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Abstract 
 
Dementia often comes with agitation, occasionally even verbal or physical violence, this has 

increasingly been referred to as ‘problem behavior’, as it was on my field site. The explicit use 

of the term ‘problem behavior’ led me to wonder about its implications for dementia care. 

I followed care practices by becoming a care worker myself (participatory observation) and 

talked about these practices in semi-structured interviews with my colleagues (the care 

workers). 

Because care workers talk about their practice (and in practice) with particular terms, 

my account of this practice started with an analysis of the word ‘prikkel’. I then demonstrated 

how institutional care for people with dementia is seldom an individual endeavor. Therefore, I 

argued for a ‘relational ordering’ (Driessen, 2019, p. 28) of dementia and ‘problem behavior’. 

by showing that a particular ‘prikkel’ cannot be isolated from the resident who is affected by it 

or from other ‘prikkels’ and other residents.  

I aimed to demonstrate how ‘problem behavior’ of individual residents on a ward is not 

a problem with a quick fix, rather it takes place in an arrangement in which it is distributed over 

several elements in that arrangement. The socio-material environment of the arrangement is 

dynamic and exposes its navigation by care workers as a precarious choreography. 

By that I offered an alternative perspective on dementia care in the nursing home, and 

specifically an understanding of ‘problem behavior’ that aims to do justice to its complex 

dynamics. 
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Chapter 1 
 

Introduction 
 
As a medical doctor I have always been interested in medicine of older age or geriatrics, in first 

instance mainly because it seemed the only department that concerned itself with the complex 

interaction of the social, the psychological and the physical. Later, also the fact that it is 

concerned both with living well and dying well. As a medical anthropologist I could finally 

shake off the inflexible biomedical frames and celebrate the flexible, the messy, the entangled. 

Many people know someone – usually a senior – who was diagnosed with a form of 

dementia or are familiar with a case. Often, reference to people with dementia is with pity 

because of their unfortunate fate. Although this is not completely unfitting, the reality of living 

with dementia is more complex than just an ‘unfortunate fate’. As Janelle Taylor (2008) 

illustrates when writing about her mom, “does she recognize you?” is a question with certain 

assumptions about dementia as well as about our social world. In the same way this ‘unfortunate 

fate’ begs analysis, especially when we imagine the ‘total institution’ of the nursing home with 

wards full of elderly people with dementia. In this thesis I have combined my nursing skills 

with my doctoring skills and (most recently acquired) my ethnographic skills, to understand 

and offer a possible understanding of what dementia is and what care could be.  

 

The field 
 
The organization were the fieldwork was conducted, provides care for the elderly and disabled 

(or disabled elderly) in several homes in Amsterdam, The Netherlands. At the nursing home 

residents live together in small groups (approximately 6 - 10 people) in a unit where a homely 

atmosphere is created by furnishing a shared living room and kitchen, in which a home-cooked 

meal is served every day. Family-members or acquaintances of the residents are explicitly 

invited to spend time at the ward and participate in meals and other activities. 

 

Research context 
This research and the opportunity of working with care workers on their shifts was made 

possible by ‘probleemgedrag’1. The team on the ward is specialized in caring for people with 

 
1 ‘Probleemgedrag’ literally translates to ‘problem behavior’ and roughly means 
challenging/difficult/unmanageable behavior. I will unpack this term but use ‘problem behavior’ as the English 
translation of the Dutch term. 
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dementia who are behaving in a ‘difficult’ way, or as they say: caring for those who have 

‘problem behavior’. The health care organization that this nursing home is a part of is in the 

process of developing an ‘expertise team’, in order to improve care for persons with dementia 

and behavioral problems. In their efforts to join national initiatives to improve care for people 

with dementia with ‘problem behavior’, the nursing home directors understood research on the 

ward (even just a master’s thesis) as instrumental to their development goals. 

This also falls in the wider context of the transformation of long-term care facilities into 

places with people with extensive care needs instead of a care home for the elderly, where age 

could be the only criterium for moving into a home. This development has the (political) aim 

of cutting down healthcare costs, by only providing assisted living for people who have ‘shown’ 

they need it, by having somatic or psychogeriatric complaints (Da Roit and de Klerk, 2014, p 

2). Because offering long-term institutional care is a constant struggle to provide enough ‘good’ 

care for the least amount of money, wards increasingly need to be specialized and only provide 

care for people with the greatest care needs.  

