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Chapter 1

Introduction: In search
of a good life with dementia

People living with dementia are frequently portrayed as descending into
confusion and losing their abilities to make decisions and to remember
things (Gubrium and Holstein 2003, 216; Hashmi 2008, 209-210; Van
Gorp and Vercruysse 2012, 1277). They are depicted as getting lost to us
before they have actually died (Moser 2008, 104). In this ‘fourth age imaginary’ (Higgs and Gilleard 2015, 2014), the diagnosis of dementia is equated to the loss of what makes us human subjects: the ability to remember,
reason, recognise others, and to express our preferences.
Importantly, these grim plot lines and metaphors are not mere semantics; they shape how the world is, and what may be (Haraway 2016, 128; Law
2000, 17). Imaginaries change how individuals diagnosed with dementia are
approached by loved ones and caregivers, where they can live, what they can
do, and ultimately, who they can be. Imagining dementia as a pathway of
inevitable decline and the unavoidable loss of subjectivity means that a life
with dementia can never be a good life; a better future is one that excludes
people with dementia altogether (cf. Kafer 2013, 2). But in the absence of a
cure, we need to start imagining a future with dementia. This requires asking questions about care.
In the Netherlands, the number of people currently living with dementia is estimated between 254,00 and 270,000 (in a population of a little over
18 million) and projected to rise to 500,000 in 2040 and 620,000 in 2050
(Volksgezondheidenzorg.info 2018; Alzheimer Nederland 2018). World
wide, 50 million people were living with dementia in 2018 – a number projected to triple to 152 million by 2050 (Alzheimer’s Disease International
2018).1 These numbers tell us that the ‘problem’ that is dementia is grow1 These numbers have been criticised for their provenance and partisanship: most come from
professional documents that aim to politicise Alzheimer’s Disease (the most common sub-type
of the clinically differentiated forms of dementia) or other dementias, and to secure funding for
further research (e.g. Lock 2013, 12). In 2013, the Lancet published an article suggesting that the
projected numbers were too high, with researchers assuming the prevalence of dementia to be
consistent over time. The study evidences decreasing prevalence when compared to predictions
based on population ageing, and suggests improved vascular health and higher education levels
as contributing to the decrease (Matthews et al. 2013). Also note that Alzheimer’s became the
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ing.2 Immediate action is required. But what should this action look like?
Although it is seductive to see prevention and cure as the solution that
will save people with dementia from losing their subjectivity, or that will
at least halt cognitive decline, no cure has yet been found. A ‘coming cure’
(Seaman 2018) cannot offer these things.
In the absence of cure or effective prevention, how can we care for the
many people who will be diagnosed with dementia in the near future? To
offer people living with dementia possibilities to live well with the condition, and to include them as subjects, new imaginaries are needed. We need
to ask: What are bearable ways of living with dementia? In what kinds of
places and in what ways can people with dementia best be cared for? What
can we learn from practices like dancing, bathing, eating, negotiating daily
care tasks, and other activities that make up daily life with dementia?
Aims and research questions
This dissertation aims to contribute to new imaginaries of dementia by
studying daily life and care practices in three Dutch residential homes.3 In
the mundane practices of everyday life and care on the wards the condition is not taken as fate but acted with care. Through an ethnography of
these I seek to learn how life with dementia may yet be a good life.

fifth cause of death worldwide by merging two diagnostic categories, namely ‘early onset’ and
‘late onset’ Alzheimer’s (Beard 2016, 215). While these critiques raise valid points regarding
the accuracy of the projections, they do acknowledge that many people will seek and receive a
dementia diagnosis in the near future. We thus need to ask questions about the kind of care that
best supports these people. These are the questions I ask and seek to answer in this dissertation.
2 Dementia is seen as a crisis of epidemic proportions, with epidemiologists projecting an
‘apocalyptic demography’ (Robertson 1990 in Beard 2016, 5). In the Netherlands, the Deltaplan
Dementie [Dementia Deltaplan] was initiated in 2013 by the Alzheimer Centre of the Vrije
Universiteit Amsterdam [Free University Amsterdam], the national organisation for health
research and innovation ZonMW, Stichting Alzheimer Nederland [Alzheimer Foundation of
the Netherlands] and De Nederlandse Federatie van Universitair Medische Centra [NFU, The
Netherlands Federation of University Medical Centres] to shape a national response to projected
demographic and epidemiological trends. The Deltaplan is named after the water-engineering
project developed following the 1953 flood that killed 1800 citizens. Like the engineering
works that protect the population from the water, the Dementia Deltaplan – with the slogan
‘Dementie? Samen keren we het tij’ [Dementia? Together we turn the tide] and 80 million euros of
government funding – was set up to ward off the oncoming tide of elderly and dementia (Braam
2017). The metaphor is powerful: most people statistically ‘at risk’ of getting dementia still recall
the deadly 1953 flood. See Susan Sontag (1989) for a critique of the use of metaphors in language
about illnesses which contribute to blaming those diagnosed with these conditions.
3 Dutch residential care is provided in verzorgingshuizen (care homes, or, to emphasize the
policy that seeks to give emphasise residents as living their lives over their being recipients of
care, woonzorgcentra) and verpleeghuizen (nursing homes). In nursing homes residents are
categorised as requiring ‘heavier care’ in compassion to care home residents. Here, I use the term
residential care setting to refer to both institutions.
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The thesis is animated by the following research questions:
1. How is life with dementia ordered in practices of everyday life and
care in Dutch residential care?
2. What kinds of interesting subject positions for people with dementia are opened up through these practices?
3. How can the lives of people with dementia be learned from, and
cared for, both in research and care settings?
To answer these questions, I engage in an ethnographic study of care practices for people living with dementia. My ambition for this thesis is twofold:
first, by articulating4 interesting subject positions that are opened up in different modes of ordering (Law 1994; Moser 2005) – to be explained in more
detail in what follows – I seek to provide empirically grounded lessons
for both care-givers and scholars pursuing anthropological research on
dementia care. Second, I aim to do this in a way that strengthens everyday
life and care practices (Mol 2006; Moser 2011) that contribute to good ways
of living with dementia.5 I will return to what I understand as good below.
In my analysis, I draw on both medical anthropology and material
semiotics. With medical anthropologists, I share an interest in questions
about the organisation of health and disease as situated in specific times
and places. In keeping with anthropology’s strength of rendering the
familiar strange and the strange familiar, I try to question what is usually
taken for granted and to better understand who is commonly rendered
‘other’. I furthermore draw on the tradition of material semiotics, which
holds that it is impossible to separate language from materiality. Authors
who take inspiration from material semiotics do not consider entities as
natural, but as enacted in practice (Harbers 2005, 268). To think in terms
of ‘enactment’ means to think of people and things, bodies and subjects
not as pre-existing entities, but as constituted in practice, and thus as
taking shape in their relations to other people and things (Law and Mol
2008; Woolgar and Lezaun 2013).6 In the productive cross-over between
4 In Donna Haraway’s use of the term, ‘articulation’ means ‘to join things’ (1992, 324) – things
that may be unlike, but that may nevertheless become ‘joined, social partners’ in the practice of
knowledge production (ibid., 312). I find the term useful to think about modes of ordering: I
follow Haraway’s example in bringing things together by giving words to situations in order to
create stories that counter dominant discourses.
5 For earlier reflections on the good life and dementia, see for instance Kalis, Van Delden, and
Schermer 2004; Schermer 2003 and The, Pool, and Pols 2017.
6 The term ‘enactment’ presents an alternative to the frequently used terms ‘construction’ and
‘performance’. While ‘construction’ may be taken to suggest that what is put together goes into
the world by itself, the ‘performance’ metaphor suggests a doer behind the deed or a puppeteer
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 edical anthropology and material semiotics, it becomes possible to
m
think about life with dementia as shaped in practice, and as such, in need
of ethnographic exploration.
As this dissertation consists of chapters that have been written as journal articles, each has its own introduction and methods section. In what
follows, I provide some theoretical background to the research questions,
delineate my key methodological and ethical choices, and briefly outline
the chapters that make up this dissertation.
Everyday life and care practices
Daily care on the dementia ward centres around assisting residents to
get up, toilet, wash, dress, eat, stay mobile, be entertained, and go to bed.
These activities take up a considerable – and in the life of individual residents, increasing – part of the day. My participation in these daily care
activities allowed me to closely observe practices in which not cognition
but the body takes centre stage. Using these practices to articulate alternatives to the cognitively able subject – to imagine different ways of being a
subject with dementia – allows me to contribute to the search for ways to
live well with the condition.
Care has been variously theorised as a moral orientation (Tronto
1993), a moral practice and experience (e.g. Biehl 2005; Kleinman 2009),
a labour of love (Graham 1983), and an intrinsic part of citizenship and
the politics of belonging (e.g. Alber and Drotbohm 2015; Foucault 1978;
Petryna 2003; Rose 2006; Stevenson 2014).7 Here I align myself with scholars of care working in the material semiotic tradition. Instead of seeking
to define care, I study how care is done in practice. Inspired by feminist
work on care in practice,8 I show how the mundane, when studied closely,
holds theoretical importance (cf. Harbers, Mol, and Stollmeyer 2002): it
harbours many surprises and lessons for improving care (cf. Krause, Pols,
Driessen, and Yates-Doerr 2018). Through my focus on everyday life and
care, I align myself with the key feminist objective of giving words to what
remains under-articulated. The mundane work of caregiving, as a form
of labour that is economically and symbolically undervalued work, primarily done by women (Graham 1983, 25), is more often than not hidden
pulling the strings backstage, a place that is somehow ‘more real’ than the site of the performance
(Mol 2002, 32).
7 For a comprehensive literature review about ageing and care, see Elana Buch 2015.
8 I am most indebted to Hendriks 2012; Jerak-Zuiderent 2015; Mol 2008; Mol, Moser, and Pols
2010; Moser 2005, 2008, 2011, Pols 2003, 2005, 2012; Taylor 2008; van Hout, Pols, and Willems
2015; Vogel 2014, 2017.
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from public view and delegated to the private realm (Mol, Moser and Pols
2010, 8). Even in professional care settings, the mundane work of helping
residents to get out of bed and wash and dress themselves is frequently
considered a prerequisite for other, more meaningful activities (Jervis
2001; Lawton 1998; Twigg 2000) like reading the paper, dancing, outings
to museums and walks in the park. In this thesis, I show how this opposition does not always hold, and how daily care practices may in themselves
be meaningful to nursing home residents. In advancing these arguments,
I am indebted to feminist care ethicists who have carved out care, paid as
well as unpaid, as a field of enquiry (e.g. Gilligan 2003).
Ordering life with dementia
I study the practices of care in order to learn more about how they order
life with dementia – for what dementia is remains far from self-evident.
Medical anthropologists have questioned taken-for-granted categories of
health, illness and healing by theorising cultural variety, initially distinguishing between ‘disease’ (the pathology), a domain that was reserved for
the natural sciences, and ‘illness’ (the experience of the disease), a domain
carved out for social scientists. Later accounts collapsed these two into
‘sickness’ (Young 1982). Taking my cue from this latter, poststructuralist
tradition of thought, I hold that disease categories cannot be taken as mere
labels of naturally existing phenomena:9 as knowledge does not merely
describe the world, but actively makes it in a particular way, life with a
condition is not separate from the way it is known. The falling apart of
a lifeworld following a dementia diagnosis, then, cannot be explained by
an advancing pathology alone. We must consider how the world becomes
organised in its wake. The category of dementia thus produces certain
subjectivities shaped by the categorisation itself that, in a sense, did not
exist prior to the diagnosis (cf. Hacking 2007).
Scholars inspired by Foucault (1978) often understand the social order
that emanates from knowledge, discourse and power in grandiose terms,
with discourse ordering the world in a clear, singular, definitive manner
(Moser 2005, 668). Paradoxically, such analyses often make it impossible
to see beyond that which they critique (Vogel 2016, 21). So although they
correspond with realities in some settings, they are unable to show how
different practices enact different realities (Taylor 2005, 746). Scholars in
the material semiotic tradition have shown that there is no totalising appa9 For this argument in relation to dementia, see e.g. Brijnath 2014; Cohen 1992; Herskovits
1995.
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ratus that orders the world, bodies and subjects in a single coherent way
(Latour 2005; Law 1994, 107, 2000, 17), and revealed how realities come
into being in specific, situated arrangements of materials and subjects,
professionals and patients, techniques and expertise (Mol 2002, 39-42).10
Building on this body of work, I try to shed light on these different enactments through ethnographic investigation, to open new avenues for theorising different ways of living with and caring for dementia.
To denote the multiple ways in which life with dementia is enacted in
everyday life and care on the dementia ward, I borrow the term modes
of ordering from John Law and Ingunn Moser (Law 1994; Moser 2005,
2011). The choice of the verb ‘ordering’ over the noun ‘order’ is deliberate: it reveals the ongoing nature of the work that goes into arranging
objects, actors, buildings and techniques (cf. Vogel 2016). As such, modes
of ordering are a smaller, more contingent version of Foucault’s notion
of discourse. They are performative practices (Moser 2011, 715).11 These
practices learn about dementia by enacting the condition in specific ways,
thereby staging different versions of life with dementia and different possi
bilities for what people with a dementia diagnosis can do and be. For
instance, in the lab dementia is broken down into researchable questions
and hypotheses about causes and mechanisms that can be tested, manipulated and modelled. Here, rather than a full-fledged object, dementia is a
microbiological puzzle. This ordering may provide hope, but is otherwise
not very ‘matter-real’ in the lives of those diagnosed with dementia (Moser
2008, 102). In the public discourse of the Alzheimer’s disease movement,
dementia is an objective reality located in individual brains or brain tissue.
In this ordering, a descent into darkness is staged as inevitable. The fourth
age orders dementia in this way too, thereby positioning people with a
dementia diagnosis as incompetent to make their own decisions and as
slowly but surely losing their very selves. Possibilities to be anything other
than a victim of the pathology are distributed away from people with the
diagnosis as well as from those who care for them (Moser 2008, 100-101;
cf. Seaman 2018).
10 The move to include materiality in the study of the social blurs the boundaries between
disease and illness, like those between nature and culture, facts and beliefs (Pols 2011, 190).
Disease, rather than a singular, natural entity exterior to culture, becomes subject to empirical
investigation. Empirical philosopher Annemarie Mol, for instance, reveals the many ways in
which atherosclerosis is enacted in a diverse set of materially productive practices in a Dutch
hospital. Different ways of knowing the body, she argues, make the body differently. They are
ways of enacting the ‘body multiple’ (Mol 2002).
11 Moser draws on work that shows that natural realities are not given, but enacted (Haraway
1991, 1997; Latour 1987; Mol 2002).
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I hold that it is urgent to study and articulate practices that enact alternatives to the fatalist repetition of the story of inevitable decline. As different enactments do not simply exist side by side, some versions make
alternatives absent or invisible – which weakens them, and makes them
less real (Moser 2008, 107-108). I am interested in subject positions enacted through orderings of dementia in everyday life and care, in particular
those that present alternatives to the fourth age imaginary. I aim to tell
stories about these alternatives to strengthen practices in which ‘being
otherwise’ can be achieved (Moser 2005; cf. Krause 2019). Ultimately, my
ambition is to improve the lives of those living with dementia by articulating promising alternative subject positions that challenge the fourth age
imaginary which may inspire caregivers.
Interesting subject positions
I understand subjectivities (in the plural) as positions and conditions for
experience, enacted and inhabited in relations between discourse, activities, bodies, technologies and buildings (Moser 2011; Moser and Law
1999; Pols 2005, 2011). Each subject position12 results from the specific
arrangement of these heterogeneous elements in a particular practice. This
conceptualisation stands in contrast to the understanding of subjectivity13
as a particular experience of reality and as something that resides within
the individual, and thus as something people stand to lose when dementia
strikes. Indeed, I hold that one does not occupy or ‘have’ a subject position; nor is one structured into one. Rather than being a singular stable
subject, one moves between and through differently structured positions
in which one comes to be endowed with certain capacities while actively
co-constructing these positions (Krause 2019; Moser 2005).
To articulate alternatives to positions from the fourth age imaginary
in which people with dementia are deemed difficult and in need of constant correction, thereby becoming passive recipients of care if not empty
vessels devoid of self, I trace how interesting subject positions are enacted in everyday life and care practices. In looking for interesting subject
positions, I build on Vinciane Despret’s work about research on primates
12 The concept subject positions points to the embodied nature of subjects (cf. Pols 2011) and
to the agency of the subject as it is enacted and enabled as a result of a particular set of relations
to other entities (Law and Mol 2008; Mol 2010). The concept enables analysing activities that
are non-verbal, or doings that are not commonly perceived to be activities at all (cf. Gomart and
Hennion 1999; Pols 2005).
13 For reviews of the literature on subjectivity, see Blackman, Cromby, Hook, Papadopulous
and Walkerdine 2008; Reckwitz 2008; Luhrmann 2006. For an argument that brings three
feminist science studies into dialogue over the question of subjectivity, see Schnabel 2014.
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and sheep (2006). Despret contends that because questions pertaining to
apes are legion, apes are becoming more and more interesting: ‘the more
research advances, the more interesting the questions about apes become,
and the more these animals turn out to be endowed with elaborate social
and cognitive competencies’ (ibid., para. 3). Questions that address sheep,
on the other hand, largely remain limited to their diet. Despret also tells
us why this is so: apes are more active and what they do is easy and fun
to observe, whereas sheep seem to do little besides eat. Indeed, the focus
on eating has obscured what is most important to sheep themselves: not
being eaten. Following on from these observations, Despret pleads for
interesting research. She describes this as research that offers affordances
to its subjects to become visible in terms of what is interesting to them. If
researchers ask questions that make their subjects more interesting, their
subjects are given a chance to be interesting, and, in turn, the researcher is
enabled to say more.
I take the responsibility of the researcher to ask interesting questions
seriously, or at least try to do so. Following Despret’s intent, I set out to
find interesting ways to relate to people with dementia. This is not to say
that I pre-defined what is or is not ‘interesting’. Instead, in my observations
and analysis, I tried to be attentive to what emerges as good in everyday
life and care practices, according to the participants in my research (Pols
2011; Harbers, Mol, and Stollmeyer 2002). Taking what was important to
the people I researched into account allows me to differentiate between
different subject positions and to tease out those subject positions that
residents lived as valuable and ‘good’. In doing so, I want to make room for
an appreciation of people with dementia as people who are active, who feel
and spread joy, who want things, who love certain foods, and who remember dance steps learnt decades ago.
At the same time, I seek to bring into view the work that care workers
do to open up these subject positions for people with dementia. By unravelling and teasing out the details of practices in which conditions for a good
life with dementia are crafted – and in which living well with dementia is
sometimes achieved – I take an approach akin to Jessica Mesman’s (2007,
2008, 2009, 2011) work on exnovation. Exnovation shares with innovation
the ambition to improve practices, yet does so by honouring the experience, skills, sensitivities and inventiveness of those who do the care work,
recasting care’s importance (Mol 2008; Mol et al. 2010; Yates-Doerr and
Carney 2016). Concerned with patient safety, Mesman (2011) defines
exnovation as an intervention grounded in ethnographic methods that
pays attention to mundane, unarticulated local routines that ensure things
14

go well. Practices that ensure patient safety, despite not being explicit, are
crucial to doing ‘good care’. My writing is thus informed by my commitment to concerns that I share with my interlocutors (cf. Vogel 2016).
My choice to bring into view the practices that craft conditions for a
good life with dementia should in no way be read as an attempt to deny
the horrors of what dementia can do to individual and shared lives. I have
learned from those who have been willing to tell me how dreadful it can
be to receive a dementia diagnosis and how difficult the process that follows can be. I have witnessed and heard many stories about the irreconcilable losses in the lives of those who live and die with dementia and those
who care for them. But paradoxically, it is this acknowledgement of the
difficulties and impossibilities of life with and care for dementia that lends
importance to the question of what a good life with dementia can be. This
approach reverses the all-too-common mode of critique that characterises much academic debate. Rather than subtracting, it is additive (Latour
2004b); rather than pointing out what does not work, it exnovates resources of strength and learns from them (Mesman 2011). Precisely because
care, given the right conditions, can improve lives touched by dementia,
it is urgent to learn from the practices in which a good life with dementia is sought after, and sometimes achieved. I hope to show in the pages
that follow that narrating attempts to enact interesting subject positions
in everyday life and care – whether successful or not – is a theoretically
fruitful endeavour.
Researching life with dementia
A number of ethical quandaries pertaining to the difficulties and impossibilities of expression and understanding are typical for doing research
among people with dementia. Until the last decades of the twentieth century, the common understanding was that people with dementia were
subject to the loss of self and identity (Downs 1997). By the same token,
research on life with dementia all too often excluded those who live with
the condition (Beard 2004; de Boer et al. 2007) or resulted in the appropriation of the voices of those being studied (Chatterji 1998). The loss-ofself-and-identity thesis has been challenged most notably by psychologist
Tom Kitwood (1993, 1997), for whom personhood is maintained in relationships between those who live with dementia and those who care for
them. In this new understanding, people with dementia are presented as
having unique personalities, life stories and biographies. These all interact with neurological impairment, turning their acknowledgment into a
responsibility of those who are not affected by dementia (Downs 1997).
15

This new understanding, emerging in parallel with calls from disability scholars and activists for the inclusion of ‘the researched’ in research
under the maxim ‘Nothing About Us Without Us’, challenged the widespread assumption that people with dementia are unable to describe their
experiences and express their opinions. A growing number of researchers
have thus tried to directly include people with dementia by adapting the
interview format.14 But upon closer examination, we see that respondents
in these studies are exclusively people at the beginning of their illness trajectories. While the use of interviews thus achieves the inclusion of people
with mild to moderate dementia in research, the method is ill-suited for
those who have progressed into the condition’s more advanced stages.
Adjusting the method can only address part of the researcher’s problem.
In seeking to grasp the perspective of people with advanced dementia, other researchers have turned to proxy accounts (Beard 2004), with a
family member, partner or spokesperson speaking on behalf of the person
with dementia. This practice touches on longstanding debates in anthropology about representation, which peaked following the publication of
Writing Culture (Clifford and Marcus 1986) and Women Writing Culture
(Behar and Gordon 1995). The debate revolved around the problem of the
‘authorisation of the author’ which demands that readers be persuaded
of the text’s authenticity and the legitimacy of the author to speak for or
about others. Although I did speak to residents’ friends, family members
and others involved in their care, I felt this could not capture the point of
view of the residents in question. Taking family members’ words as representative of the views of the person with dementia only further increase
the divide that separates those who are spoken for and those who speak,
creating increasingly un-shared worlds (Pols 2018b).
Part of the problem, I suggest, is that the described research strategies
continue to rely on language as their primary data, while dementia is precisely characterised by increasing challenges to verbal communication.
Sociologist Stefan Hirschauer has described this as the tendency of the
social sciences to understand the social as essentially consisting of language
communication. He finds this tendency ‘reflected in the interview’s unchallenged appeal and the strong preference for discourse- and conversation
analysis’ (2006, 215). This preference for this linguistic dimension of the
social has led research to back away from the mute, the speechless, the inarticulate, the indescribable and the unspeakable (ibid., 414-15, 422-36).15
14 For how interviewing may be adjusted to accommodate people with dementia, see e.g.
Logsdon 2002; McKillop and Wilkinson 2004.
15 In my view, this is not an exhaustive list but an indication of the proliferating forms of the
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But much of the social, Hirschauer points out, is non-verbal.16 This, however, does not mean it is impossible for it to be brought into language. On
the contrary, such silences require authors who embrace the ethnographic
task to bring into words what is not yet in words. This means not presenting analyses as representations of the people being studied, or as authentic
texts to be taken as truth, but to fully inhabit the position of the author
and to take responsibility for the words chosen. Hirschauer’s invitation to
embrace the liberties of description opens up opportunities to move away
from a language-oriented social science towards a social science that puts
into words what was previously rendered incoherent, or even silent.
We can learn how to do this from the work of empirical philosopher
Jeannette Pols. She shows that the emphasis on (coherent) language characteristic of research practice makes it difficult, if not impossible, to study
the ‘narratively disabled’ (Pols, n.d.). People who struggle to find words,
and experience difficulties in putting sentences together, are excluded
from ‘having a perspective’. By maintaining that the problem may not lie
with the research subject, but with the method, Pols reverses the argument that people with dementia are bad research subjects. Combining
the methodological/analytical focus on practices with ethnography, she
proposes observing what residents (do not) as a way to understanding
what they value. Observing ‘enacted appreciations’ (2005) does not produce a but creates a patient position. In avoiding splitting observation and
judgement (Mol 2010, 262), Pols’ approach enables the move from ‘talking
about’ to analysing activities and routines, and bringing them into writing
(Pols 2004, 24). Adopting this approach in this study allows me to include
people whose voices are out of order in my writing without co-opting their
voice. In contrast to scholarship about people with dementia, ‘scholarship
that “appreciates appreciations”’ (Mol 2010, 262) thus allows for being with
people with dementia (Seman 2002).
Subject positions are co-produced by others, words and things (Pols
2011). As such, researchers are not separate from the subject positons
silence of the social.
16 Hirschauer briefly touches on the engagement with objects that characterises Actor Network
Theory (ANT) innovations in research in the face of the muteness of things. Hirschauer argues
that ANT cannot entirely overcome the ‘gap for sociological verbalization’ as researchers find
themselves in the paradoxical position of working within a linguistic framework that excludes
the things they advocate for (2006, 435). Recalling many frustrating moments of wondering how
I could put living bodies, the taste of food, or the penetrating smell of urine and old bathrooms
onto paper, I must come to the same conclusion as Hirschauer: there are limits to the verbal.
However, I hold that this should not deter researchers from trying to find words for things that
are not in words; language can never be taken for granted and must constantly be deliberated (cf.
Mol et al. 2010, 8-11).
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enacted through research practices. This comes with responsibility. I have
described my responsibility, as I see it, as the task of asking interesting
questions. In doing so, I hope to contribute to making these interesting
subject positions for people with dementia imaginable and achievable in
settings other than the ones I studied.
Methods: Demarcating the field
This dissertation is an ethnography, in method as well as the work that
sprang from it. My field consisted of the dementia wards of three residential care settings: one verzorgingshuis [care home] and two verpleeghuizen
[nursing homes] in the Netherlands.17 I here refer to the field sites by
the fictitious names I have given them for purposes of anonymity: ‘De
Bostuin’, ‘De Parkhoeve’ and ‘De Zonneweide’.
In De Bostuin, I conducted observations and interviews between April
and July 2013 for the evaluation of the culture change programme De
Werkvloer Centraal.18 This relatively brief period of fieldwork allowed me
to become familiar with residential dementia care. It sensitised me to the
care workers’ and residents’ respective concerns and gave direction to the
formulation of my research questions.
I spent a total of fourteen months at the two other locations, between
April 2014 and July 2015, followed by occasional visits until 2017. Here,
my main way of gathering data was more explicitly participant observation. This method, characteristic of anthropology since the early twentieth century, aims to learn from others with an open mind and a nonjudgmental attitude (DeWalt and DeWalt 1998, 52). The idea is that the
researcher balances her role as a participant, immersing herself in the daily life worlds she seeks to understand, while maintaining her critical distance as an observer. I followed nurses, care workers, food assistants, and
physiotherapists in their daily routines during countless day shifts, while
they juggled commitments in packed schedules in the face of residents’
and family members’ needs. This allowed me to observe the minute details
of the interactions in everyday care and to complement my observations
with first-hand experiences (and the frustrations) of providing care. I followed care workers during three consecutive night shifts,19 joining them
17 These institutions are meant to complement hospitals where mostly acute and curative
treatments take place (Chatterji 1998, 377).
18 See for the final report of this study Van den Buuse, Vermeulen and Smit 2017.
19 In all three institutions, the morning shift began at 7:30 and ended at 16:00; the evening shift
began at 15:30 and ended at 23:00; and the nightshift began at 22:30 and ended at 8:00 the next
morning.
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when they responded to bells, changed incontinence materials and persuaded those residents who had gotten up to go back to bed.
I also conducted semi-structured, open-ended interviews with managers, care workers and family members, primarily in De Zonneweide.20
In De Parkhoeve, changes in management and staff shortages forced me to
adjust my methods again: I asked my questions more frequently in (occasionally, and whenever appropriate, recorded) informal conversations
during breaks and walks on the ward. My questions in both the interviews
and informal conversations focused on the specificity of care for people
with dementia, the challenges in daily care encounters and ways to deal
with them, opportunities and how to act on them, and understandings of
good care. I drew on my observations for further questions. In all of these
conversations, I did not approach care workers’ accounts as ready-made
stories that I could ‘gather’. Instead, we jointly reflected on the practices of
care and what they may make of life with dementia.
While following care workers on their daily rounds was crucial for
understanding the challenges involved in caregiving under time pressure,
it entailed being sucked into institutional schedules and routines. This
sometimes made it difficult to understand what residents said or did. I thus
considered it urgent to spend time with individual residents. I joined them
on their walks in the hallways that seemed to be born out of boredom, and
not seldom out of a persistent wish to find a way out. Together we encountered walls and locked doors, and together we lacked explanations about
why there was neither a way through nor a way around. I sat with residents
by the window or watching televised concerts of André Rieu (a Dutch violinist, conductor and self-proclaimed ‘King of Romance’) while sipping yet
another coffee. Joining residents in their doings and ‘non-doings’21 sensitised me to what residents saw, heard or engaged with prior to and after
their daily encounters with care workers, which in turn enabled me to pick
up on subtle enactments of discontent and appreciation. The result was
an enormous stack of notes, both handwritten and typed. From the field
notes and interview transcripts, I distilled questions about subject positions that became central to the chapters that follow.
After the fieldwork period officially ended, I kept some contact with
the field: I returned to the research sites a number of times, and some care
professionals participated in the Anthropology of Care meetings, to which
I turn in the section ‘Collaboration’ below. Two informants read and com20 Interviews lasted between 25 and 110 minutes.
21 See Stacy Pigg (2013) for a revaluation of ‘sitting’ in ethnographic research.
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mented on drafts of three articles at various times before publication
(Chapters 2, 3 and 4 of this dissertation).
Ethics: On researching forgetting and
forgetting research
Research into the daily lives of people with dementia is crucial to learn
about possible ways of improving care – improvements that can hopefully have positive effects on the lives of those who (will) live with dementia. Nevertheless, the difficulties in expression and understanding mentioned above mean that doing research among and with people diagnosed
with dementia raises ethical questions. These mainly concern informed
consent, which assumes that the person providing it understands the
research aims and the potential impact of the study on his or her life.
But the increasing difficulties with speech and understanding that mark
the progression of dementia can render informed consent impossible or
meaningless. New questions arise: Should the inability to fully grasp the
implications of research disqualify somebody from taking part?22 How
may people who (temporarily) grasp these implications nevertheless be
ethically included in research?
For people with dementia, I approached consent as a process rather
than something acquired once and valid thereafter. This process unfolded
in four (partly overlapping) phases in my research. First, I deliberated with
my colleagues in the Long-Term Care and Dementia research team at the
University of Amsterdam to increase my awareness of the stakes involved.
We met regularly for the duration of our projects, exchanging experiences,
drafts of our work, and reflections on how to render justice to those we
were working with (cf. Dewing 2007). I elaborate on our team activities
and how they shaped my research in the next section. Second, in order to
gain access to the directors of the three research sites. One director invited
a care professional to join our conversation to discuss practical matters
concerning the provision of information to family members, staff and residents, and how the burden to care workers and residents could be kept to a
minimum. Following these meetings, I prepared information leaflets to be
placed in institutional newsletters for people with dementia and their fam22 In a 7 June 2013 workshop on ‘Reflexivity and Ethics, and Serendipity and Introspection’ at
the University of Amsterdam, medical anthropologist Sjaak van der Geest provocatively argued
that the phenomenon of anthropological research can itself be seen as an ethical dilemma.
Anthropologists become involved in the lives of the people they study. Is this involvement ethical?
Or, by way of reversing the provocation, is it unethical not to get involved, not to lend an ear, not
to be present?
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ily members, and on the walls in the nursing stations. If anyone objected
to (their partner or family member) participating in the study, they could
contact a designated person in the institution, who would then notify me.
As no objections were raised, I began fieldwork without adjustments to
the proposed research set-up. Third, I presented the study to care workers at the outset of fieldwork in each location and asked if they agreed to
take me along in their daily work and to do an interview later. I asked care
workers to consent verbally to participating in the research, and asked
all interviewees to give additional written consent. Here, too, the work of
introducing the project continued throughout the fieldwork as new and
temporary staff came to work on the ward, but also because staff to whom
I had already introduced the study sometimes referred to me as a student.
Fourth, I explained my research to resident participants, and repeated this
on every encounter throughout the fieldwork period whenever the situation allowed.
Ethical approval for the study was obtained from the ethics committee
of the Amsterdam Institute for Social Science Research.
Collaboration: Anthropology of Care meetings
I was able to do my research as part of the Partnership for Long-Term
Care23 in the research team Long-Term Care and Dementia24 and later as
part of the Anthropology of Care research network.25 Guided by our wish
to align our research projects closely with the concerns held by people
with dementia and those who care for them, my colleagues in the Long
23 The research that forms the basis of this dissertation was conducted within the ‘LongTerm Care Partnership’. The partnership was established around the inauguration of professor
by special appointment Anne-Mei The, and directed by Prof. Robert Pool. It comprised the
applied University of Windesheim in Zwolle, care organisations Cordaan in Amsterdam, the
KwadrantGroep, and the Friese Woude in the province of Friesland, and anthropologists and
sociologists of the University of Amsterdam. The partnership was financed by the Ministerie
van Volksgezondheid, Welzijn en Sport (VWS) [Ministry of Health, Welfare and Sport], Gieskes
Strijbis Fonds (https://gieskesstrijbisfonds.nl/projecten/leerstoel-langdurige-zorg-en-dementie/),
Cordaan and its academic field lab and learning centre Ben Sajet Centrum, and the University of
Amsterdam, research priority area Global Health.
The partnership set out to combine research expertise, to apply scientific findings to long-term
care in the Netherlands, to inform policy and to contribute to education and care practice – not
only after the completion of research, but continuously. These meetings were manifestations of
this ambition. See: http://partnershipforcare.uva.nl/
24 The Long-Term Care and Dementia research team initially consisted of Susanne van den
Buuse, Silke Hoppe, Natashe Lemos Dekker, Laura Vermeulen, Kristine Krause and myself. Mark
Smit joined the team in 2014. See: http://partnershipforcare.uva.nl/onderzoek/projecten.html
25 The ‘Anthropology of Care’ research network began with researchers conducting and
supervising research within the Long-Term Care and Dementia project. Under the supervision of
Kristine Krause and Jeannette Pols, it grew into a network of anthropologists working on carerelated topics.
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Term Care and Dementia team and I organised meetings for people whose
lives had been touched by dementia in one way or another, either professionally or personally. Because these events concerned both ethics (see
above) and methods, I briefly describe the most important ones and how
they shaped the production of knowledge for this thesis.
In the fall of 2013, we, the researchers working on care and dementia,
participated in the three-day course Voices Out of Order with care practitioners for cognitively disabled youth and elderly.26 The course sought
to generate discussion about how to work with people whose voices are
not necessarily coherent, whose narratives are fragmented, and whose
points of view are not easily included in research and care practice. A participant working in dementia care told us that in this course she found
space for ‘the mess’ – to ‘open up’ rather than shut down situations she
faced in her daily work. It articulated what the course was helping us to do:
rather than reducing complexity, together we learned to think with it. The
course informed our commitment to craft a space that practitioners said
they lacked in their daily work and which could facilitate our learning as
researchers as well.
Between 2014 and 2018, we organised dialoogavonden [dialogue
evenings]27 for our interlocutors and others interested in daily life with
dementia.28 Initially set up as a space and time to share our findings with
people who were interested, these evenings, eventually taking place on a
monthly basis, gradually transformed our wish to ‘give back to the field’
into a professional commitment to creating and maintaining a space
in which all participants (us, as researchers, and all attendees) could
exchange thoughts, stories, theories and skills, and learn to relate to each
other in new ways.29
26 The course featured Clive Baldwin and Jeannette Pols as guest speakers. It was organised by
Laura Vermeulen, Natashe Lemos Dekker and Melissa Sebrechts, and funded by the University of
Amsterdam and Cordaan.
27 See: http://partnershipforcare.uva.nl/nieuws-media/nieuws.html.
The arguments in this paragraph are described in more detail in our team publication ‘Moments
of collaboration: practicing relating differently in dialogue meetings’ (Hoppe et al., n.d.). The
paper was under review when this thesis went to press.
28 In organising the dialogue evenings, the Long Term Care research team was supported by Els
Roding and Marije de Groot.
29 In 2016 the Ben Sajet Centrum (Cordaan’s academic field lab and learning centre and
partner in the Long-Term Care Partnership) launched a similar series of workshops under
the name Werkplaatsen [Workshops] with the Dialoogavonden [dialogue evenings] as one
source of inspiration. See for more information: http://www.bensajetcentrum.nl/werkplaatsen/.
Furthermore, participants of the initial dialogue evenings insisted on continuing the meetings
with the Long Term Care and Dementia team, and have taken up a bigger part of the organisation
of new meetings as of early 2019.
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To broaden these conversations, we organised in the summer of 2017
the two-day conference Goed leven met dementie, hoe doen we dat? [The
good life with dementia, how do we do that?] for practitioners, people
with dementia and their family carers, managers and policy-makers.30
The format, based on the dialoogavonden, included short talks by selected
key players in the field of dementia in the Netherlands, a film,31 and workshops in which we presented our research findings in interaction with participants’ questions, and personal experiences. These were collected and
brought to the plenary through the use of experimental formats including
a theatre performance and collaborative reflections by scholars and care
professionals on the main themes of the workshop conversations.32
Although this research was not collaborative per se, these experiments
and experiences of collaboration constituted ‘collaborative moments’
(Hoppe et al., n.d.) that shaped this dissertation in two ways: first, I learned
about, and came to share concerns with care practitioners, people with
dementia and those around them. Indeed, the community that formed in
these meetings became faces and interests to have in mind when writing.
Second, the meetings infused my way of doing research. The ethical questions that participants raised in the Voices Out of Order course – for
instance exactly how much trying equates force or how much ‘letting go’
equates neglect – became central in my conversations with care workers
and in my analysis. What my informants sought to foster – being taken
seriously in what they desire, well-being, pleasure – became ‘matters of
care’, things that gave rise to my desire to ‘engage with their becoming’
(Puig de la Bellacasa 2011, 100). Some of the arguments presented in this
dissertation took shape or became more lucid in exchanges with participants of the events described above.

