[bookmark: _GoBack]










The participative arts for people living with a dementia: a critical review 








Hannah Zeilig		first author
contact details: 
Senior Research Fellow
University of the Arts
20 John Prince’s Street
London W1G 0BJ

h.zeilig@fashion.arts.ac.uk

John Killick 
Dementia Positive

Chris Fox
Hon. Consultant Psychiatrist
Norwich Medical School
Faculty of Medicine and Health Sciences
University of East Anglia
Norwich Research Park
Norwich, NR4 7TJ
 



Abstract: 
In the last decade interest has increased in the role of the participative arts for people who are living with a dementia. The flourishing of this area can be partly understood due to an awareness of the potential for art to deliver health-care outcomes. In addition, there is widespread agreement that non-pharmacological interventions are important for people living with a dementia. Therefore, participative arts activities have attracted attention as representing beneficial interventions. This critical review which involved the careful mining of academic and grey literature using replicable search strategies contextualises the participatory arts for people living with a dementia and provides an overview of some of the art forms that are most widely used. The review also highlights some of the extant gaps in the knowledge base. The focus is on the UK context but the role of the participative arts for those with a dementia is equally relevant to practitioners in Europe and US and therefore some attention was also given to international literature. 
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Introduction
Dementia is a broad term and relates to a group of syndromes rather than one single disease entity. To date, over 200 subtypes of dementia have been defined and each one has a different pathway or process (Stephan & Brayne 2010). However, in general terms the dementia syndrome is characterised by progressive decline in cognition of sufficient severity to interfere with activities of daily living (Knopman et al. 2001). The main subtypes include Alzheimer’s Disease (AD), vascular dementia, dementia with Lewy Bodies, frontal lobe dementia, Pick’s disease and alcohol related dementia (Stephan & Brayne 2010).

‘Dementia’ is therefore a syndrome that defies any simple definition; it has become a fear-laden term that encapsulates society’s worst terrors (Zeilig 2013). Despite the general lack of consensus about what dementia ‘is’ in neurological terms, there is agreement that dementia is a long-term medical disability. To this end, there are regular reports in the media and elsewhere concerning the prevalence of the condition both in Europe and globally. The recent G8 summit (December 2013, London) highlighted the importance of countries working together to find a cure: http://dementiachallenge.dh.gov.uk/category/g8-dementia-summit/

However, at the present time finding a cure or even effective drug treatments is proving elusive. Thus a growing body of research and work has steadily focused on improving quality of life[footnoteRef:1] for PWD[footnoteRef:2] (Gross et al. 2013). The importance of reducing the use of antipsychotics for PWD and therefore investigating ‘non-pharmacologic tools’ has also been widely embraced across the US (Kaldy 2013).  In the absence of appropriate pharmacological interventions the social conditions in which those with a dementia live also need urgent attention. Pioneering work by researchers and practitioners has contributed to the understanding that although Alzheimer’s and other dementias may be incurable at present, they are conditions that can be treated and that treatment always includes more than drugs (Killick 2013; Kitwood 1997; Sabat 2001; Zeisel 2009).  [1:  There are debates and disagreements in the research literature concerning i) how to measure QoL and ii) what QoL actually refers to. The lack of consensus about this contributes to a lack of reliable assessments of projects. It is not within the scope of this review to address these controversies. ]  [2: PWD refers to ‘people living with a dementia’ ] 


Interest in the social conditions that affect dementia is part of the socio-political context that has led to a burgeoning of arts and cultural initiatives for people living with a dementia. These initiatives are diverse and reflect an increasingly prevalent assumption that the arts and culture play an intrinsically positive role in health and wellbeing. However, there has been very little critical evaluation or review of these initiatives and interventions. Indeed, there are gaps in the evidence base relating to the real and measurable benefits from cultural activities for people with a dementia. This is largely because the field is still in its infancy. 
The overall aim of the following review is to strengthen the knowledge base concerning the efficacy of arts based approaches for PWD and to investigate the question: ‘What is the value of arts and culture for people living with a dementia?” The broad question being explored here is in contrast to previous reviews, which have tended to focus on the specific impact of particular arts interventions on PWD for purposes of evaluation or in order to measure particular variables such as episodic memory or aesthetic stability. 
The review is a comprehensive analytical and rigorous discussion. However, it is not systematic as it is not an exhaustive summary, did not use meta-analysis and although selection bias was minimized by ensuring that colleagues used the same search terms and databases, it was solely the PI that was responsible for synthesizing the data. 
Key databases were searched using the following terms: 
	(dementia* OR alzheimers OR vascular OR multi-infarct*)