My field site, the ward, is located in a nursing home in the midst of reforming the 

institution, and one part of that is changing this ward into a ward for people with dementia and 

‘problem behavior’ with a corresponding insurance profile. The insurance profile someone is 

entitled to is determined according to someone’s care needs and, again, because of budget cuts 

it is increasingly hard to find a place in a care home as someone with fewer care needs. Nursing 

homes increasingly cater to and receive funds for patients with high care needs, such as 

behavioral problems. The institutions that provide care in homes are imbedded in a market 

system, where insurance companies set the budgets for care in nursing homes. The nursing 

homes are only ‘allowed’ to spend a certain amount of time and resources on residents, as is 

established based on the health concerns of the resident. This is established by the municipality 

in an investigation in a conversation at home with someone who might need care (a 

‘zorgvrager’). Since 2007, and again in 2015, eligibility criteria for receiving professional care 

have become stricter, in the political reality of creating the ‘participatiesamenleving’ in which 

the government stimulates people to be dependent on family or neighbors, instead of on care 

services (Da Roit and de Klerk, 2014). If it is indeed assessed that this person needs more care 

than they are receiving, the municipality (in agreement with the insurance company) will ‘give’ 

them an insurance profile that settles how many hours a week of care is paid for (CIZ 2020). 

This means that it makes sense for nursing homes to want people with higher profiles, as they 

receive more money to pay their personnel with. Especially because care workers have a high 

work load it is an incentive to admit residents with higher care profiles to your nursing home, 
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as this makes it easier (financially) to have more people on a shift and can make the workload 

become more bearable. 

Insurance profiles are not only assigned according to someone’s bodily abilities 

(somatic symptoms), for instance the ability to walk up a flight of stairs to go to the toilet, but 

also if someone is able to even take the initiative to go to the toilet. In practice this means that 

it is assessed whether there is a psychogeriatric or somatic reason (or both) someone is unable 

to care for themselves, for which dementia is the main ‘psychogeriatric’ reason and diagnosis. 

When the dementia is assessed as more severe, it is possible to receive a ‘higher’ insurance 

profile and this can also be because of behavioral problems, even if, for example, the 

forgetfulness is not so severe (CIZ, 2021). 

This meant that the nursing home management has to update insurance profiles for the 

residents not yet in the possession of proof of their higher care needs and newly admitted 

residents would only be accepted if they already had the ‘correct’ insurance profile (or one 

would be applied for). But the higher care needs could not just be something on paper, extra or 

more specialized care also needs to be offered by the care workers. If not, insurance companies 

or the inspector could label the ward (and nursing home) as substandard. Changing my ward 

into a ward concerned with behavioral problems led the organization to establish a project 

around ‘probleemgedrag’ with the aim of equipping the ward and the care workers with the 

appropriate skills to care for their residents. It was in the context of this project that the directors 

invited me to come in and conduct my fieldwork. 

 

‘Probleemgedrag’ 
The way care workers practically do and understand their work does not exist in a vacuum, 

developments like turning a ward into a different ward have repercussions on that ward and its 

workers. From the start the explicit use of the term ‘problem behavior’ led me to wonder about 

its implications for dementia care. When is something considered a problem and why? What 

do we presuppose by using the term in practice? By only focusing on problems with behavior, 

do we fail to bring out the virtues of a resident? Is being a ‘difficult’ dementia patient made 

inevitable? In the next section I introduce the term ‘problem behavior’ further and elaborate on 

its (non-)use. 

