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Abstract
Background: This article describes two dehumanising patterns associated with modern culture and 
their consequences of stigma and suffering for persons living with dementia: the increasing division, 
judgment and exclusion of persons based on difference, disability, and undesirability; and the increasing 
attention to management and control, and their links with ageism, healthism and consumerism. These 
patterns have been established in media, policies, discourses and care practices, and have profound 
and harmful consequences for persons living with dementia.
Aim: Inspired by philosophers Foster and Foucault, we examine societal patterns that intensify stigma 
and suffering for persons living with dementia through a critical lens. We then turn to a relational 
model of citizenship in order to advance an alternative care ethic. Subsequently, we provide examples 
for relational practices and legacies that model a relational care ethic and thereby disrupt the harmful 
patterns of modern culture. 
Conclusion: This article argues that relational practices that foster relational citizenship and relational 
caring create a more humane world for persons living with memory loss. 
Implications for practice development: Longstanding concerns about stigmatising attitudes and 
inhumane care practices have prompted urgent calls for culture change in dementia and long-term 
care. Most recently, researchers and professionals have emphasised the relational nature of caring 
and advocate for the adoption of relational caring practices. This article critiques the harmful patterns 
of modern culture that threaten the quality of care and quality of life, and offers relational practice 
possibilities for enhancing care and life quality, and honouring the full citizenship of persons living with 
dementia.
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As Western societies moved away from using religious authorities to guide personal choice and 
community responsibility, the rational, self-actualising human was poised to play a major role in 
shaping modern culture (Foster, 2016). The promise of modernity, linked with the traditional ideal 
of autonomy, prioritised independence, self-sufficiency and separation from others (Braudo-Bahat, 
2017). The internal, individualistic conceptualisation of the autonomous person is ‘complicit with 
structures of domination and subordination, in particular with the suppression of others who are 
deemed incapable of achieving rational self-mastery’ (Mackenzie and Stoljar, 2000, p 11). Indeed, the 
Enlightenment conception of autonomy, which places high value on cognition as an integral aspect 
of an individual’s dignity, underpins the equating of loss of cognition in dementia with loss of dignity.  
The traditional ideal of autonomy has also provided the foundation for what has become a culture of 
therapeutics, with prescribed interventions aimed at managing, correcting and transcending what are 
perceived as personal and biological weaknesses and defects (Foster, 2016). The point of our critique 
of autonomy, in its traditional form, is not to reject the concept of autonomy altogether. Instead, 
we argue for the replacement of a notion of autonomy that presupposes an atomistic conception 
of the self (that is, individuals are self-sufficient and abstracted from the social relations in which 
they are embedded) with a relational view of autonomy (Mackenzie and Stoljar, 2000), centred on 
interdependence and reciprocity, and a commitment to our mutual flourishing as individuals and a 
society. 

Our intent in this article is to describe two dehumanising patterns of modernity and their consequences 
for persons living with dementia. Consistent with Foucault (1988), we provide a critique in order to 
disrupt these dehumanising patterns. Foucault (1988, p 154) described critique as: ‘Not a matter of 
saying that things are not right as they are. It is a matter of pointing out on what kinds of assumptions, 
what kinds of familiar, unchallenged, unconsidered modes of thought the practices that we accept  
rest.’ We expose accepted patterns in order to create space for conversations that might generate 
different practice possibilities. We are members of Collective Disruption (crackedondementia.ca), a 
group comprising researchers and scholar artists affiliated with the social and health sciences, and 
humanities. The dehumanising patterns as they have been established in the media, policies, discourses 
and care practices in relation to dementia command the group’s attention. Two dehumanising and 
interconnecting patterns we are particularly concerned with are: 

• The increasing division, judgement, and exclusion of persons based on difference, disability, and 
undesirability 

• The increasing attention to management and control and their links with ageism, healthism, and 
consumerism

We wish to disrupt these complex patterns in order to call attention to what is increasingly seen as 
normal and ordinary – the taken for granted (Cheek, 2008) – and to emphasise the need for communities 
to create patterns of relating that are inclusive, non-judgmental, communal and compassionate. 
Ideas in this article have been informed by Foster’s (2016) detailed look at the therapeutic culture, 
authenticity and neoliberalism. Foster describes the interconnections between ‘the rise of the ethic 
of authenticity’ (where individuals strive to realise their real and ideal selves), the ‘entrenchment of a 
therapeutic ethos’ and the movement from external social and moral authority to a new internalised 
social control (p 100). He argues:

