LD and the vast array of functional skills that it facilitates.

Investigations into the asical profile of diagnostic subgroups can help further understanding
of the cognitive profile and likely successful musical resources. It can be argued that the
current literature leaves many questions unanswered, particularly concerning how active
musictherapy interventions can effect physical systems. For example, playing the guitar
stimulates the tactile system, visual system and auditory system (Hooper, McManus and
Mclintyre, 2004) and more consideration could be given to evaluating this aspedicdimu
intervention. The wide reaching impact of music therapy has laid a very useful foundation
upon which to further explore the use of music participation for people with LDs. The
successes (and failures) of music therapy can be utilised to furthesstardl the benefits of

music being used in a wider range of settings outsitlee music therapy domain.

Following on from this, there have been many anecdotal reports of the substantial benefits
that music can offer people with LDs. For example, choral singing has been shown to create

improvements in sekésteem and setfonfidence (Joyful Noise, 2013) amdmood elevation
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and enjoyment (Ward and Parkes, 2015). Various professional ensembles are committed to
helping people with LDs (London Chamber Orchestra, 2011; Armonico Consort, 2016)
through workshops and educational programmes. Projects such agahletess provide a
potential network of WB support opportunities, although they tend to be aimed at children
and younger people. In addition, these projects are typically offered aso#f ement rather

than on an ongoing, regular basis. There isedrfor research to investigate the nature of the
benefits of attending regular music interventions, particularly for adults and the older

community with LDs.

Despite these significant anecdotal findings, the number of empirical studies supporting this
is still seriously lacking. In particular, there are very few-aesed intervention studies
focusing specifically on WB and adults with LDs. There are even fewer available when
seeking intervention studies concerning DS and WB. Although this thes@usefl on DS,

WB and music participation, the wider LD, WB and drésed literature has been examined

to best inform this work and provide the broadest research base possible. To obtaio-an up
date clarification of research in the field, a review wadeantaken and is reported in the

following section.
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3.5 REVIEW OF ARTS-BASED INTERVENTIONS MEASURING WELL -BEING IN

ADULTS WITH LEARNING DISABILITIES

3.5.1 Methods

A review was undertaken to collate research literature in the field of WB, LD aadshe

Database searches were carried out using Google Scholar, PubMed, Cochrane and Web of
Science as these are the maiarses of research in the fieldhe review sought to identify

new studies involving adults with LDs taking part in an-adsed itervention with the aim

of improving WB. All LDs were included in order to identify as many studies as possible.

Searches were made using keywords relating to three concepts: Outcome measure (keywords
Owedleli ngdé or o6quality(béywored)odl eargienhgpohbpsi
6cognitively impaireddé); and intervention ty
or O6dramad) . Thi s s-telatddystudies @ thes@ibvolving mdsic d e d e n

therapy, as these are both beydime remit of this thesis.

After the initial search a total of 1330 studies were identified. Following an examination of
thes abstracts] 273 studies were excluded due to being irrelevant, duplicated dEnmglish
language. 57 full articles wereviewed, which resulted ia further45 studies being

excluded ¢eeTable 32). The PRISMA checklist and flow chart were used as a reference

point (Mohe et al, 2009,seeFigure 31).
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Figure3.1: PREMA Flow Diagram foreview (Moheret al,, 2009)
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Table3.2: Excluded studies after full article review

Reason for exclusion Frequency
Music therapy based 12
Not learning disability focused 11
Dementia related 9
Not intervention study 9
Not adults 3
Not arts based 1
TOTAL EXCLUDED STUDIES 45
3.5.2 Results

12 studies were included in the final review, dated between 1992 and 2019. Music was the
most frequently used interventiosegFigure 32). The articles were scrutinised for key

details including: author(s); year of publication; country; interventidaildenumber of
participants; target group; length of study; and outcome measures and outcomes (quantitative

designs) or perceived outcomes (qualitative designs).
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Figure 32: Different intervention types present in the review

TYPE OF INTERVENTION

NUMBER OF STUDIES
O R, N W A OO N ® ©

Music Singing Art(s) Dance Drama
TYPE OF INTERVENTION

There were severabantries represented, with the UK producing the most research papers

(seeFigure 33).

Figure 33: Different countries represented in the review

COUNTRY OF ORIGIN

UK
Lithuania
Austria

Italy

COUNTRY

Netherlands

Spain

o
=
N

3 4 5
NUMBER OF STUDIES

()]
~

54



The majority of the studies were smtdimedium scaleseeFigure 34) and aly one study

had <100 participants (Moceviciene and Prudnikova, 2015, with 123 participants).

Figure 34: Number of participants per study

NUMBER OF PARTICIPANTS PER
STUDY

NUMBER OF STUDIES

<20 21-50 51-100 101-150 Not reported
NUMBER OF PARTICIPANTS

Five quantitative measures, six qualitative measures, and one-metedds approach were

identified ceeTable3.3).
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Table3.3: Summary oktudies included ineview

NAME

DATE

COUNTRY

TYPE

DESIGN

INTERVEN -
TION
DETAILS

TARGET
GROUP

LENGTH
OF
STUDY

OUTCOMES

1 | Hooper
and
Lindsay

1992

UK

Case
study
(cont)

Live music
listening

Female
with LD

10daily
sessions
(8 mins)

Increased
QoL on
Lindsay and
Baty (1986)
Behaviour
Rating
Scale;
decreased
anxiety.

2 | Hooper

2002

UK

Quant.
(cont)

Musical
games and
activities

LDs

10
weekly
sessions

Increased
positive
social
interactions
and
decreased
negative
social
interactions.

3 | Boso,
Emanuele
Minazzi,
Abbamo
nte and
Politi

2007

Italy

Quant.
(non
cont)

Active
group
music
sessions

Autism

52 weeks

Significant
imp. on
Clinical
Global
Impressbn
Scale and
Brief
Psychiatric
Rating
Scale.

4 | Mocevic
iene

2014

Lithuania

Mixed-
method

Group
music
workshops

54

Mod/
profound
LDs

6 months

Themes of
improved
quality of
life: self-
confidence;
selfesteem
and self
realisation.

5 | Dinold

2014

Austria

Qual.

Inclusive
dance
workshops

N/A

All
disab
ilities

3 years +

Themes of
improved
self
confidence;
openness;
social
interactions
and
autonomy.
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Ward and
Parkes

2015

UK

Qual.

Singing
workshops
in care
settings

N/A

LD
and/or
dementia

Ongoing

Themes of
high levels
of
enjoyment;
improved
mood;
memory;
choice and
social
engage
ment

Mocevicie
ne and
Prudnikova

2015

Lithuania

Qual.

Group
music
workshops

123

Moderate
/profoun
d LDs

Oneoff

Themes of
improved
self
awareness;
selfesteem;
self
realisation
and
integration.

Jaschke
and
Scherder

2015

Netherlands

Quant.
(non
cont)

Music
listening
(active vs.
passive)

90

IQ range
54-85

4 weeks

Low levels
on Cohen
Mansfield
Agitation
Index and
Repetitive
Behaviour
Quotient 2;
high levels
on
Intellectual
Disability
Quiality of
Life 16.

Barnet
Lopez,
Perez
Testor,
Cabede
Sanroma,
Oviedo
and
Guerra
Balic

2016

Spain

Quant.
(cont)

Dance/
movement
sessions

22

20
cont

LDs

26
sessions

Significant
imp.in The
Koppitz
Human
Figure
Drawing
Test.

10

Hassan

2017

UK

Qual.

Choir
participation

N/A

LDs

6 months

Themes of
improved
self-identity
and
confidence.
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11 | Whelan 2018 | UK Qual. Dev. of N/A | Autism Ongoing | Themes of
digital improved
music social
program interaction
for young and
people inclusion.
with
autism

121 Aujlaand | 2019 | UK Quant. | Dance 13 |LDsand |1 No

Needham (nor+ program physical | academic| significant
Beck cont) disabil- | year change
ties identified
on Personal
Well-being
Index over
time.

Quantitative outcome measurdsur of the five quantitative studies reported improvements

in various aspects of WB (with the exception of Aujla and NeedBaok, 2019). For

example, Boset al (2007)found significant improvement in mental health and decreased
anxiety (using th€linical Global Impressioand Brief Psychiatric Rating sca)gover a 52

week intervention. They concluded that active music sessions could help to improve autistic
symptoms, alongside musical skills in young adults with severgnautlaschke and

Scherer (2015 found high levels of quality of life (using the Intellectual Disability Quality

of Life 16), over 26 music sessions. They suggested both passive and active music sessions
were an important aspect in the lives of people with a LD, but concludesiresearch was
needed to provide clearer and more definitive results. Hooper (2002) found improved social
interaction (through video recorded observations), over 10 weekly sessions, using musical
games and activities. He commented on howwerbal ineractions such as music

participation encouraged social interactions and provided insight into relationships between

people with severe LDs. Barrebpezet al. (2016) found significant improvemnts in the
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results of the Koppitz Human Figure Drawing #@€968) which indicated improved

emotional WB after dance sessions.