	AND

	(cultural OR portraiture OR film* OR television OR tv OR memoir* OR novel* OR poe* OR theatre OR performance OR art* OR storytelling OR stories OR music OR sing* OR danc* OR galler* OR archive* OR museum OR “creative writing” OR fashion OR drawing OR paint* OR craft* OR choral OR choir OR panto* OR collage OR design)

	AND

	UK OR “united kingdom” OR engl* OR welsh OR wales OR Scot* OR Irish or Ireland 


The databases that were used include: 
	Scopus

	Web of Knowledge

	Social Policy and Practice

	Applied Social Sciences Index and Abstracts

	British Humanities Index

	British Nursing Index

	International Bibliography of the Social Sciences

	Social Services Abstracts

	Sociological Abstracts

	Global Health

	Health Management Information Consortium

	PsycINO

	Medline

	Cochrane


An Endnote library was created of 222 references.  Of these the articles that were targeted were those including:
· Explicit reference to creative activities that involved older people living with a dementia,
· The role of museums and / or art galleries for people living with a dementia,
· Participatory arts activities that aim to enhance well-being or quality-of-life for people living with a dementia,
· Participatory arts activities that focussed on aesthetic appreciation for people living with a dementia,
· Activities that did not include therapies of any kind*
· Systematic data / meta-analyses about the value of the arts for older people, including one Cochrane Review on music therapy for PWD.
NB* The focus was on the participatory arts and not therapies (art, music or drama) however several articles exploring music as a therapeutic intervention were reviewed where these included relevant methodological information.
A total of 63 articles form the basis for the ensuing examination of the role of the arts for PWD, however the preceding contextual background on the relationship of the arts to health, includes additional references and is provided as an essential framework for the review. 
The evidence pertaining to the role of particular arts activities is then discussed in some detail. 



Context: The arts and health
‘In order to correctly define art, it is necessary, first of all, to cease to consider it as a means to pleasure, and to consider it as one of the conditions of human life.’(from: ‘What is Art?’ by Leo Tolstoy).
Debates concerning the relationship of the arts to society can be traced back to Plato and Aristotle and continue to vex contemporary commentators. Tolstoy’s conception of art as integral to human life is an argument that has some contemporary resonance.  In the 21st century in the UK as beleaguered arts and cultural organisations are facing significant economic challenges (Clift et al. 2009; Mowlah et al. 2014) there is an increasing urge to articulate the pivotal role that the arts and culture play in all aspects of our lives, including centrally our health and wellbeing. The need to raise awareness concerning the role of the arts as a ‘strategic national resource’ is explicitly stated in a recent report by Arts Council England (Mowlah et al. 2014) and similarly underlies the report by Renshaw (2013). Thus the socio-political context in the UK for investigating the value of the participative arts for people living with a dementia has also been conditioned by the need for arts organisations to respond to major political changes and funding constraints. This has resulted in an awareness that arts organisations need to actively engage with a more diverse population and a growing appreciation that participatory work / practice that is socially engaged is inherently valuable (Renshaw 2013).
Further important contextual background is the growing body of scientific evidence in support of the value of the arts for health (Clift et al. 2009). Research has evidenced that a higher frequency of engagement with arts and culture is associated with a higher level of subjective wellbeing (Mowlah et al. 2014) and also that there are instrumental benefits to the arts that can positively affect physical health (Clift 2012). To this end, it has been argued that by supplementing medicine and social care, participation in the arts and access to a range of arts opportunities can dramatically improve quality of life (Burnham et al. 2007; Cayton 2007; Owen 1999; Staricoff 2006). In connection with this, there has been a growing awareness that health may involve more than simply the absence of disease and that art and aesthetics have an important role to play in delivering health-care (Moss & O'Neill 2014) as well as a reappraisal of the associations between the arts and society in general.