‘…the adaptation of the therapeutic sensibility to the new practices of management has generated 
a new type of control that works through the subjectivity of the subject. Rather than passivity, 
vulnerability and the loss of autonomy, the therapeutic ethos has become adapted to a very austere 
ideal of autonomy and self-fulfilment that takes shape as a form of managed self-care… The self, 
released from communal obligation, has been integrated in new circuits of power that normalise 
the behaviour and practices of self-provision. This transformation… has severed the notion of 
authenticity entirely from any sense of public and collective responsibility’ (Foster, 2016, p 113).

http://www.crackedondementia.ca
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As Foster argues, the new ‘neoliberal model of self-care’ that emerges has profound social 
consequences, affecting how we understand and relate to one another, eroding relational and 
collective values, particularly in relation to the responsibilities we have to each other and to the 
common good (Foster, 2016, p 109). The purpose here is to build on Foster’s ideas by extending 
his critical insights to disrupt the dehumanising patterns seen in dementia discourse and practices. 
After considering the harmful patterns of modern culture, this article turns to a relational model of 
citizenship in order to advance an alternative care ethic. We go on to provide examples of relational 
practices and legacies that model a relational care ethic, thereby disrupting these harmful patterns 
and offering new possibilities for practice development. 

We begin this article with a caveat. Each of us has meaningful experiences in life, practice and research 
with persons and families living with dementia. We deeply appreciate the challenges and restrictions, 
and the losses and fears that a label of dementia can mean, and do not in any way intend to trivialise 
or romanticise the experiences of persons with dementia and their families. However, we have also 
learned that serious misrepresentations and harmful consequences can emerge from the words, 
images and portrayals of persons living with dementia. This work is intended to disrupt the discourses 
and the harmful care processes that can accompany the diagnosis of dementia. 

Pattern #1: Division, judgment and exclusion based on difference, disability and undesirability
For more than two decades we, along with others, have been working to challenge the culture of 
dementia care in North American society, which is focused on the body and its various functions and 
deficits (Fagan, 2003; Deutschman, 2005; Bartlett and O’Connor, 2007; Dupuis et al., 2016a). We have 
critiqued the language, images and understandings that accompany a diagnosis of dementia (Jonas-
Simpson et al., 2012; Mitchell et al., 2013; Gray et al., 2017). We have struggled with and challenged 
the predominant approach in dementia care that seeks to assess and manage people according to the 
labels assigned by outsiders who focus primarily on problematic behaviours and undesirable functions 
of the body (Dupuis et al., 2012a; Grigorovich et al., 2019).  And we share concerns that the stigma 
associated with dementia fuels fear and loathing such that old age itself is now equated with the 
‘dreaded’ diagnosis of dementia (Whitehouse and George, 2008). 

Two dominant and inter-related discourses fuel the stigmatisation, judgement and social exclusion of 
persons living with dementia and their family carers. These are biomedical, and dementia as tragedy 
(Basting, 2009; Behuniak, 2010; Zeilig, 2014). Within the biomedical discourse, the person with 
dementia is reduced to their neuropathology – that is, their diagnosis (Downs, 2006; Behuniak, 2010). 
Care practices are restricted to attending to bodily needs (Twigg, 2000; Daly and Szebehely, 2012) 
within a unidirectional provider-as-expert model of care. With the adoption of the biomedical model, 
a therapy culture has come to define dementia care wherein persons with dementia and living in long-
term care homes are subjected to multiple assessments by various professionals who populate a list 
of needs and functional deficits and assign interventions, therapies and modifications to meet them 
(Wiersma and Dupuis, 2010). The primary focus of therapeutic intervention is to manage ‘challenging 
behaviours’ with mechanical, environmental and/or pharmacological/chemical restraints (Schneider 
et al., 2006; Maust et al., 2015). In addition to the harm caused by such treatments in the dementia 
context (O’Keeffe, 2017), this approach to care sets up significant barriers to meaningful participation 
by persons living with dementia in planning and decision-making around their own care (Dannefer et 
al., 2008; Dupuis et al., 2012b) and to living in ‘normalised’ ways. Leisure activities such as gardening 
and music are used and valued primarily as non-pharmacological ‘treatments’ or ‘therapies’ to achieve 
a host of medicalised outcomes (Dupuis et al., 2012c; Genoe and Whyte, 2015; Kontos and Grigorovich, 
2018), notably the control of misunderstood actions and expressions (Dupuis et al., 2012a; 2012b). In 
this way, valued aspects of daily life become medicalised (Foster, 2016). Persons living with dementia 
are also presumed to be unable to learn or develop new skills, or to make meaningful contributions 
to their own lives and the lives of others (Sterin, 2002; Kontos, 2005; Dupuis et al., 2012b). In a 
study conducted by Dupuis et al. (2013), a person living with dementia reflected on how she was 
underestimated and dismissed in long-term care:
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‘They think I can’t do anything. Until they get used to me and what I can still do many try to take 
over. They also give meaningless activities like tip all the pens and pencils out on the table, mix 
them up and then ask us to sort them out. That made me angry. One care worker accused me of 
lying when I talked about being involved with a consumer committee because she said that if I had 
dementia I couldn’t do it.’ 

