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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?

20

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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