Indeed, the role of the arts for addressing health issues and as a mode for the delivery of social care has been a recurrent topic this century both in Europe and US (Buttrick et al. 2013; Cohen et al. 2006; Cohen et al. 2007; Hanna & Perlstein 2008; Ramsey 2013). This interest is fuelled by an expanding body of research into the links between culture and flourishing (2013). In addition, there has been explicit interest in the possibility that the arts represent a relatively cost-effective way of alleviating health issues (Ramsey 2013). Work by Cohen (2009) convincingly reports on the cost effectiveness of art programmes in relation to medication usage and visits to the doctor amongst a sample of older people in the US. Of course, successful participatory arts projects are of much greater value to the individuals that take part than the economic benefits they may represent for health or other agencies.   
However, it should also be noted that the arts in health movement has not been without its critics. As Clift et al. have highlighted (2009: 14) a collection of essays by the Policy Exchange (2006) challenged the evidence base for claims concerning the personal and social benefits of the arts. More recently the ‘fulsome’ language and ‘somewhat uncritical stance’ of ‘evangelists of the arts and health movement’ has been criticized:
‘Equally, reviews of the efficacy of arts in health care…rarely stand up to sustained academic scrutiny, with a tendency to mould weak data and speculative associations into an often less than convincing polemic.’
(Moss & O'Neill 2014).
It is hoped that as Moss and O’Neill propose, this article will help to contribute to the development of a more reflective and critical line of reasoning concerning the role and value of the arts in particular for people living with a dementia. 

The participative arts for people living with a dementia
Here, the participative arts refer to professional artists that conduct creative or performing arts projects in community settings with people living with a dementia (PWD) and their carers. The purpose of these projects is predominantly to promote health and wellbeing and is therefore therapeutic. However, it should be noted that in some cases the use of the arts with PWD might also be primarily for aesthetic purposes – in order to create a high quality work of art. Clearly, the therapeutic and aesthetic objectives of a project may overlap and complement one another. 

This is distinct from the work of art therapists who typically work in clinical settings (hospitals or hospices) and are usually health care professionals who aim to ameliorate specific conditions (Castora-Binkley et al. 2010). In addition, therapists (whether these are dance / movement, music, drama or art therapists) tend to focus on the condition (whether this is a dementia, a psychological or physical problem for instance) and how this can be ‘treated’. For therapists, the arts (whether these are music, painting, theatre) are employed as tools to achieve measurable ends. Although this is a valuable approach, the focus of this review is on the arts as a possible means of engaging PWD rather than ways of treating the symptoms or aetiology of the illness itself. 

The growth in understanding about residual creative ability that exists in PWD has added to interest in researching and initiating arts projects for PWD (Moriarty 2003). Indeed, some practitioners argue that ‘the peculiar circumstances’ of dementia might even release an innate creativity that is connected with an inventive immediacy (Craig & Killick 2011). Whether or not creativity is augmented by dementia (and at the present time there is scant research on this issue), it is widely appreciated that there is a need to find meaningful and engaging interventions for people who live with a dementia, whether they are living in the community or in care homes and that the participative arts can improve PWD’s moods, enhance their relationships, reduce social isolation and provide sensory stimulation (Guzmán-García et al. 2013). Moreover, the participative arts may provide unique access to the emotional and physical memories of people who live with a dementia even while their cognitive capacities are diminishing (Eekelaar, Camic & Springham 2012; McLean 2011; Smith et al. 2012). 
In the past decade there has been an increasing number of arts and cultural initiatives for people who live with a dementia both in the UK and US (Killick 2012; Roe et al. 2014; Zeilig 2014; Zeisel 2009). These initiatives are diverse and include (to name a few) music and drama groups, creative writing programmes, dance groups, puppetry, painting classes and visits to art galleries. Many projects use a range of arts activities to engage participants with a dementia. In the UK there are also a number of organisations that have emerged in the past decade that have a specific focus on using the arts with PWD. In recent years, a growing body of evidence has been compiled exploring the potential of the arts to impact on the health and well being of people living with a dementia (Basting 2009; Camic, Williams & Meeten, 2013; Fritsch et al. 2009; Ledger & Edwards 2011). However, this field is nascent – and consolidating evidence about the varied and often small scale, short-term projects, is problematic.  
As is cogently noted by McLean (2011) in her evidence review of the impact of the participatory arts on older people, this is a new and emerging research field, with little available high quality research. This is echoed by Roe and colleagues in their discussion of the ‘creative arts’ for PWD:
‘A strong evidence base to inform such creative arts activities is lacking…Rigorous evaluation and research evidence is required to support their continuing development.’(2014:4)
Similarly, there has been scant work exploring the views of people living with a dementia concerning their perceptions of the value of arts and culturally based activities. Although there are notable exceptions to this general omission, as noted below. 
Singing and music groups 
The only Cochrane review of the arts for people living with a dementia that has been located examines the evidence relating to music therapy (Vink et al. 2006) (updated in 2010) and is therefore not directly relevant here. However it is significant that of all possible art practices it is music that has been examined in a Cochrane review. This perhaps indicates that questions regarding the therapeutic value of music for PWD have a particular interest for investigators and practitioners alike. The specific focus of this review was to assess whether music therapy can diminish behavioural and cognitive problems or improve social and emotional functioning. Ten studies were included that used a range of behavioural and psychological tools as outcome measures. However, the overall conclusion by Vink et al. (2006) was that the methodological quality and the reporting of the included studies were too poor to draw any useful conclusions. Sherratt et al. (2004) similarly highlight the limitations of research studies in this area. 