The dehumanising conditions of life and care in these settings have led to their being described as 
‘contemporary “gulags”, sites of increasing use of chemical restraints, places of abuse and violence, 
and locations of tragedies that reveal high levels of neglect’ (Chivers, 2015, pp 134-135). 

The language embedded within the biomedical model, and what is used by formal care providers, 
reflects a broader cultural discourse of dementia as tragedy that is based on the assumption that the 
neuropathology associated with dementia ‘eradicates the essence of the person’ (Dalziel, 1994, p 1407; 
Behuniak, 2011; Kontos, 2012a; Peel, 2014; Zeilig, 2014). This is evident in the metaphors and images 
in policy and popular culture that represent dementia as ‘the funeral without end’, ‘the loss of self’, 
‘the zombie’, and ‘a living death’ (Mitchell et al., 2013). This discourse has its roots in the 17th-century 
rise of the ‘modern self’, which brought with it the coupling of the self and the brain (Vidal, 2009) 
with memory coming to be understood as necessary for personhood (Katz, 2013). When the self is 
assumed ‘lost’ or ‘eroded’, loss of agency and citizenship status ensues (Dupuis et al., 2016b; Kontos et 
al., 2017a). As Kontos et al. (2017a, p 182) argue:

‘An individual’s status as citizen, which denotes entitlement to connection to a community and 
country, rights and responsibilities as a community member, and freedom from discrimination  
(Bartlett and O’Connor, 2007), is seen as irrevocably eroded by dementia because communicative 
competence and intellectual capacities are inextricably linked to the practice and status of 
citizenship.’

Alzheimer’s Research UK and its social medial campaign #sharetheorange (Alzheimer’s Research UK, 
2016) provides a powerful example of this tragedy discourse. The campaign includes a video created 
by the makers of the Wallace and Gromit stories (an animation comedy series) and features the actor 
Christopher Eccleston. The video uses an image of a slowly disintegrating orange to illustrate how 
dementia ‘physically attacks your brain... until it strips away everything that makes you you, and then 
you die’. It compares dementia with diseases like cancer, saying it ‘destroys’ not only the brain but the 
person. And at the end, the last section of the orange falls over signaling death. 

The intent of this campaign is to raise money to help find a cure for dementia and the strategy appears 
to involve fostering fear of dementia. The profound impact that stigma has on people labeled with 
a ‘spoiled identity’ has been convincingly demonstrated by Goffman (1963) and others (Falk, 2001; 
Aldridge et al., 2019). The images and words used to describe dementia impact, in profound ways, 
on how persons with dementia view themselves and their worth as human beings. Indeed, self-
internalisation of stigma associated with dementia has been linked to avoidance of social interactions, 
isolation, feelings of shame and inadequacy, depression, anxiety and even suicide (Erlangsen et al., 
2008; Benbow and Jolley, 2012; Koyama et al., 2015). Death is the most devastating consequence 
of stigma. Also, with the successful lobbying to have euthanasia an approved and accepted medical 
intervention to relieve pain and suffering (Johnstone, 2011), death may increasingly be embraced 
as the preferred choice, even among persons living with dementia, as government legislation and 
regulations are revised. Our arguments in favour of a relational ethic of care are by no means intended 
to imply that individuals should not have the right to choose the moment of death. Yet proponents of 
a radical democratisation of end-of-life autonomy do not consider that an individual’s decision to die 
may be largely mediated by social factors, which, in the case of dementia, refers to the harm imposed 
by society privileging rationality and cognitive memory, and consequently excluding individuals 
with dementia from the sphere of human dignity and respect (Braswell, 2011). The fear potentially 
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engendered by campaigns such as #sharetheorange also fuels the internalised need to self-manage in 
order to avoid developing dementia if possible. We turn to this point in the next section.