30 All 150 participants received a copy of the conference book Goed Leven met Dementie:
Dialoog tussen wetenschap en praktijk, in which University of Amsterdam PhD candidates and
employees of De Verhalenbank Dementie [Storybank Dementia, see https://www.dementieweb.
nl/verhalen/dementie-verhalenbank/] summarise their projects and findings for a Dutch lay
public. The book was made possible by the Ben Sajet Centrum, and can be ordered by contacting
info@bensajetcentrum.nl
31 Directed and edited by Laura Vermeulen and Jeroen Wilhelmus, the film features Eric and
Mart, two men living with Alzheimer’s, in conversation about life with the condition.
See: https://www.youtube.com/watch?v=OqwbeY_CENo
32 More about the ‘Goed leven met dementie, hoe doen we dat?’ conference can be found on
the website of the Long-Term Care Partnership (http://partnershipforcare.uva.nl) and in the
conference report co-authored will all contributors (Amsterdam Care Collective 2018).
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Chapter guide
Chapter 2 tells three stories of user-building interactions as they unfolded
on the dementia ward. Among them is the story of Ms Velthof who threw a
flowerpot over the balustrade in the hallway of the closed dementia ward.
In the chapter I analyse which ways of living are made available in these
interactions – and how adjustments to the building open up different subject positions for residents. I coin the concept of sociomaterial awareness
to articulate a (collective) situational sensitivity to the ways in which the
built environment invites its users to act in specific ways. It opens up the
possibility to adjust (elements of) the built environment in order to enact
different ways of living on the ward.
Chapter 3 analyses practices in which care workers aid residents to get
up, wash and dress. It develops a conceptualisation of the will not as something one has, but as something one does in relation to others and things.
Thinking about the will in the relation between people and things offers a
way to consider who and what is involved in its emergence other than the
person who comes to want something. I describe practices in which residents and care workers want something different, and propose calling the
efforts of care workers to not overrule or disregard residents’ desires, but
to engage in aligning what residents want with what they themselves want
(for them), sociomaterial will-work. This term makes explicit how care
workers and residents balance precarious oppositions in what they want
by jointly engaging in will-work: they make use of moods, foot baths and
cups of hot chocolate to align what the other wants with their own desires,
or to arrive at a compromise.
Chapter 4 (co-authored with Rebeca Ibañez Martin) explores and
theorises how differences between and within individuals are ‘done’ in
daily residential care. Focusing on food provision practices, I propose
three repertoires for discerning individuals from one another: providing choice, caring for somebody you know, and relating to change. As the
analysis reveals, differences between individuals are not just given: different notions of individuality make different individuals on the ward. The
chapter demonstrates the complexity of doing difference, highlighting it
as a situated, collective activity. It paves the way for further explorations of
‘tailored’ approaches and what these may look like in practice.
Chapter 5 traces how care professionals craft conditions for pleasure
in practices of bathing, dancing and daily care. My analysis shows that
people with dementia can become appreciating subjects when the right
conditions are in place. Although residents do not craft these conditions
themselves, they are active in making pleasure occur: only when accepting
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and valuing the invitations care workers extend, residents become what
I call ‘appreciating subjects’. Becoming an appreciating subject is hence a
relational achievement: it is the effect of conditions crafted, and of invitations made and accepted. What is more, pleasure becomes contagious
as others give themselves over to it. The chapter also speaks to questions
about doing ethnography and how researchers may help to craft positions
which people with dementia can positively inhabit.
In Chapter 6, I formulate answers to my research questions. I consider what subject positions are enacted in the manifold care practices
that formed the core of this ethnography. I advance radical relationality
as a methodological approach, analytical strategy, and a finding of this
research. I conclude with lessons for care and for research practice.
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Chapter 2

Dementia matters: User-building
interactions shaping institutional life
in the Netherlands
Abstract
In this chapter, I narrate three situations that unfolded in a residential
dementia care setting in the Netherlands. While the influence of design
on its users is well-researched, less attention has been paid to the interaction of the built environment and various users. I coin the concept of
‘sociomaterial awareness’ to theorise a sensitivity to the built environment,
and the ways in which care workers adjust the built environment in ways
that make better lives available to residents. I argue that dementia itself
gets ordered differently when the built environment is acknowledged as an
actor in care interactions.

Originally published as: Driessen, Annelieke. 2019. “Dementia Matters: User-Building
Interactions Shaping Institutional Life in the Netherlands.” Medical Anthropology: 1-14.
https://doi.org/10.1080/01459740.2019.1589464.
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Introduction
During my fieldwork in nursing homes for people with dementia in the
Netherlands, a recurring theme in conversations among care professionals,
and between them and me, was how to deal with what staff considered to
be problematic situations. These situations most often involved residents
who acted in an agitated or aggressive way, who were restless during the
day, or sleepless at night. Sometimes, actions and states were ascribed to
dementia, implying that they had to be accepted. Sometimes, care workers
tried to prevent or change these actions or states. In this chapter, I analyse
attempts that pertain to the built environment and its use. I demonstrate
that acknowledging user-building interactions as relevant to the ways in
which situations on the ward unfold, opens up possibilities to shape better
ways of living on the ward.
In recent years, there has been growing research on design features
of nursing home buildings that are beneficial for people with dementia.
The idea is that design promotes good care and quality of life on the ward.
‘Good design’ is currently stipulated to include, for instance, toilets that
are visible from the living room so that they can be easily spotted by residents; windows that do not reach all the way to the floor as they might
be mistaken as doors; walking circuits and access to outside space that
provide the possibility for and invite physical activity. Equally crucial are
interior design features such as corners in which residents who walk can
find some rest, railings on walls, evenly coloured floors, active and inactive
chairs, and multisensorial environments (Verbraeck and Van der Plaats
2016).
By the same token, the costs of ‘poor design’ are high, and immediate. Environmental psychologist Fiona de Vos (2013, 20) has argued that
poorly designed care home buildings may exacerbate symptoms associated with dementia. Similarly, Bob Verbraeck, coach in dementia care,
and Anneke van der Plaats, nursing home geriatrician, have argued that
an unfavourable environment for people with dementia results in more
‘problem behaviour’ (2016, 36).33 Importantly, these studies urge us not to
ascribe ‘problem behaviour’ to an underlying brain disorder, but to consider the environment in which it unfolds instead.
33 ‘Problem behaviour’ is now more commonly called ‘poorly understood behaviour’. This change
in terminology is an important move towards acknowledging that actions, although perceived as
problematic, are likely to have a reason thus far not been recognized. This generates possibilities
to pay attention and be curious. Here, I choose to avoid the word ‘behaviour’ altogether, as it still
seems to pinpoint normatively the individual as the centre of socially unacceptable conduct. In an
attempt to describe what people do in a more neutral way, I use ‘activities’ instead.
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A recent sociological study argues that buildings enable or discourage certain practices within their walls; in doing so, they are active in
the enactment of certain ideologies, be it of care, health or well-being
(Buse et al. 2017, 1436). Given that the life span of care buildings in the
Netherlands is generally at least three or four decades, it thus becomes
important to consider what ideologies have been ‘built into’ buildings.
Take for instance the buildings that were constructed in the post-Second
World War era in the Netherlands. As the government assumed responsibility for providing long-term care in the rapidly expanding welfare state
(cf. Van Oorschot 2006), residential care and nursing homes were built in
a climate of housing scarcity, lack of funds, and regulations for architects
to keep costs to a minimum. In 1963, the government encoded quality
standards for nursing homes to prevent inequalities in the services offered
and resources used for construction; the law regulated the size of resident
rooms, width of hallways, types of ceilings, and even height of toilets,
explaining the striking similarity between buildings of that period (Targhi
Bakkali 2016). Buildings from the mid-70s onwards were designed within
a similar normative framework of cost-efficiency, but are better adapted to
specific target groups. Buildings from the 2000s are informed by the desire
to accommodate tailored (op maat gesneden), small-scale living arrangements (kleinschalig wonen), care and service provision.
As long as a building is in use, it continues to enact these ideologies.
Design makes the social, which is never outside but in the objects, hold
(Yaneva 2009). This is a time-specific social, which may or may not correspond with the knowledge and values prioritised for present day dementia care. A design, then, cannot be thought of as ‘good’ in and of itself, for
what buildings do (cf. Gieryn 2002) does not take place in isolation. Instead,
buildings act in interaction with their users, who are both acted upon by
the building and act on the built environment (Brand 1995; Law 1992, 381;
Martin et al. 2015, 2018; Nord 2011a). For instance, it is crucial for the wellbeing of dementia care home residents that access to private space is ensured
by carers (e.g. Bland 1999; Barnes 2006; McColgan 2005; Nord 2011a; Twigg
2000a). This requires built spaces that residents can access, but also people
to accompany them there. Similarly, open-door policies have been proposed
to be of prime importance: opening the institution’s doors can decrease feelings of anxiety, and, paradoxically, the urge to walk away. But here too, a
lot of work is required to make the open door policy possible in practice
(Driessen, Klift, and Krause 2017; Wigg 2010). These examples bring into
view the ways in which space is used, and adjusted, and by whom – and
what differences these interactions make for those who live on the ward.
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How user-building interactions matter for residents diagnosed with
dementia became most clear to me in a story that physiotherapist André
told me. Until just three years prior to the start of my fieldwork in 2014,
care workers used to lock the toilet doors of the dementia ward. It was
assumed that residents did not need access to the bathrooms because care
workers took (and still take) them on ‘toilet rounds’ (toiletrondes) at fixed
times during the day.34 Outside these timeslots, the bathroom spaces were
used to store patient lifts instead, saving space elsewhere and saving staff
time to fetch them when they were needed. Locking the toilet doors thus
ensured that nobody would trip over them when entering the bathroom
during an unattended walk on the ward. However, newly admitted residents were often continent when they came to live in the home: they were
able to locate the toilets by themselves when they needed them, or would
search and find them. But with the doors locked, they could not access
them, and unless they found somebody with keys in time, they could do
nothing but soil themselves. Rapidly after their admission, these residents
too would then become incontinent, thereby seemingly confirming the
assumption that incontinence is an inevitable feature of dementia. When
observations accumulated of this, the manager and the care workers
realised that the assumption that people with dementia inevitably become
incontinent and the resulting practice of locking doors makes bodies
incontinent. They decided to leave the toilet doors unlocked from then on,
and to store the lifts elsewhere.
The story illustrates how fears about institutional life may materialise
not merely through design (location of toilets, presence of doors and
locks, signposting), but also through interactions with the building. After
all, doors do not lock themselves; they must be locked by those who hold
keys. The tendency to understand people with dementia as a homogeneous group, ‘a batch of similar others’, is characteristic of ‘total institutions’ (Goffman 1961, 6), and risks producing precisely the realities that
institutions purport to alleviate.
Central to these interactions is an imaginary of dementia as an inaccessible and inevitable process of decline. In the words of Science and
Technology scholar Ingunn Moser, who uses the concept ‘modes of ordering’ to bring out the ways in which people with dementia are enacted in
different ways, this imaginary orders dementia as an objective reality in
individual brains or brain tissues. In doing so, it distributes any possibility
to act upon the disease away from those who live with it and those who
34 At night, most residents wore incontinence pads.
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care for them. Rather than being interested in the form orders take, the
term ‘modes of ordering’ (Law 1994; Moser 2005) shifts the focus from
‘order’ as a noun, to ‘ordering’ as a verb (Law 1994, 104–10; Mol 2010a,
262). This theoretical move circumvents a problem which often characterises poststructuralist thinking, namely that ‘in principle discourse is a
contingent pattern,’ but that ‘(i)n practice, it tends to behave like necessity’ (Law 1994, 107). The analytical focus on ‘modes of ordering’ thus
emphasises that discourses do not order the world in a coherent, singular
manner. The term insists on the ongoing work involved in the ‘practical
arranging of people and things’ (Vogel 2016, 24), staging particular relations which may result in different versions of disease, bodies, and subject
positions.
The ‘somaticizing mode of ordering’ (Moser 2008) obscures the fact
that the course of dementia takes shape within relations (Hughes, Louw,
and Sabat 2005; Kitwood 1997; Kontos 2004).35 Relating this to the example above, what is perceived to be a ‘symptom’, part of an unavoidable process of decline, may upon closer inspection be partly produced by the built
environment (Devlin and Arneill 2003; Verbraeck; and Van der Plaats
2016; De Vos 2013, 20) and the way its users dwell in and interact with it.
Would these people have become incontinent if the doors had been left
unlocked? Possibly. One could even say that this is likely. But to assume
that residents – as a collective – are either incontinent or unable to find the
toilet by themselves, works as a self-fulfilling prophecy. If this is taken as a
legitimisation to lock all toilet doors (even if to save space and time), then
residents might simply be made incontinent.
In a classic material semiotic argument, Law suggests that buildings
tend to hold their shape better than other social arrangements: they are
configured in ways that produce their ‘material durability’ (2009, 9). At the
same time, they are not entirely stable. How buildings may be acted upon
becomes imaginable if they are no longer perceived as static entities, but
as a network of ‘architectural elements’ (Koolhaas and AMO & Harvard
Graduate School of Design 2014).36 Some architectural arrangements can35 This should not be held in opposition to a biomedical approach to dementia. I build on work
that argues against delineating biomedicine as the domain with the exclusive right to speak about
bodies and diseases (cf. Mol 2002:11–22), or approaching it as one coherent body of knowledge
(Berg and Mol 1998; Moser 2011). This work urges scholars to study biomedicine as only one site
in which categories and realities are made in their many versions.
36 The Architectural Elements series by Rem Koolhaas in collaboration with the Harvard
Graduate School of Design (2014), consists of 14 books, each dedicated to one architectural
element which together make up the fundamentals of buildings: floors, walls, ceilings, roofs,
doors, windows, facades, balconies, corridors, fireplaces, toilets, stairs, escalators, elevators and
ramps. I thank Ariane d’Hoop for bringing this series to my attention.
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not be changed in daily care practice because they would require large
interventions like reconstruction. Yet one can ‘tinker’ (Mol 2008; Mol,
Moser, and Pols 2010) with the furniture and objects that can be more
directly controlled by care workers and residents in daily care (Nord 2011b,
51). These practices may be grouped under the relational mode of ordering,
in which ‘dementia presents itself as a growing mismatch and problem with
relations between the patient, the daily environment and fellow beings’
(Moser 2011, 714). A re-ordering may be observed in the story of the toilet
doors: the unlocking of doors enacts dementia differently, opening up the
opportunity to live continent on the ward, even if only for a while longer.
Echoing Moser (2011), then, I contend that dementia can, within
limits, be acted upon. Here, I am particularly interested in alternative
orderings, which come about by acknowledging the built environment as
actively shaping situations on the ward, acting upon the building in an
attempt to prevent or change these situations. My analysis is guided by the
following questions: How does the building become relevant to situations
that care professionals regard to be problematic? How do care professionals adjust the building or its use to create other ways of living on the ward?
How is dementia reordered in the process?
In what follows, I describe the methods I used in my research on the
dementia wards of three nursing homes in the Netherlands. I present and
analyse three stories of user-building interactions on the dementia ward. I
develop the concept ‘sociomaterial awareness’ to articulate a sensitivity to
the ways in which the material environment co-shapes ways of living, and
in which the building or its use are consequently adjusted, effecting other
care practices, and other lives that were possible but which were not (yet)
being realised.
Researching ways of living on the ward
While architectural studies are concerned with the design of buildings
in themselves, ethnographic observations elucidate ‘acts’37 of architectural elements and the buildings’ users in user-building interactions. In
order to research how the building acts and is acted upon in care practices, I draw on ethnographic fieldwork that I conducted on the dementia
37 In the material semiotic tradition, agency analytically does not require intentionality.
Drawing on Latour’s ‘actors as entities’ (1988) and Haraway’s ‘making a difference’ (1988), Law
and Mol state it as follows: ‘An entity counts if it makes a perceptible difference’ (2008, 58).
Agency, then, is distributed between humans and non-humans, with each shaping, impinging
on and mediating the capacity of other agents to act. A building here is not so much a conscious
actor, but an actor nonetheless.
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wards of three Dutch nursing homes in the Netherlands, one of which, De
Parkhoeve,38 features in this chapter.
In my methods and analysis, I take on sensitivities characteristic to
material semiotics (Law 2009; Mol 2010a; Mol, Moser, and Pols 2010;
Moser 2005, 2008; Moser and Law 1999; Pols 2011; Vogel 2014, 2017).
Material semiotics assumes that ‘nothing has reality or form outside the
enactment of ... relations. … It tells stories about ‘how’ relations assemble, or don’t’ (Law 2009, 141). In other words, the way in which relations
assemble creates realities. Material semiotics seeks to interfere in these
relations, by working towards ‘new intellectual tools, sensibilities, questions, and versions of politics’ (Law 2009, 150).
Data were collected over a period of 14 months between April and June
2013, and April 2014 and June 2015. Fieldwork in the first location was a
pilot study that comprised ten days of observation on the wards. In the
latter two locations, fieldwork consisted of participant observation during
visits lasting between two and eight hours, on at least three days a week.
I wrote up my notes as soon as possible upon leaving the field. I initially
focused on the care interactions during washing, getting dressed and eating, so-called ‘activities of daily living’ To learn how residents spent their
days when care workers were not directly attending to them individually,
I also spent time with residents outside of their daily care interactions.
In these participant observations the building and its routine uses made
themselves known in many different ways: walls determined which way
we could go; walking circuits with balustrades granted us views over lower
floors; locked doors prevented our entry to specific parts of the building.
These architectural elements affected them and me, albeit not necessarily
in the same way or manner: the view of a dead end to a hallway was frustrating; a closed door was unintelligible to most residents; the view of the
ground floor led many residents to ask, ‘How can I get there?’ leaving me
at loss for an answer. These encounters with elements of the building led
me to pay closer attention to, and make more detailed notes on, how the
built environment played a role in inviting certain (inter)actions.39 These
notes are the basis for the analysis presented here.
Family members of residents were informed of the study through the
newsletters of the respective care institutions and could indicate if they
wished to opt out. I introduced the study to care workers using informa38 Nursing homes and participants were ascribed pseudonyms to ensure anonymity. I use first
or last names according to how people were addressed in the situations described.
39 For a defense of the anthropological practice of letting oneself be surprised by one’s field, see
Taylor 2014.
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tion leaflets and through an introduction of the research in a few handover meetings in the nursing homes, and whenever a new employee
arrived. Care worker participants provided oral consent for this part of
the study. All residents who had a dementia diagnosis and were admitted
to the care institution because they were deemed to require 24-hour care.
Rather than regarding consent as something that could be asked for and
given once, I tried to ensure that at all times resident participants were as
aware as possible of the contents of the study and were comfortable with
my presence (cf. Dewing 2007). Whenever I felt this was not the case, I
stopped observations and note taking.
Below, I first describe the building of De Parkhoeve in which the two
dementia floors are located. At the time of research, in 2014 and 2015, the
building was about 30 years old. Typical of the care home buildings built
in the Netherlands around 1985, the wards are located upstairs, while the
offices, practice rooms, the restaurant, and the ‘psychogeriatric garden’ are
located downstairs (cf. Targhi Bakkali 2016). Each of the two floors consisted of two wards that were connected via two ‘walking circuits’: one ran
through the wards’ living rooms and past the residents’ rooms located on
the outer walls of the building, and the other ran around the nursing station, the bathrooms and the storage rooms. All wards had a closed-door
policy; a code to access the lift was required; and the doors leading to the
staircases could only be opened with a key that staff, family members,
selected residents, and I as the ethnographer, carried. Only two of the nearly 50 residents who lived on the ward at the time knew the code for the lift,
and although residents could see the ground floor from the inner walking
circuit, they could not go there unless somebody accompanied them.
Moving furniture, making invitations
On a typical day on the ward, many residents spent most of their time sitting or dozing at the same table. Care professionals sometimes flagged this
as problematic. But while sometimes this passivity was described to me as
a characteristic of dementia, it was also sometimes described as open to
change: with the right kind of invitation, residents could be ‘enticed’ into
becoming a bit more active.
Organised activities on the ward, such as the collective reading of the
newspaper, singing songs from the old days, or gymnastic class, most
clearly extended invitations to become active. But invitations were also
made outside of these activities. Physiotherapist André pointed out to me
how the material environment played a role in making invitations to people on the ward. He took me along to test chairs in order to decide which
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ones would be used for the living rooms. Sitting on several different chairs
while listening to André’s articulations of their characteristics, I learned
that a slightly tilted back rest invites the sitter to lean back and relax, and
that an upright back rest invites the sitter to sit ‘actively’ and, after a while,
get up again. This sensitivity to the ways in which the built environment
and its uses afford particular actions and not others, I call ‘sociomaterial
awareness’. It brings into view possibilities of adjusting elements of built
environments as part of everyday care practices in order to enact different
ways of living on the ward.
Let me provide another example. Upon concluding that the living
room did not currently feel much like a home, because it ‘hardly allowed
a “normal” way to spend the day,’ activity attendant Janneke and the team
of care workers made handy use of this ‘activating’ feature of furniture.
Janneke asked me, ‘Would you have breakfast at the table, then stay there
and have coffee, and then stay there and have dinner?’ Answering her
own question, she continued: ‘Of course not! You would also have your
coffee in the living room, or in a chair that was more comfortable, while
reading something, and have breakfast and dinner at the dinner table.’
Whereas the tables had formerly been arranged in two large tables of eight
residents, and three smaller ones for two to four residents, care staff now
positioned them differently as to make tables for a maximum of four people. This allowed for residents to sit closer together, and to provide more
opportunities for conversation. When crafting a sense of familiarity in the
space, and rearranging the furniture to extend invitations for movement,
the team acted on their sociomaterial awareness to enable better ways of
living on the ward.
The team also arranged a couch for the newly created coffee corner
and actively stimulated residents to leave the table after meals and go and
sit there. They decided to put no television in that corner, to create a contrast with the other living room, and to facilitate interactions between residents, and residents and staff. The material equipment of the room now
invited physical movement and enabled coffee drinking in places other
than where the three meals of the day were served. The extra 20 meters of
movement per day could really make a difference for residents who moved
only infrequently. They invited residents to lead more active lives than
those otherwise afforded, and otherwise expected of people diagnosed
with advanced dementia.40
40 For budgetary reasons, care workers had arranged for second hand furniture to be available.
Some of the couches were easy to get into, but hard to get up from. Residents had to be helped
back up to be able to move back to the dining table. The example, even if it did not quite work
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Providing keys, providing access?
Increasing access to rooms increases privacy, and privacy makes for better
ways of living on the ward (cf. Bland 1999; McColgan 2005; Nord 2011a).
Yet, while the toilet doors were unlocked, the doors to the residents’ rooms
remained locked throughout the fieldwork period. When prompted, most
care workers argued that not letting residents into their rooms (where there
is no ‘attendance’) prevented residents from ‘rummaging’ (rommelen), a
term used as a further specification of ‘restlessness’. If residents were in the
shared areas, care workers could oversee all their activities and, thus, they
argued, tend to their well-being. Janneke told me that opening the doors to
residents’ rooms is also difficult because ‘residents take all kinds of things
from rooms that then get lost. Like Mr August, who takes everything: dentures, hearing aids… and then we find them later, in the closet, or in the
piano. […] Or people lie in another resident’s bed, and when the resident
[whose bed it is] returns to his or her room, there’s a fight.’
With the doors locked, some residents spent large amounts of time in
front of their doors, or ‘bothering’ care workers for the key to their private
rooms.41 Locked doors did not just prevent restlessness; they produced it.
Ms Maren, for instance, often looks like she is on the verge of despair. I
know she may well be: we are walking the halls together looking for her
room, and when she finds it, she cannot enter. Her own attempts to resolve
this situation reflect her restlessness: ‘Who has a key?’ she asks those passers-by she suspects carry keys. She asks everybody she sees, but they do
not answer her anymore, or they call out while bustling past us. They are
on their way to fill out the form about who drank what today, who defecated how much and in what form, to help the lady who just fell, to try again
to convince the resident who did not want to take his pills this morning
to do so now. In an attempt to keep her away from her room, but in effect
never answering her questions, they call out: ‘You are welcome in the living room! Nurse Jantien is there; she has coffee.’ Although I carry a key I
am unsure about going against the unwritten rules of care workers that say
not to open the doors – they tell me being alone in her room makes Ms
Maren restless. I often ask if I can open her door - sometimes they say yes,
out as planned in the beginning, highlights how care workers tinkered, as well as how even small
details matter: even the kind of furniture matters for which kinds of activities are enabled and
encouraged.
41 The importance of privacy has been frequently emphasized, and its lack in nursing homes
has often been subject to critique (e.g. Bland 1999; Nord 2011a; Twigg 2000a). A critique of
locked doors of resident rooms, but also the closed-door policy pertaining to the ward exit and
main entrance (see for instance Jennings 2001), was also voiced within De Parkhoeve. However,
organisational change takes time; meanwhile residents could not access their rooms.
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sometimes they encourage me to simply take Ms Maren along to drink
more coffee.
Restlessness and repetition feature prominently in biomedical descriptions of dementia. Here, because of the way the built environment is used,
they seem necessary: Ms Maren’s problem remains unresolved as long as
the door to her room is locked. In finding her door locked, she repeats her
concern to everyone: ‘I cannot access my room; who has a key?’ It makes
her restless. It makes her repeat her questions. The closed door enacts Ms
Maren as a person repeating herself, as resonating with how staff already
see her – they tell me she is a whinging old lady, and most likely ‘she has
always been this way.’ Living her life waiting in front of the door to her
room, asking for a key, Ms Maren embodies the public nightmare of what
it is like to live in residential dementia care.
Ms Maren’s care workers discussed whether she might be exempted
from the general rule not to let residents into their rooms. They ‘tinkered’
(Mol, Moser, and Pols 2010) with the situation by attaching a key, which
took the shape of a door handle (Figure 1), to her walker in order to prevent it from getting lost. Every time Ms Maren sees it, she sees it for the
first time. ‘What is that?’ she asks. ‘It is a key. I know it looks strange, but
you can just click it onto your door and open it.’
Her care workers and I show her every time, to
no avail. For Ms Maren, the object is too strange
to be memorable, too much unlike a classic key
for her to recognise it as one. Here, to affect social
relations in the desired way,42 the key must be
recognisable to the person who is to use it. This
way, it elicits only incomprehension, voiced as
repetitious questioning: ‘What is that?’43
FIGURE 1: Key in the shape of a door handle.
42 The reference is to Latour, who writes about hotel managers who attach a weight to keys so
as to delegate to the object the task of reminding their guests to return them to the front desk
(1988).
43 There is much to be gained here when cognition is acknowledged to be only one of the many
capacities that allow us to recognize something. Inspiring examples explore tactility and muscle
memory in relation to elements of the built environment. In her project “Keep on dwelling after
all” (https://www.keepondwelling.com/), for example, Masha Soetekouw works with people with
dementia who live in residential dementia care to create their own hand-made door handles. First
using clay to find the right shape, then making a mold with silicone, Masha and each resident
produce a plastic handle in colours of the resident’s choosing. The handle facilitates orientation
on the ward through its appeal to tactile memories and the changed relationship that residents
have with ‘their’ door knob.
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The key did not solve the situation, but it did alter44 it; by being attached
to her walker, at least the permission to enter the room had materialised.
Now when Ms Maren asks those who pass by to help her, they can offer
their help. The key thus connects Ms Maren, the key and those around her
in new ways.
However, Ms Maren still spent her time in front of her room, waiting.
Physiotherapist André asked me if disappearing objects are really such a
problem. He proposed an alternative adjustment: ‘We could have lockers
for valuable stuff.’ Changing the material conditions in all resident rooms
by using lockers would be consequential: it would provide all residents
access to their rooms, while expensive hearing aids could be stored safely,
preventing their loss in closets or in the piano.
Using lockers, of course, does not exclude residents being ‘checked
upon.’ Are they restless in their rooms? Would a coffee in the living room
help them to feel better? The tinkering continues. If something works, it
often does so for a limited time. This procedural nature marks tinkering
as a continuous form of care: when something fails, new possibilities for
action must be identified again and again.
Flowerpots and affordances: Ordering dementia
Let me tell one last story. It starts with a member of the cleaning staff
sweeping up the broken pieces of what once was a flowerpot. As I pass by, I
peer up from the ground floor to the two upper floors, where the dementia
wards are located. There, the remaining flowerpots are sitting in holders
attached to the balustrades.
I step into the lift. The doors open onto the second floor’s outer walking circuit. There I encounter Ms Velthof and Ms Smilde, sitting on their
walkers next to the balustrade overlooking the ground floor. Ms Smilde,
who I had come to know as a quiet and polite lady, seems to be worked up.
She speaks as quietly as always but finishes fewer sentences than usual. Ms
Velthof is also upset. She provides a lengthy explanation of the situation
in perfectly articulated sentences: ‘We are both dumbfounded that we are
here. They tell us all kinds of things, right? ... Short and well, put nicely:
I’m totally disoriented, I do not understand how I got here; she also does
not get it. We do know each other and neither of us know what all of this
means, and they give us all kinds of sorry excuses. ... I was resting ... but
the winds were so strong in my house! Well, this is not my house, but the
44 Following Teun Zuiderent-Jerak I prefer to speak of ‘alterations’ rather than solutions. The
term alterations, he suggests, creates a sensitivity for new issues that arise in the wake of the
intervention (2010:678–79).
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noise was loud anyhow, so I got up and [pointing at Ms Smilde] ran into
her. Therefore, disoriented as I am, I would like to know where I am.’
I tell them that they are both suffering from memory loss, that they
live here and that they receive care here. Ms Velthof gasps. ‘Care!?’ She
wants to know who brought her here and why she was not asked to sign
for it. When I tell her that it was her partner, and that she did sign for it, I
immediately realise that this was a stupid thing to say, because Ms Velthof
begins to shout: ‘That’s stupid! Not of me, but them! You surely can’t drop
a stupid woman who doesn’t know anything somewhere with all kinds of
shitty excuses? Excuse my language.’ Ms Velthof never forgets to politely
apologise for her swearing. Calmer now, she tells me ‘Well, I threw that
thing down with great joy!’ I am surprised. I cannot help but ask, ‘You
threw it?’ I pause, and add, without thinking, ‘You could have hurt somebody!’ Ms Velthof is not impressed with my reproach. ‘Of course I threw
it! Because I am being hoodwinked (besodemieterd). Here, in this building. And I looked down first – nobody was walking below. I am not that
crazy! … What am I doing here? This is not my home.’
This situation lies at the heart of daily care for people with cognitive
decline. It speaks to forgetfulness and disorientation, and the nursing
home’s attempts of remedying this by creating a sense of homeliness, such
as attaching flowerpots to balustrades. The idea is that when residents
feel more at home on the ward, they are less inclined to ‘want to go home’
(cf. Reed-Danahay 2001; Buse and Twigg 2014). However, the decorative
flowers failed to turn the ward into a homely space, and Ms Velthof threw
the flowerpot over the balustrade to protest at her being locked-up in a
strange place that she did not feel to be her home.
Practical and moral consequences to the subject positions exist, in
which people move and are moved into, from where they are assumed to
exert influence. Consider the responses to the flowerpot situation: I did
not think that the flowerpot could have been thrown down, and responded too quickly with a concern for others’ safety. When Janneke joins us at
the balustrade, and asks what happened, Ms Velthof repeats that she has
‘thrown [down] those ugly dead, fake plants.’ Being asked why, Ms Velthof,
evidently still angry, declares loudly: ‘Because I am wrongly placed where I
do not belong; because nobody can explain to me what I am doing here. …
Who has the right to lock me up here?’
Then care worker Eva approaches us. She explains to us that she
received orders from the facility manager – somebody could get hurt
should another pot ‘fall.’ She begins to remove the containers that are
holding the remaining flowerpots. Then Ms Velthof tries to throw another
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flowerpot over the balustrade, but Eva stops her. An argument ensues and
turns ugly, with reproaches flying back and forth. Eva turns to Janneke to
say: ‘She really gets on my nerves. This really goes too far.’ Janneke agrees:
‘Yes, it really does. And she knows it.’ ‘She is ruining it for other people,’
comes Eva’s final comment. They are joined by care worker Martina. Upon
hearing what just happened, she looks around and her eyes linger on the
half-detached flowerpots. She says: ‘Well, I get it. I don’t know why she
cannot go downstairs like Mr Ritsma. She wants to go to the library. I have
asked if they [the people responsible for the books corner] can send up
some books.’
The following week, the team invited the in-house psychologist for an
Omgangsoverleg, a meeting to discuss how to better care for one particular
resident. The team recounts their versions of what happened: Ms Velthof
‘went too far’ in throwing a flowerpot; she ‘knew what she was doing,’ she
was ‘ruining it for other people.’ They describe Ms Velthof as becoming
more difficult to handle. The psychologist listens, asks questions, and
finally sums up his advice: Ms Velthof is highly educated among women
of her time [born late 1920s]. She was a university professor, used to being
treated with recognition given her professional status. Finding none of this
in the nursing home (Ms Velthof often complained to me about being spoken to in the same way people sometimes speak down to children), and
lacking an understanding of how she got here, she must be frustrated. He
reminds them that this is ‘the disease progressing.’ He instructs the team
to acknowledge Ms Velthof ’s social position, and that this could alleviate
her ‘behaviour’.
Now recall Martina’s response. In her suggestion to bring up books
to counter her throwing more flowerpots, the building is understood
not merely as a background to care, but as actively affording particular
actions, while prohibiting others. As long as it is not acknowledged that
architectural elements afford specific actions, it seems as if Ms Velthof is
the single author of that action. Without the balustrade overviewing the
lower floors, Ms Velthof could not have thrown the flowerpot. The balustrade, with its designers’ ideals of spaciousness and openness built in,
affords – but does not determine – specific activities. Attesting to other
affordances, physiotherapist Thomas tells me that residents of the upper
floors often wave to him on the ground floor.
Whether the throwing of the flowerpot is a sign of advancing dementia
or not, matters for what positions are enacted for Ms Velthof, and what
interventions are chosen. When Ms Velthof ‘knows what she is doing’ she
is enacted as mean and difficult, and thus in need of reprimanding. By
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stating that her dementia ‘is progressing,’ the psychotherapist enacts Ms
Velthof as a person with a pathology that excuses her throwing flowerpots.
In this ordering, reprimanding her will not do much. In the suggestion to
bring her books, Ms Velthof is enacted as a person in need of something
to read, blurring the binary of innocence or responsibility. When Martina,
rather than accepting that ‘this is what the building does,’ attributes the
throwing of the flowerpot to the absence of books, she explores her own
possibilities to act. Doing so requires a certain sociomaterial awareness,
which, I suggest is crucial to improving dementia care, as it opens up possibilities to enact better ways of living on the ward. The care workers’ tinkering may result in Ms Velthof feeling less frustrated, less restricted, and
throwing fewer flowerpots.
Concluding remarks:
enacting better ways of living
My analysis above interferes with the practices of critique that seek to
improve care practice from the outside or ‘top down’. Previous research on
built environments rarely accounts for the interaction between the built
environment and its users, other than in relation to design and construction. In telling stories of the situated practices that assembled relations differently, to enact different ways of living with dementia on the ward, I have
extended this work by coining the term ‘sociomaterial awareness’. I have
used the term to refer to a (collective) situational sensitivity to the ways
in which the built environment invites its users (professionals, but also
people with dementia themselves) to act in specific ways. It brings into
view possibilities of adjusting elements of built environments, as part of
everyday care practices to enact different ways of living on the ward.
With this analysis, I hope to have opened up a space for sociomaterial awareness to become appreciated and shared. I have pointed to ways
in which dementia care practice can be improved, while the specificity of
situations is kept in full view. Sociomaterial awareness does not guarantee complete or even durable solutions: the key that care workers gave Ms
Maren for instance, did not have the desired effect, although it did at least
allow other people, like visiting family members and me, to let her into
her room. Tinkering will sometimes fail to produce improvements, and
may provoke more questions, pointing to the on-going nature of care. If
doors are unlocked, and there are no lockers (yet), can we expect family
members to put up with a second denture disappearing within only a few
months? How to deal with a broken hip that resulted from a fight between
a resident who got into the wrong bed, and the resident whose bed it was?
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What is important is not to count these failures, but value the ongoing attempts to create an openness in which experimenting to improve
lives on the ward becomes possible (d’Hoop 2018, 148), in which activity
is meaningful, incontinence can be staved off as long as possible, and life
is lived, even if at times unsafely. Tinkering can help restore and support
everyday lives that are valuable for individual residents.
In addition, what dementia is in those practices changes altogether.
Rather than enacting what residents do as problematic, or as sign of their
progressing dementia, I have demonstrated how user-building interactions are co-constitutive of that which is often read as ‘a symptom’: toilet
doors, keys, and those who hold and use them to lock doors play a role in
the production of incontinence. ‘Lazy chairs’ coproduce inactivity. Closed
doors and balustrades conjure up frustrations and aggression. As a result,
the stories told interfere with the enactment of dementia as a condition
with a predictable course of decline. Sociomaterial awareness opens up
possibilities to order dementia differently, to enable other interactions,
other care, other lives. Because of this, I suggest that there is much to be
learned from care practices as generative of better lives for people with
dementia.
My analysis also offers lessons for ethnographers: contemplating socio
materiality in our analytics goes beyond describing built environments
and their design as ‘context’ – it requires signalling buildings as actors.
Donna Haraway’s reiteration of Marilyn Strathern voices the argument
and appeal that making relations in specific ways makes worlds: ‘It matters
what matters we use to think other matters with; it matters what stories
we tell to tell other stories with; it matters what knots knot knots, what
thoughts think thoughts, what ties tie ties. It matters what stories make
worlds, what worlds make stories’ (Haraway 2016, 12). Hence, whether
and how buildings and user-building interactions feature in our writing
is important. We must attend to which entities make what kinds of difference. To do so we may learn from those who work and live in that environment by paying close attention to practices, in all their diversity (cf.
d’Hoop 2018).
In the interplay between the building and its users, the social life of the
ward unfolds. Ms Velthof may live feeling locked up and frustrated, live
with the label of being ‘mean’, only to be reprimanded for ruining everything for others; she may be drugged, living in a haze; or she may live with
access to books. With these analyses, while constantly keeping the specificities of residents and settings in mind, it becomes possible to compare
them. We may ask whether physical safety should be valued over residents’
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freedom of movement, or vice versa, and accept the accompanying risks
(cf. Bland 1999; Driessen, Klift, and Krause 2017; Jennings 2001). Do we
value the time saved when lifts are stored in bathrooms that are closed to
those who need them? Or, is it more important to allow those few who can
independently find and use the bathroom to do so? Do we wish to keep
residents with dementia under supervision, and tolerate that they spend
time waiting in front of their doors, or do we open doors to allow them to
stop waiting? In asking what kind of life is lived here and now, and by contrasting different lives, the ways in which people are enacted and enacting themselves, which underpin different ways of living, can be weighed
against one another. Doing so allows us to begin to answer the important
question posed by Moser (2006, 2008): Which realities do we want to live
with?
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Chapter 3