In the Netherlands several care organizations involved in home care, but also long-term 

nursing home care are thinking about and innovating dementia care. Part of their goal is to 

improve care for people with (in their own words) dementia and extremely severe problematic 

behavior (D-ZEP: dementie en zeer ernstig probleemgedrag) (Zuidema et al. 2018). By calling 
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it extremely severe, both the acuteness of the problem and the need for means (money, 

personnel) are emphasized. The managers of the nursing home want to join national initiatives 

and to become a regional specialized care unit, receiving the appropriate (financial) means to 

attain this goal. But first, one needs to have and treat cases of ‘problem behavior’ because 

otherwise it is impossible to become a regional center of expertise on this behavior without any 

explicitly administrated ‘problem behavior’. Policy documents of care organizations at the 

forefront of these initiatives reveal what they understand as ‘problem behavior’: all behavior 

that involves suffering for the patient and/or dangerous situations for the patient or the people 

around her. This behavior is characterized by a hesitancy to act, unpredictability and/or 

behavior that is difficult to manage2 (by others) (Zuidema et al 2018, p 15). Apparently 

‘problem behavior’ is not a clearly defined notion and is subject to interpretation by the patient’s 

surroundings. This is not necessarily a bad thing, as an unclear definition can open up the 

possibility of identifying who needs help at home or in an institution, instead of sticking to rigid 

definitions of the amount of suffering there needs to be. It does also mean that it will be a term 

that gets adapted by different stakeholders. 

 

Common language 
‘Problem behavior’, then, is a term used extensively in all sorts of policy documents and clinical 

guidelines. The guidelines specifically aim to create a common language and pose ‘problem 

behavior’ as a term that should be used across different care institutions, so that patients with 

‘problem behavior’ can be identified and will form a homogenous group. Once the group is 

homogenous it becomes much easier to design and use intervention strategies and create a care 

routine that fits this group. Creating care plans that fit a group well is intertwined with financing 

care for a group, when a strategy has a ‘one size fits all’ form, it is cheaper to implement it in 

practice. This clashes with calls for ‘person-centered care’ which is also a contemporary 

phenomenon in care homes. The more ‘person-centered’ care is, the harder it gets to design 

care strategies for groups of patients. ‘Problem behavior’ as a term was used in official 

documents and heard in my meetings with the innovation manager, the nursing home doctor, 

but not so much in conversations with care workers on the ward.  

 
2 From the “Multidisciplinaire Richtlijn probleemgedrag bij Dementie” (national guideline): “alle gedrag dat 
gepaard gaat met lijdensdruk of gevaar voor de persoon met dementie of voor mensen in zijn of haar omgeving 
(Zuidema et al. 2018)”. The care program D-ZEP’s (extremely severe problematic behavior) definition 
elaborates on the ‘extremely severe’: “Bij zeer ernstig probleemgedrag is er daarnaast sprake van en/of: 
handelingsverlegenheid; onvoorspelbaarheid; moeilijk beïnvloedbaar en hanteerbaar gedrag”. 
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The care workers preferred to use different terms to indicate which residents were 

‘difficult’ at specific moments. In my analysis I have taken terms used by care workers 

themselves and chose to understand them as their unique and situated language covering 

‘problem behavior’ and what that entails according to them. Not only what the behavior is but 

also how they care for it, a situated practice with its own language. A term that was often used 

by care workers on the ward, was ‘prikkels’, which could take on different meanings. It could 

indicate a resident’s agitation, but also the reason for agitation or the solution to it. To indicate 

a resident who is in a state in which ‘problem behavior’ could manifest care workers would 

sometimes call them ‘prikkelig’. In chapter two and three, I will discuss the various terms and 

their uses further and I will show how ‘problem behavior’ is known and cared for as a 

‘prikkelige’ resident. 

 

Methods 
 
Preparation 
Before being introduced to the team on the field site, I had two meetings with the team manager 

to discuss my activities. I designed a flyer explaining to the team and family members of the 

residents my research, the manager made sure to share it with everyone. Any objections or 

concerns to my research were evened out by the team manager and eventually everyone agreed 

upon my arrival. I made it clear that everyone was free to decline to participate and that 

participation would be anonymous. Together with the nursing home doctor and the innovation 

manager that invited me to do research, it was decided that I was not allowed to work on a 

different location except for this nursing home. In line with coronavirus regulations at the 

nursing home, care workers do not move between locations, so that the spread of the 

coronavirus is restricted as much as possible. Because it would not be financially possible for 

me to not work, they offered me a contract so that the nursing home could pay me for the shifts 

on the ward. This also meant that I was not a supernumerary staff member on my shifts, and it 

meant that the team had certain expectations regarding the amount of work I would or should 

be doing. The manager assured me that I would have enough time during a shift to interview 

care workers or do observations, conversely, the team was also allowed to take time during 

their shift to be interviewed.  