Pattern #2: Ageism, healthism and consumerism
Adults in today’s society are expected to be in control and to exercise judgement and discretion to 
keep their personal matters in check, particularly with regard to health, which has moved from being 
a human right to a personal and moral duty (Galvin, 2002; Foster, 2016). The increasing emphasis 
on individual responsibility, control and autonomy has been linked to the rise of neoliberalism and 
economic rationalism – that is, the idea that the market should determine what is to be produced and 
how it is to be produced (Crawford, 2006; Cheek, 2008; Ayo, 2012). As Galvin (2002, p 117) points out:

At the heart of this shift in political posture is the neoliberal resurrection of the classical liberal 
concept of ‘negative liberty’ which seeks to minimise the intervention of political administration 
in the lives of citizens and, in the current context, casts them as ‘consumers’ and ‘enterprising’ 
individuals who make ‘choices’ and who, consequently, are responsible for the outcomes of these 
choices. As a result, circumstances which were once viewed as either resulting from the failure of the 
modern state or simply a matter of social responsibility, such as sickness, poverty, unemployment, 
homelessness, racism and exposure to crime, are now being redefined as matters of individual 
responsibility. 

Responsible and empowered citizens are to fulfil their moral obligations to monitor and manage all the 
risks that present themselves, to be the ‘good self-manager’ (Ellis et al., 2017). They are to do this by 
attending to the current and ever-evolving understanding of what constitute healthy lifestyle choices 
(for example, nutrition, exercise, stimulation) and avoiding risky health behaviours, such as smoking, 
alcohol intake or fat consumption (Galvin, 2002); what Foucault (1988) called ‘technologies of the self’. 
A plethora of supports and products to assist individuals with this responsibility has emerged. These 
include regular screening services and devices, fitness centres, lifestyle coaches, nutrition and health 
food stores, self-help books, and even lifestyle prescriptions that general practitioners are mandated 
to offer (Cheek, 2008; Katz and Marshall, 2018). All these ‘[foster] an increasingly intimate connection 
between health and the market place’ (Galvin, 2002, p 121) and encourage the ‘consumerist frenzy’  
(p 127). As Ball emphasises, individuals have become an ‘auditable commodity’ (p 225). 

Further, in a climate where ageism is rampant and societal pressures to look younger are pervasive, 
older adults experience even stronger pressures to do all that is possible ‘to remedy or defy an aging 
body’ and reduce the risks of getting certain diseases (Pond et al., 2010, p 742), especially Alzheimer’s 
disease. Coupled with the predominant dementia-as-tragedy discourse discussed earlier, which 
engenders enormous fear and anxiety of getting an illness causing dementia (Higgs and Gilleard, 2017), 
and the rhetoric of the ‘burden’ of dementia and chronic illness on the carers and the healthcare 
system (Johnstone, 2011), older adults are being targeted more and more to self-manage their bodies 
and lifestyles in order to ward off the prospect of succumbing to dementia and other chronic diseases 
(George and Whitehouse, 2011; Katz and Marshall, 2018). 

Emphasising the impending harm associated with the risk of developing chronic illnesses, most 
particularly illnesses causing dementia, ‘[stimulates] a sense of panic, a sense of urgency, and a sense 
that action must be taken now’ (Ayo, 2012, p 103). In fact, a growing body of literature is exploring the 
notion of individual responsibility and self-management in the context of dementia (Mountain, 2006; 
Martin et al., 2013; Quinn et al., 2015). Examples of pressure to self-manage in this way are found in 
the push to sell software programs, brain health games and devices, and food supplements that help 
manage memory loss before it becomes a diagnosis of dementia (George and Whitehouse, 2011; 
Katz and Marshall, 2018). Drug companies have created food supplements to treat pre-dementia. The 
suggestion that a supplement significantly increases memory and helps sharpen a person’s focus and 
attention compels all individuals with pre-dementia to purchase and consume the product. One such 
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supplement made the parent drug company one of the fastest-growing companies in America, and 
now the Federal Drug Association is issuing warnings as class action suits get filed (Janet et al., 2012).  