Sociomaterial will-work:
Aligning daily wanting in Dutch
dementia care
Abstract
Legal and philosophical accounts of ‘the will’ seem insufficient when
thinking about what residents of nursing homes dementia want, and
how situations in which a resident wants something else than his or her
care worker should be dealt with. In this chapter, I offer an alternative
understanding of the will – namely as ‘done’ in sociomaterial interaction,
in which it can be aligned by making it relational. Instead of dismissing
‘daily wanting’ of those living with dementia, my analysis enables thinking about it. Based on an ethnography of daily care situations in physical care provision in Dutch nursing homes for people with dementia, I
propose the concept of ‘sociomaterial will-work’ to highlight how daily
wanting is worked upon in the context of unfolding sociomaterial interaction. I describe ways in which care workers and residents attempt to align
the other’s wanting with their own as a form of labour and as dependent
on sociomaterial relations, namely by (1) sculpting moods and emotions,
(2) managing attention and (3) creative negotiation involving time and
materialities. I argue that we may learn something about good care from
taking a closer look at these practices: in doing sociomaterial will-work
care workers strive for a positive way of relating, seeking alternatives to
nothing for neglecting the resident or exerting force. Indeed, sociomaterial will-work may sometimes fail, but, as is key to doing good care, even
so, it keeps on trying.