 

Participatory observations 
The fieldwork for this research was conducted over the span of about 10 weeks. In the first 3 

weeks I used to build rapport with my fellow care workers by chatting with them during work 
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and when we would have a break together. I participated in most activities on the ward and 

supported the care workers during our shifts on the ward. This mainly consisted of performing 

care activities (ADL, activities of daily living) with care workers and after they trusted me 

enough to work alone, I also tended to the residents by myself. This also included attending a 

weekly multidisciplinary meeting dedicated to behavioral problems with the doctor, the 

psychologist and two (or more) of the care workers. I explained my research to the team and 

mentioned that I would be doing interviews but did not ask any of the care workers to do this 

yet. I made an effort to establish myself as a researcher with a hands-on mentality, who could 

be trusted to do the same care work the other members of the team were doing.  

 I started out observing (and doing) care practices around ‘problem behavior’ that could 

inspire me during the interviews later on. Because I am a licensed medical doctor and because 

hierarchical differences between nurses and other (usually higher educated) health workers 

might cause care workers to view my activities with suspicion, I was careful to position myself 

as a student of anthropology. However, when care workers wanted to know my background, I 

did not lie about this, but I did not establish this as my main role. 

 

Interviews 
After the first weeks and when I felt to have established trusting relationships with the care 

workers, I asked them for a semi-structured interview. Because I was doing care work on the 

same ward and with the same residents, it was important to connect to experiences of the care 

workers, through the interviews I hoped to establish if they had different, similar or opposing 

experiences of their care practices (Chang, 2016, p. 444). I often spoke of my own interactions 

with the residents and invited the care workers to share their views on it. This both helped with 

forming more trusting relationships and made some of the care practices and techniques that I 

had merely observed, explicitly reflected upon.  

In collaboration with the staff, I intend to design an exercise to function as an instrument 

for conveying the results of my fieldwork and analysis to the care workers and other staff. The 

process of analysis and writing might help with developing this, which is why I plan to do this 

after writing the thesis. 

 

Data analysis 
Fieldnotes and interview data were analyzed using thematic content analysis using Atlas.ti 

software and follows four steps (Green & Thorogood, 2018, p. 258). First, orientational 

reviewing of the data, this was to ‘get a feel for the data’ (Ibid., p. 259) and to see what general 
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topics were in there and how interlocutors talked about them. Second, identifying themes, I 

took an inductive approach, in which these themes were not established beforehand and in 

which themes and subthemes could change or merge according to what the analysis brought 

out. Third, coding the data, once the themes were established, they were put in the form of a 

coding scheme, to code the data systematically. Fourth, organizing the codes to look at the data 

‘horizontally’ and to analyze the data across themes in order to reconsider and answer the 

research questions (Ibid., p. 264). The inductive approach to data analysis allowed for the 

coding scheme to change when needed and led me to rephrase the research questions (which I 

did). 

 

Ethical considerations 
 
Consent 
The focus of this research was on the care workers as they are most directly responsible for 

managing problematic behavior on the ward; however, they were not disconnected from the 

residents living on the ward. I worked with residents who have relatively severe forms of 

dementia, they are seen as a particularly vulnerable group, however I did not assume the 

residents were therefore unable to express disagreement or discontent. As expected, it was not 

possible to obtain written or oral informed consent, because I could not guarantee the residents 

to be fully aware of the aims of the study and the implications it would have for them, which is 

what the ‘informed’ implies (Green & Thorogood, 2018, p. 89). The care workers gave oral 

consent upon my arrival, this was arranged with the team manager, which I kept checking with 

them throughout my fieldwork. For the interviews I recorded oral consent, after I explained to 

the care workers that their contributions could always be left out from the research and that it 

would be anonymous.  