Qualitative measuresall six qualitative studies reported improvements in various aspects of
WB. These supported the findings from the quantitative studies by showing themes of
improved social interactions (Dinold, 2014). Dinold found participants reported enhanced
experieice and quality of life through the meeting and making of new friends. Reduced
anxiety was also evident (Hooper and Lindsay, 1992). Hooper and Lindsay reported how
using relaxing music can serve to enhance quality of life in the short term and pgtémgiall
longer term also. However, several further benefits were noted. For example, Dinold (2014),
found improved levels of setfonsciousness, openness and autonomy, and Ward and Parkes
(2015) found themes of improved mood and enjoyment, focussing odaakreports. A

need for further evidence was suggested in order to fully understand the realtionship between
the impact of the intervention and the WB of the participant. Hassan (2017) identified
themes of improved seiflentitiy through choir partigiation and performance, and Whelan
(2018) found themes of improved social inclusion and interaction facilitated through a digital
music platform. Thenixedmethodsstudy (Moceviciene, 2014) identified reportbémes

of improved quality of life, selEonfidence selfesteem and setkalisation, following group

music workshops.

3.5.3 Conclusion

The aim of this review was to evaluate research studies carried out concerning WB, adults
with a LD and the effect of artsased interventions. Due to the relativsmall number of

studies reported and the highly varied nature of these studies, the aggregation of results via
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metaanalysis or metaynthesis was not possible. However, a narrative review was

undertaken.

Regarding the focus on WB, although thgamgy of these studies have all reported positive
findings on the benefits of arts interventions for adults with LDs, they have focused on a
variety of related concepts that are linked to WB, for instance social interaction (Hooper,
2002), selfconfidencgMoceviciene, 2014) and autonomy (Dinold, 2014), rather than
specifically measuring WB asvehole concept in its own rightOne exception to this is the
study carried out by Jaschke and Scherder (2015) which used the Intellectual Disability
Quiality of Life Scale (IDQOLL16, Hoekmaret al, 2001 ), along with two other measures of
agitation and repetitive behaviour. In additidwjla and NeedharBeck (2019) used the
Personal Welbeing Index for people with intellectual disabilities, although this failed to
identify any perceived changes to WB over time. Although it can be argued that these
different concepts all contribute the complex nature of WB as described by the PERMA
model (Seligman, 2011), it would appear that the real crux (i.e. the concept of WB as a

whole) has been largely sidéepped.

Concering the target population, it is interesting to note howfalhese studies (with the
exceptons of Boscet al. (2007) and Whelan (2018) which both focused on autism) used a
target population including all types of LDs rather than seeking to identify findings that relate
to more specific target groups. The disadage of having a broad inclusion criteria of all

LDs is that the effect of the complex nature of the LD itself is difficult to isolate. In refining
the target population to one particular LD, it would be possible to manageitiable to a

certain extat, keeping in mind the varied differences within that specific LD.
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Regarding the intervention type, when examiningitfygact of music specifically (nine

studies) as compared witther art forms (threstudies), this review suggests that music
interventons have produced the most research papers in the field. In addition there have
been other significant literature reviews completed (for example, Savarimuthu and Bunnell,
2002; Hoopeket al, 2008a, 2008b) providing additional support for the benefitsusic for
people with LDs but without the focus on the overall impact on WB. In consideration of
these findings it would appear that musical participation is a likely effective intervention for
this target group. It is interesting to note that the thtedies that did not use music as an
intervention used dance instead. It can be argued that dance incorporates the use of music,
thus it is impossible to identify whether it was the dance or the musical element that produced
the beneficial WB effect. Fute research could address the issue of whether music is
specifically beneficial for WB in people with LDs, in comparison to otherlzased

interventions.

Despite the limitations of this review, largely concerning a lack of studies available and the
broad variety of methods reported in the selected articles, it highlights the state of research in
the field. Although music and other altased interventions and the LD population have
been studied, there are few relevant articles and the impact on \Bttedh another related
outcome is new and research is still in its infancy. This study providestardape review

of the impact of artbased interventions on WB for adults with LDs. The findings suggest
that artsbased interventions, particularly sig, have the potential to improve WB for people
with LDs. The studies reported in this review all identified components of WB, although
only four actually mentioned WB (or indeed, quality of life) as a whole construct,
highlighting the need for more reseh adopting this holistic approach to WB. More specific
target groups (specific LDs such as DS) would help to identify which individuals would be
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most likely to benefit, and in additioan understanding afsing music interventions as a

contrast to otér art forms, would also be highly beneficial.

3.5.4 Strengths and limitations

Strengths of this review include the extensive search strategy and the use of broad and
inclusive search terms. However, a study of this nature is not without limitét@mingquire
acknowledgement. For example, only English language papers were reviewed, which could
have resulted in the omission of relevant work. Also, the extensive variety in terminology
associated with LDs and the arts could again have rdsualtaissing relevant papers. As
discussed in the conclusi¢see Section 3.5.3he identified studies were limited in terms of

the methods used. For exam@ample sizes were very afhh andonly one study had over

100 participants. Some studies did adtially report the number of participants in

attendance, particularly whelager scalavorkshops were being rwver alongerperiod of

time. To recap on the measures used (see Tahle&:Bon 3.5.2 andection 3.5.8 the

majority of these were focaed on aspects of WB, rather than assessing WB as a construct in

its own right.

To conclude, this review has provided an understanding of the current state of research, and
has identified the potential significance of using the arts, in particulaic, as a valuable

support mechanism of WB for people with LDBhe following section will bring the focus

onto DS and the WB benefits of music participation, highlighting the limited number of

studies to date.
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3.6 HONING THE FOCUS: WELL -BE1 NG, B GYWWDROME AND MUSIC

Professor Sue Buckley OBE (Director of Science and Research, Down Syndrome Education
International) has questioned the role of music and whether full use of music in all its forms
is being made in the lives of individuals with DS. $bacluded that far more use of music
could be made for the DS population, with benefits foreetfression and behaviour, along

with pure enjoyment itself (Buckley, 2006). Despite a lack of the full recognition of the
potential WB benefits of music paipation for people with DS, anecdotal evidence has long
supported the involvement of musical activities as being advantageous. In addition, the
advancements of music therapy, within the clinical therapeutic setting, have provided further
support for thenticipated benefits from other musical interventions. One (stereotypical)
feature of DS which is referred to with great frequency is an innate musicality and enjoyment

of music:

It would be difficult to find literature, both popular and professional, oDown és syndr «
children which did not make reference to their musical ability in some form or another, yet
the scientific literature is surprisingly short on experimental evidéBgatford and

Ching, 1983, p. 23)

Many of the historical papers repog on DS mention an appreciation of, or ability in,

music. One of the earliest recorded references to the musicality of people with DS came

from a ground breaking report by Fraser and Mitchell (1876) on the characteristics of the
syndrome. They spoke afyoung female adult with DS as being very fond of music.

Shuttleworth (1900) restated these findings when talking about individuals with DS and
commented that they have 6éa great | ove of mu

remar k ab hugtlewarth| 1800, p.(7@). Lapage (1911) mentioned only two remarks
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on the characteristics of children with DS in his general book of LDs in children, saying they

were Overy difficult to teach. They have

pointi s that they are very fond of music, more

However, by the 1950s, the popular stereotype of the person with DS who was loving and
fond of music was being challenged. Blacke&anmonds (1953) found no sidicant
differences in musicaldality when comparing a group d individuals with DS, with a

matched control group with other LDs.

Although this stereotype still does persist even today within certain environments, it is
important to remember that g@e with DS have a wide range of abilities, strengths,
challenges and preferences. Their individual personality profile is as unique as that of the
general population and the only certain feature all people with DS share is an extra copy of
chromosome 21There is very little current literature investigating the musical abilities of
people with DS but in reality their musicality in irrelevarthe real point here is the potential
WB benefits that music participation might offer, whatever the level ofaalusppreciation

or ability. Notably the musical talents of people with DS testify to the lack of any significant
relationship between 1Q and artistic ability (Warren, Richard and Brimbal, 2005). Véarren
al. (2005) suggest that all adults with BBould have access to opportunities for creative
expression, including musical activities. They argued it was the belief of the teachers who
saw beyond the usual expectations and provided the chance for these individuals to succeed

and experience lifransforming outcomes.

There are increasing opportunities people with DSo participate in musical activities.

One suctopportunity is provided by a SoutheNtencapf unded charity o6The
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ProjectUK6 ( MMP) , ori gi nal | spreddimgnatdnallyandEs s ex but
internationally as a result of a recent development initiative. MMP was founded by the

former deputy head teacher David Stanley, who has a passion to access the innate musicality

in everybody, irrespective of their additional need Thi s |1 s -timbengdinE0s f i r
musi c education service specifically for chi
education, enjoyment and access to inspirational performances which raise awareness and
chall enge mi s c 0205k pppioxanmatelp50% &f VP dtudents (both

adults and children) have DS.