Originally published as: Driessen, Annelieke. 2017. “Sociomaterial Will-work: Aligning Daily
Wanting in Dutch Dementia Care.” In Care in Healthcare: Reflections on Theory and Practice,
edited by Joachim Boldt and Franziska Krause, 111–33. London: Palgrave Macmillan.
The publication included a footnote on acknowledgements, which has been left out here.
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‘Daily Wanting’ in Dementia Care
Then, finally, Ella Veenstra45 gets out of bed, and walks to her bathroom.
Ella, as her care workers affectively call her, is living with Alzheimer’s
disease in a Dutch sub-urban care home called ‘De Zonneweide’.46 She
moved here six years ago, when she was no longer able to manage by
herself. That Ms Veenstra gets up in the morning is the result of a lot of
work on the part of her care workers. Every day anew, when asked to get
up, she insists on staying in bed, stating that she has a headache. Indeed,
Ms Veenstra is known to have had migraines for most of her life and is
given a light pain killer every morning and ‘more if necessary’. However,
so her care workers tell me, her headaches ‘may have become a bit of an
excuse to not get up’. Her caregivers check her perspiration and her eyes
to determine when she ‘really’ has a headache. When the care worker on
duty thinks she does not, she47 starts to encourage Ms Veenstra to get up,
acting on the team’s agreement that it is best for Ms Veenstra to get out
of bed: once she is up, she eats with the other residents and forgets about
wanting to stay in bed.
Sometimes Ms Veenstra goes back to bed after breakfast, and her caregivers agree that doing so should be allowed. In talking about situations
like getting Ella up, care worker Anja tells me: ‘This is the difficulty with
care work, especially with people with dementia.’ She gives me other
examples: ‘[Another resident] always says ‘Let me stay in bed, let me stay
in bed’. […] But she eats better when she is up – then she sits upright;
she drinks better; she reads a paper and participates in activities. Then
one sees that getting up has an added value. With people with dementia you typically have to make choices for them, because they cannot do
that anymore.’ I push the conversation: ‘But they do make a choice, only
not the one that is right in your eyes.’ Anja retorts: ‘I could follow [her]
choice, but then I know I am not providing good care. […].’ I ask: ‘So it is
about good care?’ upon which Anja answers: ‘Yes, good care is the basis.
Taking one shower per week is really the minimum. There is another lady
45 All names used in this chapter, for sites as well as interlocutors, are pseudonyms.
46 ‘De Zonneweide’ (a fictitious name) is one of three care homes in which I conducted
ethnographic fieldwork. It is a care home in a sub-urban area in the Netherlands and home to
50 people with a wide variety of diagnoses. Fifteen of them live on the floor reserved for people
with early stage dementia, although, if possible, residents live here until they pass away. Recent
changes in Dutch health care policy resulted in the closing of many of the care homes that are
providing care to people with ‘lower’ care needs. Those that remain open, like De Zonneweide,
are increasingly providing care to people with ‘higher’ care needs, including those in the later
stages of dementia.
47 For purposes of legibility, I use the female pronoun to refer to residents and care workers in
general.
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who has a trauma from showering because she once stood under boiling
hot water. In that case, she really does not have to shower; I’ll wash her
instead. […] I would not coerce her to get into the shower.’
These stories are examples of situations that many caregivers working in
dementia care homes will recognise immediately: the resident wants something that the care worker thinks is not good for her. In other words, what
a resident wants (here, to stay in bed) does not always align with what the
caregiver wants (here, if the resident does not seem to have a migraine, to
get the resident up, and, ideally, for the resident to want this as well).48
While the tension between opposing desires is certainly not unique
to dementia care, it is characteristic for care encounters with those living
with decreasing mental capacities. With the progression of the dementia,
the person living with the condition requires increasing levels of assistance
to complete everyday bodily tasks: she will need more help with getting
up and being washed and dressed. Some people simultaneously lose their
awareness of the need to get up and keep clean. Although staying in bed and
refraining from washing is possible for some days, doing so for longer may
come to harm one’s health and well-being. Therefore, accomplishing the
tasks of getting residents up and washed falls to care workers. This sometimes results in situations in which residents refuse to get up, do not want a
shower or want to wear their favourite shirt while their care worker finds it
too dirty to wear.49 Studies on care work have pointed out that care workers
often call residents who do not want the same as themselves in activities
of daily living (ADL) care encounters ‘difficult’ or exhibiting ‘challenging
behaviour’ (e.g. Higgs and Gilleard 2015, 89–90). But they frequently stop
short at unpacking how this encounter plays out when it presents itself.
48 The caregivers’ reasons to want something pertain to achieving a high level of well-being
for the resident in question, and thus doing their job well. In a way, it is thus what professional
caregivers want for residents and for themselves. If wanting can be aligned, the situation is
significantly more pleasant for both parties involved.
49 In this chapter, I focused on those situations in which residents want something else than
the care worker(s) in care encounters that centre around activities of daily living (ADL). These
particular situations are characterised mostly by a resident not wanting to do what the care
worker has to ‘get done’: getting residents up, bathing and dressing them. I have chosen these
situations because they most clearly bring out how wanting is negotiated in care encounters.
However, in focusing on ADL care, my writing seems to suggest that residents merely refuse and
hardly actively want anything. This is not the case in practice: residents want many things, some
of which are equally ‘problematic’ for care workers (such as wanting to go home, continuously
wanting to go to the toilet or desiring intimacy with other residents. In those situations, the
family’s wishes may also play an important role, a party that I have not been able to include in this
chapter). By the same token, the situations in which residents do not necessarily want anything,
but care workers stimulate them to do so, are left out. Both this ‘wanting something’ and the
‘activation to want something’ warrant further exploration.
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To want something is an expression of subjectivity, and being respected in one’s desires is as much part of living a good life in a dementia care
home as it is elsewhere. But how can we think about what residents want
in cases which lead their care workers to assert that what a resident wants
is not good for her? Indeed, if care were just about ‘getting the job done’
then the way it is done would not be relevant. In practice, however, this
clearly matters. As care worker Cici remarked: ‘As a normal human being
you do not want to be forced all the time!’ Similarly, one may not want to
be left to one’s fate all alone either. Indeed, there is a lot in between.
This is not to say that coercion or neglect never happens in care
work. When Ms Lichthart woke up covered in her own faeces, but was
nevertheless resisting a shower, two care workers held her in a tight grip
while another washed her quickly. It seemed ‘the only way to do this’. Ms
Lichthart indeed needed a shower, but by washing her this way, what she
wanted was overruled. Yet, rather than concluding that ‘things are not
going well in care’ because these situations do occur, I want to emphasise
here that such generalisations about care work miss something: they miss
the work that care workers do on a daily basis to prevent these extreme
measures. This work becomes most visible in situations in which what a
resident wants is opposed to what a care worker wants.
Debates on the will are an obvious starting point to take a closer look at
these situations. Thinking about the will has long been the domain of philosophers. In the most general sense, ‘philosophers have understood the will to
refer to the “faculty, or set of abilities, that yields the mental events involved
in volition”, where volition is understood to be “a mental event involved with
the initiation of action”’ (Brand 1995, p. 843 in Murphy and Throop 2010, 7).
Debates on the topic have focused on the (in)compatibility of relative freedom and determinacy of human choice and action. Within these debates,
moral philosophers attach particular value to the free will. After all, whether,
or to what extent, we can act freely informs whether we have a choice to act
in a good or bad way in the first place. Put differently, without a will that is
free (at least to some degree), moral decision making is not possible.
Dementia care presents an interesting case to think about ‘the will’, as
dementia is usually said to invalidate it altogether. For instance, Dutch law
uses the term wilsonbekwaam (which translates freely to ‘will-incompetent’50) for those who are unable to understand or deliberate on information that is provided to them, who cannot make a decision and/or who
no longer understand the consequences of their decisions (Rijksoverheid
50 In English, a person is said to no longer have legal capacity or to be (legally) incapacitated.
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n.d.). This legal category dismisses the person’s will, making possible, for
example, a person’s admission to a nursing home against her will.51
The philosophical and legal accounts both reflect an understanding of
the will as related to cognition and rationality. This understanding may be
useful with regard to long-term decision making (which indeed becomes
increasingly difficult for people with dementia with the progression of the
condition). However, it is less helpful with regard to the ‘daily wanting’ on
the dementia ward. Indeed, a lot is wanted on the dementia ward! How
may we think about those situations?
Much anthropological writing can be read as a critique of the rational
understanding of ‘the will’. In using concepts such as agency, intentionality, motive, desire, wish and motivation, anthropologists are perhaps only
implicitly speaking about the will, but nevertheless bring to light a complex
interweaving with emotional and physical states. This literature provides a
helpful background against which to rethink the will in relation to dementia
and dementia care, and situations in which residents want something different than their caregivers want for them in particular. However, this body
of work lacks a definitional consensus and thus a common ground for discussion. In their edited volume ‘Toward an Anthropology of the Will’, Keith
Murphy and Jason Throop (2010) make considerable steps towards such a
consensus. In his contribution to the volume, Jason Throop argues that the
will is experienced as somehow one’s own, goal-directed and effortful (2010,
34). While this is important when thinking about why what somebody wants
cannot be simply overruled, Throop is right in suggesting that there is still
a necessity of shifting from this descriptive phenomenological approach
to willing to exploring how these various experiential correlates of willing may be differently organised, affected and expressed in the context of
unfolding social interaction, personal narratives, and reflections upon
past, present and future experiences. (Throop 2010, 49)
In this chapter, I take up Throop’s invitation to think further about ‘willing’
in interaction. However, as I discuss in more detail in the following paragraph, I focus on ‘daily wanting’ instead of willing, as it is worked upon in
51 The issue of admitting somebody to a nursing home against her will is more complex than
can be accounted for within the scope of this chapter. It must be noted here, however, that
admission against somebody’s will is only possible if (a) somebody is endangering her own
or other peoples’ safety, (b) this situation cannot be resolved without admission to a nursing
home and (c) a BOPZ-indication is assigned [a designation assigned to the person by a medical
professional under the law of ‘Bijzondere Opnemingen in Psychiatrische Ziekenhuizen’ (Special
admissions in psychiatric hospitals)] (cf. Rijksoverheid n.d.).
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the context of unfolding sociomaterial interaction. Moreover, I ask what
we may learn about good care from taking a closer look at these practices.
Based on my ethnography52 of ADL-care situations in which residents with
dementia often want something other than what their caregivers think is
good for them, I argue that, rather than coercing residents into doing whatever task is at hand, care workers attempt to align what residents want with
what they themselves want (for them). I propose the concept of ‘sociomaterial will-work’ to describe this work and reflect on its limits and implications. At the same time caregivers may come to want something else too;
will-work can thus align the wanting of residents but also of their caregivers.
Work on Wanting: Sociomaterial Will-Work
Before going into the ethnography of ADL encounters in which wanting is aligned, I want to highlight two methodological interventions that
I make with this chapter. Firstly, I contend that the term ‘will’ suggests a
coherence that hides the relational nature of coming to want something.
I therefore suggest that, rather than understanding the will as something
we ‘have’, we should understand it as something we ‘do’ in unfolding sociomaterial interaction. Secondly, since my interest here is in understanding
the alignment that is strived for in the process of wanting in dementia care
settings on a daily basis, I differentiate between ‘willing’ and ‘wanting’. I
separate a more cognitive intending, pertaining to the realm of the legal
and long-term decision making (‘willing’), from a more immediate, emotionally and physically informed activity (‘wanting’). I understand wanting53 to be a fundamental expression of subjectivity, including activities
such as desiring, longing, wishing and, significantly, not wanting, which is
done in unfolding sociomaterial interaction on an everyday basis.
In defining the will as something we do in sociomaterial interaction,
I align myself with the tradition of material semiotics, in which practices
52 I build my argument with ethnographic material that I gathered during 14 months of
fieldwork in three Dutch care institutions between summer 2013 and fall 2015. In all three
care institutions I met the residents, and observed and participated in their daily activities.
Additionally, I observed and participated in care practices, helping care workers with their ADLtasks on the wards during day, evening and night shifts. I conducted interviews with carers and
family members. The analysis consisted of a careful readings and re-readings of all interview
transcripts and field notes. I coded the data for recurring themes, using NVivo qualitative data
analysis software. One of these themes is ‘daily wanting’ on the ward and how it was negotiated
in care encounters, the analysis of which I present in this chapter. Ethical consent for the research
was obtained from the Anthropology Ethics Board of the University of Amsterdam.
53 I deliberately choose the term ‘wanting’ over ‘agency’. While agency, most generally, refers to
the ‘socioculturally mediated capacity to act’ (Ahearn 2001, 112), hence potentialities of action, I
here discuss actual practices in which wanting is done, and thus actually takes place.
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take central stage (Law 2009). I put my writings in conversation with the
work on care practices (Jerak-Zuiderent 2015; Mol 2008; Moser 2010, 2011;
Mol, Moser, and Pols 2010; van Hout, Pols, and Willems 2015; Mol 2002;
Vogel 2017). Within this tradition, I have been particularly inspired by the
work of Jeannette Pols with patients in psychiatric and residential care. She
draws our attention to the fact that residents of psychiatric nursing homes,
rather than saying what they like, make their appreciations known by enacting them (Pols 2005). Positing that appreciations can be enacted means that
they can be expressed both verbally as well as non-verbally. Any interaction
may thus include gestures, facial expressions and actions. This is important
when thinking about dementia, as most nursing home residents – whether
aphasic, passive, confused or hallucinating – can and do express whether
they want something or not. They may do so by softly uttering a ‘yes’, seeking company or trying to escape it, pushing their plate away or, indeed, by
not heeding the call to get out of bed. This has a crucial methodological consequence: as residents do appreciations in situations that are co-produced
by the material environment and other people, they may be observed.54
If wanting is done, as I suggest, in unfolding sociomaterial interaction, how it is then acted upon is almost inevitably an ethical and political
question. As I have mentioned before, wanting is an essential expression
of subjectivity, and is thus best respected and stimulated. Indeed, avoiding coercion was central to many conversations I had with care workers.
They commonly held the understanding that in order to get residents to
‘cooperate’ [meewerken], ‘urging [aandringen] is allowed, but coercing
[dwingen] is not’.55 Care workers also told me time and again that ‘[i]f a
resident really does not want to do something, then she does not have to
do it’. The distinction that is made between ‘what a resident wants’ and
‘what a resident really wants’ is an interesting one. Indeed, the word really
indicates that what is wanted is – at least to some degree – flexible. It is this
flexibility that is used to ‘urge’ residents. The exchange with Anja makes
54 This approach is useful to make visible how people with dementia who can no longer
express themselves in verbally coherent ways, are nevertheless actors in the world. However, it
simultaneously makes invisible mixed motives and intentions. If, for example, a resident steps
into the shower upon the urging of her care worker, this action could, instead of an enactment
of the will, also be a way to please her, or to put an end to the conversation. These considerations
cannot be grasped through the approach chosen.
55 The statement can be said to reflect a wider shift away from coercive measures in Dutch
health care, and may thus have been related to the language used in culture change programmes
aiming to change care workers’ attitude towards the use of coercion. At the same time, neglect, or
the milder form of ignoring somebody, was less discussed. These situations (for instance, when a
resident indicates that she wants to use the toilet, but care workers assert that ‘she does not really
need to go, she just thinks she does’) merit more analysis.
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this visible: while she says she makes decisions for residents, she adapts
her way of providing care to them, and what they ‘really’ want, or do not
want. She thus strives to complete ADL-care without coercion or neglect:
the resident who is traumatised from standing under boiling water does
not have to shower, and Anja washes her by the sink instead. Indeed, care
workers tried to negotiate with residents if they did not want to do a task
the care-givers asserted needed to be done. Care workers also often proved
flexible in showering residents at another point in time and giving in to
residents who, for instance, insisted on wearing certain clothes.
I propose to call the practices in which residents and care workers seek
to (creatively) align what they both want ‘sociomaterial will-work’.56,57 I
am indebted to three bodies of work for the concept. First, my choice of
the word ‘sociomaterial’ builds on the material semiotic tradition. Herein,
social and material ‘aspects’, previously separated in social sciences, ‘get
mixed up in ethnographic descriptions of the practices in which they are
being handled’ (Harbers, Mol, and Stollmeyer 2002, 208). Second, my
choice for the word ‘work’ relies on theories of (interpersonal) body work
(Gimlin, 2007; Twigg, Wolkowitz, Cohen and Nettleton, 2011; Twigg,
2000; Wolkowitz, 2002), emotional labour (Hochschild 1979, 1983) and
sentimental work (Strauss, Fagerhaugh, Suczek and Wiener, 1982). This
literature emphasises the dual nature of these types of work (largely organised as ‘women’s work’) as both a loving attitude and a form of (paid)
labour. This insight informs the concept of will-work in significant ways:
will-work is work; it takes time, effort, and skills, and it is a central aspect
of care giving, which requires an attentive caregiver. The types of work
described above and will-work can be highly entangled. Acknowledging
this adds to a more complex understanding of what giving care to people
with dementia entails. Third, the concept of will-work rests on the shoulders of feminist care ethicists (Tronto 1993; e.g. Gilligan 2003), who have
advocated for an acknowledgement of peoples’ dependence and interdependency on one another. Will-work is a deeply relational practice:
in doing will-work care workers rely on relational knowledge, acquired
in their everyday work with the same people, often for the duration of
years. In the unfolding interactions, resident and care worker relate to one
another. Care ethics has been critiqued by disability studies for rendering
care receivers passive recipients of care (Williams 2001, 478–79).58 While
56 For purposes of brevity, I hereafter use ‘will-work’.
57 I chose to call the practice ‘will-work’ rather than ‘wanting-work’ because it allows me to put
my writings in conversation with philosophical work on the will.
58 Interestingly, disability studies itself has been critiqued for putting care recipients into the
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existing power differences in the care encounter should not be disregarded, the concept of will-work is explicitly not applicable to the work of care
workers only: care receiver’s wanting may be aligned to having a shower,
but the caregivers’ wanting may also be aligned to flexibly adjust to what
the care receiver wants. This could take the form of providing assistance
with a shower later, asking another caregiver to step in or perhaps reconsidering whether the task at hand is necessary at all.
I contend that doing will-work (rather than neglecting or overruling residents’ wanting) makes the caregivers’ work good care. Good care
includes being attentive to people’s desires and striving ‘to lighten what is
heavy, and even if it fails it keeps on trying’ (Mol, Moser and Pols, 2010, p.
14). Good dementia care, then, ‘persistently strives to create conditions for
and enable better interaction, and also to afford people living with dementia positions in which they can act and exert valued forms of subjectivity’ (Moser 2010). Coercion or neglect forecloses opportunities for ‘better interaction’. Through coercion, positions in which subjectivity can be
exerted are not afforded, and wanting can, by definition, not be shared. If
wanting cannot be done together, and cannot be aligned, it remains unilateral – which can be harmful in situation where one must agree and where
there are power differences. In these situations, will-work aims to achieve
what is good for those living with dementia (an assertion that often relies
on professional knowledge) in a way that is pleasant for the resident as
well as for the caregiver. At the same time, it must include a reflecting
upon whether the task at hand must be completed now, and in this particular way. In the remaining pages, I describe the work care workers do
on residents’ wanting as (1) sculpting moods and emotions, (2) managing
attention and (3) creative negotiation involving time and materialities.
Sculpting Moods and Emotions
The first way in which will-work is done, begins before something is wanted. Consider the following interview excerpt:
Annelieke: Can you tell me something about ADL-care and dementia,
and what is specific for people with dementia, particularly
when compared to people with somatic complaints?
Leandra: Specific? I think it differs, and depends on the person [you are
dealing with] and how you deal with it. […] I always adjust to
how advanced someone is [in his/her dementia].
same position (Winance 2010, 95).
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Annelieke: Hmm. What do you mean? Or – what do you do?
Leandra: You walk in [to the resident’s room] and then you try to come
in as ‘cheerfully’ [luchtig] as possible.
Annelieke: Do you mean like [happy tone of voice] ‘Hallo’?
Leandra: Yes, you try to brighten up the room when you walk in [het
zonnetje in huis zijn]. I notice that Ms Koch, […] when I go
there and I am cheerful, then she also becomes cheerful. [I]
magine you come in looking all serious, not even sad, but just
neutral, […] then she is already more sad. So, the emotion
that you radiate, she magnifies that. [Sometimes] you notice
that nothing works and that [the fact that she does not want to
be washed] is due to her mood at that moment. […] But I see
that it works when I enter happily, because it relaxes her and
she will allow me to do more.
This example shows Leandra doing will-work. She wants to shower Ms
Koch.59 In order to do this, she needs Ms Koch to want to shower, or at
least to not refuse it. Leandra’s initial use of the generic ‘you’ indicates that
entering the room cheerfully is a more general way of approaching residents. But she then adjusts to the person herself and to the severity of the
resident’s condition, as is evidenced in Ms Koch’s example. In other words,
generalisations are not useful here. To get Ms Koch to want to shower,
Leandra attempts to sculpt her mood. Although sometimes ‘nothing works’
and wanting remains not amenable to Leandra to work upon it, sometimes it does work: in those situations, Leandra’s smile causes Ms Koch to
‘also become cheerful’, to ‘magnify the emotion’ and to relax. This, in turn,
results in her allowing Leandra ‘to do more’, including giving her a shower.
In another example of this way of doing will-work, Joani often brought
three cups of hot chocolate to Ms Veenstra along with her medicine. We
drank the chocolate by her bedside together. Meanwhile, we talked about
the weather or what we had done yesterday, or about the joint breakfast
awaiting her downstairs. By doing this, Joani hoped to get Ms Veenstra
into the mood for getting out of bed, and it often worked. In those cases,
what Ms Veenstra wanted was aligned with Joani’s desire for her to have
breakfast, and for her to be with others.
Sculpting moods and emotions is one way to align wanting. Two
important conclusions can be drawn from this. Firstly, the story affirms
59 For an analysis of repertoires in washing practices, see Jeannette Pols’ ‘Washing the citizen’
(Pols 2006).
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that moods and emotions cannot be separated from wanting.60 Secondly,
it shows will-work as a relational practice: Ms Koch and Leandra are
responsive to one another’s moods, smiles and tone of voice. Joani and
Ms Veenstra first had a chat, after which wanting to get up could become
a shared desire. Thirdly, materialities, such as cups of hot chocolate or
breakfast, may be part of the attempt to align wanting.
Managing Attention
So far, I have described how care workers sculpt moods and emotions that
then allow residents to want what care workers want for them. Sometimes,
when Leandra enters the room cheerfully, Ms Koch ‘magnifies the emotion’. Leandra’s cheerfulness changes Ms Koch’s mood and thus her willingness to take a shower. But ‘coming in cheerfully’ is not enough. What
do care workers do to keep the wanting aligned once they walk through
the door? Leandra engages in a second way of will-work after she has
entered the room cheerfully:
Annelieke: Okay, […] you try to brighten up the room when you walk in.
[…] And then?
Leandra: And then you start instructing [the resident]: ‘what are we
going to do today’ […] and instead of pausing for a long time
afterwards [you] talk about other things and […] you keep
control over the topic of conversation. You have the lead in
what happens. […] Take Ms Stein, if you tell her ‘Good morning, I will give you a nice wash’, she will say ‘yes, but but but
[…]’. But if you right away talk about something else, then
the ‘but but’ that you could expect is over. Then she is already
somewhere else. […] I say: ‘How did you sleep?’, ‘Not so well’.
Then I say ‘How is that possible? Was it too warm? Was it too
cold?’ ‘Well no, no, I don’t know. I don’t know’. ‘Are you hungry?’ ‘Yes, I am quite hungry’ ‘Well, then I will [say] ‘look, a
wash cloth’ or something, you know, ‘Then you can have a
nice breakfast. What would you like? White bread, brown
bread? A whole conversation about what is about to happen.
60 This illustrates the entanglement of will-work and emotional labour, defined by Arlie
Hochschild as the ‘management of feeling to create a publicly observable facial and bodily display’
(Hochschild 1983, footnote p. 7) which ‘requires one to induce or suppress feeling in order to
sustain the outward countenance that produces the proper state of mind in others’ (ibid., 7). Here,
Leandra manages her own facial display to produce a happy state of mind in Ms Koch, who is
then more likely to want a shower.
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[…] Well, then you are nicely engaged. I am too; I don’t like
saying nothing. So it is also nicer for […] me.
Leandra seems to imply that Ms Stein’s cannot want something other than
the tasks at hand – being washed while having a conversation. In other words,
doing wanting (here, not wanting to shower) requires Ms Stein’s attention.
Doing will-work in this situation entails managing that attention: Leandra
orients Ms Stein towards what they are going to do, away from not wanting to
shower, and times her questions to ‘keep control over the topic of conversation’. In doing so, Leandra keeps Ms Stein’s ‘yes but’ at bay. By ‘talking about
something else’, Leandra can distract Ms Stein from the task at hand and let
it go almost unnoticed. Leandra thus prevents that Ms Stein comes to want
something other than a shower. When Leandra ‘has the lead in what happens’, Ms Stein is ‘already somewhere else’ instead of in her rejection of the
washing. Both are ‘nicely engaged’. This affects Ms Stein positively: if she is off
to a good start, she is more likely to enjoy the rest of her day as well.
In a similar vein, Anja manages the residents’ attention by offering a
choice about the timing of showering, rather than about showering itself:
Anja:

My biggest trick is to give people one choice, no discussion. I
ask […]: ‘would you like to shower now or in half an hour?’
Then they feel like they have a say in it, although they do not
[have a say about whether to actually have a shower or not]
… ‘It would be nice if you would wear a clean shirt today. Do
you want this one or that one?’ (She holds up her hands as if
she is holding two shirts next to each other.) Idem ditto with
‘do you want to have a shower now or in thirty minutes?’ In
fact, they do not get a say. … ‘Yes…’; ‘That one’ (and she points
to one of her hands with the imaginary shirt). It simply is a
bath-day! Then [when I pose this question], they are often so
overwhelmed, that they just come along. (Emphasis original)

Anja emphasises that, if she does not provide ADL-care, she says that she
knows she is ‘not providing good care’. Good care, as described by Anja here,
means to make the resident want what Anja thinks is good for her. In providing a binary choice about timing, she offers the resident a sense of choice,
yet makes sure that she chooses the shower, which Anja says is good for her.
Leandra and Anja manage the resident’s attention to prevent that she
may come to want something other than what they, as her care workers, contend is good for her. One could argue that these ways of doing
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will-work are manipulative.61 If we consider the will to be a fixed entity,
it may well be. But if, as I suggested, we see wanting as done in unfolding sociomaterial interaction (which may include cups of hot chocolate,
smiles and a cheerful tone of voice, as well as attempts to keep control over
the conversation), we can understand the attempts to manage attention
as attempts to turn wanting into a relational activity, rather than an individual one: Care workers take what residents want as something that can
be worked upon and made relational in the care encounter. In doing so,
care workers take residents’ wanting seriously in that it cannot simply be
overruled, but neither can it be taken to be a fixed entity which cannot
be changed. Rather than forcing their will upon residents, care workers
remain in conversation. They offer a sense of choice where perhaps there
is none (as Anja put it, it may be ‘simply a bath-day’!62), but do not merely
impose something on the resident. Managing attention is thus part of the
larger attempt to align wanting in a way that ensures that care tasks that
care workers deem necessary get done, in a way that is as pleasant as possible for both people involved. At best, both are ‘nicely engaged’.
Creative negotiation involving time and
materialities
Leandra enters the room in a friendly mood. She controls the conversation
and diverts the residents’ attention away from coming to want something
other than the care task at hand. Anja offers a choice on time, rather than on
the task itself. These are ways to work on residents’ wanting before they fixate
on wanting something. In this section I describe how care workers attempt
to modify what a resident wants when a resident already expressed a wanting before it could be sculpted. I call this work ‘creative negotiation’.63
First and foremost, care workers ask residents for their ‘cooperation’ in
the care activity. If this does not work, care workers also reason with residents, either jokingly or seriously. Herein they often argue based on visible
61 For an interesting reflection on deception and dementia, see ‘Nothing but the truth? On
truth and deception in dementia care’ (Schermer 2007).
62 On a critical note: it is important that care workers keep asking themselves whether the
resident really cannot skip the shower, or really does not want to shower – if the answer is no to
both, then the shower may just be postponed, therein aligning the care worker’s wanting with
what the resident wants.
63 It goes without saying that the examples of creative negotiation provided here are not an
exhaustive list. Whenever one ‘way of doing things’ did not work, care workers mostly tried
another one, or combined them creatively. Therefore the list should not be seen as a scheme of
possible actions, but rather to give an idea of how care workers improvise in situations in which
residents’ wanting does not align with what caregivers believes to be good for the resident (and
thus with what the care worker would want the residents to want as well).
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materialities in the present (‘Look, your shirt is dirty’), relating them to
what is to be done now (‘Let’s put on a clean shirt’) or in the near future
(‘Don’t you want to look clean when your family visits this afternoon?’).
These strategies seem to appeal to a cognitive willing (resonating the philosophical understanding of the will) – which is precisely what residents
in the early stages of dementia seem to be losing grip on – but not to an
emotional wanting. Indeed, these strategies do not work with all residents,
and certainly not every time.
If reasoning does not work, there are other strategies. Care workers,
for instance, play with the timing of caregiving. When Mr Bakker does not
want to get up, Joani often asks: ‘Would you like me to come back in half an
hour?’ If he agrees, she simply helps the residents in a different order, creating a temporary alignment between what she and Mr Bakker want: to not
shower (just yet). Mr Bakker is often willing to get up after half an hour or
so, perhaps having fulfilled his desire to stay in bed longer, or perhaps having forgotten his reluctance to get up in the first place. As such, time helps
in aligning wanting.64 When continuing attempts to align the residents’
wanting with their own become too challenging, care workers sometimes
call upon a colleague to take over. Care workers remain patient with the resident by putting space between themselves and a resident whose wanting
remained not amenable to negotiation. Sometimes a specific colleague is
asked. This once again highlights the relational nature of will-work: if a care
worker gets along well with a resident, aligning wanting becomes easier to
do. For instance, when nobody can get Ms Veenstra out of bed and Lucia is
working that day, her colleagues ask her to come and help. Lucia can ‘pull
off ’ a stricter approach and ‘get away with it’. She can tell Ms Veenstra: ‘My
dear, you stink, you must get up’. Anja said: ‘Ms Veenstra would get angry
at any other care worker for saying anything of the sort, but she loves Lucia’.
Like the cups of hot chocolate worked for sculpting wanting, materialities can also play a role in creative negotiation. Take the case of Mr Bakker.
Convincing Mr Bakker to wear clean clothes and to take a shower poses a
challenge every day. He is known to feel cold and claustrophobic, so that the
64 Interestingly, asking and rearranging the order in which residents are helped during the
morning shift can become part of the daily routine too, without clashing with the efficiencybased logic of work in today’s Dutch care homes. Indeed, investing time in doing will-work may
thus even contribute to efficiency in some instances. As a care worker told me in response to
a presentation of this chapter during a ‘Dialogue meeting’ [Dialoogbijeenkomst] organised by
the Long Term Care and Dementia research team I am part of, if a resident does not want to get
dressed, time may be best spent ‘seducing’ that person into wanting to get dressed, rather than
spending time in forcing the person into her clothes, as the latter action may be less pleasant for
caregiver and care receiver, as well as more time consuming.
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bathroom door cannot be closed to make him feel warmer. Mr Bakker has
vascular dementia and is aphasic: he can utter short sentences, with the occasional loss of a word. Not being able to find and understand words frustrates
Mr Bakker and reasoning is likely to upset him. Joani is particularly skilled65
in finding alternatives to reasoning by ‘creatively negotiating’ with him, not
only verbally, but also non-verbally: one day, when faced with his refusal to
take a shower, she gave him a footbath. Then he wanted the shower.
In talking about this situation, Joani and I offered differing explanations for why the footbath had worked. I suspected that giving Mr Bakker
the footbath made him feel less cold, undoing his reason to refuse the
shower. Joani said: ‘The footbath gets him out of his head. If he puts his
feet in warm water – maybe he remembers something, that he walks down
the beach for instance – but once his feet feel the warm water, he would
have to hold onto his thoughts of ‘not wanting to shower very rigidly’. Joani
imagines that the sensation of warm water on his feet reminds Mr Bakker
of the ocean. This goes further than to think about the ocean: the water
makes him feel something he has felt before and thus conjures up (hopefully happy) memories. This pleasant feeling, then, in her understanding,
made him let go of his opposition to showering.
How the footbath ‘really’ changed Mr Bakker’s wanting is up for speculation. But two other points illustrate my argument about daily wanting
and will-work here. Firstly, wanting something seems highly entangled
with the feeling body, which may then be ‘tinkered with’ (cf. Mol, Moser,
and Pols 2010) in the context of the care relationship. In doing will-work,
the feeling body may be skilfully appealed to. Secondly, not only interactions between people sculpt or prevent a specific wanting, but so do nonhuman actors: here, work on Mr Bakker’s wanting required a footbath. If
the footbath had not been part of the encounter, Joani could have tried
cheering up Mr Bakker, arranging another time slot for his care or asking one of her colleagues to take over. But instead, the will-work was ‘delegated’ (Latour 1988, 299) to the footbath. Herewith, it becomes clear that
will-work can be done involving objects: the footbath creates the material conditions that work upon what Mr Bakker enjoys, and in doing so,
change what Mr Bakker wanted. The footbath opened up an avenue for Mr
Bakker to want a shower.

65 Clearly, it is necessary to take into account that these are largely personal and cannot be
transferred from one care worker to another in every case. Indeed, not all care workers put as
much creativity into the negotiation with residents. For instance, when Joani told Lucia about the
footbath she had given to Mr Bakker, Lucia replied ‘I am not going to do that!’
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Conclusion
In this chapter, I set out to explore in more detail the way in which daily
wanting is worked upon in the context of unfolding sociomaterial interaction in residential dementia care, and I asked what we may learn about
good care from taking a closer look at these practices. I stated that wanting
is an expression of subjectivity, and being respected in this is a prerequisite for living a good life with dementia. At the same time, wanting something is a relational process. How it is acted upon thus is an ethical and
political question. Nobody wants to constantly be overruled by another
person, and indeed much work goes into avoiding coercing somebody. To
describe what is done instead, I coined the term ‘sociomaterial will-work’.
The concept highlights care workers’ and residents’ attempts to align the
other’s wanting with their own as a form of labour and as dependent on
sociomaterial relations. I described care workers doing will-work by (1)
sculpting moods and emotions, (2) managing attention and (3) creative
negotiation involving time and materialities. With smiles, cups of hot
chocolate and footbaths, changes to the order in which care is provided
and to who shows up at a resident’s bed, care workers strive for a positive
way of relating – of being ‘nicely engaged’ in conversation and activity.
Will-work ventures into the space between doing nothing and exerting
force. It is the ‘urging’ that care workers name when seeking alternatives
for coercion and neglect. I have argued that this aligning residents’ wanting makes the caregivers’ work good care.
I have offered an alternative understanding of the will – namely as
something that is ‘done’ in sociomaterial interaction, in which it can be
aligned by making it relational. Indeed, instead of dismissing ‘daily wanting’ of those living with dementia, my analysis enables thinking about
it. At the same time, the finding that moods and the feeling body can be
appealed to in care encounters and that materialities can be used in creative negotiation with residents, offers new ways of thinking about what
good care may entail in situations in which residents want something that
their care workers understand as ‘not good’ for them. As such, my contribution is one that can inform care practice.
Some may say I have painted a rather ideal picture. What can be done
when ‘nothing works’, which, as Leandra noted, sometimes happens? In
these cases, will-work seems to hit its limit and coercion may seem the
only way to get a task done (we may think again of Ms Lichthart, who, covered in faeces, resisted a shower). It is important not to forget that people
living with dementia, who are often aphasic and have a fragmented memory, are particularly vulnerable to maltreatment and situations in which
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what they want (or resist) is overruled. Doing will-work requires the continuous reflection upon the fine line between ‘urging’ and ‘coercing’. Once,
when Ms Veenstra did not want to get out of bed, her care worker Linda
turned on the TV, radio and shower, and pulled away her blankets. These
were trying moments of participant observation, as being there without
doing anything about it made me complicit. Upon my inquiry why Linda
did this, she explained: ‘This will annoy her so much that she will get up.
She is better off if she gets up and eats something’. Paradoxically, Linda was
convinced that what she was doing was caring. The example shows that a
care worker can easily abuse his or her power, even if the actions are based
on the idea that the resident in question is ‘better off ’ like this. But the way
in which care tasks are achieved matters. Coercion, neglect and incisive
refusal leave no room for alignment in wanting. Wanting, in those situations, remains unilateral and cannot be shared. Although coercion does
indeed result in Ms Veenstra getting up, how this is achieved imposes what
Linda wants on her; wanting, instead of being done together, remains unilateral. Indeed, it is dubious whether this can still be called good care.
I contend that will-work has failed when a resident is coerced into doing
something. Sociomaterial will-work makes good care only if care workers
continue to attempt to align residents’ wanting with what they think is good
for them, after critically reflecting on the question whether this is indeed
so. If will-work fails, coercion and neglect remain tragic occurrences. But
if given enough time, trust and support, care workers doing will-work may
indeed realise the proverbial ‘otherwise’ (Star 1990, 89–90), enabling residents like Ms Lichthart to want the shower that they need.
I do not want to make it seem that care work is easy. On the contrary,
I explicitly want to acknowledge that persistent tinkering without ‘successes’ requires a lot of patience, which under trying circumstances is
sometimes sheer impossible. This is why time, energy and motivation are
indeed essential for retaining the flexibility that is needed to do will-work
in delicate care situations with frail and fragile residents. Cuts to staff, the
subsequent increase in work load and a lack of trust within care teams are
detrimental to the care staff ’s ability to do good care. Under such circumstances, residents such as Ms Lichthart covered in faeces are sometimes
forced to shower. At the same time, however, good care is already being
done. I have taken all examples presented in this chapter from what I have
seen in the care homes where I conducted my research. In writing about
these, rather than about the situations in which care falls short, I hope to
give this work the attention it deserves. I use these examples to hold up to
others: that way, what already works well, can be done more often.
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Chapter 4

Attending to difference:
Enacting individuals in food provision
for residents with dementia
Abstract
In the face of warnings about total institutions and growing concern about
the quality of care, health care professionals Western Europe and North
America have increasingly been exhorted to tailor their services to individuals in their care. In this chapter we invite our readers to become more
interested in what kind of differences care is being tailored to, and with
what effects. Focusing on food provision for residents with dementia,
we present three repertoires through which care workers enact different
sets of differences between individuals: providing choice allows residents
to express fleeting preferences; knowing residents places emphasis on the
care providers’ familiarity with a person; and catering to identities brings
to the fore the tastes which make up part of who somebody is. The analysis
brings attending to difference to the fore as a practical process, and suggests that openness is required to different kinds of individuals that may
be enacted when attending to difference.