For this research with older people with dementia I saw consent as something that is 

less like a contract that is to be signed, and more as a ‘process that that runs through the whole 

of a research project’ (Dewing, 2007, p. 11). The mode of asking consent from the person with 

dementia was based on their capacity to express consent or assent. This meant that I was 

attentive to any signs of unrest, unhappiness or refusal to do certain activities even when they 

were not verbalized as such. Interpretation of these signs was based on my own experience 

interacting with the resident in question and information from the care workers (who know the 

person well).  
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Confidentiality 
All data was anonymized by using pseudonyms for residents and care workers. However, it 

might still be possible for the doctor and psychologists of the ward to recognize their colleagues 

or patients when reading the thesis. Because of the hierarchical difference between them this 

might be unwanted. Before asking oral consent, I made clear to my interlocutors that nothing 

they say or do will influence their employment and they will not be penalized. I also made clear 

that even if I take care to anonymize, there might still be a slight chance their superiors 

recognize them in certain quotes, I gave them the opportunity to withdraw their consent or omit 

certain vignettes from my research if they felt they were too sensitive. 
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Theoretical inspirations 
 
Dementia is a heterogenous disease, its most familiar symptoms are short term memory loss 

and other cognitive impairments (Bessey & Walaszek, 2019, p. 1). Almost all patients suffering 

from dementia will in their disease course show “mood disturbances, agitation, sleep disorders 

and psychotic symptoms” (Desai et al., 2012, p. 298). Providing care in a nursing home can be 

made difficult because of these symptoms, but also because of behavior like wandering, 

undressing at ‘inappropriate’ moments or agitation (Dupuis et al., 2012). This behavior is often 

misunderstood and pathologized by care workers and therefore attributed to dementia, thus 

arising from degeneration of the brain (Dupuis et al., 2012, p. 163). This is something care 

workers in my field site were dealing with, but rather than understanding ‘problem behavior’ 

as something that is attributed to dementia alone, I follow Annelieke Driessen by ‘staging’ 

‘problem behavior’ as enacted by different things (Driessen 2019, p. 105). 

When care needs to be done with the aim of managing or controlling a situation in which 

a person with dementia exhibits ‘problem behavior’, it raises the question what this ‘problem 

behavior’ entails. It is a problem only when a second person deems something a problem, to 

them or to others. Therefore, one could say this behavior only occurs in a social interaction and 

is not necessarily defined according to what the behavior encompasses. For example, when a 

care home resident refuses to eat and keeps throwing food at others, this becomes a problem 

because it disrupts dinner for the other residents and for the care workers because they have 

less opportunity to tend to the dinner of the other residents. The resident that ‘acts out’ might 

in a different situation be allowed to refuse food and not be offered more or be compelled to 

eat. Thus, behaving in a certain way and the subsequent labeling of that behavior as a problem 

is a social practice that takes place in relation with others. 

 

Prevailing understandings of dementia 
The social construction of dementia as the ‘fourth age’, a phase of decline in contemporary 

society, linked with a discourse on youthfulness and successful aging has been critiqued widely 

(Leibing & Cohen, 2006, p. 106). Aging in the ‘fourth age’ becomes something to prevent at 

all costs and is conceptualized as the other of ‘successful’ aging. Its critique, however, has not 

provided us with a more comprehensive approach to the lived reality of dementia.  

Current research has emphasized the social dimension of dementia and dementia care 

in order to counter stereotypes of ageing and cognitive decline. It has paid attention to 

personhood and constructions of the self (Kontos & Martin, 2013, p. 289; Twigg, 2010, p. 225). 
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Notions of personhood and what that entails when suffering from dementia rests on the idea 

that it is lost together with a person’s cognitive abilities and is entangled with ideas of the aged 

being ‘near death’, in a final phase of life. The brain has become a disembodied organ subject 

to a disease that eradicates the self from the person (brain) with disease (Moser, 2011, p. 711). 

Either the brain as substrate for disease is researched, as it is in biomedical science, or the 

making of dementia as ‘death-in-life’ (Gjødsbøl & Svendsen, 2019, p. 53; Leibing & Cohen, 

2006, p. 23) gets foregrounded.  