I n 2015, MMP made its West End debut at the
showgeePhot ograph 1), which included the premie
Pall adiumdé, (written and composémknddy David S
hospital®where people with LDs were treated as patients, alongside single mothers, the

mentally ill, homosexuals, and poorly behaved children. The journey from tukisp past

to the current 6care in the communityd appro
was presented by the MMP students themselves in an inspirational perforseece (
Photograph 2 MMP has been descri bed hasbeehthest st andi n
recipient of many awards and received praise from the Prime Minister. The author was
responsible for establishing the first satellite centre in Maldon, Essex in 2015 (MMP

Maldon).
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Photograph 16 Musi ¢ i s Magi c 6 s hhewondon Palladilbra(Raul Carfentes Filinsge y a't
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Despite the efforts and reports of organisations such as MMP (along with carers, parents,
teachers andther professionals), there is still an absence of research literature to support the
growing anecdotal basis of the benefits of active music participation for individuals with DS.
There is an even greater gap when looking at the complex construct gaWiBularly

concerning adults. The specific benefits of active music participation for the DS population
are not yet fully understood or identified and require further investigation to determine which
musical interventions are most beneficial for whipbafic area of WB. Music and other
creative activities are often regarded as merely recreation for people with LDs and are seldom
mentioned with regard to WB in its entirety. It is essential to provide equal access
opportunities to musimaking and itassociated WB benefits to people with DS (and indeed
other LDs), to allow them to realise their optimal functioning potential and lead rich and

fulfilling lives, comparable to the nelhD community.

This thesis therefore aims to investigate these gapeilitérature and seeks to explore the
benefits of active music participation on WB for individuals with DS. The research will
focus onadultswith DS, as the majority of research to date has centred on children and

young people. Therefore tlh@erarchimg research question for this thesis is:

OWhat is the effect of -baecitngr eamursg ca duwlrttsd cwig

syndr ome?50

In Chapter 4the methodology and methods used to answer this research q(esticub

divided research questiorexe presented.
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CHAPTER 4: METHODOLOGY AND METHODS

Following on from thentroductionandliterature reviewpresented in Chapters 1, 2 ad
thisthesisconcerns how active music participation can potentially benefit the WB t§adu
with DS. This chapter restates thesearch questig¢s) and esearch aim Epistemologyis
presented, along witjustification forthe most appropriate perspective foisinvestigation
(pragmatisny methodology and theelected research design (multipiethods); the
particular research methods selected to obtain the necessary data (intersewstmns;
online surveypre and posintervention measures); followed byetanalysis procedure
(thematic analysis; statistical analysis). After presentation of a general methodological
outline, the complex issue of reliability and validity when measuring WB, particutarly f
people with LDs, igliscussed. Finally, eachdividualstudy ispresented in chronological

order.

4.1 RESEARCH QUESTION(S) AND SPECIFIC RESEARCH AIMS

Overarching research question:

1) What is the effect of active music participationonviek i ng among adul ts wi

syndrome?

This overarching research question can be furthedsuatled into the following individual

researclguestions:

2) What is the most appropriate method for assessingbsglp among@g dul t s wi t h Do w

syndrome? (See research ain (i)

68



3) What counts asffective active music participationfard ul t s wi t h Downoa&s

(See esearch aims (iijv), (v) and (v))

4) To what extent does the PERMA model fit the emeygiata from the participants? (See

research ainiii) )

In consideration of the above research questiotig)ollowing specific aimglinked to

individual studiespreexamined

() To scrutinise potential tools to measure WB among adults with LDs, recognising a lack of

validated measures for this targetgpqsee Chapter 4, Section 4.5.1, Pilot study).

(i) To obtain an irdepth understanding of what taking part in regular active music sessions
means for four adults with DS, and their families (see Chapter 4, Section 4.5.2, Study 1

Chapter 5.

(iif) To explore how well the PERMA model fits the data from the participants (see Chapter

4, Section 4.5.2, Study Chapter %

(iv) To investigate the prevalence of music participation as an activity within the Mencap
organisation and to provide an insight inteithview of musiemaking on WB for their adult

members (see Chapter 4, Section 4.5.3, Stu@hapter &

(v) To investigate the impact ofcaeoff music intervention oNVB among adults with DS

(see Mapter 4, Section 4.5.4, Study 3; Chapter 7

(vi) To investigate the impact of a 10 week programme of ramsiking on the WB of adults

with DS (see Chapter 4, Section 4.5.4, Stud@3apter 7.
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4.2 EPISTEMOLOGY

Epistemology is a branch of philosophy related to the nature of knowledge and justified

belief The significance of epistemology is highl
concerned with providing a philosophical grounding for deciding what kinds of knowledge

are possible and how we can ensure,O%Wey are
cited in Crotty, 1998, p. 8). According to Crotty (1998), research epistemology is a

phil osophical worldview and is O0the theory o
perspective and thereby in the uywnefthbodol ogyo
researcher to disclose their particular worldview, and the worldview implicit in the research
guestion, in order to ensure that any assumptions are understood and thus transparency can be

maintained throughout the research process.

There are may potential epistemological underpinnings, but three that are often used in
social science research: p@sisitivism; social constructionism; and pragmatism, each with
their own preferred methodological approaches. -positivism is frequently considedd¢o

be a more O0scientificd approach relying on o
empirical measurement being the focus. Social constructionism is concerned with the view
that meanings are constructed by individuals as they engage with theleyriare

interpreting. This process is largely inductive with the researcher generating meaning from
the data collected. In comparison, pragmatism is not committed to any one philosophical
approach and allows the researcher to draw from both sociadfuciist and post

positivist methodologies (Cresswell, 2009). Given the complexities associated with working
with LD participants (such as communicatemmd comprehensignadded to the subjective

nature of WB, theelativefreedom of choice that a problerentred pragmatic approach
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would allow seems the most appropriate choice for this type of investigation. A purely post
positivist approach would not allow for thedepth understanding and meanings of WB for
the partici@nts, likewise, input from a purely social constructionist approach would be

restrictive in terms of potential for generalisability.

4.2.1 Pragmatism

Pragmat i s-im fi &6 acpntradmpaddanh which directly tackles the research

guestion itself The research question for the proposed study has evolved from the

experience of working as a teacher/advisor in the LD environment for many years. A

pragmatic approach allows the researcher the freedom to select the methodologies which best
servethidr eal worl doé situati on. Il n commenting o
suggested: O0The characteristic idea of philo
applicationit he i ssue of &6whi c h i somehéwsproddesstandardst e f f
for the determination of truth in the case of statements, rightness in the case of actions, and
value in the case of appraisalsdéd (Rescher, 1
making use of pluralistic approaches in seeking relevanwlatuge (Cresswell, 2009), and

can therefore be expected to facilitate scrutiny of the research question from multiple angles

and making use of multipkechniques. This approaaliows for the broadest data collection

from different types of knowledge, this relatively underepresented field of research.

4.2.2 Reflexivity of the researcher

It is the duty of the researcher to disclose their professional position and any likely influences
in order to aim for transparencyt is also essential for thhesearcher working with

(particularly) qualitative data to be aware of their own personal biases with regard to

71



interpretation, as they will inevitably make sense of their research findings through their own
individual perspective, particularly concernitingir previous social experiences (Cresswell,

2009). In this case the researcher is regularly involved with some of the participants in the

pilot study and all of the participants$tudy 1 éeeSection 45.2) asone oftheir music

teaches and has been for several years. This provides a unique opportunity to study the
musical experiences of the participants as a
This researcheparticipant relationship provides many strengths to the reseasnde

particularly the ease of interaction and effective comoatiun between the two parties,

which can beroblematic when working with people with LDs.

However, this 06i n slhallergesthatren@re donsidemation,|lssagtor ai s e s
minimise any researcher influence or bias. The expectations of the researcher for the

participants to respond in a certain way requires careful management in order to avoid
assumptions on the part of the researcher. In addition, the question of familitritlyev

participants needs to be monitored to ensure this does not detract from the research question
itself. With these challenges being noted and the researcher being aware of the possible risks,
the O0insiderd positi onltogpfovide fick and dewmilechdatadner has
the topic of interestin addition, the researcher sought validation through supervistrs w

regard to all data analysiwith particular reference to Studydthnographic case study).

4.3 RESEARCH METHODOLOGIES

As discussed previously, epistemology is concerned with our philosophical approach to the
world and how we understand and interpret knowledge. Methodology is concerned with the

strategies of inquiry that will allow us to carry out our investigations atairothe
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knowledge we need. The epistemological perspective thus has a direct influence upon the
methodological approach and how a researcher embarks upon answering their research
guestion. Epistemology and methodology are inextricably linked and anetaaxist in

isolation without the other.