Co-authored with Rebeca Ibañez Martin. Annelieke, first author, was responsible for the
conception and design of the study, data collection, data analysis, drafting and revising the
manuscript. Rebeca, second author, contributed to the qualitative data analysis and to earlier
versions of the manuscript. The current version has been submitted for publication.
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Introduction
In response to medicalisation and institutionalisation, and a growing concern for the ’voice of the patient’, health care professionals are increasingly
exhorted to tailor their services to individuals in their care. This shift is
reflected in the rapid rise and widespread successes of various branches of
the health care sector in Western Europe and North America that define
themselves over specific and renewed attention to individuals and their
uniqueness (Hughes, Bamford, and May 2008). However, when differences are delineated, they are often made by relating individuals to statistical
groups. These groups are defined variously by shared characteristics such
as sex, class, religion or age. But what makes this individual? To what differences should health care professionals attend?
A closer look reveals that individuality is enacted differently in different
medical settings. Take for instance personalised medicine, a commercial
branch of pharmacogenomics that emerged in the 1990s in response to
the ‘one size fits all’ approach used in evidence-based medicine to test the
effectiveness of biomedical treatments. Personalised medicine builds on
a growing body of scientific research indicating that variability in drug
response is largely determined by individual genes (Vogenberg, Barash,
and Pursel 2010, 565). It seeks to identify different combinations of genes
(through, for instance, whole genome sequencing, liquid biopsies or
microbiome analysis) and their interaction with ‘social factors’ (for example
life style, socio-economic status or exposure to particulate matter) to tailor
treatment to specific individuals (Day et al. 2017, 143–44). Here, individuality lies in a specific genetic profile that makes individuals part of different
subgroups with shared genetic characteristics.
By contrast, patient-centred medicine seeks to distance itself from
treatment models in which patients are objectified by the medical gaze.
Instead, ‘[t]he focus has been on fostering joint understanding of illness
and its management’ (Hughes, Bamford, and May 2008, 457). Doctors
practising patient-centred medicine, rather than focusing on a localisable
‘illness’, examine ‘the whole person’ to come to an ‘overall diagnosis’. ‘This
should include everything that the doctor knows and understands about
his patient; the patient, in fact, has to be understood as a unique human
being’ (Balint 1969, 269). Here, differences are not located in genes but in
biographies, current personal circumstances, abilities and resources.
Individuality is done yet again differently in person-centred care. In the
1990s Tom Kitwood was a key figure in challenging the ‘neurological determinism’ (Kitwood 1995, 133) of models of dementia in which individuals
were assessed merely on their cognitive functioning. He regarded these
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 odels to be reductionist, and proposed the notion of ‘personhood’. Kitwood
m
draws on the work of Martin Buber to argue that personhood emerges and is
maintained in relationships, interconnection and communication between
people (1997).66 The kinds of differences that come to matter here include a
person’s experiences, their psychological needs and their relationships.
These three approaches to individuality show how medicine does individuality and difference differently and tailors to different things in v arious
practices: genes, personal circumstances, and subjective experiences, needs
and relationships. Here, we look at approaches to individuality through
the lens of food provision practices in residential care for people with
dementia.67 In the voluminous body of literature on mealtimes and residential care (see for instance Abbott et al., 2013; Bonnel, 1993; Mol, 2010;
Reimer and Keller, 2009), and food, feeding practices and dementia care
(e.g. Brijnath 2011; Watson and Green 2006; Watson 1993; Henkusens et
al. 2014; Milte et al. 2017), food provision emerges pre-eminently as the
practice through which physical nutritional needs are met. At the same
time, mealtimes are social events (Mol 2010b) in which, and of concern
to us here, individuality may be undone, for instance through the universal nature of institutional food, or done, for instance by attending to food
preferences, diets or (in)abilities related to taking in food.
While food provision is an everyday practice in residential care, it is
by no means simple to do. Adapting care to individual preferences and
abilities can make the difference between eating well and eating poorly,
and eventually of life and death (Harbers, Mol, and Stollmeyer 2002). We
therefore regard empirical attention to details to be crucial. We ask: What
does care that attends to differences between people actually tailor to?
What individuality or uniqueness is targeted? What ideals are strived after
in different ways of attending to difference?
Methodological commitments
To answer these questions, we draw on fourteen months of ethnographic fieldwork conducted by Annelieke between April 2013 and July 2015, concerned
with care and everyday life practices and their enactments of ways of living
with dementia. Prior to the start of fieldwork, the research was approved by
the Ethics Board for Social Science Research of the University of Amsterdam.
66 Our own understanding of dementia builds on Kitwood’s thinking about relationality, but
places an additional emphasis on materiality, and to how people with dementia are themselves
active in these relations.
67 We leave open what ‘dementia’ is. See Moser (2008) for an analysis of the different ‘mattering’
of dementia.
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The fieldwork was conducted on the dementia wards of three residential care homes in the Netherlands, here called De Zonneweide, De
Parkhoeve and De Bostuin.68 Access to all locations was obtained via the
directors of the care organisations. Staff received information about the
study via internal mailings and the organisations’ intranet. Residents’ family members and partners were informed and told they had the right to
object via the organisational newsletter.
Fieldwork consisted of exploratory research in nursing home De
Bostuin (10 days, spread out over 4 months in 2013), followed by participant observation in care home De Zonneweide (6 months in 2014) and
nursing home De Parkhoeve (8 months in 2014 and 2015). De Bostuin
is a large-scale nursing home [verpleeghuis] in a more rural setting that
includes two wards for twelve residents with non-congenital brain damage
and early-onset dementia. Care workers provided all three meals to the
residents, that were prepared elsewhere, with the exception of one day a
month, when residents and care workers cooked together. De Zonneweide
is a small-scale care home [verzorgingshuis or woonzorgcentrum] in the
suburb of a larger city. It is home to 50 residents, out of which fifteen with
an indication for continuous supervision are cared for in a separate part of
the building. A gastvrouw/gastheer [a staff member responsible for providing
breakfast and lunch, who, unlike the regular care staff, stays in the living room
to spend time with residents and to engage them in activities] was present
from 8 a.m. until 4 p.m. Dinner, cooked in the care home, was handed out by
care workers working the evening shift. Lastly, De Parkhoeve is a large-scale
nursing home in an urban setting. It has two floors for people with dementia
who are classified as having ‘heavy care needs’, and who therefore require specific expertise, and particular technical aids (e.g. so-called passive lifts), and
more cleaning staff. Food was brought in from another location and heated
up in food carts. The evening shift was supported by a food assistant (often a
student who was only there for a few hours each day). In total, the research
included about 100 residents across the three sites, and about 60 care professionals (primarily care workers, the wards’ care managers, physiotherapists,
occupational therapists, doctors and psychologists).69 Family members were
included whenever they came to the care home.
68 All names, of residents and field locations, are pseudonyms.
69 Exact numbers are difficult to provide: residents passed away and their room was given to
new residents and the size of the care teams changed throughout the research period: some staff
members were on sick-leave, or moved jobs during the research, or frequently worked night
shifts. This meant that Annelieke spent only a brief time with some staff or residents or did not
spend time with some people at all.
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Annelieke was present in each location for at least three days per week
(mostly for the duration of one eight hour-shift) in the first ten weeks of
the fieldwork and at least two days per week after that. This chapter draws
in particular on Annelieke’s observations and participation during meal
times. Annelieke served up plates, handed out food based on care workers’
instructions, and baked eggs and pancakes (once, inadvertently, setting off
the fire alarm). Care workers in the field sites were required to eat separately from residents so as to be available for providing food and assistance
to a resident group characterised by increasingly ‘heavy’ care needs.70
Annelieke sometimes did eat with residents, and assisted residents who
required help to take in food in between and afterwards. This allowed her
to observe the (lack of) interactions during dinner, and the ethical questions that are inherent to assisting somebody to eat. For instance, how to
balance ‘caring enough’ and ‘caring too much’ when helping residents to
take food in (Schöller 2015)? What is the role of preferences, temperatures
and texture in the refusal to eat (cf. Harbers, Mol, and Stollmeyer 2002)?
How much of the tastiness of the food can reasonably be sacrificed to facilitate food intake? Spending time with residents during dinner time, furthermore allowed Annelieke to become familiar with the difficulties that
some residents experienced when handling rebellious noodles, and with
the irritation this sometimes triggered when others read this as a lack of
manners. She took detailed field notes whenever possible, and elaborated
these upon leaving the field.
In De Zonneweide it was possible to conduct ten interviews with
care workers, gastvrouwen/gastheren and one chef during work hours.
Questions were based on observations, and pertained to doing daily care,
the practical challenges and dilemmas therein, and ways to deal with them.
In the interviews with gastvrouwen/gastheren questions focused specifically on food work (see also Heaven et al. 2013), and on how to ‘know’ and
attend to food preferences. In De Parkhoeve, interviewing during work
hours was not feasible, due to changes to management and staff shortage
that resulted in increased work pressure. In order not to burden the staff
with additional claims to their time, Annelieke therefore spoke to staff
informally during care work and breaks. These countless informal conversations were recorded whenever appropriate and verbally consented to.

70 After policy changes to the admission requirements for residential care in the Netherlands
in 2014 and 2015, the field sites under study underwent a process of what sociologists Higgs and
Gilleard call ‘institutional densification’: an increase of the resident population’s infirmity (2015,
p. 14).
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Analysis
All interview excerpts, parts of transcriptions of informal conversations
and field notes were imported into the qualitative data analysis programme
NVivo. We selected those pertaining to food provision, eating and drinking, to gain an understanding of how differences were attended to.
While there were plenty of examples in which difference was not
attended to, we have chosen to tell examples of situations in which different ways of doing difference did happen, and became most clear. Thus,
our theoretical intervention is to not to offer a description of what food
provision in residential care looked like to Annelieke, but to aid a process of reflection and learning. To do justice to the difficulty of providing
food in dementia care in the current circumstances, we also point out the
potential limits of these practices, so that their fragility may be recognised.
Analytically, they idea was not to attend to the care for individual residents, but rather to disentangle different ways of attending to difference
on the wards. This approach builds on the work of empirical ethicist and
ethnographer Jeannette Pols, who examines how citizenship is enacted in
washing practices. She uses the term ‘repertoires’ for that which ‘brings
together specific actions, ideals, and knowledge, forming “modes of ordering”’ (Pols 2006: 79-80).71 In each of the four repertoires that Pols describes
a different kind of citizen is enacted. Taking inspiration from Pols, we
organised our material based on what was done in terms of attending to difference (actions), what kind of knowledge featured in these (inter)actions,
what was strived after (ideals), and what kinds of individuals are enacted.
We present three repertoires of difference in the dementia care home. This
is not meant to be an exhaustive list. Indeed, as we found it impossible (and
unproductive) to separate the repertoires completely, we offer them mostly
as a device with which to think. In the conclusion we pay attention to how
the repertoires may clash or harmonise, and draw lessons for care practice
and researchers with regard to enacting difference.
Repertoire 1: Providing Choice
One way in which difference between individuals is enacted on the dementia ward is through providing choice. Countering a version of biomedicine
in which patients are turned into passive objects, choice is widely celebrated
as good. After all, ‘who likes to be dominated by others?’ (Mol 2008, 1).72 In
71 Pols draws here on Law’s ‘modes of ordering’ (1994). See for a further use of this concept
Moser (2005), Vogel (2014) and Krause (2019).
72 In ‘The Logic of Care’ Annemarie Mol (2008), for analytical purposes, contrasts choice with
care. Here, we make a version of choice visible as a form of care.
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this repertoire, closely aligned with a neoliberalist paradigm, what is valued is being able to choose for oneself, in order to be able to eat what one
feels like having in a specific moment.73 Through choice, residents can differ from others in terms of preferences, and how they can feel like different
kinds of food at different points in time.
Institutions have come a long way in providing choice: many care
workers told Annelieke that until a decade earlier it was common to ask
a new resident’s family members what sandwich topping the person liked.
Did somebody like cheese? They then received cheese on their breakfast
toast for years on end. These days, choice is much more ingrained. For
breakfast, for instance, there are different kinds of spreads on the table.
When care workers prepare sandwiches for the residents who cannot do
so themselves, they ask what topping they would like. Asking is a technique to accommodate different tastes from what the menu has to offer.
When offered a choice, residents can choose different foods – although
from a limited set of options – at different points in time.
Importantly, choice requires people to be capable of making choices
(Mol 2008, 6). However, that many people on the dementia ward have difficulty answering questions like ‘What do you feel like eating?’ shows that
there are limits to verbalised choice. Therefore, unlike other wards where
residents could tick boxes on a menu to indicate their dinner choice (albeit
a few days in advance), on the dementia ward the menu of the day has
two options for each component of that day’s meal: two types of meat or
fish, two types of vegetables, and potatoes, rice or noodles. When serving
out food, care workers asked residents what they would like to have, but if
they did not get an answer, they did not necessarily see this as an obstacle
to attend to residents’ tastes. Instead of offering choice verbally, then, they
tried to find out what residents feel like eating. Consider this situation at
lunch in De Parkhoeve:
Care worker Jantien serves pancakes to the residents. ‘Who would like
a pancake with bacon?’ she calls out. As is often the case when nobody
is addressed directly, nobody answers. Sitting amongst the residents
at the table, I ask Jantien what she does in these situations. ‘Oh’, she
answers, ‘I usually push [for an answer] … and otherwise I know what
residents like.’ I can observe how Jantien goes about this: She stands
close to Ms Martens, makes eye contact, and asks ‘What would you
73 In practice, making choices oneself turns out to be dependent on quite a lot of arrangements
and work from others (see for instance Buuse, 2017; Driessen, 2017; Struhkamp, 2005).
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like on your pancake?’ Ms Martens does not respond. Jantien lowers
her face to Ms Marten’s face and asks again. When still no answer follows, she asks ‘Do you hear me?’ Ms Martens says dryly: ‘I am listening’, but nothing about bacon! Jantien asks her to say ‘Yes’ if she wants
bacon, and Ms Martens finally nods. After Jantien had brought over
the pancake with bacon, she throws a few more glances in Ms Martens’
direction to establish whether she is eating. When she does, Jantien
concludes aloud that she was right in giving her bacon.
Jantien says that she knows what residents like. However she asks Ms
Martens again and again whether she wants bacon. When she does not get
an answer, she remains in conversation, then tries out bacon, and observes
whether Ms Martens is eating. Trying and observing, then, is yet another
technique with which to attend to individual tastes.
The individual that emerges from being given a menu, being asked for
preferences, and from being given some food to try whether she likes it, is
an individual with tastes which may differ from one day to another: today,
Mr Susila prefers bami-goreng (an Indonesian noodle dish) and Mr Kruijt
takes the beef with mashed potatoes. Another day, both may opt for bamigoreng.
Importantly, providing choice is enabled but also constrained by institutional modes of attending to differences when other values take precedence. In the described situations, choice for the kind of food residents
may eat is offered within the possibilities of the menu. If the choice is
between two things that a resident does not particularly like, there is no
other option. Mr Susila, for instance, no longer ate any of the food served
on the ward, so his son brought him Indonesian take-away every single
day. Here, providing choice is in tension with feasibility: not all family
members can pay for take-away every day, let alone find the time to come
to the nursing home at dinner time on a daily basis. And the options on
the menu simply cannot be endless, even if tastes may be.74 Furthermore,
attending to some differences may thus take precedence over others: In
De Parkhoeve, Ms Berg is the only one on the ward who eats halal. For
her, there is halal meat, but nothing to choose from. Here, religious obli74 Institutionally providing more options would be costly and perhaps wasteful. A lot of food
was being thrown away already: if there were leftovers, they were generally not kept. Sometimes
care workers set aside a plate for the night shift. In this particular food provision arrangement,
there was no point in keeping the food for another day: the next day there would be more. Only
when an entire plastic box was left unopened might one of the staff members have taken it home.
Indeed, and problematically, this was sometimes a reason not to open another box, and to tell
residents the specific food had run out.
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gations and choice are not catered to at the same time. Some differences
thus get more attention than others. Similarly, residents can choose when
to eat breakfast (there is flexibility between eight and ten o’clock, if it fits
in the schedule of the care workers who help the residents up), but clock
time for dinner is fixed. At six o’clock the food is warm and brought up to
the ward. Those who would like to eat at a different time cannot simply do
so, because reheating is not allowed due to food safety regulations. Here,
values are in tension (Mol 2010b): care for preferences and care for food
safety. And institutionally, the latter is valued more, thus placing institutional restraints on residents’ possibilities to enact their preferences about
when to eat.75
Repertoire 2: Knowing residents
The second repertoire of attending to differences is caring for somebody
you know. Above we have seen that Jantien told Annelieke that she knows
what residents like to eat. Other care workers care for residents by giving
them food to their liking. Mr Bakker was known for his love of tomato
soup. Ms Rozendael loved anything sweet.76 Their caregivers knew this
and provided these treats for them. They even took pleasure from knowing
and organising these treats: Irene, gastvrouw in De Parkhoeve, said that
finding out what residents like ‘makes working with people with dementia
fun, as this is what we can get better at.’
While providing choice allows for the possibility to have various preferences, here, care workers know about tastes, but also about habits. This
kind of knowledge has often been accumulated over years of caring for the
same residents. What has been found out in many previous encounters is
trusted to be true for the present encounter too. Because it relies on a certain degree of stability the individual is enacted as continuous – stretching from past into present. Yet, because this knowledge is continuously
gathered and updated in talks with family members, in interactions with
residents, the individual enacted is relationally embedded.
75 In De Bostuin a similar situation occurred: Mr Barend liked to eat later than the institutional
schedule prescribed. Care staff managed to extend the options available to him by ensuring that
he could eat in the restaurant.
76 Gastvrouwen/gastheren and care workers may find themselves in situations where they must
set limits to residents’ intake of their favourite food or drink: Cici only ‘allowed’ Ms Rozendael to
put sugar in her orange juice or have that extra pudding because she was not diabetic. Gastheer
Andre insisted on limiting the amount of coffee Mr Rhodes could drink despite his love for it, for
too much of it would result in stomach problems. ‘Too much of the same is not good’, Andre and
Cici told Annelieke. To provide residents with the food and drink they love is a central concern
to food workers in dementia settings, but so is placing boundaries when they forget that she they
have already had coffee and pudding, and having more may be harmful to their health.
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Some of these more stable differences are documented in patient files.
Think for example of religious obligations, allergies and (in)abilities such
as difficulties chewing or swallowing. Offering choice makes no sense in
the face of these differences: asking Ms Van der Berg every day whether
she eats halal would be nonsensical. The nursing staff cares for Ms Berg
not by offering her a choice between halal and haram food, but by knowing
that she eats halal, and serving her halal food. Other kinds of difference, in
contrast, are not commonly written anywhere: for instance, in what quantity residents eat food, and whether they eat better with a fork or a spoon.
This kind of knowledge is most often gathered within relationships; it is
intimate knowledge. In the words of Eline, gastvrouw in De Zonneweide:
Je kent je mensen! [You know your people!] Take Ms Verhagen, you go
[to her table] and you make a sandwich, which you prepare right away,
you see? But like Ms Jacobs, I know that she is almost never hungry in
the afternoon, because she likes snacking between meals. But [I know
that] she eats enough. And in the evening she just eats a warm meal
again.
Interestingly, knowledge about what residents liked did not have to be
entirely individualised, as Cici, gastvrouw in De Zonneweide, emphasises:
I know for a fact that if you change the tastes that you offer people, they
won’t accept it. They go back to what they are used to from the past.
Back then they had jam, apple juice, peanut butter and muisjes77 but no
bread with nuts or [drinks with] bubbles. … When I make pancakes, I
make them in the way they [people from this generation] are used: not
with pineapple or anything like that. They simply do not recognise it.
So they won’t eat it. I do not give it to them.
Knowledge of what a specific resident likes can therefore be derived from
the history of a larger group, such as his or her generation. The knowledge
of somebody’s preferences or abilities may also pertain to individual bodies: when helping Ms Vrolijk to eat something in her very last days, care
worker Leah said that she knows how to hold the spoon to Ms Vrolijk’s
lips, so that she opens her mouth.
The skill of being sensitive to difference between residents becomes
77 Muisjes (literally ‘little mice’) are sugar coated and coloured aniseeds. Muisjes are sometimes
eaten with a regular breakfast, but are more readily associated with the Dutch custom, dating
back to the 17th century, of serving rusk with muisjes to visitors who come to see a newborn.
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visible when newcomers, like Annelieke in the first weeks of her fieldwork,
or temporary care workers, do not know how to differentiate between different residents:
The two care workers and the food assistant working the evening shift
in De Parkhoeve have to give their best to keep all residents at the
table for dinner. In an attempt to make herself useful in serving up the
plates, Annelieke asks ‘How much for Mr Stuijt?’ Ricky answers: ‘That
is too much food for him’. What follows are more determined instructions: ‘Ms Berg gets halal food and it needs to be cut into small pieces.
And add some more sauce, she likes that.’
The above example brings different differences to the fore: there are not
only different kinds of food, but also different quantities, different ways of
cutting, different amounts of sauce, and halal and haram food. Knowing
how specific residents can take food in is important for doing food care
as well. Leah tells Annelieke that bami-goreng is one of the best dishes
of this nursing home. Residents love the dish, especially Mr Susila, who
knows Indonesian food from when he was younger. Yet, when there’s bami
for dinner again, for however much Mr Susila likes the bami, he struggles to get the noodles onto his fork. His hand trembles so much that his
fork arrives at his mouth empty. When Leah sees this, she says: ‘Oh, better
give him a spoon!’ Here it is neither about a choice for specific cutlery,
nor about favouring one over the other. There is a practical concern. Leah
compensates for Mr Susila’s disability that his trembling hands represent,
based on what she knows: by offering Mr Susila a spoon Leah offers him
the possibility to eat in the way he is used to.78 This example is a case in
point for the idea that individuality is dependent on the care that helps to
realise it. Relationality, then, is a trait of independence, rather than a limitation to it (cf. Struhkamp 2005).
Annelieke had to rely on those who know the habits, preferences and
abilities of residents in order to help. This contradicts the idea that ‘anybody can provide food care’ – an idea that seems to underlie hiring practices of untrained, temporary staff as food assistants (commonly university students looking for a part-time job). Food workers acquire and act on
intricate knowledge about what and how individual residents eat. At the
same time, this continuity is fragile. Eline again:

78 In Indonesia it is common to eat with a spoon rather than a fork.
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You must keep an eye on things. Indeed like ‘gosh, does someone not
feel well?’ When Ms Rozendael would suddenly say ‘No, I’d rather
not eat’, then I’m going to pay attention, like ‘Hey! What is going on?’
Because she does not say that easily. Because that is just different per
person. And they do not have to eat, but you just have to keep an eye
on it: does it [Ms Rozendael eating little] stay this way? Is it just this
once? … Does she not like something? Can I offer her something else?
A temporary divergence is fine, but a longer break in routines and habits
puts Eline on alert. ‘Knowing one’s people’ thus provides a basis on which
to signal when something is not quite right. Note that difference here is
not between individuals but also within the same person over time: it
demarcates the person in the present from that same person in the past
– and it may hint towards a possible problem that needs assessment. Not
eating does not mean somebody chooses not to eat, but rather requires a
critical eye as to ‘what may be going on’. At the same time, choice is not
entirely erased: nobody has to eat. Nobody is forced to eat. But first, different explanations are sought as to why somebody is not eating in the first
place.
The work of attending to differences through ‘knowing residents’ is easily overlooked and devalued. In De Parkhoeve all gastvrouwen/gastheren
were made redundant just months after the fieldwork ended. Indeed, when
the gastvrouwen/gastheren were let go, care workers took over this work in
addition to their tasks to get residents up and washed. This limited the possibility to observe residents, and to invest in the relationship that provides the
basis for knowing somebody. The gastvrouwen/gastheren were hired back
after just a few months. The care organisation learned the hard way: knowing residents is a skill that relies on care workers’ sensitivity to differences.
This sensitivity is crucial to doing care well, and it is not easily acquired.
Repertoire 3: Catering to identities
The third repertoire of attending to difference is ‘Catering to identities’.
Care workers do this by temporarily suspending their knowledge about
somebody’s preferences, habits and the like. In other words, they stop
knowing temporarily, and tap into what is emergent in order to ‘know
anew’. The alertness to preferences and habits and possible changes to
these becomes particularly relevant in dementia care, because many kinds
of (rapid) changes may occur as part of the condition. Following the
observation of change, care workers may make changes to accommodate
these (Aneshensel et al. 1995, 349).
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What is valued here is the recognition of fluidity. That accommodating change in this manner is not always easy was most dramatically illustrated when Ms Jansen, who had been a vegetarian for most of her adult
life, took and ate meatballs from the plate of her neighbour at the table.
She was found eating them with great appetite. This seemingly small incident became a big cause for tension. Care staff felt committed to letting Ms
Jansen enjoy meat, after all, she seemed not to mind eating it, and yes, even
to love it. Was care not about providing people with some pleasure in their
last days? Ms Jansen’s family members, in contrast, were absolutely against
her eating meat. They argued that she would have never wanted this, and,
by extension, neither did they. The care staff, however, were reluctant to
prioritise the resident’s former commitment to not eat meat as voiced by
the family members, over the resident’s current preferences.
Vegetarianism is an example of a food habit or preference that provides
some sort of stability to individuals (Klein 2008). These eating habits turn
vegetarians into who they are. (Similarly, eating halal is part of Ms Berg’s
religious identity). Because care workers do not share a long history with
the person with dementia, it is often less emotional for them to accommodate a change to something that was once such a big part of somebody’s
daily life and identity, than it is for family members and partners who have
shared a life together. Family members may hold on to what somebody
liked and did in the past, while caregivers are better positioned to accommodate discontinuity. A change might be particularly emotional for family members because it plays out in parallel with many other changes that
characterise the progression of dementia. Family members and partners
might feel that their loved one has changed to a degree that they no longer
recognise them as themselves (Taylor 2008). This becomes most obvious
in remarks that people make about their relative or partner with dementia
that express a sense of estrangement from them, such as ‘she is not my
mother anymore’ or ‘the person I got married to is no longer there’ (cf.
Lemos Dekker 2016). The family members’ emotions in situations like this
should not be underestimated. As a care worker put it aptly: ‘The whole
sadness of that family may be in that meatball.’79
Ms Jansen’s case draws attention to an interesting tension: sometimes
knowing the resident’s past may help to provide care and to understand a
79 This comment was made in one of the workshop sessions of the conference Goed leven met
dementie, hoe doen we dat? [‘The good life with dementia, how do we do that?’], organised by the
Long-Term Care and Dementia team at the University of Amsterdam in June 2017. During this
workshop session people working or living with dementia discussed a case comparable to the one
presented. See for a report of this conference Amsterdam Care Collective 2018.
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resident better. Sometimes, it may complicate things instead. The tension
highlights a challenge which characterises dementia care more broadly: is
somebody who he or she was before, or has he or she become somebody
else? But rather than a philosophical and abstract question, again, there
it is a practical concern: what should be done? Should the meatballs be
served to this particular resident, or not?
While Ms Jansen’s family members attended to the habits of Ms
Jansen’s past, care staff attended to the possibility of change. They did not
strive after choice or care in line with the biography, but rather the possibility to have a fluid identity, allowing her not only to be different from
others, but also from herself in the past. Tensions between one individual
at different moments are never quite resolved, and so practicing difference
is a continuous and fragile process.
The limits to this repertoire, then, come in the form of questions
that can only be answered case by case in practice: which and how much
change can family members live with? What would make the perceived
losses more bearable? (Partial) solutions can be found in communication
that extends beyond the residents with dementia to their relationships. In
this particular instance, family members and care workers agreed to give
Ms Jansen vegetarian meatballs.
Mixing repertoires
The call to attend to individual differences in health care is growing louder. But to what differences should care be tailored? And how may this be
done? In this chapter, we described three repertoires of making difference
through food provision in dementia care: providing choice, knowing residents, and catering to identities. In each of these repertoires, differences
are something different. ‘Providing choice’ pertains to what kind of food
somebody may feel like at one particular moment. The menu, asking and
observing may be ways to attend to this. ‘Knowing residents’ meant knowing somebody’s love for a particular food and caring for the continuity of
those habits. Clues about these habits may be taken from interactions with
residents and their biographies as told by family members and friends
who visit them on the ward. In ‘catering to identities’, who somebody is,
is at stake. Drastic changes may be too painful to bear, or become a cause
of conflict. Which differences are attended to, and how this is done, then,
matters for the way in which individuals are enacted.
While we have separated these repertoires of attending to difference heuristically, in practice they may go together or clash. We begin by
illustrating how they may clash. Ms Weinaart had only moved into the
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care home the week before when she told Annelieke that she only liked
sandwiches with chocolate sprinkles [hagelslag] for breakfast. Afraid to
deprive her of the possibility to have something else in case she felt like
it, Annelieke continued to put the basket with the assortment of bread
spreads on the table where Ms Weinaart sat. After a few days, Ms Weinaart
snapped at her: ‘I told you I only like hagelslag! No need to bring me all
that other stuff.’ The incident points to the impossibility of attending to
differences in one single ‘right way’. If knowing preferences solidifies
preferences in time and leads to receiving the same sandwich topping for
years, choice is a liberation. If being served what one likes without being
asked is a form of recognition, and a way to say ‘I know you’, choice may
undo this. Being asked again and again may prove a nuisance, and indeed
a denial of relationships that have been established before. What is right,
then, depends on the situation.
Repertoires may also harmonise: knowing somebody often goes
together with providing choice, such as when care workers know that a
particular resident likes to make her own choices. Here is one last story,
from Annelieke’s first day in De Bostuin:
I am seated beside Mr Steven at the breakfast table. He puts one layer
of butter after another on his slice of bread. Iris looks over, but continues to help Mr Black with making his sandwich. After careful consideration Mr Steven picks the apple syrup from the selection of toppings,
and puts the jar down next to his plate. Then, suddenly seemingly
unaware of the jar, he continues to look around the table. After a minute or so Iris asks him ‘What would you like on your sandwich?’ Mr
Steven then picks up the peanut butter, opens it, smells it. ‘Urgh.’ He
turns his face away in disgust, mumbling ‘How can one…?’ Iris points
out the apple syrup next to his plate. Mr Steven looks at it blankly. ‘Do
you want that?’ Iris asks. ‘Yes’ he says. Iris asks if she can help him; he
nods. She gets up, spreads out the butter and puts some apple syrup
on the very edge of the slice of bread, and sits back down next to Mr
Black. Mr Steven does not spread the syrup across his bread. He just
cuts it into uneven pieces, smearing the syrup over his entire plate.
Although he ‘failed’ to spread out the syrup, Iris intervenes no more.80
80 Those reading earlier drafts of this paper asked us whether what Annelieke observed could
have been a performance, suggesting that care workers were ‘showing off ’ to her at ‘being a good
care worker’. This is at best a cynical reading of the data as it suggests that care workers do not
‘care’ in the affective sense of the word, a sentiment that is very much fueled by the ever-present
critique of institutional care. Here, we do not deny that there were indeed instances in which food
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Afterwards, Iris explained why she did what she did (and refrained
from doing anything): Mr Steven’s wife had often interfered with his
ways. He could still be very irritated about things that she had decided
for him, for instance when Iris pointed out the clothes that his wife had
bought for him, he would say, quite agitatedly, ‘Oh, my wife!’. Iris said
that therefore she prefers to give Mr Steven some more time before
interfering with his actions, or not to do so at all.
All three repertoires are inextricably interwoven here: Mr Steven can choose
a topping from the set of spreads on the table. Iris acts on her knowledge of
his biography (precisely by waiting as long as possible). She allows time for
him to change his mind, so as to know anew. Only in the last moment does
she interfere in the least invasive way that is possible, putting apple syrup
on the side of the sandwich, for him to spread out, or not. The story shows
that differences are not stable (preferences and abilities may change), nor
do they add up coherently (past convictions may not be the same as current
appreciations). Insisting on continuity risks rigidifying somebody’s tastes
or habits, causing a loss of openness to new preferences, or the possibility
to form new habits. By contrast, attending to change, incoherence and discontinuity allows somebody to become different from before. But here the
risk is to lose what was key to somebody’s identity, which can be painful for
those who have known the person in question for a long time.
Food matters for individual difference
We began this chapter by reviewing how in different medical settings
attention to individuality takes the shape of focusing on genetic difference,
variation in personal circumstances, subjective experiences, and diverging
psychological needs. Implicit in these ways of conceptualising the individual were differences between groups. In this paper we have attended to individuality and differences as enacted in food provision practices in Dutch
residential care. Our empirical material and analysis demonstrate that
much can be learned from how food workers do individuality, by enacting differences between residents – even different kinds of difference –
and differences within residents over time.
To return to the questions with which we began, we conclude by suggesting three implications of our analysis for thinking about individuality and difference. Firstly, our analysis shows that making differences is
provision happened in a quick and careless way, with little attention to personal specificity, but
insist on shifting the focus to instances in which differences were attended to, to learn how it may
be done.
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not easy. It requires work, work that consists of offering options, observing
responses, and keeping options open.
Secondly, our analysis brings individuality to the fore as a relational process. Institutions enact certain kinds of individuals, and foreclose the enactment of others. In this paper, for instance, we have seen that the institutional menu caters to various tastes, religious identities, and abilities, but caters
much less to choice in terms of what to eat if one’s preference is not one of
the two options served, or when to eat, or cultural differences. Individuals,
in our analysis, were not isolated entities, but are enacted through the practices of paying attention to difference: providing choice enacts residents as
able to express preferences themselves, sometimes verbally, sometimes
non-verbally. Knowing residents places emphasis on the care providers’
actions instead, but is based on existing relationships. Catering to identities
enacts (changing) tastes as part of individuality. Individuality thus comes
about in relations: individuals are made in practices of relating people to
other people, to objects, or to a narrative of their past behaviours, tastes
and desires.81 This analysis links up with earlier work insisting on personhood as characterised by relationality rather than separate from others (e.g.
Gjødsbøl and Svendsen 2018) and underscores the argument that material
conditions for doing care are important (van Hout, Pols, and Willems 2015;
Twigg and Buse 2013; Buse, Martin, and Nettleton 2018).
Thirdly, our analysis of food provision in dementia care teaches us that
tailoring care is not necessarily about how differences may be attended to,
but also what kind of difference should be attended to. Sometimes individuality is related to groups, such as when populations, generations or
cultural groups are defined, and individuals are examples of these groups.
But groups do not make individuals, as individuals may differ in yet other
ways (vegetarians who eat meat for instance). This is a relevant finding
for researchers too. There is a realisation that the terms used in relation
to differences are not merely descriptors but play a role in stabilising
and naturalising some categories and contesting others (Krebbekx 2018;
Krebbekx, Spronk, and M’charek 2017). In doing research, we thus do not
only describe, but create and recreate certain differences and categories. It
is therefore urgent to ask which categorisations are strengthened in practices of making differences, and which are weakened. It is our hope that
our analysis will make researchers sensitive about how they deal with differences and particularities.
81 It must be noted that the achievability of enacting more and more differences has limits: in
heavily burdened care settings, it is impossible to cater to the potentially endless variety in tastes
and choice that could come about when sensitivities were to be developed to them.
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Chapter 5

Pleasure and dementia:
On becoming an appreciating subject
Abstract
What can pleasure in the nursing home teach us about dementia and
subjectivity? In this chapter I seek to challenge the assumption that the
‘fourth age’ involves the loss of subjectivity. In presenting dementia as a
single pathway towards loss and decline, alternative pathways that provide
more hopeful imaginaries become obscured. Drawing on ethnographic
fieldwork in residential dementia care, I show how care professionalscraft
conditions that invite residents to take pleasure in, for example, dancingand
bathing, and thus to become what I call ‘appreciating subjects’.Although
residents do not craft these conditions themselves, they are active in
accepting the invitations offered and enacting their appreciations. I argue
that pleasure is a relational achievement, one that is contagious for those
who let themselves be affected.