 

Making up dementia 
I will argue that the category of people with dementia and, in my case, the subcategory of people 

with dementia and ‘problem behavior’ is not a label for a ‘natural’ group of people that exists 

(Hacking 2007). Instead, the labelling actively forms the group and vice versa by means of 

expert’s knowledge, institutional care and common understandings. Thereby not saying that 

dementia is not real, it is, and the suffering that comes with it, is too. Furthermore, and Hacking 

already alluded to this (p. 297), it is not only classifications or names that make up people or 

diagnoses. The ‘looping effect’ Hacking (2007, p. 296), describes, can apply to devising a 

subcategory of people with dementia and ‘problem behavior’ and with the subcategory a ward 

(an institution, infrastructure) which also creates the people on it as residents with dementia 

and ‘problem behavior’. The context of this research, as explained above, fits in this frame: the 

nursing home, experts and insurance companies are remaking dementia, or more specifically 

subcategories of dementia and thus dementia itself. 

 

Good care is relational 
Another assumption I build on is that ‘good’ care in a nursing home starts from viewing care 

as a relational activity (Pols 2005, p. 93). For care, “the processes of production and 

consumption collapse into one another”, care is always relational, it is “not just given, it is also 

received” (Twigg, 2002, p. 7). I do not propose that defining ‘good’ care in this instance is just 

a matter of identifying relationships and caring for them, but that doing care well is impossible 

without a perspective on care that incorporates relationality. In Pols’ repertoire of washing as a 

relational activity, any care activity is important enough to form relations through, it can be 

washing but also something else (2005, p. 93-95). It is not necessary, and perhaps even harmful, 

to wait for the ‘real’ activities. For ‘good care’, then, it is important to pay attention to mundane 

(care) activities, instead of merely focusing on special activities such as taking residents out for 
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a visit to the zoo. Which is why, as part of my method of participatory observation, I worked 

as a care worker and tended to day-to-day worries. 

My research focuses quite strongly on (problem) behavior of residents and because this 

narrows my understanding of happenings on the ward, I needed a slightly more open and 

dynamic notion to consider residents’ activities. A notion of behavior that allows me to look 

past the idea that everyone is responsible for their own behavior. Therefore, I follow many 

scholars, including Jeannette Pols and Ingunn Moser (Driessen, 2017, 2018, 2019; Driessen et 

al., 2017; Kontos et al., 2017; Kontos & Martin, 2013; Moser, 2011; Pols, 2005) and view 

behavior as integral to the social/relational network in which it occurs. I am starting from the 

assumption that the person with dementia “is enacted and allowed to act” in various settings in 

various ways (Gjødsbøl & Svendsen, 2019, p. 44). Thereby not assuming that the person with 

dementia has lost all cognitive ability or their agency in the disease process. People with 

dementia can ‘enact appreciations’ (Pols, 2005) but also other emotions and preferences. 

(Problem) behavior in this approach is viewed as not occurring outside of its social and material 

setting but is always relational and viewed differently in different contexts. Especially in 

dementia care homes this behavior tends to be individualized and managed with 

pharmacological regimes, instead of seen in context of the resident’s social network and 

environment (Cohen-Mansfield & Mintzer, 2005, p. 37). I do not, however, want to say that 

prescribing pills have no role in a nursing home, on the contrary: I think the use of medication 

can be immensely important. But it should not lead to losing sight of the influence of the 

collective on dementia. Thus, I do not want to take for granted what dementia (a brain disease) 

and ‘problem behavior’ (consequence of the disease) are, or what care for people with dementia 

and ‘problem behavior’ should entail, instead I want to interrogate what they can or should be 

in different settings. 

 

Alternative orderings 
At the time of writing the research proposal that resulted in this thesis, my first inspiration was 

the work by Annelieke Driessen, Ilse van der Klift and Kristine Krause (2017). They consider 

freedom in the nursing home as something that opens up ways to interact with doors, access, 

drinking coffee, which means that freedom is not equal to complete autonomy. Their paper 

offered me the possibility to think of and do research in a nursing home and have its landscape 

(human/non-human) and the relations within it at its center. It inspired me to think and theorize 

beyond institutional care and what that entails, beyond ‘just’ the resident with dementia and – 

in my case – ‘problem behavior’. 
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I want to bring into view an ‘alternative ordering’ (Moser 2005) of dementia and 

‘problem behavior’, I follow Driessen in trying to move away from dementia, a brain disease. 