Weaknesses in methods and questions about the reliability of data are equally pertinent when considering the role of other participative arts considered in this review. Many studies are beset with methodological difficulties and are unable to formulate robust conclusions. Nevertheless, there have been several convincing and methodologically stringent RCTs[footnoteRef:3] investigating the role of music and singing for PWD (Cooke et al. 2010; Harrison et al. 2010; Särkämö et al. 2013). These studies indicate the benefits of music and singing for PWD; albeit with varying emphases.  [3:  RCT refers to a randomised controlled trial. This is the method used in evidence based clinical trials whereby a group of patients is randomised into an experimental group and a control group. Using randomization is one way in which any possibility of selection bias in a trial is minimized. ] 


Harrison et al. (2010) and Cooke et al. (2010) report on different aspects of the same randomised controlled trial using a cross-over design - with a music intervention and a reading control group. This RCT studied the effects of a live music programme on agitation, emotion and QOL for PWD. Standardized, quantitative measures were used including the Dementia Quality of Life and Geriatric Depression Scales. Qualitative data was also gathered but solely from the musicians involved in the program. Although the reflective data from the musicians indicated that the intervention protocol was successful in terms of promoting improvements in mood, memory, general well-being and QOL for PWD; the standardised measures used with PWD did not provide evidence that the therapeutic use of live music was more effective than a group reading activity. However, results did suggest that both the music and reading activities offered opportunities to improve sense of belonging, self-esteem and depressive symptoms in some PWD.

Särkämö et al. (2013) similarly explored QOL for PWD. This study adopted a single blind RCT approach to determine the long-term efficacy of a novel dyadic music intervention on PWD. A comprehensive neuropsychological testing battery was used to evaluate cognitive domains (2013: 4) and standardised scales including the Cornell-Brown Scale for QOL were used to evaluate mood. This careful systematic approach to the possible effects of music on cognitive, emotional and social aspects of life for a group of PWD with mild / moderate dementia and their family members demonstrates that everyday musical leisure activities can have an important role in maintaining cognitive ability, enhancing mood and QOL and promoting the well-being of family members. The study also indicates the potential for using RCT designs when investigating longer-term effects of arts activities. 

Definitions of music vary (Spiro 2010) and may include ‘active’ improvised musical activities or activities that include music but do not necessarily have it as a main focus. Music listening amongst PWD has also been investigated. This is primarily a receptive activity and represents a passive form of musical interaction. The effects of playing customised music to PWD on their levels of agitation and depression was studied by Janata (2012).  The study was designed as a controlled, randomised, single-site trial lasting 16 weeks. Weekly data samples were collected for the Neuropsychiatric Inventory, the Cohen-Mansfield Agitation Inventory and the Cornell Scale for Depression in Dementia (2012:10). 
This study was inconclusive and it is hypothesized that this is due to the particular assessments used in this study (2012:14). The authors conclude that more detailed examination of the interaction between music, specific agitation behaviours, dementia severity and time of day is warranted.

Thus there is a developing literature on the benefits of music for PWD in relation to the behavioural symptoms of dementia and sense of wellbeing (Gerdner 2000; Hara 2011; Rose 2008; van der Geer et al. 2009). In addition, (as noted above) the specific ability of music to allay cognitive decline based on understandings generated by the neuroscience of music has also been studied (Särkämö et al. 2012, 2013).  These latter studies indicate that music may be able to reduce emotional and behavioural disturbances and have positive effects on cognitive functioning. Yet, methodological ‘pitfalls’ (2012:158) mean that conclusions about the long-term benefits and practical applicability of music interventions remain tenuous. 

The value of singing in dementia care has also been widely noted (Götell, Brown & Ekman 2009). This has been reinforced by the ‘Singing for the Brain’ model & Silver Song Club Project (Skingley & Vella-Burrows 2010). The evaluation by Bannan and Montgomery-Smith (2008) demonstrated that singing was an enjoyable activity for PWD and also had the potential to enhance QOL and wellbeing for their carers. The role of singing for improving health has been established for other cohorts in wide ranging studies (Clift et al. 2009; Cohen et al. 2006, 2007). 