Originally published as: Driessen, Annelieke. 2018. “Pleasure and Dementia: On Becoming an
Appreciating Subject.” Cambridge Journal of Anthropology, 36 (1): 23–39. https://doi.org/10.3167/
cja.2018.360103.
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Pleasure in dementia care
Dementia is one of the most feared diseases of our times (Pin et al. in van
Gorp and Vercruysse 2012, 1274). Emotionally charged metaphors, in
both lay and medical discourse, are illustrative of this: they present people
with dementia as sailing off into darkness or drowning in a sea of forgetfulness, as plants, vegetables, empty shells or even as ‘living dead’ (Hashmi
2008, 209–10; Moser 2008, 104; Gubrium and Holstein 2003, 216; van
Gorp and Vercruysse 2012, 1277). Dementia has been described as implicating a loss of self. Selfhood, then, seems to be dependent on cognitive
functions (Mitchell, Dupuis, and Kontos 2013; Moser 2011; Taylor 2008;
Kontos 2004).
These fears culminate in the so-called ‘fourth age imaginary’ (Higgs
and Gilleard 2015). The ‘fourth age’ is collectively imagined as a terminal
destination in life, marking the departure from a fit and healthy life to illness and dependency, in which people with dementia are seen as losing
their subjectivity; they can no longer express themselves intelligibly, and
are stripped of all possibilities to enjoy life (ibid., 14). In line with Higgs
and Gilleard, I argue that this imaginary is disabling in itself. In presenting
dementia as a single pathway towards loss and decline, alternative pathways
that provide more hopeful imaginaries become obscured (ibid., 72–77).
In this chapter I question these ideas about what dementia means for
being a subject by presenting ethnographic data on moments in which
pleasure occurs in dementia care. As we seem to expect these moments the
least when thinking about dementia, I ask: what can taking a closer look
at moments of pleasure teach us about the kind of subject someone with
dementia may become? Rather than accepting that subjectivity relies on
cognitive abilities that are lost to those with dementia, I understand the
fourth age imaginary as a specific version of understanding dementia, which
projects particular versions of life with dementia while excluding others.
Based on my observations in care practices, my aim is to take a step towards
‘articulating alternatives’ (Moser 2005; Vogel 2017) to counterbalance the
dominant understanding of cognitive decline as fatal to subjectivity.82
I describe the residents of the Dutch care home I studied who are living with dementia as ‘appreciating subjects’, rather than as people suffering
from function loss. I demonstrate that they can take pleasure in dancing,
bathing and daily care. My analysis of these situations suggests that pleasure is a relational achievement, comparable to the organisation of pas82 I explicitly do not wish to deny the potential political utility of pointing to the incapacities
and needs of those affected (e.g. Comer 2007), or to contribute to what some have argued to be a
burden of excessive obligations to be happy (Ahmed 2010).
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sion as put forward by Gomart and Hennion (1999). I describe how care
professionals83 craft the conditions that subsequently require residents’
active surrender before pleasure may occur. As residents actively let themselves be affected, others can become affected too. By virtue of its spread,
pleasure is contagious. I thus demonstrate that a focus on pleasure brings
people with dementia to the fore as appreciating subjects rather than subjects characterised by lack or as no subjects at all. This shift of attention
from cognitive capacities to crafted conditions and enacted appreciations
may itself help realise the potential of pleasure in the lives of those living
with dementia.
The emergence of appreciating subjects
I draw here on fourteen months of ethnographic fieldwork that I conducted in Dutch residential care. In what follows, I explain the contours of my
fieldwork and how I have drawn on the insights of scholars working at the
intersection of anthropology and science and technology studies to outline my approach to studying pleasure. Undertaking this methodological
discussion leads us directly into the central ethnographic and analytical
matter of this chapter: just how should we understand subjectivity anthropologically in the lives of people with dementia?
I follow Ingunn Moser in understanding subjectivity as ‘a location of consciousness, knowing, thinking or feeling’ (Moser 2005, 693),
most adequately thought of in the plural (‘subjectivities’) to denote that
subjects emerge differently when relationships are structured differently
(ibid.). Subjectivity, on this account, is thus not an innate capability, but
instead a set of ‘positions and possibilities for experience that emerge in
embodied interactions’ (Moser 2011, 714). If subjects are not pre-given
presences, but the outcome of heterogeneous processes, they cannot be
the starting point for theorising; instead, they must be studied empirically.
By focusing on practices, I resist fixing subjects or assuming that innate
corporeal capacities for pleasure are necessarily lost with the progression
of dementia. Instead I analyse how subjects are acting and enacted, how
they become appreciating subjects in relational engagements with their
sociomaterial environments.84
83 I use the term ‘care professionals’, but mean this term to include people as diverse as care
workers, volunteers, managers, receptionists and physiotherapists. Visiting family members
sometimes helped in crafting conditions for pleasure.
84 The term ‘sociomaterial environments’ builds on the material semiotic tradition (Law 2009).
Scholars in this tradition argue against separating the material from the social, and insist instead
on studying their complex entanglement of things-in-becoming.
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I use Emilie Gomart and Antoine Hennion’s work on passion as a form
of attachment (1999) as a methodological starting point to studying pleasure empirically among those who may not be able to voice what they do
(and do not) like. Drawing on their longstanding scholarly engagements
with drug addicts and music amateurs, they argue that ‘active work must
be done in order to be moved’ (ibid., 227). Music amateurs acquire skills to
appreciate nuances in music, playing the same part over and over until the
effect ‘arrives’. Likewise, drug users manage their dependence on heroin so
as to remain prepared for pleasure.
Moving away from the question ‘who acts?’ – positioning the subject
as the source of action – and asking instead ‘what occurs?’, Gomart and
Hennion pay attention to what is done to help active dis-possession occur
(1999, 225–26). This shift from ‘action’ to ‘events’ (ibid., 223) is helpful in
seeking out pleasure among people with dementia as it allows us to see
not only that action is distributed in networks and configurations, but also
that objects may prolong and transform actions initiated elsewhere in surprising ways. It is no longer merely about doing, but also about what is ‘left
and made to arrive’ (ibid., 222). Active and passive are blurred together.
The attachment, ‘that which allows the subject to emerge – never alone,
never a pristine individual, but rather always entangled with and generously gifted by a collective, by objects, techniques, constraints’ (ibid., 221),
takes the form of actively submitting to self-abandonment.
This idea raises the possibility that people with dementia might still
be involved in pleasurable moments and relationships, a possibility that
empirical ethicist and ethnographer Jeannette Pols has argued for explicitly. Pols contends that, while residents of dementia care homes cannot
always verbally express their attachments, they can make these known
through their embodied ways of valuing something (2005, n.d.). These
‘enacted appreciations’, as Pols calls them, are both passive and active,
and they can be verbal or non-verbal, and shared or rejected by others.
Crucially, subjects are active in their own enactment. Pols invites us to
consider subjectivity as ‘the possibility to appreciate and value – or resist
and subvert – the subject positions one enacts [together with others]’
(Pols, n.d.).
The ethnography I present in this chapter explores conditions in which
chances for subjects with dementia to appreciate and actively surrender to
pleasure are collectively crafted. I take the arguments of Hennion, Gomart
and Pols about appreciation and subjectivity as tools with which to attend
empirically to how, in care practices, new subject positions are enacted
by and for people with dementia and those around them. Between 2014
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and 2015, I spent six months in the care home85 De Zonneweide,86 home
to fifty residents, fifteen of whom were diagnosed with various forms
of dementia. I spent another eight months on one of two dementia care
floors (each consisting of two interconnected wards, home to twenty-two
residents with moderate to advanced dementia respectively) of the nursing home De Parkhoeve.87
For the first ten weeks of fieldwork in each location I undertook at
least three eight-hour shifts per week, helping care workers to make beds,
accompanying residents to the living room or to the hairdresser, and serving food to residents. I observed and aided care workers in providing daily
care tasks – such as getting residents up, washing and dressing them – and
less regular activities, such as physiotherapy sessions, gym classes and the
newspaper reading circle. I spoke to care workers, occupational managers,
volunteers and family members about giving care and life with dementia.
When busy work schedules allowed for it, I deepened these conversations
in semi-formal interviews.88
Later, I spent more time with residents independently from organisational schedules. Instead of interviewing them, I accompanied residents
on their walks on the ward and occasionally outside, and sat with them in
the coffee corner or at the dinner table. I provided residents with as many
opportunities to become aware of my position as a researcher as the context permitted. Building on Pols’ (2005, n.d.) approach to enacted appreciations, I paid attention to whether residents seemed to feel comfortable
around me. Taking enactments of discontent seriously, I withdrew from
situations in which residents seemed to respond to my presence in an agitated manner.
85 In the Netherlands a distinction exists between verzorgingshuizen (residential care homes,
also called woonzorgcentra [live-care centres] to emphasize the policy that seeks to give
precedence to living over caring) and verpleeghuizen (nursing homes), the latter being home to
people with a ‘heavier care need’ compared to the former. Here, I use the terms ‘care home’ and
‘nursing home’ to distinguish the two, and ‘institutional care settings’ to indicate both.
86 All names used for residential homes and interlocutors are pseudonyms.
87 At both locations, care workers and residents’ family members were informed of the study
through leaflets and the newsletters of the institutions under study. The study was approved by
the Ethics Committee of the Amsterdam Institute for Social Science Research. During and after
the fieldwork period my fellow doctoral students in the Anthropology of Care research network at
the University of Amsterdam and I organised ‘Dialogue Evenings’ [Dialoogavonden] throughout
the duration of our projects. In these meetings we presented our (preliminary) findings to
interlocutors and others who were interested, followed by an exchange of thoughts about these
findings and their implications for work and life with dementia. For more information, see http://
partnershipforcare.uva.nl/activiteiten/dialoogwerkgroepen.html.
88 Interviews were transcribed and organised along with extensive field notes into themes
using the qualitative analysis program NVivo. I obtained written informed consent from all
interviewees.
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Throughout the fieldwork, I attended closely to seemingly insignificant
movements and occurrences, such as taking up an invitation to dance,
forming a smile or sinking into a warm bath and relaxing, that I took
to signal residents’ attachments (Hennion 2001, 2007, 2017). It is these
moments that I focus on here as I describe care practices in which care
professionals crafted conditions for pleasure. I argue that, in these practices, residents – and others – emerged as appreciating subjects.
Dancing: an invitation to pleasure
At the beginning of my fieldwork, the bi-weekly dance was still rather new in De Zonneweide. Care worker Joani and physiotherapist
Leon had written up a plan for the event and gained the management’s
approval, but staff attendance was low for a long time; many found it
rather embarrassing to dance in front of their colleagues or silly to do so
during work time. Out of enthusiasm, but also undoubtedly keen to get
an extra pair of hands, Leon and Joani asked me to join. So, whenever I
could, I attended the activity. Receptionist Tamara told me that whenever family members came in during the event, they always expressed
their joy at seeing the residents and staff members dancing. Over time,
Leon and Joani’s enduring enthusiasm resulted in the loyal presence of
more and more staff, and some volunteers became regulars at the event.
Some days the manager would join the crowd on the dance floor too. To
me, the dancing activity became a symbol of how pleasure in dementia
care could be achieved.
Twice a month, on Tuesday afternoons, Mr Zondag set up his music
equipment in the entry hall. Mr Richard, a resident who I knew always
looked forward to the event, helped to set aside the tables at which the tea
club gathered every morning, and to arrange the chairs into a large circle.
The music – ranging from jazz to foxtrot to Dutch folk songs – echoed
invitingly through the corridors, reminding all that the dancing was about
to begin. As the sounds began to fill the space, the home’s institutional
aspects – the reception in the hallway, the restaurant and the coffee bar
tucked away next to the back entry, the lift to the residents’ apartments
upstairs – disappeared into the background.
When everything was ready, the care staff, the volunteers and I accompanied the residents to the chairs at the edge of what had now become a
dance floor, and attempted to entice those hanging back to join in as well.
Leon often did a round of warming-up exercises, after which he opened
the floor for the hour to come. After some dancing, Joani and the restaurant staff served lemonade to everybody.
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Mr Zondag, the in-house DJ, is himself a resident of De Zonneweide.
He granted me an interview in his two-room apartment, between the
shelves of self-made mix tapes and an impressive collection of LPs, a mere
fraction of the music collection he used to have before moving into the
care home. Although he never dances when he plays music for the event,
he spoke of the pleasures of dancing in the present tense: ‘When you are
there with two people on the dance floor … and it goes well, it gives you
pleasure [dan geniet je89]!’
But how does this pleasure occur? Consider, to begin with, the music.
Mr Zondag’s collection holds numerous well-known tunes from the 1940s
and 1950s with which residents can sing or sway along. In our interview,
Mr Zondag described his memories of the ballrooms he and others from
his generation frequented in their youth:
Whenever you hear that music after years and years, then I think ‘Hey!
This one was played when I was in [the Dutch province] Drenthe, when
the Netherlands was liberated [in 1945], when the English came and
they threw a dance night and we sat there in the room and this music
was being played’, and then I still see those few Englishmen dancing
with the villagers in that school room. And that suddenly comes to
mind, that comes to the fore of my memory.
The music does work: it actively evokes memories of the past and stirs up
emotions associated with it.90 And it moves bodies. Here, it is not the loss
of the ability to recall words and memories that is foregrounded, but rather a body that remembers. The music entices listeners to dance.
That does not mean it is easy. Some steps have been forgotten. Legs
simply refuse to move as fast as the beat. Energy levels fade mid-song.
Hips and knees are too stiff for dancing. Ballroom dancing as it was done
in the Netherlands when these residents were young – in pairs, following
sequences of steps, with ‘dancing poses’ – is no longer possible for them.
So, to help pleasure occur, Joani and Leon have trained their colleagues
and volunteers to adjust their own bodies, ideas of what dancing is, and
89 The Dutch verb genieten translates as ‘to enjoy oneself ’ or ‘to get a great deal of pleasure (out
of)’. The noun genot translates as ‘enjoyment’ or ‘pleasure’. I predominantly used ‘pleasure’ as its
translation as it opens up a register that automatically includes the bodily.
90 A testimony to the positive effects of music on people with dementia is the documentary
Alive Inside (Rossato-Bennett 2014) in which people with dementia are given a music player
with a personalised playlist. For a Dutch account of music, familiar objects and reminiscence for
people with dementia, see Carpentier 2017. A welcome comment in this report is that memories
that come up during reminiscence are not always positive.
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the environment in ways that enable dancing together. As De Zonneweide
is home to many more women than men, and female care workers outnumber their male colleagues, first to go is the presumption that a pair
consists of a man and a woman: female care workers danced with female
residents too. Then, instead of taking a classical dancing pose, care professionals and residents hold one another’s lower arms for stability. Steps are
smaller and slower; chairs are always nearby. Those unable to walk dance
while standing in front of their chairs. Those unable to stand dance while
seated, by moving their arms, legs or feet. With these adjustments, residents do not lack abilities. Instead, they have potentials that can be realise
d if the right conditions are in place.
Sometimes Leon and Joani introduce other formations altogether.
The circle, for instance, affords different ways of relating to one another
and allows for surprising situations: when Joani holds out her hand to Ms
Koning, she takes it, unsure on her feet. Her other hand finds Leon’s hand,
who in turn holds Ms Rose’s hand. I am standing between Ms Rose and
Joani, and in this little circle we all find stability. We move carefully to the
left, then to the right, sometimes pushing and pulling carefully to indicate
the need to change the pace. The circle opens to include Ms Steiner, who
tripped, fell and broke her arm a few days earlier. Before, she could walk
by herself, but now she is on painkillers and therefore sitting in a wheelchair at the edge of the dance floor. Mr Richard takes the wheelchair and
turns Ms Steiner as well as he can within the circle that we have formed.
Both laugh. Then we all do. Ms Steiner drums the beat of the music on the
armrests of her chair and she smiles with her eyes wide open now that she
is included in our dance. Ms Rose suddenly says, radiating with joy, ‘I like
it!’ [‘Ik vind het leuk!’], emphasising the ‘leuk’ as if she is herself surprised
by it. Ms Jacobs sits on a chair in the circle, but firmly refuses my request
to dance with her. She says, ‘I am not a dancer’. Yet in her chair she seems
unable to stop wiggling her feet to the music. Dancing does not give Ms
Jacobs pleasure, but something else may do just that; the music may still
entice feet to wiggle.
People with dementia are different from Gomart and Hennion’s drug
users and music lovers, as residents with dementia do not generally craft
conditions for pleasure so intentionally by themselves. But the argument
that conditions must be established, prepared and organise d remains
helpful to understand how pleasure occurs, nevertheless, on the dementia
ward. Care professionals, and a few residents who are able to help, including Mr Richard and Mr Zondag, arrange heterogeneous elements such as
music equipment, LPs, chairs and lemonade in ways that appeal to resi88

dents’ sensitivity to music, touch and togetherness. Moreover, not just any
conditions are crafted, but those that resonate with the past of this particular group of people, evoking memories and feelings.
This does not mean, however, that residents are entirely passive – that
is, simply waiting for others to arrange their enjoyment. Consider Leon’s
reflection on ways of relating in dancing:
Look, one should never force anyone. You wouldn’t like it either if
someone leads you in a forcing manner. But you should, in fact, invite
[the resident] to move, and sometimes it may just be that someone
starts to move by him/herself and then it is nice that you can move
along. That is the principle of ‘following while leading and leading
while following’ [leidend volgen en volgend leiden]. When I dance with
somebody and what I want does not happen, then I go along with that,
and then you lead again and that’s fun.
Leon offers an important insight here: taking pleasure cannot be achieved
through force, only through invitation. Music entices the body to move.
The care professional or volunteer extends a hand and the stability for a
dance. The crafted conditions offer a subject position in which pleasure
is a possibility, yet to become an appreciating subject requires residents’
acceptance and a positive appraisal of those conditions, and in turn attention to such appraisals by others: the resident accepts the hand, steps onto
the dance floor, moves along and leads. Residents thus are ‘active-passive’
in just the same way as Gomart and Hennion’s drug users and music
amateurs. Almost paradoxically, it is when they actively surrender to the
conditions crafted by others that they become positively attached to what
seizes them.
When the dancing carer is receptive to the resident’s moves and goes
along with these, dancing becomes dancing together. When residents
enjoy themselves, it affects their dance partners and bystanders too. If the
care workers let themselves be affected, they too emerge as joyful subjects.
By virtue of its spread, pleasure is contagious.
Leon suggests that this experience of dancing together can transform
relationships between residents and care professionals:
I feel [that] one becomes more equal. The way I see it is that I am making contact which is somehow more real. And with ‘more real’ I mean,
there is a person sitting in front of you, not only a patient or a resident.
There is a person! [‘Er zit gewoon een mens!’] That is what … dancing
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does. Yes, whether they are in a chair [dancing to] the music, or just
dancing freely as it were, or together, in an ‘open embrace’ of course,
yes, then it is people sitting in front of me, more so than usual.
For Leon, dancing makes it easier to see someone as a ‘person’ rather than
merely a ‘resident’; through dance, people gain subject positions that allow
for individuation and connection.
Dance as the medium of interaction allows people with dementia to
invite care workers into a different subject position too. They can be more
than ‘mere’ caregiving professionals. For Joani, dancing is a way to encounter residents in a different role to her usual one as a care worker:
[It is like] being put in another role by the person with dementia, for
instance, a mother, a friend or a daughter. During the dance, the meeting of two people, in whichever role, is [of] central [importance]. They
are now no longer in a hierarchical relationship.
Azucena Guzmán-García, Elizabeta Mukaetova-Ladinska and Ian James
have made a similar point with regard to Latin ballroom dance classes and
people with dementia, stating that care workers value ‘hav[ing] a break in
a fun way with residents’ and ‘interact[ing] in another context apart from
cleaning and feeding’ (2013, 532). Enjoying a dance together enacts relationships that are different from one person helping another. Joani even
feels that dancing can facilitate the provision of daily care in the longer
term, because the friendlier, warmer affect towards each other remains.
Pleasure, jointly achieved through invitations extended by music and
chairs and with people moving together, in self-abandonment to conditions crafted with care, may not bring perfectly rational, independent cognising agents into being, but it does facilitate the emergence of relational,
appreciating subjects nevertheless.
Bathing: surrendering to crafted conditions
In dancing, sociality is instrumental to transforming relationships and
giving rise to unexpected subjectivities. How is pleasure different in a setting attuned to one single person? The practices related to bathing in De
Parkhoeve illustrate how one-on-one situations can have similar effects.
It was care worker Bram who showed me the bathtub in the ‘snoezel
ruimte’, a multisensory environment. Snoezelen, a form of therapy developed
in the Netherlands in the 1970s, relies on the use of a variety of sensory
stimuli, such as lights and colours, music and sounds, scents and differ90

ent tactile materials. Bram regards it as his main task to bathe the clients
with ‘heavier care needs’. He contends that bathing can add a lot to nursing home life: ‘People can take tremendous pleasure in taking a bath. …
Clearly they are sitting in the living room all day and there are activities.
But you can really see that a one-on-one activity like this has a lot of added
value [meerwaarde]’.
Bram takes about one hour to bathe a resident.91 He helps residents to
wash themselves, and gives the male residents a shave. Indeed, during the
bathing activity it is easier to attend to individual preferences than during
the dancing activity. Bram chooses personalise d music based on what he
knows about a resident’s past and what they respond well to. He combines
‘body-pleasing aspects’ (Twigg 2006, 122–123; 138), such as warm bathwater, with dimmed, coloured lights that move slowly, like a kaleidoscope,
across the ceiling and along the walls. He may, so he tells me, also ‘do a bit
of physiotherapy: let [the bathers] move their legs, if they can still do that,
or move their arms’. Lastly, he offers the bather breakfast in the tub – coffee
or tea, and a sandwich of choice, or what the staff knows that this particular resident likes to eat – which he places on a table that stretches across
the tub. After the bath, the bather can sit in the adjacent room for a bit
longer, if desired, with a cup of tea or coffee, while Bram cleans the bath,
refills the tub and begins to bathe the next resident. The first bather often
stays to listen to the music of the next.
Bram has by now bathed all residents at least once. Now he picks residents based on whether he thinks they find it enjoyable: ‘Everybody who
likes it can be bathed again, others of course do not [have to bathe again]’.
As with the dancing, the residents’ receptiveness is a prerequisite for pleasure; the occurrence of pleasure cannot be forced, but must be invited
by the warmth of the bath, or by one’s favourite sandwich – which, in an
unusual mixing of practices, can be enjoyed in the tub.92
One Monday morning I encounter Bram by the tub, and he tells me
that he is about to bathe Ms Velthof. He has communicated to the team
that he will get Ms Velthof out of bed once the bath is ready for her. We go
to her room together, and find her awake but unwilling to get up. She says
that she wants to die. Bram jokes that he cannot arrange that for her: ‘The
91 Importantly, Bram works only a few hours per week, and when he does, he is an ‘extra’ to the
scheduled care staff. One-on-one bathing sessions lasting one hour per resident would otherwise
be much harder to realize.
92 Similar points have been made elsewhere. Pols’ study on washing in nursing home care
highlights how washing may be pleasurable (Pols 2006); Vogel and Mol’s ethnography on eating
and weight loss illustrates how food may invite pleasure (2014); and Brijnath’s ethnography on
dementia in India demonstrates food and eating to be political and pleasurable (2014, 116–36).
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Ministry of Justice does not allow for me to do this’. But he has a bath waiting for her, he says. Ms Velthof gets up and walks along, meanwhile still
commenting on ‘how stupid everything is’.
Once in the tub she seems less discontented. She talks about how fascinated she is by not being able to remember the most recent past. ‘How
long did you say I have been here for? Two months? It really feels like I
have been unconscious for the past two months.’ She wonders if she has
eaten at all during those two months. I tell her she has been awake, but
that she has memory problems. This she knows, she says. Then she asks
if she has spoken at all during those months. ‘A lot!’ I say, and I tell her
some of the things she said. She and I both laugh. She tells Bram to ‘scrub
her properly, because of the dirt that accumulated over two months’. Now
we all laugh. Bram gives her a washcloth, so that she may wash herself
while he scrubs her back. She does not repeat the death wish she expressed
before, but takes the washcloth. By the time she receives a cheese sandwich
– her favourite, she says – she is chatting away energetically. The mix of
eating and bathing gives the situation a special feel. These conditions help
bathers to acquire a body that is sensitive (Despret 2004; Hendriks 2012),
a body that can appreciate warm water, the smell of soap, personalise d
music, conversation and food offered. Ms Velthof surrenders herself to
the conditions Bram has created in the snoezelruimte: she asks for a back
scrub, talks at length, and laughs. Her joy affects me too: I talk and laugh
with her.
If residents let themselves be affected, pleasure may come in different forms. It may come in the form of particular embodied memories, as
Bram told me once, while we were cleaning the tub:
This is the generation that bathed in a tub at home, or who did not
have a bathroom at all. Then there was a bucket with water. I may ask
a resident: ‘How did you bathe yourself when you were little? What
did you experience then?’ There is a lady who really goes back to her
childhood years – she will squat on her haunches in the bath; she really
turns in circles like a little child, with little dolls.
Or it may come as pure relaxation, as Bram recounts after just having
bathed Mr Knoop: ‘He loved it. He slept the whole time’. ‘Oh, that sounds
relaxed!’ I say. Then I hesitantly add, ‘Is that a good thing?’ ‘In his case, it
is’, says Bram, and he explains that Mr Knoop spends much of his time
lying in bed, somewhat restless. His sleeping in the bath signals that he
was able to let go of some of his restlessness. As with dancing, there is
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an active-passive engagement here. The act of relaxing, letting oneself be
affected by the water and music, is required for pleasure to occur. This
became most visible when a resident did not do so, as was the case with Ms
Robijn. When Bram hoisted her onto the lift chair and started lowering
the chair into the tub, she did not relax into the water but kept screaming
‘poo, poo, poo’. She moved her body away from the water to the best of her
abilities. Bram later reflects on what happened in our interview following
the occurrence:
Initially … she did not want to cooperate93 … but then, at once, the situation turns and then … you see how she beams and how she changes in her behaviour. … She [usually] really likes being in the tub. But
now she came from the toilet. In her experience she is still straining.
She was not; she was done. She has a prolapse [a medical condition
of intestines protruding through the rectum]. So she pushes … a part
of her intestines out, so perhaps that feels like straining. But then she
stays in that [experience] of defecating. And then she says that: ‘poo,
all poo, poo’. … And then it is really difficult to distract her.
As long as Ms Robijn felt that she was on the toilet, to her the bath was
‘infected’. For very good reasons, she could not make herself available to
the pleasure of taking a bath. Whether a resident can surrender to the conditions crafted thus depends also on what has happened before. Sometimes
situations like this do not change at all, and the bath is better called off. In
this case, however, when Ms Robijn’s foot touched the water, she suddenly
stopped screaming. Bram slowly eased the lift down into the water. Ms
Robijn seemed to surrender to the warm water, an act of giving up control
and allowing the water to affect her. She enacted her appreciation by chatting away, eating a sandwich and moving her arms to the music like Bram.
Such moments of change can be very touching. Bram recounts another
such situation: ‘I have a resident who has severe aphasia. … I turn on [his]
music – and then I can hear him hum every now and then. Those are special moments to me: somebody who in effect never speaks, and who can
then hum to his favourite music’. Bram takes pleasure in residents’ pleasure; it affects him positively. Here, too, pleasure is contagious.
93 Care professionals frequently used phrases like ‘the resident did not want to cooperate’ or
‘the resident is difficult’ to describe situations that were indeed challenging. In this phrasing,
residents are people who should comply with what care workers want rather than people with
motives that are worth inquiring about. Spatial constraints keep me from challenging this
phrasing here. I leave it as it illustrates that an active relaxation is required for pleasure to occur.
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Pleasure in daily care
These examples of dancing and bathing demonstrate that pleasure is a
sociomaterial and relational achievement that requires collective investments. As daily care is often characterise d by low staff levels and little
time per resident, my focus on dancing and bathing could give the impression that pleasure can only be achieved in ‘special events’ or when there
are plenty of staff. However, pleasure occurred in daily care practices too,
despite the very real time constraints. Andrea, one of the occupational
therapists at De Parkhoeve, in a lengthy conversation about snoezelen
which she allowed me to record, said:
You cannot conceive of ADL [activities of daily living] as just washing
and dressing, but indeed it is also the start of somebody’s day. … One
can also use ‘snoezelen’ in [daily] care work. For instance, by using a
body lotion, you know? … Music can really help [residents] to relax,
or they start singing along, which allows attention to be directed away
from the less-pleasant things of ADL. Then people are less cross or less
anxious. [The care workers] do that so beautifully: ‘this is her music,
her music from when she was young’. And if you attend … closely
[to what] somebody thinks is pleasurable music … then that helps in
starting the day [well].
Andrea points out how important it is to create pleasure in daily care. In
situations like this, a little initial investment of time in pleasure costs no
more time overall, and sometimes even less, than attempting to get a task
done in other ways. Pleasure facilitates care routines. Instead of forcing
residents, pushing through their ‘resistance’, as care workers sometimes
called it, they invested in creating conditions that could facilitate residents’
passing into pleasure, in an effort to come to a shared desire of what was
to be done (cf. Driessen 2017). These efforts require attention to whether
the resident values what is offered to her: does the resident like the music?
How is she responding to it in this moment?
Daily care, then, need not be in opposition to bathing, dancing and
music. Precisely the merging of these ‘special’ practices with the doing of
daily care aided in the process of getting care done pleasantly. Leon holds
that when he uses music and dance in physiotherapy, ‘people connect
[him] to something positive’, which helps the session. Ms Dirks screamed
when anyone tried to wash her hair or her feet in the shower, but let Bram
wash her hair and cut her nails when she was in the bath. Similarly, Ms
Berg, who clenched her fists tighter and tighter over time, could relax her
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hands enough to let Bram clean the skin between her fingers without the
usual ‘fight’ and pain that this would normally cause. When Ms Postema
was offered breakfast while bathing, practices that usually happen separately, she ate better than usual. When care worker Linda turned on some
music, Ms Wijers, who had initially not wanted to get up, quite literally
danced out of bed. When given a cup of hot chocolate just after waking up,
Ms Veenstra could usually be enticed to get up and join the other residents
for breakfast. And, as it is nicer to aid residents with daily care tasks when
they are enjoying it, by investing in pleasure the encounters can become
more enjoyable for care professionals too.
Conclusion
Pleasure occurs in a place where it is not usually expected: dementia
care.94 The work of achieving pleasure here is distributed across a heterogeneous configuration: volunteers, care professionals and resident
DJs come together to entice and invite residents, crafting the conditions
for residents’ – and their own! – pleasure by arranging chairs, music and
lemonade, and helping residents to make themselves available to what is
offered to them. I have argued that active-passive surrender is required
for the occurrence of pleasure. If residents let themselves be affected, they
may corporeally remember steps from younger years, enjoy the togetherness and the touch of dance, forget the unpleasant toilet experience and
sink into the warm water of a bath. Pleasure, then, may be observed in
its many different forms: accepting a dance, smiling with eyes wide open,
wiggling toes, humming and squatting, and also opening clenched fists
and relaxing into sleep. I have furthermore insisted that pleasure does not
just occur in ‘special events’ in institutional care settings, such as the dancing and bathing. Rather, the pleasure of music and dance, the joy of massages with a well-scented body lotion, or laughing together can be part
of daily care too. As such, pleasure can facilitate care routines and, moreover, transform relationships. The elderly who were previously ‘mere’ care
receivers, ‘cross’, or ‘thwarting’ the plans of their care-givers, are granted
94 To put ‘care for pleasure’ in the foreground, as I have done in this article, runs the risk of
making those who provide daily and hands-on care for people living with dementia responsible
for crafting conditions for pleasure. While care workers’ abilities are crucial for bringing about
pleasure, it remains important to attend to concerns about workload, the immense everyday
work that caregiving encompasses, and the environments in which care staff work. Recall that
only when care workers felt safe enough to dance in front of their colleagues did they commit
themselves to the activity. Precisely because people cannot be forced to enjoy themselves,
facilitating and stimulating care workers in doing activities they too feel comfortable in is as
important as the work that follows.
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positions that are more positive; each becomes a ‘person’, a person enjoying a bath, a dance or a nap. Likewise, the care professionals become dance
partners, people of equal standing, associated with something positive. My
ethnography shows the importance of the relational conditions that invite
the active surrender to pleasure and give rise to appreciating subjects. In
this respect, this ethnography has relevance to debates on the concept of
personhood (e.g. Kitwood 1993, 1997) and subjectivity in dementia and
the critique that these debates ignore relational aspects of care (Baldwin
et al. 2007, 181; Nolan et al. 2002). I have demonstrated that subjectivity,
which I have here taken as enacted appreciations (Pols 2005, n.d.) within
particular subject positions, emerges in the right conditions. In dementia
care, these conditions are frequently crafted by care professionals, family
members and other people involved in the care of people with dementia. What is good depends on the conditions that invite pleasure as well
as one’s appreciation of them. Enacting appreciation should thus not be
thought of as exclusively reliant on cognitive ability. Instead, the appreciating subject comes to the fore as embodied and collectively achieved
in particular configurations. Pleasure is a relational achievement, one that
is contagious for those who let themselves be affected. This ethnography
of pleasure leads us away from all too easily assuming that subjectivity is
dependent on cognitive capacities per se. I suggest this is a lesson about
pleasure more generally: one needs conditions and invitations to be able
to take pleasure in something. Although opportunities to craft the conditions that make pleasure possible may present themselves less clearly
and less frequently to those diagnosed with cognitive impairment than
to those who are not, everyone is ultimately dependent on such external
conditions that invite one to actively surrender. This, finally, offers a lesson for ethnographers as well. Appreciations may be missed by those not
receptive to them. I propose that ethnographers can learn from dementia
care the art of becoming sensitive to subtleties of enacted appreciations,
such as the wiggling of feet at the side of a dance floor, of lines relaxing on
a face as somebody sinks into a warm bath.95 Attending to these subtleties,
95 Attending to these subtleties can also be learned from the method of the so-called miMakkus
clowns as described by Ruud Hendriks, who are specialists in interacting with people with
dementia. Hendriks uses Vinciane Despret’s (2004) work on the craft of learning to be affected to
argue that ‘becoming a clown … means acquiring a body that is learning to become sensitive to the
other, a body with which you learn to distinguish with increasing subtlety between differences in
how the other person relates to the world, attentively, physically, and sensorily’ (Hendriks 2012,
469, emphasis original). The clowns’ method involves communicating in non-linguistic and noncognitive ways: they slow their pace down, stop assuming that meanings are shared, and go along
with the rhythm, intensity and mood of the other person.
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so as to be able to articulate them as alternatives, requires ethnographers
to become active-passive too. It requires that we let ourselves be led by
those we study and affected by what occurs, much like care professionals when they dance with residents, ‘following while leading and leading
while following’. Just like a dancing care professional who sometimes leads
and sometimes follows the dancing resident, the ethnographer attends to
changes in intensity, direction and mood, at times taking the lead and at
times letting herself be led. Doing research, too, depends on crafting conditions for research participants, conditions that extend invitations and in
so doing make subject positions available to them beyond what is collectively imagined to be possible. If we expect a damaged subject characterise
d by cognitive disability, deficits and decline – such as that embedded in
the fourth age imaginary – we may only reproduce particular versions of
life with dementia, while blocking more interesting ways of living with,
and indeed relating to, people with the condition.
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Chapter 6