Possible alternative orderings of dementia come to the fore when practices take center stage, 

instead of biology and disease, which in the case of dementia involves a devastated brain. 

Following the care practices in a nursing home allows for a perspective on dementia that 

involves the socio-material. While Ian Hacking inspired the move to see categories of dementia 

as transformed by institutions and knowledge, Ingunn Moser encouraged me to see the 

formation of a disease category as mediated by the socio-material. This entails making visible 

what materialities do, and to have socio-material awareness (Driessen 2019, p. 229).  

As I will argue in the following chapters, the socio-material may be expanded to 

incorporate things that are both non-human and non-material but that are in relation to humans 

an materialities (falling under the social in socio-material). 

 

Attention to language 
Not taking for granted what dementia is, means that it is also impossible to take for granted 

which terms are appropriate to describe care activities. I follow Annemarie Mol and John Law 

(2020, p. 269) (among others) in taking language or words as part of a ‘linguistic repertoire’ 

that affords practices to be what they are, thus equally important to take into account as the lay-

out of a building. Specific terms, but also ideas about dementia, fire hoses in hallways, music 

and specific care workers are all constitutive of practices of care. As such, I start my analysis 

with a description of terms I took from the field, instead of using the ones I acquired from 

scientific literature. Taking them from the field allows me to not take terms around dementia 

(like problem behavior) for granted but see how they are used and transformed in practice. And 

how practices get transformed by the words used to describe practices. 

 

Research questions 
 
These theoretical inspirations as a lens on care work in an institutional setting, led me to explore 

the following research questions: 

How can care for dementia and ‘problem behavior’ be alternatively ordered? 

- How is ‘problem behavior’ ordered by care workers on the ward? 

- What are (other) possible socio-material arrangements and what do they bring into 

view? 
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Ultimately the goal is to not take dementia as a disease or ‘problem behavior’ as a symptom for 

granted, and to interrogate what they are or can be. 
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Chapter 2 – ‘prikkels’ 
 
The ‘prikkelige’ resident on De Rozenhof 
 
Care work on the ward, because of the particular residents and the particular care workers, is 

often done in light of ‘problem behavior’. To care for ‘problem behavior’ means care workers 

have to balance the wish for residents to be relaxed and the wish for them to still have a 

stimulating enough environment. These wishes stem from the concern that both the residents 

should feel good, living on the ward, and that for the care workers the work stays doable. To 

achieve this, the care workers have to constantly adapt what they are doing, good care is 

persistent tinkering (Mol, Pols and Moser, p. 14). The process of tinkering is done in practice, 

when and where care happens, it cannot be thought out beforehand. Given the specific clientele 

of the ward, caring for the residents is a continuous struggle of figuring out when and how (not) 

to intervene – there is not one straight path to success. It is not even entirely clear what it is that 

can be considered a success, is it a ward free of ‘problem behavior’? Should it mean that 

everyone is able to do what they want, to remain autonomous despite the dementia? Should 

care workers strive for everyone’s happiness, all the time? 

In the next chapter (3) I will show the practices, situations and tinkering I have 

encountered in the process of caring for ‘problem behavior’. But first, it is important to 

understand how care workers themselves speak of ‘problem behavior’ and how they use these 

terms to communicate about their practices among them and about both failures and successes. 

The fact that the ward was assigned a specific competency – that of caring for ‘problem 

behavior’ – resulted in the creation of new meaningful terms around difficult behavior and some 

existing terms took on a new meaning. These terms are not just a selection of words but are a 

reflection of the care practices that transform them. They are informed by care workers, but 

also by the collaboration with other disciplines (psychologists, doctors, physical therapists, 

psychomotor therapists) and their respective views on and the language used to talk about 

‘problem behavior’. Not only do these terms transform ‘talk’ on the ward, but they are part of 

the care practices when they happen, my “primary concern is not with ‘words’ themselves but 

with what linguistic repertoires do and facilitate in the worlds around them” (Law and Mol 

2020, p. 269).  

