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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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