Conclusion:
A good life with dementia

In the main hall of care home De Zonneweide a few care workers, residents
and volunteers are dancing to tunes of the 1930 and 1940s. Others sit in a
circle around them, swaying to the music, or simply wiggling their toes. They
enjoy a glass of lemonade.
The bathtub that ‘had previously just been gathering salmonella’ in the bathroom of the nursing home, is now the place where the resident who usually
resists all attempts to bathe her, allows a care worker to wash her hair and
cut her nails. It is the place where one resident squats on her haunches and
plays with dolls in the bath, and another can finally relax into sleep.
During mealtimes in the nursing home some residents enjoy bacon – although
it requires some work to find out who wants some. Even a long-time-vegetarian
enjoys a bite of meat of the table neighbour’s plate.
In the collectively held imagination of dementia there is nothing that can be
done for those affected. Dementia is seen as inevitably leading to passivity,
getting lost to others before death, and even getting lost to oneself. This ima
ginary, captured by the term ‘the fourth age’ (Higgs and Gilleard 2015, 2014),
informs and shapes policy regulations and limits possibilities of realising
other ways of living with dementia in practice. As such, it is itself disabling.
In this thesis, drawing on fourteen months of fieldwork in three
residentialcare homes for people with dementia in the Netherlands, I have
told stories that interfere with this story of fatalist decline to articulate
alternatives. My analysis has been guided by the following questions:
1. How is life with dementia ordered in practices of everyday life and care
in Dutch residential care?
2. What kinds of interesting subject positions for people with dementia
are opened up through these practices?
3. How can the lives of people with dementia be learned from, and cared
for, both in research and care settings?
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Taking on the topic of dementia in all its complexity, my attempt has not
been to explain the ‘problem’ of dementia away. Instead, taking inspiration from practices in which alternatives were collectively achieved, I have
tried to suggest more ‘interesting’ ways of engaging with it. My hope is to
contribute to changing the imaginary of dementia by thinking about what
a good life with dementia may look like. In doing so, I hope to point to
possibilities for the many people who will be diagnosed with dementia to
live well with the condition, as well as to offer new ways of theorising subjectivity in wider care practices.
I have ‘exnovated’ (Mesman 2011) those practices in which competences and strengths are present, and in which desired outcomes are
achieved or seem to simply ‘occur’ (Gomart and Hennion 1999). These
care practices enact an alternative to versions of dementia that distribute
subjectivity away from people with dementia. In order to not get ‘disarticulated’ (Moser 2008, 107-108), they need fortification (Mol 2006; Moser
2011). With this aim in mind, I have articulated them in this thesis.
The chapters are inspired by a method of radical relationality, drawing on Jeannette Pols’ use of this term to denote the inclusion of objects
into an ethics of care (2014). Here, I extend the term to a methodological
approach and analytical strategy to research subjectivities. My processes of
conducting this research, analysing materials and writing up were pervaded by a commitment to take relationality in its many forms into account,
from relations between humans and things, from built environments, foot
baths, balustrades, to pancakes with bacon. I studied how subject positions are collectively enacted in those relations.
In this conclusion, I review what this approach of radical relationality
has brought to the fore. I discuss the subject positions that became available to residents living with dementia in the various everyday life and care
practices I have described. I reflect on what becomes of dementia and the
good life with dementia, and what may be taken from this analysis for care
for social scientific research of care practices.
Radical relationality: Ordering life with
dementia as an effect of relations
Many scholars before me have contributed to the task of arguing against
understanding dementia as a condition that makes one’s personhood or
self fade away, and that forecloses all possibilities for living well (Kitwood
1993, 1997; Sabat 2002; Kontos 2003; O’Connor et al. 2007; Kontos 2004).
These studies have been crucial in shifting responsibilities and obligations
– to be rational, to be (pro)active, to remember – from individuals onto
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collectives.96 Consequently, continuing relationships are now seen as crucial in the care for people with dementia. At the same time, the analyses
in these studies have often exclusively focused on how relations between
people may support those who live with dementia. As the chapters in this
thesis have shown, it is not just people who are key to these attempts.
Life with dementia is ordered in everyday life and practices on the dementia ward. Closed doors, views over lower floors that cannot be accessed, a
lack of friendly faces, familiar places, and foot baths are an integral part of
the experience of dementia in the Netherlands today. Not taking these into
account when making sense of unfolding situations on the ward means to
foreclose ways to act upon dementia. In line with previous literature (Gieryn
2002; Martin et al. 2015; Yaneva 2009) I have demonstrated that whether care
workers acknowledge how the building may invite specific activities on the
ward, matters for the enactment of dementia.
If certain frustrations, restlessness, aggression, repetition of questions
or apathy are simply staged as the symptoms of neurological pathology,
the arrangements that contribute to their occurrence are kept out of view.
I dubbed this sensitivity to material arrangements and the way in which
they are (made) part of situations on the ward ‘sociomaterial awareness’.
Being aware of how the built environment and the interior setup of the
ward affords certain actions, and how in the interactions with this environment specific positions become available for residents, brings into view
possibilities for action, and opens up alternative positions for residents.
To nurture sociomaterial awareness, it is important to actively invest in
not-knowing what life with dementia actually is. Sociomaterial awareness
may take the shape of a collectively fostered curiosity to what else can shape
the situation differently. This implies tinkering with (elements of) the built
environment (Mol, Moser, and Pols 2010). Seemingly small things make big
differences: Providing access to the library, or to books, may just prevent the
frustration that leads to throwing of flowerpots. Getting lockers allows the
doors of resident rooms to be open, while keeping valuables and other small
items, such as dentures, from getting lost only to be found in the piano, or
even somebody else’s mouth. No longer locking toilet doors makes them
accessible even to those who are thought not to need them. Rearranging
existing furniture invites residents to move between table and sofa.
96 This is particularly clearly illustrated by Janelle Taylor (2008), who is puzzled by the question
she was often asked when she told people she was caretaker of her mother with Alzheimer’s
Disease: ‘Does she still recognise you?’ Taylor argues that recognising somebody is perhaps not
a task that people with dementia should perform, but that indeed it may be the responsibility of
those around them to recognise people with dementia.
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In these newly crafted relations between hallways, doors, safes, pianos, toilets, and a building’s users, other ways of relating to residents
come about; interesting subject positions positions become available for
residents to inhabit: a resident may no longer be read as ‘demented’, and as
‘doing it on purpose’, but rather as ‘wanting to read’. Requests to ‘open the
door’ need to be repeated less often, and residents may become a little less
anxious, and stay continent longer. Residents may remain continent and
accept invitations to becoming just that little bit more active.
I have analysed these subject positions not as tied to specific individuals, but rather to specific practices (Pols 2005, 2011). They are thus collectively enacted: If the elements of a network are (re)assembled with care,
people with dementia emerge as desiring subjects, appreciating subjects,
continent subjects, subjects protesting being locked in and locked out.
The analysis could be read as placing an even larger burden on care
workers’ shoulders: the obligation to, in addition to an already heavy
work load, recognise the role of the built environment and tinker with
the spaces and their internal design. Yet, I insist the analysis points in the
opposite direction: because everything is connected, the task of crafting
positive ways of living with dementia rests not only on the shoulders of
care workers, but also on those of managers and architects, buildings and
balustrades. Attributing guilt or identifying a single person as the cause
of the problem insinuates causal relationships that in practice are not so
straightforward. To acknowledge this radical relationality makes it possible to address differently situations that are commonly perceived to be
problematic.
Articulating interesting positions: on desiring
subjects
In asking questions about life with dementia, I articulated what I, drawing
on Despret (2006) has called ‘interesting subject positions’ that commonly
remain unseen. In asking questions about enacted appreciations, I was
able to say more about residents’ life with dementia.
Philosophical accounts of ‘the will’ suggest thinking about ‘it’ as free
or determined, and legal accounts classify people as competent or incompetent in overseeing the consequences of wanting one thing or another.
As such, in these accounts, residents who do not want to do what is perceived by their care workers to be a necessity, affirm the mental incapacity of people with dementia; they require the help of others who are able
to make decisions for them. Rather than taking these accounts to judge
who was or was not wilsbekwaam [The Dutch term for ‘having capacity’,
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literally ‘will-competent’], I approached the will as relational. I coined the
term ‘sociomaterial awareness’ to articulate the ways in which care workers and residents with dementia are engaged in a process of negotiation
to align acts of wanting. What care workers strived for was often shaped
in conversation with the larger institution and the residents’ family members. Residents being positioned as ‘difficult’ and ‘thwarting’ the attempts
of their caregivers to do what is best for them, are best helped by being
corrected and overruled. I described how care workers engaged residents
in conversations, elevated their moods by entering the room with a smile,
and asked colleagues with better relationships to the resident to step in,
and made these practices visible as efforts to come to a shared desire.
Not only can care workers align residents’ desires with their own. I
showed that residents, too, can work on their care worker’s wishes: a care
worker can be enticed to not shower a resident, instead staying at the sink
or postponing washing until the next day. Here too, the relations that give
rise to and shape what people want are not limited to those between people: after a hot cup of chocolate a resident wanted to get up; when offered
a foot bath another resident wanted a shower; an engaging conversation
helps to get to the bathroom.
‘But is that not simply manipulation?’ some people have asked me in
response to this line of argument. Perhaps the line between sociomaterial
will-work from manipulation could be debated. However, doing so misses
out on the important finding that residents are not ‘incompetent’, ‘difficult’ or ‘thwarting’ subjects who can only be cared for through overruling
or disregarding their flawed desires. Will-work opens up possibilities for
residents to be enacted and to enact themselves as subjects whose desires
must be taken seriously. This does not mean that those who inhabit them
are independent. But rather than taking the will as a token of autonomy
of an individual, which is curbed or damaged by dependence, I hold that
instead it is the outcome of interdependence. Residents can become active
participants in the ‘care that needs doing’. What is gained is a subject position in which residents may follow their inclinations, and they and their
care workers are pleasantly engaged.
What about pleasure? On appreciating subjects
The occurrence of pleasure, as Gomart and Hennion have famously
argued in their study on drug users and music lovers, depends on preparations. They hold that ‘active work must be done to in order to be moved’
(Gomart and Hennion 1999, 227). While drug users and music amateurs
do these preparations themselves, I have shown that in dementia care this
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work happens in a more distributed manner: care workers, volunteers,
family members and nursing home residents, but also chairs and music
from the 1930s and 1940s, the right kind of ambience, and glasses of lemonade for everybody, all share the labour of preparing the conditions in
which pleasure may happen. As a consequence, one may be seized by pleasure without warning, without having done preparations oneself.
I suggest that crafting conditions for pleasure is a care practice.
Importantly, practices seeking to make pleasure happen do not foreground cognitive losses that are so often referenced in the most common
understanding of dementia. They attend to residents’ embodied responses. Care workers invest in aiding residents to make themselves available
to what may positively affect them. It takes following while leading, and
leading while following: two passive-acts (Gomart and Hennion 1999) to
effect a receptive body.97 A sensitive body has no ‘natural presence’; it must
be afforded, learned and supported (Latour 2004a; Vogel and Mol 2014;
Despret 2004). The body, then, is not a road to pleasure, but the enjoying body is an achievement. When Ms Robijn screamed ‘poo, poo, poo’
and would not let her body sink into the warm bath that Bram had prepared for her, it took time, patience, understanding and effort to trace her
whereabouts back to moments before: she had been on the toilet; in her
experience the bath was dirty. By letting her test the waters with her foot,
Bram helped Ms Robijn to let herself sink into the water come to enjoy it.
Yet, while conditions can be prepared, there is never a guarantee that
pleasure will indeed occur. Pleasure requires active surrender. Thus people with dementia, commonly depicted as passive and no longer able to
express themselves, come to the fore as actively accepting invitations to
enjoying a bath, a pancake with bacon, music from the 1930s, a dance, to
walk a few meters to sit in a cozy corner. It is these enacted appreciations
that care workers make use of when attending to differences. Through
providing choice, knowing residents and catering to identity, people with
dementia who live in institutions – which make all equal at the outset – are
enabled to ‘make themselves different’98 from other residents, as well as
from themselves in the past. If done care-fully, food provision allows people with dementia to emerge as individuals, with their own tastes, abilities,
habits, and identities, each of which may be shifting or may be (temporarily) stable.
97 The reference is to Ruud Hendriks’ reiteration of Vinciane Despret’s ‘learning to be affected’
(Despret 2004 in Hendriks 2012).
98 In Dutch ‘making oneself different [from others]’ is an active verb: zich [van anderen]
onderscheiden.
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In all chapters I have described care workers as they ‘move along’ with
residents. They do the ongoing work of care. They try again and again,
even – or especially – when something fails, they continue to craft conditions for a good life with dementia. It is not ‘dementia’ that is cared for,
but the enactment of interesting subject positions. These will be different
for individual residents and care workers. In these positions, what people
with dementia are in the practices under analysis, departs radically from
the depiction of people with a brain condition that is slowly robbing them
of their selves. Indeed, people with dementia here appear similar in little
more than their age and their living on the same ward. No longer a social
death sentence, dementia emerges as something we, as a society, can learn
to live with, and live well with.
The extraordinariness of daily care
Importantly, pleasure is not reserved to what happens in addition to daily
care tasks, but can be an integral aspect of these practices. I have contested
the all too commonly assumed distinction between everyday care activities, such as getting up and washing, and meaningful activities, such as
dancing or going to physiotherapy, by showing that the distinction frequently does not hold: these activities of daily care are also moments of
social contact (Van Dongen and Elema 2001, 159 in Wolkowitz 2006,
158). This means that daily care is not reducible to ‘regular care’, or a mere
condition for other, more special and meaningful care: dance may be part
of the morning routine of getting up; dancing may be done as a form of
physiotherapy; music may be integral to the bathing experience.
Throughout these pages, then, getting residents up and helping them
to get washed and dressed in the absence of a cure for dementia does
not merely do what the Dutch call pappen en nathouden [‘keeping the
holes plugged’ instead of fixing the problem]. The phrase refers to the act
of tending to wounds without ever healing them. The phrase is meant
derogatorily in that it is used in reference to activities that are perceived
to not really make a difference. However, my ethnography demonstrated
that care practices, like scientific or medical practices, make realities. I
demonstrated that dementia care is about making available ways of living
with the condition, and even good ways of living. Care practices, I suggest,
are generative of alternative versions of dementia, and interesting subject
positions that allow for good ways of living with it.
In the right conditions (but without guarantees), even if only momentarily, people with dementia can be appreciating subjects, enjoying music
and dance, the warm water of a bath, or simply eating tomato soup. Care
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workers may enjoy getting better at identifying individual and collective
tastes and preferences, and take pleasure in contributing to and sharing in
residents’ enjoyment of particular types of music, dancing together, being
pleasantly engaged in an activity together. Rather than patients that are
passively cared for, residents are central to the occurrence of their own,
and others’ pleasure. Pleasure may sometimes be achieved when doing
things together. And it is contagious: it grows by sharing it. Rather than
‘doing nothing’ about an oncoming flood of dementia, care is where realities are shaped through the enactment of interesting subject positions. In
doing so they shape what lives with dementia can be, and indeed, become.
This has relevance for the societal question about what good care is for
dementia: it is high time to embrace care, not as the only, inadequate help
available to those who form part of the oncoming tide of elderly with
dementia, but as practices that transform what the flood is made up of
altogether.
Caring for lives with dementia:
exnovating strengths
The concepts and theoretical insights that I have developed in this thesis
– will-work, sociomaterial awareness, appreciations and notions of individuality – draw heavily from what I learned from care workers and residents in the care settings in which I conducted my research. This, however,
does not mean that there are no lessons to draw from my thesis for those
working in care.
The care workers I worked with sometimes joked about being jealous
of me for being able to observe their colleagues at work; after an initial
phase of learning, care workers never got the chance to observe their colleague if they were not also an active participant in that care encounter.
It thus seemed that there was little space for learning from one another
through observation and discussing what you see. Besides the multi
disciplinary team meetings, or the ‘behavioural assessment meetings’,
there was little time for sharing reflections, knowledge and experiences
with team members. As became evident in the dialogue evenings, in
which my colleagues and I discussed the findings of our respective
researches, and facilitated discussions between various people whose
lives were touched by dementia, personally and/or professionally, having
this discussion and conversation space contributed to learning from each
other and making different ways of relating to dementia possible (cf.
Hoppe et al., n.d.). Consequently, if institutions provide space and time
for conversations, care workers, managers and patients can learn from
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each other about the many ways in which a good life with dementia is
achieved in care practice.
By putting into words that which is implicit, and that which is taken
for granted in care practices, Mesman demonstrates that the ordinary is an
extraordinary accomplishment (2007, 2008, 2009, 2011). She shows how
patient safety depends on things left implicit, that are nevertheless crucial to doing ‘good care’. Similarly, I contributed to ‘exnovating’ dementia
everyday life and care practices, when I put into words activities that are
often taken for granted or not noticed at all (cf. Hirschauer 2006). These
practices, in which care workers and residents identify and tinker with
relations, and create new and unexpected attachments that enact interesting subject positions, are therewith crucial to the orchestration of a good
life with dementia.
My analyses lead us away from an emphasis on ‘difficult behaviour’
towards pleasure and other appreciations, from ‘thwarting residents’ to
aligning wanting, from ‘symptoms’ to interactions with the built environment, and other things such as foot baths and food. In writing these up,
I hope to make them available for reflection and mutual learning, and to
allow knowledge about them to travel. I hope to have demonstrated that the
ambition to improve care can be taken up not only by critiquing current
practice and making top-down recommendations, but by exnovating practices in which the desired improvement is achieved. These articulations may
be taken as a starting point for improving care, as it were, ‘from within’.
Researching life with dementia:
Orchestrating space for alternatives
How can the lives of people with dementia be learned from, and cared
for, both in research and care settings? The answer to this question again
takes the form of radical relationality. I practiced radical relationality as
a methodological approach by conducting this research as collaborative
and shared throughout. Radical relationality, methodologically speaking,
means to always reckon with one’s presence, and one’s part in the production of which reality was made possible in the field and in the writing
about it. This rids us of any illusion that I could have provided a neutral
or objectivist account of the field (Haraway 1988). The field only became
enacted as a ‘field’ as I researched. The relations that I made and that in
turn made me gave rise to the stories that found their way into this book.
They are part of the stories I told.
Reflecting back on the ways in which I shaped relations in my research
and the ways in which relationality shaped my research, three lessons may
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be taken away from my thesis. Firstly, I suggest that doing fieldwork early
on in the project allows the ethnographer to include questions and concerns from the field, and to continue to do so throughout the lifetime of
the project.
Secondly, taking concerns of people with dementia into account means
to avoid relying too much on verbal communication. It requires attention
to enacted appreciations. In my own research, taking this approach led me
to take seriously the frustrations with buildings that I came to share with
residents, and to include interactions with the built environment in my
analysis. In conversation with care workers, I used my observations and
analyses as the driver for conversations, with the aim of generating curiosity among care staff about taken for granted ways of acting and being. I
attempted to craft spaces in which they could gain new questions to probe
their own doings, and in which discussing different approaches and positions became possible. The idea was always to carry reflexivity about these
positions beyond the specific moments that we spoke about, questioned,
or otherwise analysed, thereby opening up alternative ways of acting and
relating for situations that were yet to arrive.
Thirdly, ‘collaborative moments’ (Hoppe et al., n.d.) help to facilitate the
inclusion and participation of people with dementia in research, regardless
of their ability to speak in verbally coherent ways, and the engagement of
care workers, regardless of their familiarity with academic spaces. I learned
from the stories told in the dialoogavonden [dialogue evenings], and let
them help me to sharpen my analyses. For instance, in response to my presentation about will-work, a daughter of a man with dementia said that
she started to wonder whether, while her father wanted to do less and less,
she perhaps wanted and demanded too much of him. For me, this remark
emphasised the importance of arguing from the mutuality of will-work.
Spaces and moments, in which care workers, people with dementia, family
carers and ethnographers can meet, and discuss challenges and questions
and identify shared concerns is crucial for sharing the many forms of (tacit)
knowledge, tips and tricks like those that found their way onto these pages.
As a team we showed that researchers can provide a helping hand in the
creation of these spaces, and help guide what unfolds in the spaces themselves. The evenings opened up positions in which all of us shared in the
knowledge production that lies at the basis for this dissertation.
As relations are by definition never one-sided or unidirectional, my
position as a researcher and as a participant observer in particular was
enabled by those who were involved in my research as much as I enabled
people to become part of my study. I, too, became a dancer, a (sometimes
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helpless) carer, and somebody to be cared for, like when Ms Hulshof said,
when she spotted me without food at the dinner table, ‘Child, you need
something to eat!’, or as Ms Velthof said: ‘I hate that I cannot offer you
a coffee here!’ Most importantly, I learned to become sensitive to many
ethical quandaries that are typical for dementia research. I want to briefly
touch on these acquired sensitivities here in the hope to make them available to others (interested in) doing research with people with dementia.
Consider the question of consent. Ideally, I would have clarified my
role as a researcher at the beginning of each interaction with a resident.
However, many interactions during my fieldwork were characterised by
not-yet-established-communication, and, for many reasons, no possibility
to do so. For instance, when I accompanied care workers on their morning
rounds, introductions remained limited to care workers’ announcement
along the lines of ‘I brought Annelieke along’, sometimes with the addition
that I was interested in how care was done, or even that I was learning to
become a care worker. Even though I reminded care workers to explicitly
state my researcher position, an opportunity to do so often did not present itself. There in the twilight behind the still-closed curtains, the resident
still half-asleep, and with the knowledge that the way in which this first
care interaction of the day played out was likely to influence their mood
for hours after, it mostly seemed undesirable, even counterproductive, to
insist on having the research situation acknowledged right then and there.
Instead, I made sure to speak to individual residents when they were awake,
aware and responsive, and when no other demands were laid upon them.
Such conversations often started when I wrote my notes where residents
could see me, which I did to provide opportunities to engage with my activities as a researcher. I then tried to put residents at ease, by posing exclusively short or even yes/no questions to those whose understanding of complex
questions was increasingly limited.99 The process of consent was ongoing in
that consent was not just given once. In response to residents’ forgetfulness,
we had these conversations again and again, and consent for writing up stories could be given and withdrawn at any point in time. For instance, when
a resident showed discomfort with my presence, I left the room.100
Consent thus came to pertain to the creation of possibilities for grasping that I was conducting research, and possibly for actively participating in it. It furthermore was about building relationships, being honest,
respecting inabilities, and about attempting to avoid painful situations
99 I build here on McKillop and Wilkinson’s advice and strategies for conversation-making with
people with dementia in interview settings (2004).
100 See for a similar approach Cohen-Mansfield 2012, 403.
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(Taylor 2008; cf. Pols 2018c). Acquiring and maintaining consent from
residents thus requires carefully trying out various modes of ‘testing
the waters’ of emotional states, even if these were most commonly not
expressed in word. It is crucial to develop a sensitivity to the responses of
individual residents to one’s presence. This sensitivity allows more appropriate responses to what people with dementia convey (even if one does
not understand what is said verbally).
It is furthermore important to become sensitive to things in one’s
observations and analyses. Mundane things matter, and must be attended
to. I have here not theorised them as things in themselves, but always as
things-in-relation: Buildings in interaction with users; flowerpots in relation to closed wards; the will in relation to hot chocolate and smiles. The
stuff of everyday life and care was never just the backdrop against which
care was done or received, but at the very core of the practice. Things were
key to the constitution of subjectivities of the people involved in those
practices: without the foot bath no desire – a fundamental expression of
subjectivity – would have emerged in that particular moment to have a
shower.
Finally, doing research with people with dementia is facilitated by
developing sensitivity to the methods used. For instance, I learned to
become sensitive to the ways in which my practice of data gathering interfered with situations that otherwise mostly involved only two persons: the
care receiver and the caregiver. Some care workers were so kind to talk
me through her actions during the care encounter: ‘I usually help her out
of bed, then I wash her and then I take her downstairs. She can still do a
lot by herself, so I try to stimulate her to do so.’ Others reacted somewhat
differently, such as when care worker Joani said to a resident ‘Look, now
there are three of us! It is strange for me too; I do not even know who to
talk to.’ She then turned to me and said ‘I will explain things to you later’.
Indeed, in the sense of ‘being there’, both carers had reacted to my desire
to make sense of their actions, but in very different ways. Joani’s remarks
heightened my awareness of how my presence took attention away from
the resident and replicated a more general trend to talk ‘about’ rather than
‘to’ a person with dementia. Following this, I asked fewer questions during
the daily care encounters and more on our walks through the hallways,
during breaks and in interviews.
When I realised that interviews with care workers in De Parkhoeve
would have to take place outside of working hours, I replaced them with
informal conversations, which I recorded when care workers agreed to
it. When interviews were not the right method to use when desiring to
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articulate the view of residents with dementia, I learned that becoming
sensitive to one’s informants’ enacted appreciations is a viable and workable alternative. Importantly, relying on cognitive and linguistic methods
such as interviewing is no less biased than observation is: whereas asking interlocutors questions may seem straightforward, their answers hide
subtleties that may only be noted in practice. For instance, wiggling toes
may tell us more about somebody’s attachment to music, than somebody
saying that they find music pleasurable. To take into account and put into
words the enacted appreciations of our informants, then, is a way to craft
possibilities for people with incoherent voices to participate in our studies
as research subjects.
A note on methods opening up subject positions
Actorship is frequently distributed away from people with dementia.
They are described as passive, diminished versions of their former selves,
retreated from their surroundings. I continuously made explicit how the
subject positions that my interlocutors came to inhabit were not only
enacted by others, but actively participated in by the residents of the
dementia wards: Ms Koch was willing to get up when Leandra entered her
room in a cheerful mood; Ms Robijn tried as hard as she could to move
away from the bath water, but did in the end surrender to it; Mr Susila no
longer ate the food served on the ward, but did eat the Indonesian food
that his son brought to the ward on a daily basis. It is crucial for researchers to become sensitive to these diverse ways in which people are active
in their enactment as wilful, enjoying subjects with their own desires and
preferences.
To tell these stories means not only to describe, but to ‘re-scribe’
dementia care practices: they are not separate from the worlds they pertain to, but seek to interfere in them (Harbers 2005; Pols 2014). What can
researchers gain from the re-scriptions that I have offered? Most importantly, my approach suggests a novel way of analytically and methodologically relying less on informants’ ability to articulate themselves through
speech. I have analysed my interlocutors’ actions and inactions – such as
the relaxing of clenched fists or falling asleep in a bath tub – as enacted
appreciations. Doing so makes available positions ‘to speak from’, even if
non-verbally. If verbal communication is not taken as merely about content, speaking becomes visible as a practice that is valuable in itself, in that
it can become a means of relating. I demonstrate how by taking up doings
in our analyses we may include subjects, regardless of the coherence of
their voices, into research without speaking for them. This approach
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allows to take into account what matters to people whose accounts are not
easily legible, and to make others share these concerns (Krause et al. 2018).
Moreover, if or active-passive acts (Gomart and Hennion 1999), such as
relaxing into a bath or falling asleep, are taken seriously in their own right,
then people who are usually perceived as inactive, can be recognised as
contributing to ‘what occurs’ – pleasure perhaps, that may even affect those
around them.
The relational approach that I have developed throughout the pages
of this dissertation does not stand alone. It, too, relates: Dutch policy
concerns have since the start of the Dementie Deltaplan integrated more
programmes aimed at drawing on and supporting relations that give rise
to positive ways of living with dementia. The increasing emphasis on
dementia friendly communities and dementia friendly approaches in the
Netherlands and elsewhere are another important example of increasing
attention to relationality.101 Future research may look into which practices
contribute to the enactment of interesting subject positions for people
whom these communities are meant to include.
In the government’s push towards care being provided and received at
home as much as possible, research may explore which relations enable a
good life with dementia to unfold in these settings, and what ‘home’ consists of beyond being merely a locality. What kinds of networks, including
humans and non-humans, can provide support? While the home will gain
more and more importance in practice, and policy making, I hope to see
continued investments in attempts to decrease the tendency to do so at the
detriment of the nursing home – nursing homes will very much remain
important for people who cannot manage daily life at home any longer
(cf. Duyvendak 2017). As such, I hope that future research will also pay
attention to situated practices in care settings. These be helpful to understand complexities otherwise overlooked, and to identify and strengthen
the potential of current approaches. To do so, we must take seriously the
generative nature of care practices that enact subject positions for people
with dementia that allow for living well with the condition.