4.3.1 Quantitative vs. qualitative research designs: A multiplanethods approach

Historically, research designs have been categorised into two main categories: quantitative
and qualitative. These two desigmaerge from their differing epistemological perspectives
and subsequent data collection, analysis and interpretation procedures. The quantitative
approach tends to support a ppssitivist epistemology and according to Cresswell (2009):

60 a (g u a researthasta meaes for testing objective theories by examining the relationship
among variablesdéd (Cresswell, 2009, p. 4).
access to the necessarydiepth personal experiences required to understand theeatigd

of WB. Likewise, a qualitative based research design with a focus on a social constructionist
epistemology with subjective personal experience at the centre, would potentially limit larger
scale conclusions and generalisasiomypically, a multple methodsapproach tends to

employ multiple types of qualitative and quantitative &wesswell, 2009).

A multiple methods approach to reseacam be defined agsearch where the researcher
mixes or combines quantitative and qualitative rese@aimiques, methods, apaches,
concepts, or languagé multiple methods approach recognises that both quantitative and
gualitative designs are useful and dtuianportant. The aim of multiplenethods research is
not to replace the traditional two appches but rather to utilise the strengths and thus

minimise the weaknesses of both in a single research paradigm. It acknowledges the use of
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multiple approaches in answering research questions rather than limiting the research options
for the researcherThe methodologal pluralism offered by a muftie methods approach has

the potential to create superior research compared to the traditional quantitative or qualitative
designs (Burke Johnson and Onwuegbuzie, 20B4)losophically speaking, myttie

methods research employs a pragmatic approach that attempts to unite the information
provided by quantitative and qualitative research irgoaatical, workable solution.

Therefore, this study makes use of multiple methods, relying on a suite of guenésitel
gualitative designs adopted over three main studiég. four research questions are

addressed through a pragmatic methodologieedpective allowingpr a multiple methods
approach.Table 4.1 highlights how the research questions and ressanshare linked, in

addition to the mapping of individual studies and methodological desggts The multiple
methods utilised include: ethnographic case study (qualitative approactexpenmental

design (quantitative approach); and, experimentsigdg quantitative approach).

4.3.2 Qualitative design: Ethnographic case study

An ethnographic case study was used to obtain-depth understanding of what taking part

in regular active music sessions meant for adults with DS and their familtessabed in

Study 1 (see Section32). A central feature of thethnographic traditiomvolves the

researcher studying people for a considerable period of time in their own natural

environment. The role of the ethnographic researcher is to becdynienimersed within the

particular culture being studied, in order to alladetailed description of the group and/or
individuals within that group. The research
take part in the group whilst observing lag same time. As mentioned previously, the

researcher is highdyliwnweo!|l vfedt her pdret idaniupa rct
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engaged with the group, often for extended periods. This provided unlimited access to the
group and their familiesThroughout this time the researcher was a fully accepted member of
the group within this environment. This approach is often utilised when exploring a new (or
underrepresented) field of research, where the researcher hasleptinknowledge of the

topic under investigation (Robson, 2011). The research situgtithis thesiss ideally

placed for an ethnographic approach. The research question seeks to understand the musical
experiences and the influences of music on WB for this group of peoplan &xisting

member of the community, the researcher was in a unique position to facilitate this.

In Study 1, an ethnographic approach is linked withse study as a strategy of inquiry.
Thisisawele st abl i shed research strat egndefmilger e t h
characteristic i® concentratetbcuson this particular casstudied in its own right. There

are many variations onhat the case can be, for example, an individual, group or

organisation, and context must be taken into account. A case study typically involves

multiple methods of data collection, for example paréinipobservation and interview.

4.3.3 Quantitative desgns

Two main quantitative designs were employed throughout the research pesicdmary of
theresearch questions, research aimsraathodologiesised mapped onto a pilot study and

three separatgtudies, can be seen in Tablé delow.
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Table 41: Summary of methodologies employed in the research

STUDY RESEARCH AIMS RESEARCH DESIGN
QUESTION(S)
Pilot Research airti) Research questisn Quantitative approach
1 and2 using:

Pre/postest experiment
using specifically
designedjuestionnaires
(uncontrolled).

1 Research aims (ii) and | Research question Qualitative approach
(iii) 1,3and4 using:
Ethnographic case stud
2 Research aim (iv) Research questisn Quantitative approach
1 and3 using:

Non-experimental
survey(online).

3 Research aims (v) and | Research questisn Quantitative approach
(vi) 1 and3 using:
Experimental design,
repeategmeasures
intervention.

4.3.3.1Non-experimental design

A nornrexperimental design was usedreestigate the prevalence of music participation as an
activity within Mencap groups and thestablish an insight into the view of this organisation on the
benefits of music participatoon WB for their adult members, as ddélsed in Study 2 (see Semti

4.5.3). Broadly speaking, a neexperimental design does not have a manipulated variable, or
as in this case, an intervention strategy. Rather, it aims to provide @&tailgedescription of

a particular phenomenon. Both surveys and questionnagdésegquently employed in nen
experimental designs. A questionnairdégined here aa research tool that typically

consists of a sexg of questions designemmeasure a particular variable (such as WB). In
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comparison, a survey is definedaaset ofquestions designed to obtand evaluat¢he

opinions or experiences of people on a specifictof interest.

4.3.3.2Experimental design (repeatatkasures)

An experimental design was used to investigate the impact of a 10 week programme of
musiecmaking on the WB of adults with DS, as deised in Study 3 (see Sectiorb4l). A
guantitative experimental design examines the impact of a treatment (or intervention) on a
measured outcome (WB in this case). The participant is tested in bgite thied postest
conditions (repeatemheasures). All other variables, for example type of LD, require
controling as far as is possiblén the following section, the methods used within these

designs are introduced, before the chapter ends with acttdlunt of each proposed study.

4.4 METHODS: MEASURING WELL -BEING: Research question 1 and?2

Overarching research question 1: What is the effect of active music participation on WB

among adults with DS?

Research questidh What is the most appropriateethod for assessing WiBnong adults

with DS?

Research aim (i): To scrutinise potential tools to measure WB among adults with LDs,

recognising a lack of validated measures for this target group.

The vast array of research undertaken up to this point in time demonstrates a desire by social

scientists and psychologists to understand the factors that affect WB. What makes people
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happy? What makes for a contented society? These are difficultomsestianswer but

their importance continues to drive research forward at a significant pace. These difficulties
are partly due to the problems associated with accurately measuring WB. This can only be
fully understood by asking individuals how they fabbut their lives which can lead to
problems in itself, such as reliability, validity and terminology (Kreuger and Schkade, 2008).
Data have predominantly been collected from individuals througiiegadtted measures

such as questionnaires or surveystoen ref erred to as O6gl obal &6 1
much greater understanding of the correlates between WB and influential factors, such as
friendship, marriage, heredity, employment, health and physical diggbieneret al,

1999; LyubomirskyKing and Diener, 2005). Although WB research methods used up to this
point have been successful to a degree, there are still improvements to be made concerning

reliability and validity of the data collected and subsequent interpretation.

There have been countless attempts by researchers to develop reliable and valid scales that
measure the 6full pictured of the WB of an i
heavily on one aspect of WiBeither positive affect; negative affect delsatisfaction

(Diener, 1984) but due to the multidimensional nature of WB these have only produced a

partial answer. In response to this dilemma, the development of the Satisfaction With Life

Scale (SWLS) attempted to incorporate the rfalteted natwe of WB and measure this as a
cognitivejudgemental process (Diener, 1984). Results suggested that scores on the SWLS
correlated with other measures of WB and support findings that specific personality

characteristics are linked to WB (Diener, Oishi andas, 2003).
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Despite advancements in the assessing and understanding of WB, research has continued to
come under scrutiny at both the conceptual and empirical level (Pavot, 2013). At the
conceptual level the philosophical assumptions have been challeypgédrnative WB

constructs, thus the validity and use of measures designed to assess WB are questioned. At
an empirical level, shortcomings concerning the potential effect of memory failures,

individual biases and the influence of cognitive contexhatime are now being scrutinised.
Newer methods offered as an alternative to traditional global reports have included the
Experiential Sampling Method (ESM; Csikszentmihalyi and Larson, 1987), which led to the
concept of the O6flyowd 199dt)e ( Tdhiek 64 ¢ mtwrdi lsdlat
mind where the individual is fully immersed in an activity and experiences an energised
focus, full enjoyment and enjoyment in the process itself, often referred to as being in the
6zonebod. T h dilises Beuemhexpenemtal reyports on current emotional
experience. However, a significant drawback with this approach concerns the fact that
participants may become bored of the required commitment to complete the reports. Also,

vast amounts of higiilcomplex data are created from each participant.