A powerful example of this pressure to self-manage is found in the documentary Monster in the Mind: 
The Convenient Un-Truth about Alzheimer’s (Carper, 2016). The documentary was directed by Jean 
Carper, a former CNN senior medical correspondent and author of Stop Aging Now (1996) and Food 
– Your Miracle Medicine (1994). When she became aware that she was a carrier of the APOE gene, 
the number one gene for Alzheimer’s, she became, by her own admission, obsessed with finding out 
everything she could about the disease. This resulted in the book 100 Simple Things You Can Do to 
Prevent Alzheimer’s and Age-Related Memory Loss (Carper, 2010), just one of many books purporting 
to help readers ward off or delay dementia.  In her 2016 documentary, Carper reaches out to ‘industry 
experts’ around the world from a range of disciplines and undergoes hi-tech testing, screening and 
surveillance to predict her chances of developing Alzheimer’s. She also changes her eating patterns, 
starts taking supplements, exercises regularly for brain health and sees a psychic; all powerful indicators 
of the embodiment of the ideology of healthism – that is, viewing health-promoting activities as a moral 
obligation and an individual’s responsibility (Crawford, 2006) and the therapeutic ethos described by 
Foster (2016). The documentary is successful in exposing some myths about dementia and raising 
awareness of the complexity of illnesses causing dementia, and the failures of the focus on a cure and 
current drug testing. However, it resorts to the dominant tragedy discourse in order to do so, and thus 
perpetuates the fear and loathing of dementia. This is aptly captured in the conclusion Carper reaches 
after having nightmares about dementia: 

‘Oh my God, Alzheimer’s is a ghost story. It’s not just a medical problem, or a conventional scientific 
quest for a cure. It’s in essence a science fiction horror disaster movie. The disease is predicted 
to become an apocalypse by mid century… It survives on an irrational fear of mysterious forces 
that attack and slowly shrink our brains, turning us into victims who resemble that repulsive half-
dead half-alive creature, the zombie – created by the dark imaginations of horror filmmakers in the 
1930s and indelibly embedded in the public consciousness by Night of the Living Dead.’

By the end of the documentary, the message is clear: it is up to individuals to take responsibility 
to change their lifestyles and self-manage the risks of getting dementia. Advertisements for the 
documentary call this an ‘inspiring happy ending, showing us how to save ourselves and the world 
from dementia’ (emphasis added). 

As Katz and Marshall argue (2003, p 44): ‘The marketing, pharmaceutical and consumerist industries… 
and the concurrent neoliberal political agendas that require people to adopt risk-aversive, active, 
self-reliant lifestyles’ are dangerous and profound. At a minimum the intense focus on marketing to 
individuals to encourage consumption as a means to avoid ageing and chronic illness is alarming. But, 
when individual choice, freedom and responsibility are the focus, inequities in health are viewed as 
inevitable and acceptable, and the person who becomes ill is ultimately the one who is blamed for not 
being the ‘good’ citizen; this person is held ‘morally culpable’ (Galvin, 2002, p 117). Individuals who 
develop illnesses can be subsequently punished through policies and structures that can deny access 
to health resources and even the right to continued life. In 2009, an advisor to the UK government 
suggested persons with dementia may have a moral duty to die, especially because of wasting human 
and fiscal resources (Beckford, 2008; Malpas, 2009). The duty to die is communicated with what 
Kate Swaffer (2014) has termed Prescribed Disengagement™. Swaffer is a leading advocate for those 
living with dementia, who described how, when she was diagnosed with dementia, her healthcare 
professionals and service providers all told her to give up her studies, go home, put her end-of-life 
affairs in order and get acquainted with aged care, including selecting a respite day care and residential 
care facility, sooner rather than later. She coined the term to describe how many people with dementia 
are written off after a diagnosis and also speaks out about the profound consequences of prescribed 
disengagement:

‘This sets up people with dementia to live a life without hope, without any sense of a future and 
destroys the notion of wellbeing. This Prescribed Disengagement™ sets up a chain reaction of 
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hopelessness and terror which negatively impacts a person’s ability to be positive, resilient and 
proactive, ultimately affecting their wellbeing and quality of life’ (Swaffer, 2014).

Despite such concerning patterns, we are inspired by Romesin and Verden-Zoller’s (2009) alternative 
theory of human evolution, presented in their book, Origin of Humanness in the Biology of Love. 
Rather than supporting the ‘survival of the fittest’ construct, these authors clearly show how human 
evolution has been created through collaborative and loving communities, largely supported through 
the biology of women and familial structures extended over time. Romesin and Verden-Zoller propose 
that human beings shape the future through patterns being lived in the present moment. As we have 
argued, current predominant patterns of biomedical functional care, fuelled by the tragedy discourse 
of dementia, impose unnecessary suffering. We call for the ethical duty to promote, preserve and 
sustain the human flourishing of persons living with dementia by supporting their embodied and 
relational capabilities. We draw on a relational model of citizenship (Dupuis et al., 2016b; Miller and 
Kontos, 2016; Kontos et al., 2016a; 2017a; Grigorovich and Kontos, 2018; Kontos and Grigorovich, 
2018; Grigorovich et al., 2019) to conceptualise and articulate what this relational care ethic entails. 