Camic et al also observe the intense enjoyment for PWD derived from singing (2013: 172). This was a small scale but thorough study (10 PWD and carers over a 10 week period) (Camic, Williams & Meeten 2013) that used quantitative and qualitative evaluative measures. The objective of the study was to assess whether engagement in singing groups positively affected PWD. Standardised measures included assessing the PWD’s cognitive abilities at baseline with the Addenbrooke Cognitive Examination and subsequently at post-group and 10 week follow up. Their mood was assessed with the Geriatric Depression Scale and quality of life with the Dementia Quality of Life (Dem-QOL-proxy), behavioural and psychological problems with the Neuropsychiatric Inventory (NPI) and activities of daily living with the Bristol Activities of Daily Living Scale (Camic, Williams & Meeten 2013:161). In addition to these standardised measures, levels of engagement and participation were measured using a ‘specially constructed’ observational scale (2013:162). The qualitative data provided a different perspective than the quantitative data; whilst the former demonstrated the enthusiasm with which PWD participated, the standardised measures were inconclusive. Indeed, the benefit of using qualitative data with statistical analysis is also appreciated in the RCT study of a music intervention for PWD (Harrison et al. 2010).

The study by Camic et al did not support the commonly held belief that PWD are not interested or capable of taking on new activities (2013). Singing and music has also been used with people who are in more advanced stages of dementia and have lost all verbal skills or who are completely bedridden (Povey 2011), however more rigorous studies about the role of music and singing for PWD who are in more advanced stages of the illness are required. 

Art groups: drawing, making and painting
Although there may be numerous projects that use art with PWD, research into art-making activities for PWD is sparse (Eekelaar, Camic & Springham 2012). However, despite small samples there is evidence that those with a dementia who engage in arts activities experience improvements in social and psychological wellbeing. For example, Kinney and Rentz (2005) used a careful method of evaluation to compare the effectiveness of a drawing and painting program (Memories in the Making) led by an artist facilitator with participation in a structured activity on the wellbeing of 12 adults with a dementia at two day centres. Wellbeing was assessed using an outcomes based observation tool designed specifically for this study and that focused on seven domains of wellbeing. This study reported that participants demonstrated increased sustained attention, engagement and communication. However, these findings are tentative due to the small sample size and certain aspects of the observation tool developed (2005:226).

The work of the Magic Me group (http://www.magicme.co.uk) has also been successful at engaging PWD with the creation of artworks (Gilfoy and Knocker 2009) as has the small scale ‘Lighting Up’ project (Sherratt 2010). However, both accounts of artists working with PWD would benefit from both a theoretical framework and from longer-term evaluation that assesses the duration of the benefits experienced by PWD who participate. As noted by Salisbury et al. (2011) partial explanation for the benefits of arts interventions for PWD comes from neurological findings that demonstrate how drawing therapeutically affects the brain. Future research in this area might benefit from incorporating and investigating these findings.

Evidence from recent studies on aesthetic perception amongst those living with a dementia as noted by Graham et al. (2013) suggests that interactions with art can lessen the severity of AD symptoms. The interesting results of Graham et al’s work (2013) indicate that:
‘… people with AD do possess aesthetic perception much like that of healthy adults, we must explain how this is possible given that brain areas that seem to underlie normal aesthetic perception appear to be damaged in AD.’ 
(2013: 6).
The authors speculate that apparent damage may not be so severe and that sub-cortical systems could help individuals compensate. If aesthetic judgments remain stable then the value of interventions involving art viewing are evident. This is a finding that is echoed in earlier studies (Halpern et al. 2008). Clearly a deeper understanding about the role of visual information may also lead to the development of novel therapies and programs.  It may even be that other areas of aesthetic judgment also remain stable. 

Eekelaar et al. (2012) in a project that gathered data in novel ways including audio recordings investigated the association between visual arts based interventions (in the context of an art gallery) and cognitive stimulation for PWD (2012:263). The study design involved measuring cognitive responses to a semi-structured interview by PWD and audio recording these, as an alternative to standardised questionnaires, which have proved problematic in research with PWD. Due to the research focus that was on PWD’s episodic memory and verbal fluency, questions about the gallery’s artwork were used to elicit verbal responses (2012:264). The study procedure (once consent had been obtained) was for the PWD and carer to attend three 90-minute gallery sessions over three weeks. The final hour of the session was spent in an art-making session. Four weeks post intervention, participants were interviewed again, shown reproductions of the art they had viewed and asked for feedback about the group. This study, although limited in scope and scale – six PWD participated and the study took place over seven weeks without a control group, indicated that episodic memory and verbal fluency could be enhanced both by art viewing and art-making. This is a finding that deserves further investigation. 