The Day Reconstruicin Method (DRM; Kahnemaet al.,2004) falls somewhere in between

the ESM and traditional global reports. This approach moved away from the need to provide
random responses throughdle day to a more predictable diary entry at the end of each day.
This is a less intrusive method although it does still require a considerable amount of time at
the end of each day. Like EShkhe DRV method tends to focus on the temporally proximal
affective experiences of the individual. Evidence suggests that data produced from both
methods is distinct from the type of data obtained from global measureB.oEWiotion

data from ESM and DR tend to be more attributed to WB in social relationshipsreds
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global measures tend to correlate with variables connected with material WB (Pavot, cited in

Eid and Larsen, 2008).

Significant progress has more recently been made in developing reliable subjective measures
of personal and social WB and the pursidiieven more reliable measures continues. The

ESS (European Social Survey) Weéing Module represented one of the first main

systematic government attempts to produce policy relevannahiiéB records (Huppest

al., 2008). The ESS WebleingModule was administered to approximgté3,000 adults in

23 European Union countried-his article sought to understand and evaluate the success of
European countries in promoting the personal and social WB of their citizens. WB was
identified as consistingf nine components: positive feelings; absence of negative feelings;

life satisfaction; vitality; resilience and sa&fteem; positive functioning; supportive
relationships; trust; and belonging. It recognised that in addition to a better understanding of
domainspecific measures such as family situation or income, it is also essential to look
deeper and focus on how well an individual functions. This shifted the emphasis from a more
transient state of WB to one that is more sustainable in the longer femiermore,

research suggests that the reliable measurement of WB indicators should be viewed as not
merely the absence of distress symptoms, which can present results that are not truly

representative of the WB of an individual Beet al, 2003).

Dieneret al, (2010) presented two WB measures: The Féhimg Scale, which is a brief
eighti t em measure of the respondentds percei vec
esteem and optimism; and The Scale of Positive and Negative Experighimésproduces a

score for positive and negative feelings combined. Diehat.(2010) commented that
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although these new measures are promising, more validity work is required before they can
be extended to communities other than the student poputh@gworked with. A major
difficulty with these existing WB measures is the inappropriateness of design for the LD
population. They require a certain level of cognitive functioning, for example, the ESM and
DRM require the participant to be capable @fdieg and writing fluently, which is beyond

the ability of many people with LDs.

The WarwickEdinburgh Mental Welbeing Scale (WEMWBS) has been widely used and

validated in reent years (Tennaset al, 2007,seeAppendix 1). It was originally fundealy

NHS Health Scotland and developed via a collaboration between the University of Warwick

and the University of Edinburgh. The aim was to monitor the mental WB of the general

population. It also was designed to provide a means of evaluating the irhpacbos

projects and programmes on WB. 't comprises
WB and responses are made using affimi@t Likert scale rating. Each item is positively

worded and uses si mpl e | anvgeu abgeee na nfde esleinnt ge nucse
been feeling relaxed). kddition, there is a shortened seitem version available, which
demonstrates a strong outcome correlation with the full lengthonefStewarBrown et al,

2009. The shaened version (SWEMWBS$ suitable for use with people with LDs due to

its straightforward design and ease of applicatialthough it has not yet been validated for

use in this population.

The UCL Museum Wellbeing Measures Toolkit is a recent development of a set of $cales o
measurement of WB resulting from participation in museum and gallery activities (Thomson

and Chatterjee, 2014eeAppendix 1). The toolkit was designed to help those running either
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in-house or outreach museum programmes to evaluate the impact @efdheon the WB of

the participants. The tool kit is highly fle
and mi x0 the parti cul abeingtqoestibnnaire; sreagosiivewetf . a g
being younger adult version). It is alsatahble for either oneoff activity or a longer

programme of activities. Although this measure was not specifically designed for the LD
population, it has been used with success among individuals with cognitive impasoant

as sufferers of dementiB¢vine and Lloyd, 2015).

Although thiscurrentresearch has adopted the PERMA model of WB (Seligman, 2011) as

the model of choice, the corresponding PERMA Profiler scale for measuring WB (Butler and
Kern, 2015) is not suitable for this target populatidine wording used is too complicated

and would not be appropriate for people with LDs. Although there has been an adaptation of
PERMA for adolescents, to date there is not an LD version available. This further
demonstrates the real absence, particulartile UK, of WB measures specifically validated

for use with people with LDs. The measurement of WB within the LD population is a topic
which requires careful planning and an empathetic understanding of the particular needs and

abilities of the individubs.

4.4.1 Measuring weltbeing in people with learning disabilities

The accurate assessment of the WB of people with LDs is highly problematic but is
nevertheless essential to allow people with LDs access to a quality of life comparable to the
nondisabled community, along with the freedom to have some degree of comrdhei

own lives. In seeking to obtain accurate and meaningful data, there are many methodological

issues when working with the LD community. Two of the traditional methods used to assess
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WB i questionnaires and interviewdave reported difficultiewith this population (Finlay

and Lyons, 2001). Problems with language and communication are well documented (Nind,
2008). These include lack of understanding; complexity of phrasing; difficulties with
expressive speech; and sgeelarity. Vocabulary sbuld be as simple as possible to obtain
the relevant information, and abstract concepts are often more difficult to comprehend for
people with LDs (Smyley and Elsworth, 1997). An appropriate means of accurately
responding must be sourced. Particular caust be taken to provide questions that can be
understood and be responded to without confusion. Many standardised questionnaires are
inappropriate for this population, not only due to the language and comprehension
difficulties, but also due to the psyametric properties not being applicable to the group in
guestion (Finlay and Lyons, 2001). Resulting from these concerns, the validity of
guestionnaires and interviews has been challenged, in particular the question content,

phrasing, response format goslychometric properties.

The LD population is extremely heterogeneous and there appears to be no easy solution to
overcoming these concernshe population for a particular measure needs to be clearly
defined and this is a significant problem whenlidgavith a broad variety of LDs, all with

their own particular challenges. A variety of strategies have been suggested in the literature
to increase the content validity of these measures, such as reviews by multiple judges to
ensure that all facets acevered, and thorough pilot work (Finlay and Lyons, 2001). There
has been some effort on the part of researchers to draw together and review WB measures for
people with LDs (Schalockt al.,2002; Van Looret al, 2010; TownsendVhite, Pham and
Vassos, 202; Verdugeet al, 2013). Nevertheless, there is still little consensus on the
application of WB measures for the LD community. Townséfidte et al.(2012)

suggested that a greater number and variety of instruments would enable researchers and
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clinicians to select appropriate instruments based on their specific needs. The researchers
commented that the concept of measuring WB for individuals with LDs is still in its infancy
and there is a modest amount of literature in the field. Verdugb(2013)noted that there

are even less measures available for people with profound and complex disabilities. In a
systematic review of seteported quality of life measures the researchers concluded that the
majority of measures were not well validated nor wkey related to any theory of quality of

life. In fact, only six were viewed as psychometrically sound and these were only suitable for
people with mild LDs. The review reported ih&pter JseeSection ) identified the

methods used to date in exnsf research and these provided a useful insight into the ongoing

challenges experienced when dealing with this population.

4.4.2 Analysis of methods identified in the review

From the findings oftte review presented in Chapteiitan be seen thttiere appears to be
no one singular approach that has tended to be favoured when measuring WB among the LD
community. A wide variety of methods were employed in theeresd studies andll except
one (Aujla and NeedhaiBeck, 2019)onsistently led to pdasve findings in support of the
various ats-based interventionséeTable 42). The studies that reported outcome measure
statistics (Hooper and Lindsay, 1992; Hooper, 2002; Bbosb.,2007; Jaschke and Scherder,
2015; and BarrteLopezet al, 2016) all showed significant improvements after the
intervention had taken place (and not significant resultisarcontrol group where the
experimental design was controlled), except for the Personalbaiely Index: Intellectual
Disability (Cummins ad Lau, 2005). Likewise, the studies that reported via qualitative
methods (Moceviciene, 2014; Dinold, 2014; Ward and Parkes, 2015; Moceviciene and

Prudnikova, 2015; Hassan, 2017; Whelan, 2@L§la and NeedharmBeck, 2019 also
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reported improvements follang the period of interventignvith the exception of the study
mentioned aboveHowever, it should be born in mind that these studies were relatively small
scale with regard to participant numbesedChapter 3 Section 3.5.2, Figure.® and this

shoud be taken into account when drawing conclusions and/or making generalisations from
the findings. Also, as can be seen, these measures do not acknowledge WB as a single
construct (with the excéipn of IDQOL-16, Hoekmaret al, 2001, which is nofEnglish
language, and Personal Wbking Index: Intellectual Disability, Cummins and Lau, 2005),
but rather they assess fragments of WB. Furthermore, for example, the Koppitz Human
Figure Drawing Test (Koppitz, 1968) and the RepetiBehaviour Quotier? (Leekamet

al., 2007), require a certain level of drawing or writing ability, which is beyond the capability
of many people with LDs. For these reasons, the measures identified in the review were

deemed unsuitable for use with tiaeget population of this research.
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Table 42: Summary of measures identified in review

MEASURE

DATE

AUTHOR(S)

AIM OF MEASURE

LIMITATIONS
OF MEASURE
FOR THIS
RESEARCH

Brief Psychiatric
Rating Scale

1962

Overall and
Gorham

A measure opsychiatric
symptoms e.g. anxiety.