Relational citizenship: An alternative commitment for community
An alternative to the deficit-based disease model of memory loss is the relational model of citizenship, 
which recognises relationality, and primordial and sociocultural dispositions of the body as fundamental 
sources of selfhood. This is termed ‘embodied selfhood’ (Kontos et al., 2016a; Grigorovich and Kontos, 
2018; Miller and Kontos, 2016; Dupuis et al., 2016b; Kontos et al., 2017a). Embodied selfhood takes 
its theoretical bearings from Merleau-Ponty’s reconceptualisation of perception (1962) and Bourdieu’s 
concept of habitus (1977, 1990). Together, these theoretical bearings highlight the importance of a 
pre-reflective way of knowing that both sustains and animates self-expression, and that is always 
intertwined with a shared world. In so doing, it importantly challenges the Cartesian dualism that splits 
mind from body, positions the former as superior to the latter and holds cognition as the guarantor of 
selfhood. Granting agency to the pre-reflective body, separate and apart from cognition, importantly 
challenges assumptions of loss of agency with dementia by treating the body as itself having creative 
and intentional capacity. Thus, even in the face of cognitive impairment, agency persists. 

The relational model of citizenship signals an important shift away from person-centred care (Kitwood, 
1997) and relationship-centred care (Nolan et al., 2002). Person-centred care places the person –
not the illness or disease – and their values, desires, preferences and patterns of living at the centre 
of care. Rather than pathologising behaviour, it focuses on understanding the meaningfulness of 
personal expressions (Dupuis et al., 2012a). While person-centred care is arguably the most important 
paradigm shift in dementia care practice since the 1990s (Bartlett and O’Connor, 2010), it has inspired 
new care models meant to address its limitations, such as the lack of attention to the relational nature 
of care (Nolan et al., 2002) and issues of agency and power inherent in care contexts (Bartlett and 
O’Connor, 2010; Dupuis et al., 2012b; Kontos et al., 2017a). Relationship-centred care has played a key 
role in shifting the focus from person-centred notions of autonomy and individuality to recognising 
‘the interdependencies and reciprocities that underpin caring relationships’ (Nolan et al., 2002, p 203) 
and the status that people with dementia have as active partners in their own care (Adams and Clarke, 
1999; Dupuis et al., 2012b). Despite these contributions, relationship-centred care focuses solely on 
care relationships, neglecting the broader political and cultural embeddedness of individuals and 
the profound ways in which broader structures can shape the experiences of people with dementia 
(Bartlett and O’Connor, 2007). A citizenship lens calls attention to the sociopolitical landscape and 
the misuses of power that can dis-able and oppress persons living with a dementia, and is a means of 
addressing social injustices and ultimately improving the quality of care and life for all people living 
with dementia (Bartlett and O’Connor, 2010; Bartlett, 2016; Kontos et al., 2017a). 

The relational citizenship model is unique in that it brings together embodiment, selfhood, and 
relationality, in that selfhood is understood to be inherently embodied, intercorporeal (with/in the 

http://books.imprint.co.uk/author/?person_id=556
http://books.imprint.co.uk/author/?person_id=557
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body), and relational (Kontos et al., 2016a; 2017a). The model further upholds that our body-self/
body-world relations must be supported in and through a matrix of human rights (Kontos et al., 2016a; 
Grigorovich and Kontos, 2018) and interpersonal commitments. Relational citizenship is premised on a 
new kind of ethic that necessitates the reframing of dementia care from the narrow focus on body care 
and management, to the conservation of human flourishing in relationship (Jennings, 2009; Kontos 
and Grigorovich, 2018), which we have termed relational caring (Dupuis et al., 2016c; 2018). This 
requires the cultivation of a relational environment at a policy level and in clinical and wider public 
structures and practices, so that persons with dementia  can ‘experience freedom from discrimination’ 
(Bartlett and O’Connor, 2010, p 37) and have their capabilities for creativity, imagination and other 
positive human potentialities fully supported (Kontos et al., 2016a). In addition to theorising relational 
caring and citizenship, we have developed and identified practices that support human flourishing and 
quality of life for persons living with dementia that have implications for practice development.