Ullan et al. (2013) designed a monochrome photographic procedure for people living with a ‘mild or moderate’ form of dementia. Above all, this project demonstrates that the PWD who participated were able to use new technologies and learn new skills. Participants also enjoyed the activity. However, this study was highly selective (those with more advanced forms of dementia were not included) and only provides information about the process of the workshops rather than their longer-term impact.

Dance projects
Since the beginning of the 21st century there has been a marked escalation in projects and approaches using dance with people living with a dementia. In the UK the work of Richard Coaten has been central to fostering understanding about the intrinsic value of movement, dance and the imagination for PWD (Coaten 2002). 
Dancing with PWD has been explored in hospital settings and day centres and positive effects have been noted. These include a decrease in challenging behaviour and the promotion of person-centred care (Coaten, Heeley & Spitzer 2013). In addition, there has been increasing recognition of the benefits of non-verbal, body-oriented focus for PWD and the embodied nature of the illness, in contrast to the predominant emphasis in western culture on verbal, cognitively based activities (Coaten & Newman-Bluestein 2013; Kontos 2005). Dance projects can increase movement range and mobility in PWD and therefore nurture remaining capacities (Coaten, Heeley & Spitzer 2013; Smith et al. 2012). Dance is inherently interactive and playful and these are important qualities that dance projects can offer PWD, their carers and the staff of day centres / care homes (Coaten & Newman-Bluestein 2013; Smith et al. 2012). However, a recent systematic review of dance as a psychosocial intervention in care homes (Guzmán-García et al. 2013) highlights that evidence on the efficacy of dancing in care homes is limited due to the methodological challenges facing this research. 

The ‘Moving Memories’ project (Coaten et al. 2013) was relatively long term (36 weeks) and involved a group of 10 -14 PWD as well as care workers, a researcher and the dance artist who led the activity. The project explored the role that movement can play in the lives of those who live with a dementia and also for care staff within a day centre. The report stresses the value of having an independent researcher who was able to use ethnographic processes (such as diaries) to capture the spirit of dance. Similarly, the pilot project led by Smith et al. (2012) used qualitative methods to gather data about the dance intervention. However, in their reflective report Smith et al (2012:22) comment upon the limitations of relying upon feedback interviews with participants and the need for future evaluations to include film and visual mechanisms especially in dance projects. 

Theatre and storytelling
A primary benefit of drama-based projects is the opportunity to express emotions and thus cope with the condition of living with a dementia (Harries, Keady & Swarbrick 2013:6). After all, telling stories and acting these out is a fundamental human experience and remains a key method for sharing experiences.

Participatory theatre activities that include creative storytelling for PWD have been pioneered in the US by Anne Basting in her innovative Time Slips project (2001). Basting’s ‘Finding Penelope’ project (a site specific performance based in a Milwaukee care home (Mello & Voights 2012) has demonstrated that PWD are able to learn new skills and actively take part, even co-direct a theatrical production. The evaluation of ‘Finding Penelope’ was qualitative and drew on a wide variety of sources including: video recordings of meetings, in-depth interviews and photographs amongst other data (2012:12). The goal of this project was to ‘transform long-term care through creative engagement...’ and also to ‘change the conditions of care for persons with dementia’. As eloquently noted by Zeisel (2009:106) the dramatic ambience itself conveys feelings and ideas and thus drama provides a powerful mode of communication for PWD. This was evidenced by Basting’s project, which was also important in generating a sense of belonging amongst participants (2012:90). The evaluation of ‘Finding Penelope’ whilst arguably limited (it was written by a member of the project team) found that the theatrical project had made a positive difference in the quality of residents’ and staff lives. 

Basting’s work is important in encouraging creative work that does not rely on memory. The Storybox project (a UK theatre based project) similarly emphasises creating rather than reminiscing, this is associated with a failure free atmosphere (Harries, Keady & Swarbrick 2013).  In addition, improvisation is often central to participatory theatre. Improvisation allows PWD to dare, to play and to create and is a process that many find liberating (Basting 2001). Improvisation also facilitates inclusion by fostering collaboration, fun and experimentation (Harries, Keady & Swarbrick, 2013). The model of interactive theatre that has been used with PWD by the group ‘Ladder to the Moon’ (2009) similarly encourages co-creation and experimentation as a means of involving as many PWD as possible. 