Not a full WB
measure a rating
of psychiatric
distress.

The Koppitz
Human Figure
Drawing Test

1968

Koppitz

An assessment/indicator o
emotionality.

Not a full WB
measure seeks
indicators of
emotional
disturbance;
requires drawing
ability.

Clinical Global
Impression Scale

1976

Guy

A measure of global
functioning following
treatment/medication.

Not a full WB
measure a rating
of psychiatric
illness severity,
improvement and
response to
treatment e.g.
medication.

Behaviour Rating
Scale

1986

Lindsay and
Baty

A measure of relaxation
following behaviour
relaxation therapy.

Not a full WB
measure a means
of managing
anxiety through
relaxation
techniques.

CohenMansfield
Agitation
Inventory

1986

Cohen
Mansfield am
Billig

A systematic assessment (¢
agitation.

Not a full WB
measurd records
frequency of
aggressive
(agitated)
behaviours e.dor
dementia
sufferers.

Intellectual
Disability Quality
of Life-16

2001

Hoekman,
Douma,
Kersten,

Schuurman anc

Koopman

Quality of life scale for
people with LDs.

Non-English
language
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Personal Well 2005 Cummins and | Subjective welbeing scale | Designed for
being Index Lau for people with LDs. mild/moderate
Intellectual LDs 1 no option
disability for
severe/profound
measirement.
Repetitive 2007 Leekam, A self-report questionnaire| Not full WB
Behaviour Tandos, concerning repetitive measuré records
Quotient2 McConachie, | behaviours e.g. in people | routines or
Meins, with ASD. repeated
Parkinson, behaviour via seif
Wright, Turner, report; requires
Arnott, fluency in
Vittorini and reading/writing
Le Couteur e.g. adults with
ASD.

4.4.3 Questionnaire and interview development for people with learning disabilities

It should be noted that the difficulties highlightelsbve do not apply to all people with LDs,
particularly those with borderline or mild LDs. In these cases it would be wrong to
oversimplify questions and standardised questionnaires may be appropriate, although this
should not be assumed. It should dsaecognised that some constructs may just be too
difficult to assess for people with LDs, particularly more abstract concepts and those
concerning judgements of time. According to Finlay and Lyons (2001), the following
suggestions would help to increaselusiveness and validity in using questionnaires and
interviews with people with LDs, although they note that not all suggestions should be used

with all participants and a degree of flexibility must be maintained:

(i) A minimum number of words shouleelused and ambiguous or complex phrases avoided.

(i) Researchers need to be aware that participants may respond to the topic, rather than the

guestion itself.

(i) Comparisons should be split into two separate and distinct parts.
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(iv) Significant eventgan be used as markers when referring to time periods.

(v) Check that a question has been understood by asking for examples, or by using alternative

phrasing.

(vi) Make sure if probes or rephrasing is used, the participant does not think their original

ansver was wrong.

(vii) Allow plenty of time for interviews, with the possibility of gaps or uncodeable answers.

(viii) Any difference between receptive and expressive speech needs to be identified
researchers often ovestimate the comprehension of peaph® have good expressive

language skills.

(ix) Make sure the participant knows that it is ok to not know an answer.

(x) Be aware of acquiescence in answering questions, along with suggestibility and the desire

to please (Finlay and Lyons, 2001, pp. X39).

In light of these potential pitfalls when researching with participants with LDs, it is clearly an
area that requires careful planning and specialist knowledge in the field. Based on the
information presented here, the following section describesWiBwvas accessed for the LD

population involved in the current research.

4.4.4 Well-being measures selected for this thediResearch guestion 2)

4.4.4.1 Quantitative measures

With regard tadResearch question(Besearch aim (i))xhe following points have emerged and
contributed to the WB measures selected for this target giéupain concern when

selecting WB measures is the lack of validation of the majority of existing scales of WB for a
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target group with LDs. For this remsit was necessary to seek out measures that had been
used within similar groups (e.g. dementia sufferers), or measures that were eassliplgcces
for this target groupThe two scales selected were: the shortened version of Warwick
Edinburgh Mental Wélbeing Scale (SWEMWBSTennantt al.,2007); and the UCL

Museum Wellbeing Measures ToolkitHomson and Chatterjee, 205égSection 45.4,

Study 3. These two measures were selected for a variety of reasons including:

1) Both measures adesigned to provide both an overall measure of WB, and a measure of
WB following the impact of a project. Therefore they were particularly suitable for a project

of this type.

2) Both usea simpe and basic vocabulary in comparigorother WB measures,g. the

PERMA Profiler.

3) Both havea simple sentence structure with few words.

4) They argquick to complete (with just 6 or 7 questions depending on the specific measure).

5) The UCL Museums Wellbeing Measures Toolldesbrightly colouredumbrellas vinich

are visually appealing.

6) The UCL Museums Wellbeing Meures Toolkit halseen used with other cognitively
impaired participants (dementia suffetefeomson and Chatterjee, 2Q14although not

validated for LDs

For these reasons the resear¢akithat these two measures were a suitable option for
participants with DS. With the additional pictorial response option (smiley faces) this

seemed a likely successful mettoom whichto obtain valid WB scores.
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Therefore, @ombination of SWEMWBSind the UCL Museum Wellbeing Measures Toolkit
provided a solid foundation upon whithinvestigate the impact afiusic participation on

WB for this population, and full versions of each scale are available in Appendix 1. A
specifically designed questioaine was used in the pilot study, however this proved difficult

for a number of reasons, such as the pictorial scales for participants to respond with were not
suitable for the target groupgeSecton 45.1, Pilot Study Appendix 2). A specifici}-

desgned online survewas also used for Study 2eeSection 45.3).

4.4.4.2 Qualitative methods

Two qualitative methods were selected as appropriate means of data collection.

Theinterviewis a qualitative research technique that involves the researcher asking the
participant(s) detailed questions and engaging in dialogue. Astamtured format is often
favoured in social research (as opposed to structured or unstructured), whictaatkntesn
degree of flexibility whilst ensuring the in
guestions predetermined on the area of interest. The interviewer usually has a checklist of
topics to be covered, but the exact wording and orderfame decided while the interview is
actually taking place. Additional questions can easily be added for clarification or further
information (Robson, 2011). Interviews were used in this research to gaHueyptim
knowledge of what taking part in regulactive music sessions meant foe students and

their families Bearing in mind the necessary points to consider when interviewing people
with LDs (see Section 4.4.3), the interview technique can be a highly effective method for
this cohort when caed out with empathy and an understanding of the individual needs of

each participanfseeSection 45.2, Study ).
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Participant observatioms when the researcher is part of the group being observed. Itis

essential for there to be a good rapport between the observer and the participants, as is the

case in this research. Observations can be described, analysed and interpreted, and reported
data can be either thematic or narrative (Robson, 2011). Participant observation allows the
observer considerable freedom in the gathering of data, for example note taking and journal
keeping Participant observation was used in this research to reetaited behaviours seen

during the music sessiond his method is particularly suitable for participants with LDs as it
isentirelynoA nvasi ve and i s notinvolverhentartheir on t he par

participationin any way(seeSection 45.2, Stug 1).

The following section providedetails of each of the fostudies which form this thesis. The
multiple methods employed allow a triangulation of strategies for data collection, thus

providing the most effectiveneans ofinswering th@verarchingesearch question.

4.5 INDIVIDUAL STUDIES

As developed throughout this chapter, four separate studies cahtbifogm this research

(seeTable 43). Each ispresented in turn below.
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Table 43: Summary of studies

OVERARCHING RQ: What is the effect of active music participation on WB among
adults with DS?

music interventioron
WB among adults
with DS.

(vi) To investigate
the impact of a 10
week programme of
musicmaking on the
WB of adults with
DS.

measuring changg
over a 10 week
programme of
weekly music
interventionsand
within individual
sessons,using
UCL Museum
Wellbeing
Measures Toolkit
and SWEMWABS.

STUDY AIM DESIGN AND | PARTICIPANTS ANALYSIS
METHODS
PILOT | (i) To scrutinise Pre/posttest 15 adults (mixed Statistical
STUDY | potential tools for design LDs). analysis.
measiring WB (uncontrolled)
among adults with | using
LDs. guestionnaires.
STUDY | (ii) To obtain anin | Ethnographic casq 4 adults with DS Thematic/narrative
1 depth understanding| study and their families. | analysis.
of what taking part in| using
regular active music | observations,
sessions means fdr | interviews and
adults with DS ad audio/video
their families materials.
(i) To explore how
well the PERMA
model fits the data
from the participants,
STUDY | (iv) To investigate A specifically Mencap groups Statistical
2 the prevalence of desigred online based in the UK. analysis.
music participation as survey
an activity, within the| administered via
Mencap organisation| email.
STUDY | (v) To investigate thg A repeated 24 adults with DS. | Statistical
3 impact of a oneff measures design analysis.
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4.5.1 Pilot study: Research questior?