Flourishing in relational communities and practices
The Dotsa Bitove Wellness Academy (Dotsa Bitove Wellness Academy, n.d.) inspires and facilitates 
expressions of self in relationship through the arts and movement in an open, homelike environment 
(Mitchell et al., 2019).  Relationships and intergenerational learning experiences disrupt the labels and 
categories that typically divide, segregate and stigmatise persons living with dementia (Jonas-Simpson 
et al., 2017a, 2017b).  Artistic expression and practices hold the potential to support relationship-
building and aesthetic ways of being in the world as embodied, imaginative, sensory, emotional and 
vulnerable (Gray et al., 2019). The Dotsa Bitove Wellness Academy is founded on three fundamental 
concepts: knowing otherwise (Olthius, 1997), embodied selfhood (Kontos, 2005, 2012a, 2012b), and 
relationality (Jordan et al., 2004; Nolan et al., 2006; Arai et al., 2015). The academy is an assessment- 
and therapy-free space that has an impact, not only on persons living with dementia, but on all who 
enter and engage within its community, including care partners, staff, students, artists and volunteers. 
Everyone within the community has an opportunity to thrive with dementia, and everyone in the 
space is viewed and valued as a teacher and a learner. Persons with dementia teach and show those 
of us without dementia how to feel free to be ourselves (Jonas-Simpson et al., 2017a). Joy is expressed 
and experienced individually and as a collective, especially while dancing, singing and making music 
and in creative play. A short film has been created to show how relational caring is experienced within 
a loving dementia-inclusive community (see Jonas-Simpson et al., 2017b).

Christakis and Fowler (2009, p 31) found that social networks ‘magnify what they are seeded with’ and 
can influence, for example, the ‘spread of joy’. Those authors go on to propose that ‘as part of a social 
network, we transcend ourselves, for good or ill, and become a part of something much larger. We 
are connected’. We see how being part of the collective at the academy opens all of us to something 
much larger. Persons living with dementia, who are often excluded, alone and isolated, are given 
opportunities to be in relationship with others; their relational citizenship is supported, for example, 
in their participation in the arts for life enrichment, in comforting someone having a bad day, in their 
expressions of joy and sadness, in asking someone to dance, or in advocacy work such as organising a 
food drive during the holidays, as one woman living with dementia did. In addition, opportunities to 
be in relationship with young people enhances community and joy for both (Jonas-Simpson, 2017b). 
In all of these ways the Dotsa Bitove Wellness Academy is not only supporting relational practice, it is 
creating a legacy of relational caring where an entire community living with dementia is flourishing. 

The performance art of elder-clowning is another innovative relational arts-based practice that 
enriches the lives of individuals with dementia in long-term residential care. It offers a cultural/
aesthetic approach to relational caring that, in many ways, uniquely recognises and supports relational 
citizenship in individuals living with dementia.  Akin to circus and theatrical clowns, elder-clowns 
wear a red nose but they wear minimal make-up and tend to wear clothing reminiscent of earlier 
eras, such as 1950s swing dresses. In addition to drawing on artistic techniques such as music and 
slapstick, elder-clowns also rely on familial details to inform interactions with each individual resident. 
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Encounters might, for example,  involve elder-clowns singing a resident’s favourite song with them 
while strumming a miniature, colourful ukulele, or co-creating an improvised song with a resident 
about something personal (for fuller descriptions of elder-clowning see Kontos et al., 2016b, 2017b; 
Miller and Kontos, 2016).