The dramatic staging and performing of the stories of PWD is an important means of combatting prejudice and stigma about dementia (Zeisel 2009). Even within care homes, theatrical performances have had demonstrably positive effects on the attitudes of staff – as outlined in the evaluative report of the Ladder to the Moon residency (2009). However, whether altered attitudes are evidenced in changed caring practices is less apparent (2009:38).

Poetry and writing
Poetry appeals to similar parts of the brain as song (Zeisel 2009). The need for rhythm and rhyme is innately human and it is posited that this is one of the reasons that working with PWD to create poetry is so appropriate. In the UK John Killick has pioneered ways of working with PWD to co-write poetry. This work and the poems produced (1997; 2007; 2008) has contributed to insights into the worlds of some individuals living with a dementia.
In addition, Killick’s work has persistently emphasised the existence of selfhood, the ability to communicate in language and to exercise creative choice even at relatively late stages of a dementia. The importance of the collective creation in creating poetry with PWD is also highlighted in other studies (Aadlandsvik 2008). Participants might not be able to write any longer but can direct the poet (who acts as an amanuensis for the PWD) and this allows PWD some degree of control and autonomy. The one to one interactions of a poet with a PWD and the personal nature of the activity may be a major factor contributing to the success of these interventions (Gregory 2011). 

Poetry is also used with PWD as something to recite together or to read with PWD and has been found to be a means of releasing an individual’s personality (Glazner 2006). Creating poetry as a means of encouraging reminiscence was the focus of the ‘Try to Remember’ project (2011), however the views and benefits for PWD were not the explicit focus of this study. A study of a literature based intervention for PWD (Billington et al. 2013) addressed the impact and effect of shared reading on PWD found that there was a significant reduction in dementia symptom severity but similarly failed to investigate the views or opinions of PWD in any detail. 

Despite the anecdotal evidence that many projects use poetry and creative writing with PWD, studies evaluating the efficacy of these interventions (especially from the point of view of the PWD) are scant and work examining the applications of poetry using rigorous, robust methodologies is rather sparse. 

The role of museums and art galleries
Museums are public places that are non-stigmatising and that have websites that extend beyond the boundaries of the physical place (Camic & Chatterjee 2013). However, despite the increase in understanding about the possible cognitive and psychological benefits of arts and health interventions in museums, research is still at an early stage (Camic & Chatterjee 2013: 68).

Art galleries as a ‘normal’, intellectually stimulating location for social interaction have great potential for engaging PWD especially given the possibilities that aesthetic perception remains relatively stable for PWD (Graham, Stockinger & Leder 2013). Art galleries can use their resources to devise projects that engage PWD quite easily (Camic & Chatterjee 2013; Camic, Tischler & Pearman 2013; MacPherson et al. 2009; Rosenberg et al. 2009; Zeisel 2009). Participatory projects in art galleries can use a variety of methods for engagement, including structured discussions of actual artworks followed by opportunities for art-making (Camic, Tischler & Pearman 2013; Roe et al. 2014). Indeed the controversial area of new learning for PWD has been confronted by Camic both in the context of a singing group (2013) and within a gallery setting (2013a). In both instances, the research team found that PWD were able to undertake new learning. 

Traditional art-gallery settings have been the focus for most studies exploring the influence of the location of participatory arts projects for PWD (Eekelaar, Camic & Springham 2012; Camic & Chatterjee 2013; Camic, Tischler & Pearman 2013; MacPherson et al. 2009; Rosenberg et al. 2009;). This area could be expanded by exploring the effects of similar projects at different, less conventional types of galleries and museums (as noted by Camic, Tischler & Pearman 2013). 

Memories that are visually encoded are vivid and can be easily stimulated; this explains the powerful nature of visual stimulation in art galleries, as noted by Rosenberg et al. (2009:58). Similarly, Zeisel (2009) makes numerous observations about the possibilities that PWD have for aesthetic appreciation of art that are based on his experience of museum tours with his ‘Artists for Alzheimer’s’ (ARTZ) program.