Research question 2: What is thestappropriate method for assessing WB among adults

with DS?

Aim: (i) To scrutinise potential tools for measuring WB among adults with LDs, recognising

the lack of standardidameasures for this population.

Design and method3 his was an uncontrolled pre and ptest aesign, measuring change

over a twohour music interventio, using quegbnnaires

Questionnaires: WB was measured through two specifically designed questionnaires. Each
participant was asked to complete Student Questionnaire 1 (SQ1) and Student Questionnaire
2 (SQ2). SQ1 was completed on arrival and befugenusic session took place (pest)

and SQ2 was completed immediately after thesiem had finished (poestst). SQ1 included
some general introductory questions regarding personal details (date of birth, gender and
living arrangements) and some aduhil open and closeehded questions concerning WB.
SQ2 contained further questions concerning WB in relation to SQ1. Responses were made
either verbally, through the use of pictorial scatesvith the help of &arer or support

worker. Response optisincluded the Wond3aker Faces pain rating scale (WeBaker

FACES Foundation, 2016); the Sél§sessment Manikin scalBradley and Lang, 1994);

and a fivepoint smiley face scale similar to those used in government surveys fie path

LDs. The questionnaires were in paper format and the questions were read aloud to the
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participants. Anonymity was maintained throughout. Both questionnaires and scales can be

seen in Appendix 2.

Participants 25 adults with LDs were invited to participate instheésearcliproject, 15 of

whom accepted (nine females, siales) representing a 60% responseYates sample

included participants with all types of LDs. The participants were selected from two sources:
(1) a Music Man Project workshop which took place at the Royal College of Mu&ig on
June2016, and (2) during a Music Man Project daily sessioicitook place in the

Southend area dt® July2016. Sample selection was made on the basis of an invitation to

be part of the research project, whilseatting the workshop or sessiofihe sample covered

a wide variety of ages ranging between 20 angéeaifs (overall mean age = 32 years,

standard deviation (S.D.) = 10.47; female mean age = 30 years, S.D. = 7.27; male mean age =
34 years, S.D. = 14.42). All participants except for one (who resided in a care facility), lived
with family members. Ethicalonsent was obtained for all participants prior to the session

commencing via participant information sheets and consent forms (adapted where required).

Analysis:These finding helped to identify some of the specific challenges that need
consideration Wwen working with this population. These included allowing plenty of time for
guestioning, without the participants feeling rushed or pressured in any way. In addition,
completing the questionnaires in the same room as the instruments already seteip for t

session proved a distraction for some of the participants. Therefore, a quiet space was

51t should be noted that a group of ten participants was cancelled two days prior to the study taking place.
The support manager responsible decided that his servgers would not enjoy the genre of music being

used. This is somewhat typical of the experiences of people with LDs, with others making life choices on their
behalf.
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propo®d for the subsequent studies, in order to allow the participants to concentrate on
answering the questions to the best of their alality without distractin. The use of these
scales with participants with LDs proved to be difficult, particularly the complex faces and
figures used in the WorBaker scale and Sedfssessment Manikin scale. Therefore,
alternative measures were sought for the remaining stbeiew, as these were not deemed

suitable for this population.

4.5.2 Study 1(see Chapter % Research qguestions 3 and 4

Research question 3: What counts as effective agtusc participation for adults with DS?

Research question 4: To what extent dbesPERMA model fit the emerging data from the

participants?

Aims: (i) To obtain an irdepth understanding of what taking part in regularactusic

sessions means for foadults with DS and theiamilies.

(i) To explore how well the PERMA model fits the data from the participants.

Design and method#n ethnographic case study of the Music Man PrdjgctMMP),

which provides music education to adults and children with LDs. The participants were all

part ofthe Music Man community, based in Essex. The researcher was already an accepted
member (O0insider6é) of the group, spending mu
on a regular ongoing basis. Data was collected via three methods: (1) Participant

observations during the regular daily sessioseme predetermined areas of interest were

identified, bearing in mind the PERMA model (Seligman, 2011) of WB. A journal was used
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to record all information as it happened; (2) Seimiictured interviews witmusic learners;

their families and Music Man staff. This explored the impact of the music sessions,

including musical and social features, with the participant being given the freedom to express
their thoughts on the subject. Interviews were f@ekace, oneon-one. Informal interviews

were also undertaken as appropriate; (3) Audio and visual materials (for example, videos and
photographs of concerts) were collected throughout the period of fieldwork. This study ran

for a 12 month period from Febmya20171 February2018.

Participants Fournested case study participants were selected, all of whom had DS and were
part of the Music Man community, attending different daily sessions fonianomm of one

session per weekThe focus was centred on tharticipant and extended to other relevant
individuals (familytutors). Three males and three females waetially selected to provide a
genderbalanced targeted sample, although one female and three males actually toAk part.
invitation to be part fothe case study was sent to selected participants. Ethical consent was
obtained from all participan{&ncluding familytutors where included in the study) using

adapted participant information sheets and consent forms where appraaedtependix

3).

Analysis Data collected was largely qualitative. A holistic approach was adopted to create a
highly detailed and desptive narrative; Interpretative Phenomenologicablsis(IPA)

was employed to link common themes between participants.

4.5.3 Study?2 (see Chapter & Research question 3

Research question 3: What counts as effective active music participation for adults with DS?
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Aim: (iv) To investigate the prevalence of music participation as an activity within the
Mencap organisation and to provide insight into their view of musimaking on WB for

their adult members.

Design and method#s specifically degjned online survewas distributed to all the UK
Mencap groups. This sought to identify: (i) whether music participation (in comparison to
other activities) was used as an activity foulgg] and if so, (ii) why it isised, (ii) in what
capacity is it used, (iv) how isifunded, (v) and why it isot used more (if appropriate).

This study ran JunieDecember 2017.

Participants: Approximately 400 Mencap groups throughout the UK. Ethical consent was

obtained online.

Analysis:Quantitative statistical analysis proceduveere applied to the returned data.
Common themes were sought in responses to gain an insight into the current use of music

participation for people with LDs, within the UK Mencap organisation.

4.5.4 Study 3(see Chapter T: Research question 3

Researclguestion 3: What counts as effective active music participation for adults with DS?

Aims. (v) To investigate the impact of a oo music intervention on perceived WB among

adults with DS.
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(vi) To investigate the impact of a 10 week programme of rausiking on the WB of adults

with DS.

Design and method# within-subjects design, measuring change over a 10 week programme
of weekly music interventions. WB was measured by the UCL Museum Wellldeiagures
Toolkit (adapted via using a pictorial scale for responses). This relatively new (2014) scale is
freely available online and is suitable for {pest/posttest comparisons. With minimal

adaptation this was suitable for people with LDs. In @l SWEMWBS was employed to
increase validity, again using a pictorial scale for resposses\ppendix 1). These

measures were applied to monitor the overall impact of the longer 10 week programme
(Study 3a: data collected at wedl (baseline), week, week 6 and week 10) and also on

the effect of the individual sessions (Study 3b: pre andtpsesiveek 1, week 6, week 10 and

nortmusic week). Thistudy ran Apilii December 2018 (see Chaptgr 7

Participants:24 adults with DS, recruited through Miec Man Project; Mencap; RCM Sparks
team; and DS support groypgere invited to participate in the 10 week music intervention

programme. Ethical consent was obtained as per in the pilot study.

Analysis:Quantitative statistical analysis procedures (repeateasures) were applied to the
data to identify significant changes between the pre and@sistesponses (per individual

sessions and across the whole intervention).
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4.6 ETHICAL CONSIDERATIONS

This research was reviewed and approved by membehng @bnservatoiretJK Research

Ethics Committee (CUK RECand no significant ethical difficulties were highlighted to date.
The British Psychol ogical Soci et yes®urmdanP S)
principles: respect for the autonomy and dignity of persons; scientific value; social
responsibility; and maximising benefit and minimising harm (BPS, 2010). These four
principles have been strictly adhered to throughout this researchxdfople, participants

were regularly asked if they were happy to continue, whether they needed a break or if they
were unsure about anything. Each participant (or legal representative) gave their informed
consent to take part and was given a participdotnmation sheet (adapted where needed for
LDs) which outlined the aim of the research and informed them of their right to discontinue
at any time should they wish to do sall participants provided consent for photographs to

be taken and included in thesearch. All photographs of performances are freely available
in the public domainStrict anonymity was maintained at all times and participants were

fully debriefed after the sessionad taken place.