The fundamental goal of all elder-clown training is to prepare the clowns to achieve an interactional 
state known as ‘presence’, which refers to being authentic, and is cultivated through attentive 
listening, and extraordinary focus and sensitivity (Kontos et al., 2017b). As part of their training, clown-
practitioners learn to become ‘completely attuned to the other,’ and to be able to distinguish ‘with 
increasing subtlety between differences in how the other person relates with the world, attentively, 
physically and sensorily’ (Hendriks, 2012, p 469).  This means they do not impose themselves or any 
medically oriented therapeutic goals in their interactions, including any demands for ‘cheerfulness’ 
(Gray et al., 2019), but rather they attend to subtle embodied expressions, including emotions, 
movements and body language as part of playful encounters. Thus, much of the intersubjective 
communication that takes place between the clown and individuals living with dementia is at the 
affect level. This has been termed ‘affective relationality’ (Kontos et al., 2017b) and encompasses 
both joyfulness and sadness. There is a relational intersection between the ‘imaginative reality’ of 
elder-clowns and that of the person living with dementia (Kontos et al., 2017b). In this relational play 
space, elder-clowns draw on the performative coherence (Hydén and Örulv, 2009; Kontos and Martin, 
2013) of the storytelling of individuals living with dementia to co-construct imaginative scenarios. 
Imaginative possibility is particularly valuable in the context of dementia, where boundaries shift 
between time, place and person, and become more fluid and less defined (Mitchell et al., 2013). Elder-
clowning is also characterised by ‘reciprocal playfulness’ (Kontos et al., 2017b) where elder-clowns 
build on the ways in which persons with dementia can be deliberately playful, offering moments of 
fantasy, availability and laughter. Elder-clowns’ ‘affective resonance’ (Hartling and Littlefield, quoted in 
Freedberg, 2007, p 255), their offer of imaginative possibilities, and support of reciprocal playfulness 
form significant dimensions of relational citizenship in the context of the interpersonal mutuality of 
caring. Elder-clowning demonstrates, perhaps too clearly, the deep chasm between how life can be 
enriched in practice for persons living with dementia in long-term care homes and the predominance 
of managed care devoid of relational practice. This begs the following questions, however: how do 
we find ourselves so far away from supporting life enrichment and human flourishing in long-term 
care homes that we need to draw on the art of clown to help us to see the humanity of persons living 
with dementia and how to support relational caring? How can we support care providers/partners in 
adopting these same relational skills in their caring practices?

Shifting to the culture of relational caring practice
One of the most significant impediments to transforming the culture of care from behavioural 
management to relational caring practice, exemplified at the Dotsa Bitove Wellness Academy and 
in elder-clowning, has been the lack of understanding of what it means to be and act relational in 
practice. Relational caring practices require not only a change in taken-for-granted patterns of relating 
but also a radical philosophical shift in terms of how care and living are understood. To this end, formal 
carers need opportunities to challenge and critically reflect on their own language, assumptions and 
ways of being, and they need opportunities to learn about and practice being in new relational ways. 
Arts-based and dialogical education methods targeted at building understanding and skills regarding 
relational caring (for example: showing empathy and curiosity by being emotionally present; being 
aware of the consequences of our feelings and actions on others; experiencing vulnerability as 
inevitable; working as a team; empowering others; questioning inhumane practices; and advocating 
for change) are showing promise in expanding understandings and supporting relational practices in 
different aged care settings (Greenwood, 2015; Kontos et al., 2018; Dupuis et al., 2019). For example, 
we worked closely with team members in long-term care settings to develop the ‘Relational Caring 
Learning Series’ (Dupuis et al., 2018). We recognised that for personal transformation to happen, there 
was a need to create a non-traditional learning space, ‘a different social environment’ (Greenwood, 
2015, p 230), deeply embedded within a relational caring ethic. Throughout the series, professionals 
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share and learn together. They are provided with opportunities to critically reflect on taken-for-granted 
assumptions about persons living with dementia, older adults, their colleagues and current care 
practices. Reflections are facilitated with a critical immersion in relational concepts and ideas through, 
for example, art-making, theatrical exercises, sharing of stories, opportunities to try out new ways of 
relating in practice and other reflective exercises. Results from the pilot of the series demonstrate that 
when professionals have a safe space to critically reflect on and imagine new ways of being and relating, 
this new understanding nurtures relational caring (Dupuis et al., 2019). However, culture change that 
supports relational practices requires more than what we call relational literacies; it requires a strong 
structural foundation that provides space for relational practice, including the elimination of stigma, 
language and the inhumane care practices and policies that prevail in many dementia care settings. It 
also requires strong leadership committed to relational caring practices, including modeling, mentoring 
and supporting professionals as they try them out. Finally, a truly relational community focuses on 
nurturing relationships and friendships between all in the care context, including persons living with 
dementia, family members and professionals. This requires flattening traditional hierarchies, thinking 
about relationships within dementia care settings differently, and providing regular opportunities to 
come together as a community, such as in shared meals and social activities, community mourning and 
celebrations, and just to have fun. 

Conclusion
In this article we have exposed two dehumanising and intersecting patterns that shape the experiences 
of persons and families living with dementia in profound and harmful ways: increasing division, 
judgement and exclusion of persons based on difference, disability and undesirability; and increasing 
attention to management and control and their links with ageism, healthism and consumerism. Situating 
taken-for-granted and often unchallenged discourses and practices within the broader sociocultural 
and political landscape opens a space for questioning what is, understanding the consequences and 
imagining how we might create new humanising ways of being and relating for a better future. We call 
on others who share our concerns to take up a relational caring ethic in order to create a more humane 
world for persons living with dementia.
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