101 See for a Dutch approach https://samendementievriendelijk.nl/
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Summary
The most common story about dementia in the Netherlands is that of sufferers sailing off into darkness, disappearing over a horizon beyond communication and expression; they are lost to us before they have actually
died. In this ‘fourth age imaginary’ the diagnosis of dementia is equated
to the loss of what makes us human subjects: the ability to remember, to
reason, to recognise others, and to express our preferences. In the absence
of cure or effective prevention, the expectation is that 620,000 people will
be living with dementia in the Netherlands (in a population of a little over
18 million), and more than 150 million worldwide by 2050. It therefore
becomes important to ask: How can we care for so many people who will
be diagnosed with dementia in the near future?
This thesis contributes to the urgent project of creating imaginaries
that include people with dementia as subjects, and seeks to inspire practices that allow for life with dementia to be a good life. For my enquiry into
what constitutes ‘a good life’, I let myself be guided by what people with
dementia themselves valued in the care practices I studied. In taking this
approach, I am not trying to explain away ‘the problem’ of dementia, but
to suggest more ‘interesting’ ways of relating to people with dementia, as
compared to the fourth age imaginary.
To guide my enquiry, I asked:
1. How is life with dementia ordered in practices of everyday life and
care in Dutch residential care?
2. What kinds of interesting subject positions for people with dementia are opened up through these practices?
3. How can the lives of people with dementia be learned from, and
cared for, both in research and care settings?
In Chapter 1 I introduce my approach and relate it to the wider literature on the topic. 2014 and 2015 I conducted in-depth ethnographic fieldwork on three residential care wards for people living with dementia in
the Netherlands. I conducted interviews with managers, care workers
and family members. Over this period I spent a lot of time on the ward
both with residents and those caring for them. Daily care activities such as
getting up, toileting, washing, dressing and eating, have commonly been
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regarded as ‘basic care’, and thus as a mere prerequisite for other, more
meaningful activities to happen. Here, I take them as my field of enquiry
to learn about possibilities for a good life with dementia. In practices of
daily care, the focus is not on cognitive functioning but rather on care for
the body. Analysing these practices allows me to make space for alternative notions of subjectivity not based solely on cognition.
In my analysis, I draw on both medical anthropology and material
semiotics to study the different ways in which life with dementia takes
shape in everyday life and care in Dutch residential care settings. This
means I study people and things in relation. I show different ways in which
relations may be arranged, or ‘ordered’. I take a particular interest in the
subject positions that emerge within different arrangements – some more
‘interesting’ than others. With the notion of subject position, I refer to
the characteristics, possibilities and restrictions of what the person with
dementia can do and experience. These positions can be ‘interesting subject positions’ when they make space for what people with dementia can
be observed to value and enjoy, offering counter positions to those projected by the fourth age imaginary. In writing about practices in which
residents could be observed to appreciate or enjoy something, my aim is to
provide empirically grounded lessons that can be useful to both caregivers and scholars. The hope would be that these lessons, in turn, inspire
care and research practices that may contribute to good ways of living with
dementia.
In Chapter 2 I analyse what care professionals talked about as ‘problematic situations’ on the ward. This commonly referred to residents being
inactive, restless, disorientated in time and space, or aggressive. I show
that there are different ways of staging these states and actions. One way is
to stage them as the consequences or symptoms of neurological pathology.
However, this approach conceals the arrangements that contribute to their
occurrence. Another is to enact them as effects of user-building interactions. I suggest the term sociomaterial awareness to articulate a sensitivity to these user-building interactions. It is important for care workers to
consider the ways in which the built environment invites its users to act
in ‘problematic’ ways. They may then make small adjustments to the built
environment that allow for more constructive activities, and other ways
of living on the ward. For example: reorganising furniture may decrease
passivity. Providing keys can stop restless waiting in front of a door, as well
as repeated questions about access. No longer locking toilet doors changes
incontinence from being an inevitable part of dementia to something that
can be staved off. The analysis highlights the relations between buildings,
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residents, and caregivers that shape daily life with dementia. These relations may be re-ordered in ways that make it possible for residents to live
better lives on the ward.
In Chapter 3, continuing this thinking-people-and-things-in-relation,
I ask how we may think about wanting, an expression of subjectivity, in
everyday care encounters. Philosophical and legal accounts of the will
as free or determined, and people as competent or incompetent, suggest
that the will of people with dementia can simply be overruled. But how
to think about what people want on a daily basis on the ward? I develop a
conceptualisation of will not as something one has, but as something one
does in relation to others, mediated by things. I propose the term sociomaterial will-work to describe practices in which residents and care workers
attempt to balance the precarious oppositions in what each of them wants
in daily care interactions. This relational work depends on creative negotiation, with strategic uses of time and materialities – such as a footbath
to make a shower more appealing. This is not to say that will-work always
succeeds: clearly, sometimes nothing works. However, the care work continues even when will-work fails, and this requires ongoing reflection as
to what activities are worth pursuing. I argue that it is precisely through
these efforts that good care begins to take shape. Through joint and carefull will-work, people with dementia stand to gain a subject position that
leaves space for what they want.
Chapter 4, co-authored with Rebeca Ibañez-Martin, highlights another aspect of interesting subject positions for people with dementia: individual differences. While tailoring care services to individuals has become
an imperative in recent decades, this chapter explores how differences are
attended to in food provision practices. What notions of individuality
take shape here, and what does this imply for people living on the ward?
We propose three repertoires for attending to difference: the first repertoire, providing choice, entails the choice between two sets of meals every
evening, what to have in one’s sandwich, or how to eat one’s pancake. It
allows residents to express fleeting preferences that may differ from one
day to the next, and change in the face of varying levels of ability to take
food in without the help of a care worker; the second repertoire, knowing
residents, places emphasis on continuity and the care providers’ familiarity
with a resident over time, or with the preferences of their generation; in
the third repertoire, catering to identities, eating habits that residents previously had are continued, but they might equally clash with what newly
acquired habits, such as when a formerly vegetarian resident developed
a passion for meatballs. The suggested repertoires are not meant as an
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exhaustive list, and they may be mixed in a single instance of food provision: getting to know someone may happen through providing choices
over a longer period of time; or somebody may be known for wanting to
choose. The analysis shows that institutions enact, or stage, certain kinds
of individuals, while foreclosing the enactment of others. Furthermore, it
shows that attending to difference is not straightforward. It is work that is
both relational and performative: how differences are attended to matters
for what individuals come to be.
What different people like, and come to enjoy, is further developed in
Chapter 5. A life with dementia is commonly thought of as being devoid
of pleasure. The analysis brings to light how care workers craft conditions
for pleasure: they arrange a dance afternoon, prepare a luxurious bath, use
lights, food and touch, and invite residents to appreciate these. Although
residents do not craft these conditions themselves, my analysis demonstrates that they are active in bringing the occurrence of pleasure about:
while crafting conditions affords pleasure, it cannot guarantee it. A care
professional may draw a bath, but if a resident is not receptive to it, she
cannot enjoy it. Care may involve helping residents to make themselves
available to the conditions offered: in dancing together, one may provide
stability to those whose legs have become tired; playing a resident’s favourite music may elevate their mood just enough to encourage them to dance
out of bed. Only when accepting and valuing the invitations care workers
extend can residents become what I call ‘appreciating subjects’. Becoming
an appreciating subject is hence a relational achievement. It is the effect of
conditions crafted, and of invitations made and accepted. What is more,
pleasure is contagious, if only others give themselves over to it as well.
In Chapter 6 I advance radical relationality as a methodological
approach, analytical strategy, and a key finding of this research. Radical
relationality asks how phenomena come about as an effect of relations.
Methodologically, radical relationality brings certain responsibilities
for the researcher. As research is not separate from attempts to improve
the daily life of people with dementia, researchers must become attentive
to their own role in the production of specific realities. One way to do this
is to create opportunities for collaborative moments of learning, in which
one joins informants in their reflections. Here, concerns can become
shared. Another way is to rely less on language to gain a sense of what
is important to our interlocutors, and to instead become sensitive to the
enacted appreciations that one can observe in care interactions.
Analytically, my approach extends the importance of relations, considering not only relations between humans, but also relations between
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humans and things: that is, to buildings, books, footbaths, and vegetarian meatballs. These are all part of what may make it possible for life with
dementia to still be a good life. It furthermore shows how thinking of central aspects of subjectivity – such as the will, preferences, identities and
pleasure – as radically relational, shifts the understanding of subjectivity
from being centred around speech and language, to interdependence with
the sociomaterial.
Finally, following on from this analysis, my thesis shows people with
dementia – although it suggests that this is true for everybody – as radically relational subjects. Over the course of this dissertation, it becomes
clear how certain care practices can open up interesting subject positions
for people with dementia: through sociomaterial awareness, individual
residents gain positions that acknowledge what they do as understandable, legitimate, and pleasurable or not, rather than explaining it away as
a symptom of the pathology. Through the work of aligning each other’s
desires in daily care interactions, residents can become – and be taken
seriously as – desiring subjects. Through attending to choice, habits and
preferences, individuals may be enacted as different or the same in relation to others, and, crucially, to themselves in the past and present. Indeed,
when conditions for pleasure are crafted, and invitations to enjoy these are
extended and accepted, people with dementia – and those around them –
can become appreciating subjects.
My research aims to strengthen care practices in which such interesting subject positions are achieved. I hope these positions will feed into
new imaginaries of life with dementia, within and outside residential care,
to support the realisation of a good life for those living with dementia, and
for those that surround them.
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Samenvatting
De diagnose dementie roept voor velen een beeld op van mensen die ver
dwijnen in een mist van vergeetachtigheid, achter een horizon waar communicatie en expressie niet meer mogelijk zijn. Mensen die om mensen
met dementie heen staan, zo wordt wel gesteld, raken hen kwijt nog vóórdat
ze overleden zijn. Dementie wordt zo gelijkgesteld aan het verlies van wat
ons tot mens maakt: de vaardigheid herinneringen te hebben, anderen te
herkennen en verstandige keuzes te maken. Omdat er geen geneesmiddel is
tegen dementie of voor effectieve preventie daarvan, is de verwachting dat
er in 2050 in Nederland 620.000 mensen met dementie zullen zijn, en meer
dan 150 miljoen mensen wereldwijd. Deze mensen hebben zorg nodig, en
zullen in de toekomst ook langer zorg nodig hebben dan tot op heden het
geval was, omdat mensen steeds ouder worden. De dringende vraag is: Hoe
kunnen we zorg dragen voor al deze mensen, nu en in de nabije toekomst?
Doel van mijn proefschrift is om bij te dragen aan het vormen van meer
kleurige beelden van mensen met dementie. Ik wil mensen met dementie
laten zien als personen die een betekenisvol leven kunnen leiden, als subject,
en niet enkel als een speelbal van hun ziekte. Ik laat me in mijn onderzoek
leiden door wat van waarde is voor mensen met dementie in de zorginter
acties die ik heb geobserveerd. Ik hoop daarmee zorgpraktijken te inspireren
die een leven met dementie een goed leven trachten te laten zijn. Met deze
aanpak probeer ik het ‘probleem’ dementie niet weg te verklaren, maar zoek
ik naar andere manieren om mensen met dementie tegemoet te treden.
De onderzoeksvragen die dit proefschrift inspireren zijn als volgt:
1. Hoe krijgt het leven met dementie vorm in het dagelijks leven en
in zorgpraktijken in de Nederlandse verzorgingshuis- en verpleeg
huiszorg?
2. Wat voor interessante manieren van leven met dementie kan ik
zichtbaar maken in deze zorgpraktijken?
3. Hoe kunnen we leren van, en zorg dragen voor mensen met
dementie, zowel in het onderzoek als in de zorgpraktijk?
In hoofdstuk 1 beschrijf ik hoe ik tot deze vragen kwam en hoe ik te werk
ging. In 2014 en 2015 deed ik langdurig etnografisch onderzoek op dementie-afdelingen van drie verzorgings- en verpleeghuizen in Nederland. Ik
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gebruikte de methode die centraal staat in de antropologie – participerende
observatie, oftewel het langdurig observeren van, en meedoen in het dagelijks leven van de mensen die je probeert te begrijpen. Ik liep mee en hield
interviews met verzorgenden en familieleden. Ik bracht in deze periode
ook veel tijd door met bewoners en met diegenen die hen verzorgden.
Dagelijkse zorgactiviteiten, zoals opstaan, naar het toilet gaan, wassen,
aankleden, eten, in beweging blijven en naar bed gaan worden gewoonlijk gezien als ‘basiszorg’. Daarmee worden deze activiteiten gereduceerd
tot een voorwaarde voor andere, méér betekenisvolle activiteiten. Maar in
mijn proefschrift onderzoek ik juist die alledaagse zorg. Die staat niet los
van het goede leven, of is er enkel een voorwaarde voor, maar is een belangrijk deel van het goede leven op zichzelf.In dagelijkse zorgpraktijken ligt
de nadruk niet op het cognitieve functioneren, maar op lichamelijke zorg.
Het analyseren van interacties rond lichamelijke zorg stelt mij in staat om
meer te leren over de mogelijkheden om leven met dementie goed te laten
zijn, en om ruimte te maken voor alternatieve noties van subjectiviteit, die
beginnen bij lichamelijke uitingen – en zelfs leiden tot plezier.
In mijn analyse gebruik ik inzichten uit de medische antropologie. Ik maak
bovendien gebruik van de gevoeligheden van de materiële semiotiek. Van de
materiële semiotiek gebruik ik de theoretische aandacht voor relaties, en voor
de rol die dingen spelen in het dagelijks leven met dementie. Dit betekent
dat ik mensen en dingen onderzoek in relatie tot elkaar. Ik ben hierbij bijzonder geïnteresseerd in ‘interessante’ manieren van leven met dementie. Ik
noem manieren van leven ‘interessant’ als ze ruimte maken voor dingen die
mensen met dementie kunnen waarderen en waar ze van genieten.
Door te schrijven over praktijken waarin zichtbaar wordt dat bewoners
bepaalde dingen waarderen, formuleer ik empirisch geïnformeerde lessen
voor zorgmedewerkers en onderzoekers. Mijn hoop is dat deze lesseninspiratie bieden aan zorgverleners en onderzoeksers om bij te dragen aan
manieren van goed leven met dementie.
In hoofdstuk 2 analyseer ik wat zorgmedewerkers ‘problematische situaties’ noemden op de afdeling. Hiermee doelden zij op momenten waarop
bewoners inactief, rusteloos, boos, agressief of gedesoriënteerd waren. Er
zijn verschillende manieren om deze problematische situaties te begrijpen.
Eén manier is die situaties als symptomen van dementie te zien. Nadeel
van deze beschrijving is dat ze geen aandacht geven aan de arrangementen
die bijdragen aan het ontstaan van problematische situaties. Daarmee is
er ook weinig zicht op verandering. Wanneer we problematische situaties
analyseren als effecten van de interacties tussen gebouwen en hun gebruikers, wordt het mogelijk om de situatie te verbeteren. Ik introduceer de
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term sociomateriëel bewustzijn om de gevoeligheid voor de interacties tussen mensen en gebouwen aan te duiden. Als zorgmedewerkers zich bewust
worden van de invloed die gebouwen en hun inrichting hebben op bewoners,
dan kunnen zij soms door kleine veranderingen in de materiële ruimte
constructievere reacties en handelingen van bewoners mogelijk maken. Zo
worden heel andere manieren van leven op de afdeling mogelijk. Een paar
voorbeelden: het verzetten van meubels kon beweging uitlokken als bewo
ners door de nieuwe koffiehoek worden uitgenodigd zich van de tafel naar
de bank te begeven. Toen een bewoner een sleutel kreeg van haar kamerdeur, kon dit wellicht een einde maken aan het rusteloze wachten voor een
afgesloten deur, en het herhaaldelijk vragen naar binnen te mogen stoppen.
Het niet-langer-afsluiten van WC-deuren bleek incontinentie te kunnen uitstellen of zelfs voorkómen. De relaties tussen de materiële ruimte, bewoners
en zorgverleners zijn belangrijke bepalers van hoe het dagelijks leven met
dementie een goed of minder goed leven kan zijn.
In hoofdstuk 3 ga ik verder met het observeren van mensen-en-dingenin-relatie. Ik vraag in dit hoofdstuk hoe we kunnen nadenken over iets ‘willen’ in dagelijkse zorginteracties. Filosofische en juridische theorieën laten de
wil zien als iets dat werkt of niet, en daardoor mensen competent of incompetent maakt. De wil van mensen met dementie is in die context meestal een
probleem. Maar in het dagelijks leven op de afdeling willen mensen van alles,
en verzorgenden zien al die wensen niet onmiddellijk als fout of ongeldig.
Integendeel, ze doen veel moeite om waar mogelijk wensen in te willigen,
of mensen te verleiden iets te willen wat hen zelf ook een goed idee lijkt. Ik
ontwikkel een begrip van de wil, niet als iets dat een mens heeft, maar als iets
dat een mens doet, samen met anderen, en beïnvloed door dingen. Ik noem
dit sociomateriëel werken aan willen. Bewoners en zorgmedewerkers probe
ren tegengestelde wensen bij elkaar te brengen. Dit werk bestaat uit creatieve
onderhandelingen, met strategisch gebruik van tijd (zoals het verschuiven
van een douche naar later in de ochtend) en dingen. Zo had een verzorgende
bijvoorbeeld ontdekt dat een onwillige bewoner een douche veel aantrekkelij
ker vond nadat ze hem een warm voetenbadje had gegeven. Werken aan willen slaagt niet altijd: soms lukt gewoonweg niets. Maar de zorg gaat door, en
dat vraagt om het voortdurend nadenken over welke activiteiten écht moeten
en hoe dat dan te organiseren zonder alleen maar ‘nee!’ of ‘mee!’ te zeggen.
Hoofdstuk 4, geschreven met Rebeca Ibañez-Martin, gaat over verschillen tussen mensen. Zorg op maat is een belangrijke waarde geworden. Hoe
wordt er in de praktijk eigenlijk aandacht besteed aan verschillen, en hoe
wordt er voor deze verschillen gezorgd? Dit hoofdstuk richt de blik op eten
op de dementieafdeling. Wat voor soorten individu zien we tijdens het ont135

bijt, lunch and diner? We stellen drie repertoires voor om aandacht te geven
aan verschil: het eerste, keuzes aanbieden, gaat erom mensen te laten kiezen
wat ze willen. Bijvoorbeeld de keuze tussen twee verschillende maaltijden
‘s avonds, de vraag welk broodbeleg te nemen, of hoe een pannenkoek te eten.
Het stelt bewoners in staat om iedere dag hun voorkeur uit te spreken, en die
voorkeur kan iedere dag anders zijn. Het tweede repertoire, bewoners kennen,
legt nadruk op continuïteit en de bekendheid tussen bewoners en zorgverleners. Het kan ook gaan om de bekendheid met voorkeuren van de gene
ratie van de bewoners. In tegenstelling tot de veranderlijke keuzes, blijven
voorkeuren juist gelijk. In het derde repertoire, identiteiten voeden, worden
eetgewoonten die bewoners eerder hadden, ondersteund. Maar de smaak
van bewoners kan ook veranderen, zoals toen een voormalig vegetarische
bewoner een passie ontwikkelde voor gehaktballen. Individualiteit is hier
zowel stabiel als veranderlijk, maar strekt zich uit over een langere periode.
De voorgestelde repertoires zijn niet bedoeld als een uitputtende lijst,
en ze kunnen samenvallen in één bepaalde situatie: zo kunnen verzorgenden mensen leren kennen door ze over een lange tijd keuzes aan te
bieden; of iemand kan erom bekend staan graag te kiezen – of juist niet.
De analyse laat zien dat maatwerk, het aandacht geven aan verschillende individuen, niet zo makkelijk is als het lijkt. Of de nieuw-verworven
passie voor gehaktballen dient te worden gevoed, is een vraag waarbij de
omgeving weer een grote rol speelt. Krijgt de bewoner de gehaktbal – dan
worden vooral de huidige smaken gehonoreerd. Krijgt zij geen gehaktbal,
dan is haar identiteit als vegetariër gewaarborgd – een vurige wens van de
familie. De manier waarop verzorgenden aandacht geven aan verschillen,
bepaalt dus ook wat voor soort individuen de bewoners kunnen zijn.
Wat verschillende mensen waarderen en waar zij van genieten werk ik
verder uit in hoofdstuk 5. Een leven met dementie wordt meestal niet in
verband gebracht met plezier en genot. Mijn analyse laat zien hoe zorgmedewerkers mensen met dementie plezier proberen te laten ervaren: ze
organiseren een dansmiddag, maken een luxe bad klaar, gebruiken licht,
eten en aanraking, en nodigen bewoners uit om hiervan te genieten.
Hoewel bewoners de mogelijkheden voor plezier niet zelf scheppen, zijn
ze niet passief. Mijn analyse laat zien dat zij een actieve rol moeten spelen
om plezier te laten ontstaan: ze moeten de uitnodiging aannemen. Zorg
kan dan ook inhouden: bewoners ontvankelijk te maken voor de moge
lijkheden om te genieten; tijdens het dansen kan de een de ander met wankele benen houvast geven; het draaien van de favoriete muziek van een
bewoner tijdens het ochtendritueel kan diegene net genoeg opbeuren om
uit bed te komen. Genieten is dus weer iets wat mensen samen doen, met
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gebruik van de dingen om hen heen. Dan blijkt ook dat genieten besmet
telijk is: waar plezier is, voelen anderen zich ook uitgenodigd.
In hoofdstuk 6 breek ik een lans voor radicale relationaliteit als een
methodologisch principe. Radicale relationaliteit betekent dat dingen, zoals
een goed leven met dementie, tot stand komen in relaties tussen mensen
en dingen. Methodologisch gezien brengt radicale relationaliteit verantwoordelijkheden voor de onderzoeker met zich mee. Omdat onderzoek
niet los staat van de pogingen het dagelijks leven van mensen met dementie
te verbeteren, moeten onderzoekers aandacht besteden aan hun rol in de
manier waarop dat leven geleefd wordt. Eén manier waarop dit gedaan kan
worden, is het creëren van mogelijkheden voor momenten van gezamenlijk
leren, waarin de onderzoeker leert van de reflecties van verzorgenden. Hier
kunnen individuele zorgen collectief gedeelde zorgen worden. Een tweede
manier bestaat uit het proberen om van non-verbale uitingen te leren wat
onze informanten belangrijk vinden, en gevoeliger te worden voor de de
waarderingen die naar voren komen uit interacties in de zorg. Dit is een
belangrijke manier om ook de bewoners in het onderzoek te betrekken.
Analytisch gezien bouwt mijn aanpak voort op het belang van relaties
door ook relaties tussen mensen en dingen te onderzoeken: de onderzoe
ker moet oog hebben voor relaties met gebouwen, boeken, voetenbaden en
vegetarische gehaktballen. Deze dingen zijn belangrijk om vorm te geven aan
een goed leven met dementie. Mijn aanpak laat bovendien zien hoe dat wat
een mens tot mens maakt – zoals de wil, voorkeuren, eigenheid en plezier–
in een radicaal relationeel perspectief minder gaat over spraak en taal, maar
over relaties tussen dingen en mensen, tussen lichamen en sensaties.
Mijn proefschrift laat mensen met dementie zien zoals ze altijd-in-relatie
zijn. Verschillende zorgpraktijken maken verschillende manieren van leven
mogelijk voor mensen met dementie: interessante en minder interessante.
Door sociomateriëel bewustzijn wordt het mogelijk wat individuele bewoners
doen, te zien als begrijpelijk en legitiem, en om rekening te houden met wat zij
willen en waarderen. Dit lost niet alles op, maar maakt het mogelijk te hande
len in situaties die als problematisch worden ervaren omdat er ‘niets aan te
doen is’. Door samen te werken aan willen in dagelijkse zorginteracties, kunnen bewoners veranderen in ‘verlangende subjecten’ – mensen met wensen
die serieus genomen kunnen worden. Door aandacht te besteden aan keuze,
gewoonten en persoonlijke voorkeuren, krijgen verschillende individuen
vorm, soms verschillend van anderen, en soms – en dat is belangrijk – anders
dan zichzelf in het verleden. Als er voorwaarden zijn om te genieten, en als de
bewoners die worden uitgenodigd zich hieraan over te geven die uitnodiging
aannemen, dan kan het leven met dementie daadwerkelijk plezierig zijn.
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The most common story about dementia is
that of sufferers sailing off into darkness,
disappearing over a horizon beyond
communication and expression. In the
absence of cure or effective prevention,
the expectation is that 620,000 people will
be living with dementia in the Netherlands
(in a population of a little over 18 million),
and more than 150 million worldwide by
2050. By ethnographically articulating
interesting subject positions for people
with dementia, this thesis tells stories
of people with dementia as desiring,
appreciating subjects. In doing so, this
thesis seeks to contribute to the urgent
project of creating new imaginaries, in
order to inspire practices that allow for life
with dementia to be a good life.