4.7 CONCLUSION

In summary, the research questadrihis thesis required a pragmatic methodological
approach to tackle this oO0real | ifeb6 issue,
A combination of quantitative and qualitative imedologies were used in a mple

methods design, which allved the flexibility to use the strategies most suited to this under
researched field of study. The measuring of WB in the LD population is highly problematic

and there is a real lack of validated scales available. The four studies which combined to
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produce this thesis used a variety of carefully selected methods in order to answer the

overarching research question.
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CHAPTER 5: STUDY 1

5.1 INTRODUCTION

Study 1 is an ethnographic case studiiMP UK (seePhotogaph 3). The studfpllowed

four adult music students witDS and their familie$or a period of 12nonths (February

20171 February2018). The researcher is a music tutor and regional director of this Mencap
funded charitable organisation and is experienced in the fiel®.0 During the year of

fieldwork she spent between 180 hours per week with each of the students and their
families in a variety of musicalyelated environments and situations. These included
regular weekly music classes; concert rehearsals; @asstoncerts; local fundraising
concerts; concerts at care homes; weekends away performing; workshops for new centres;
andata seltout show at the London Palladium@gztober 2017 (DVD available). Ethical

approval was granteby the CUK REC (June, 2016

The researchdrad unlimited access to the students thiedmusical activities they undertqok
with the families giving generously witheir time and effort. The unique position of the
researcher as an established member of the gseegapter 4, 8ction 42.2) facilitated the
collection of rich and varied data, offering a detailed insight into the real life musical
experiences of the participants and any perceived benefits (or disadvantages) to WB as a
result. This holistic approach, based on dptige and inductive data, aimed to produce the
fullest picture possible of the participants as part of themddmmunity. This chapter
provides background information regarding MMBX; details on the ethnographic case study

of MMP UK data collectiormethods; parcipants; and analysis of data and findings.
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5.2 BACKGROUND TO THE MUSIC MAN PROJECT UK (MMP UK)

Photograph 3: The Music Man ProjedKPhotograph courtesy of Paul Carpenter Films)

MMP UK i s t h etimbikdusis eddicationsseoa dpecificklly for children and

adults with LDg(see Section.B). It is a notfor-profit franchise model, supported by local

charity Southend Mencap. The programme originated in South Essex (Southend) and was the
i nnovative O0vVi s headteacher &nd musicianeDaviddsamey. t MMP
developed as a result of a growing demand from parents and families for musical

opportunities for people with LDs. A weekly Saturday music sctvasl originally

establishedn 2001 for a small group of youraglults with LDs. It quickly became apparent

that this was not sufficient to meet the high demand for musical opportunities for people with
LDs. The sessions grew in popularity and before long it was clear that there was not enough
space for everybody wheanted to attend the Saturday morning sessions. Therefore in 2012

the Saturday music school expanded to running six days a week and this was the start of the
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specialist fulltime music education service that is in place today

(https://themusicmanproject.com/

The main MMP ethos states that there is innate musicality in everyone irrespective of their

LD and through accessing this much can be achieved on a variety of different levels. This
includes not jusinusical progress but also improvements in social skills, physical and mental
health and many other aspects of WB. MMP 6 s
performance and fun in a highly supportive environment that is open to anybody with a LD.

This isthrough the teaching of originally composed repertoire at: special schools and

colleges; care homes; weeklgt8rday music school; adult thagroup lessons; and

workshops in various locationscluding at the Rogl College of Music

The t er nsandimportant ericedon for MMIReaching strategiesStudents are very

much actively involved in music throughout the sessidrigs is a participatory activitgnd
encouragement and support affered to this effect. Participatios guided by the students
themselves and their level of involvement provides them with a sense of agency and control
in this aspect of their lives. They are free to make decisions about¢igege of

participation e.g. solo performances, and this isrgortant aspect of the group.

Musical content is varied and written to suits the highly varied nedtiesé musicians with
LDs. The founder of MMP (David Stanley) is an experienced and establishgzbser. He
produces the MMPPepertoire, often vih lyrics from he students asther member of MMP,
and these are published in MMP songbookise songbooks contain sheet music, lyrics,

instrumental parts, teaching instructions #mgleducational background to the piedgach
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session uses a selectiofhfamiliar songs, while introducing new repertoire to keep
challenging the students appropriately. All music includes signs and actions based around
Makaton sign language, to ensure vambal students can participat€here is often the
inclusion of irstrumentge.g. glockenspiel, djiembe, small percussionih instrumental

parts adapted to suit the needs of the students. This ensures the most able students are
challenged, while also allowing less able students to take part on simpler arrangements.
MMP tutors are experienced musicians, predominantly with music/perfoemanc
gualifications and experts They all have special needs experiethaegside their musical
skills. Musical pedagogy is specialised with an emphasis on both education and fun.
Learning tends to take place in a subtle manner through the music particigsafior~or
example, song lyrics can utilise musical terminology, or address emotional expression
through the topics covered. Sessions are varied and the overall fe@lasifige andupbeat.
Teaching pace is sufficient to prevent either a loss of concentration, or boredom and/or
frustration becoming an issue. Termly reports are available for those students who request

them.

Since its expansion in 2012, MMP groups hbagen established in Essex, Kent, Suffolk, East
Sussex, Hampshire, Lincolnshire, Bristol and Scotland, as well as overseas centres operating
in South Africa (Sizanani), India (Bangalore), Nepal (Kathmandu) and the Philippines (lloilo)

(seePhotographs 4 ahb).
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Photograph 4: Workshop in South African township (2016) (Photograph taken by author)

Photograph 5: Workshop in Bangalore, India (2018) (Photograph courtesy of SarahMiléRrstaf)

Additionally, workshops or concerts have been given in West Sussex, Surrey,
Gloucestershire, Tyne and Wear, Cheshire, Lancashire and Northern Ireland. At the time of

writing there were also several more in the pipeline to be visited as time permitsirtht
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teaching commitment&nd now Covid 19 restrictions)These visits are often undertaken at
weekends to ensure the continuowsning of the existingveekdayMMP groups. MMP
provides ongoing &ining such as the provision oMMP teaching handbogMMP sheet
music and songbooks, further staff visits, additional workshopstoring for staff, online
teaching resourcemnd fund raising ideas or support for any new group wishing to join the
MMP community. MMP aims to provide the same musical oppdrés to those with LDs
as those experienced by aspiring musicians withoutiL&lthough teaching styles and time
frames may differ to suit the needs of the individual. High level tuition is provided by highly
gualified musicians, additionally with spateducational needs teaching experience. A
variety of musical instruments (including drum kit, percussion, African drums, ukuleles,
glockenspiels, hand bells and singing), originaiynposed repertoire and performance

opportunities form a standard paftthe MMP curriculum geePhotograph 6).

Photograph 6: Group adult weekly lesson in Maldon (Essex) (Photograph courtesy of Paul Carpenter Films)
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Performances can be seen at a variety of prestigious venues across London and further afield.

In 2015 MMP had their debut major performanéeMu s i ¢ i a& theManglonc 6

Palladium geePhotograph 7). This included over 200 students with LDs from around the

UK and a successful Guinness World Record attempt for the largest ever triangle ensemble!
The second half of the show included a music
followed the historical LD journey from the harrowing days of the institution to where

society has progressed to todagnd how far there is still to go along thiffidult path.

2017 saw the production of the next London Palladium performammceh e Iseeb el 6 (
Phot ograph 8). This was another musi cal c ha
|l abel 6, rather than being H®&MMP hddtheirlangesb t hey
production to date at the Royal Albert HaleéPhotograph 9), reaching a large audience in

excess of 3000 people. MMP performances, whether they be at the Royal Albert Hall or a

local nursing home, aim to educate the wideretgabout the journey towards equality of

opportunity for people with LDs. Through performances, MMP aims to challenge popular
misconceptions about what people with LDs can or cannot do and the staff have the highest
aspirations for what can be achievagdtheir students. First and foremost the students are

musicians and performersot a person identified by their LD.
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Phot ograph 7: &édMusi c i s (200Hg@Phatograph tourtedy ef PaulocCardeoter Filtna)l | a d i u

Photograph 8: O0Musi c i s (280&)¢Phatograph tourtedy ef PauloCardenter Filng)l | a d i u

MMP has won many awards for its unique work with the LD community and has been

described as O6outstandingd by pmpért8BnitiessBior who co
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https://themusicmanproject.com/wp-content/uploads/2017/12/Music-is-Magic-1.jpg
https://themusicmanproject.com/wp-content/uploads/2017/12/Cheer-1.jpg

pupils (MMP, 2018). The Royal Coll ege of Mu
inspiringéthe power of music to bring everyo

praised by the previous and current Prime Ministers for its pioneerirgiwthe field.

MMP has been in the final of the 6Music Teac
three years and won the 2016 6Kids Count I ns
(MMP, 2018).

Photograph 9: Royal Atirt Hall debut performace (2019 (Poster courtesy of Trudi Crumley)
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https://www.royalalberthall.com/tickets/events/2019/music-is-magic/