Issues of Evaluation
The thorny issue of adequately evaluating complex interventions such as participative arts projects: that involve interrelated variables, confounding factors and a range of possible outcomes, was a recurring theme in the literature reviewed. Some of the main concerns relate to the use of inappropriate outcome measures, for instance Camic et al. (2013) highlight the inadequacy of standardised QOL measures for people with a dementia. In addition, overtly clinical approaches to evaluating the participative arts – for instance investigating cognitive effects or the impact of ‘doses’ of music, has also been queried (Harries, Keady & Swarbrick 2013; de Medeiros & Basting 2013).

However, it is important to note that it is not solely the participative arts for people living with a dementia that are difficult to evaluate. In their general guidance on the evaluation of complex interventions, the Medical Research Council (MRC) note that whilst there are some aspects of good practice that are evident:
‘…on many important issues there is no consensus yet on what is best practice.’ (Craig et al. 2008:6)
In large part, this is due to the methodological and practical constraints that affect the evaluation of complex interventions. 
Discussion
According to the literature reviewed, the participative arts are able to contribute positively to the lives of those living with a dementia in manifold ways. These include: aiding communication, encouraging residual creative abilities, promoting new learning, enhancing cognitive function, increasing confidence, self esteem and social participation and generating a sense of freedom – among other documented benefits. In addition, the arts are effective at alleviating boundaries between service providers and people with dementia and in providing new insights for the dementia workforce and family members. The arts have a unique application for uncovering and communicating the interior worlds of those living with a dementia (Gjengedal et al. 2013; Ryan, Bannister & Anas 2009). The spate of recent theatre productions, memoirs and films exploring various aspects of living with a dementia indicate that there is a receptive and wide audience for artistic contemplations of this condition. 

Yet the complex role of the participative arts for people living with a dementia is a field that is in its infancy. Moreover, due to methodological challenges and a dearth of theoretically informed work most conclusions are tentative rather than confident, particularly concerning the long-term impact of arts projects. However, recent studies using RCT designs to investigate singing and music for PWD (Harrison et al. 2010; Särkämö et al. 2013) reflect the growing interest in systematic research in this area. As noted elsewhere: 
‘The basic research has begun, and the field is now ready for a deeper exploration…’ (Spiro 2010: 897).
In concurrence, this review indicates that the evidence base can certainly be strengthened. In particular, studies that take place over longer time periods with more diverse groups of PWD and that use a variety of evaluative methods (several studies have demonstrated the efficacy of combining qualitative with quantitative measures) are needed. 

As Hara points out in particular relation to research on the effects of music on PWD (2011): the neuroscientific approach tends to examine music as an isolated phenomenon (separate from the social context) and to examine it solely in terms of its ability to effect change. Thus the effect of music is measured in a specific and predefined way, much like a pharmaceutical drug. This aptly highlights a key difficulty in evaluating the role of the participative arts for PWD – the number of external, confounding factors and the importance of appreciating the whole context.  Studies that explore the underlying cognitive, neurological and emotional mechanisms that may be affected are required. In addition, studies that draw on appropriate theoretical models and that consciously integrate the views of participants living with a dementia should be conducted in order to make reliable conclusions that are generally applicable and have practical relevance for PWD. Furthermore, economic analysis should be included in studies of the participatory arts for PWD so that commissioning agencies can make decisions regarding the relative expense of these groups (Camic, Williams & Meeten 2013: 173) in comparison with other therapeutic or pharmacological interventions. 

Despite the need for further stringent evaluative research the work that has already been conducted indicates that the participative arts will continue to develop and respond to the needs of people living with a dementia in uniquely valuable ways. In particular, recent work in the UK (Zeilig, Killick  & Fox 2014) indicates that feelings of peace may be generated for PWD by music making, that arts projects can produce internal connections and also friendships. In addition, arts projects can create a space that is outside the demands of daily life and the ability for PWD to engage reciprocally. Whilst it is difficult to establish whether these effects are intrinsically associated with the arts activity as opposed to any other form of social participation; the inherent emphasis of most arts projects is on group creation and playfulness. The focus on play and creation privileges the present moment and is particularly valuable for people living with a dementia.  

After all, the emphasis of the arts is on experience, feeling, imagination and meanings that lie to the side of our vision, meanings that may be masked and cannot easily be measured. The emphasis on emotions that is integral to the arts is of particular relevance for people living with a dementia and their carers. Moreover, if health is more than the absence of disease and is primarily about adaptation, understanding and acceptance (Davies, Knuiman & Wright 2014) then the arts may indeed be more powerful for those living with a dementia than anything medicine has to offer.
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