In the same way Joks, Ostmø and Law considered that knowing as ‘embodied wisdom’ 

is different from the knowledge that is captured in a representation (models, policies, protocols) 

of the world, I want to separate the two (Joks, Ostmø and Law 2020, p. 312). This means that 

the ways of knowing of care workers, in practice, the embodied knowledge that they have about 
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care, is more about ‘knowing as a process’, instead of about institutions whose aspiration is 

knowledge (Ibid). For this ethnography, I consider care workers the experts of what they do, in 

succession of Jeanette Pols (2014), I follow the process of (experiential) knowing instead of 

recovering knowledge. Therefore, I focus on practices and the language to communicate about 

or around them. 

 

What goes on along the way, the ‘processing’, all the work that leads to ‘knowledge’, is 

being rendered uninteresting. So, resisting this is all of a piece with avoiding the divide 

between nature and culture, with foregrounding unfolding, and with imagining a non-

reductionist version of the social. (Joks, Ostmø and Law 2020, p. 316) 

 

Understanding ‘prikkelig’ 
 
The language practices that were important on the ward pertain to the word ‘prikkel’ and its 

derivatives. By speaking of ‘prikkel’ or ‘prikkelig’ care workers found a way around the term 

‘problem behavior’ or agitation, which are words with a starkly negative connotation. Care 

workers rarely speak of ‘problem behavior’ and when they do, only to indicate a situation which 

they have no control over, when the only option was to forcedly inject medication. Everything 

that residents do before and after these situations is not explained as being part of ‘problem 

behavior’ but with words like ‘prikkel’. 

‘Prikkels’ can be roughly translated to ‘stimuli’, when used to describe something that 

stimulates the senses (e.g. sounds, smells, images) and needs to be processed by the brain to be 

interpretated. ‘Prikkelig’ on the other hand would perhaps translate to prickling, however, it 

does not appear in the Dutch dictionary, even though it was used by care workers, so a ‘correct’ 

translation is impossible to find. If it did, one would probably say ‘prikkelig’ about a cactus, so 

something that is prickling in a tactile way, but not about people. On the ward the word ‘prikkel’ 

was often used to mean stimulus or stressor (something that evokes a stress response), but 

around it there appeared to be a collection of words relating to ‘prikkel’ in different ways.  

A ‘prikkel’ can be stimulating in the wrong way, when residents have too many 

‘prikkels’ to deal with, making them ‘prikkelig’ or ‘overprikkeld’. This can be a reason for care 

workers to take someone ‘prikkelig’ to a room or a part of the hallway that would be without 

stressors (‘prikkelarm’ or without ‘prikkels’). It can also be a reason for care workers to not 

even attempt to do certain activities with certain residents because of the looming danger of 

them becoming ‘prikkelig’. Complete ‘prikkeligheid’ usually means a state of agitation or 
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anxiety for the resident which could lead to them doing unpredictable or at least undesirable 

things, like becoming violent towards others, breaking things, becoming very emotional or 

screaming. Care workers (and other professionals) expect an ‘escalation’ if someone becomes 

very ‘prikkelig’, this could ultimately lead to the need for an intramuscular injection3 to calm a 

‘prikkelige’ resident down with medication.  

‘Prikkels’ could also be things (visible) or sounds (audible) perceived by residents 

which could stimulate them positively, make them feel good, like music they like. These words 

represent a world of care activities: knowing and understanding someone as ‘prikkelig’, 

preventing them from becoming ‘prikkelig’ or giving someone more or more positive 

‘prikkels’. Caring for ‘prikkels’ in practice is a constant negotiation between too little or too 

many, the right or the wrong ‘prikkels’. 

 

Bad ‘prikkels’ 
Activity therapist Yvonne is a care worker who coordinates and organizes activities with 

residents on the ward that fall outside of the daily care work the nurses tend to. She takes some 

residents out for shopping, organizes trips to the zoo or the beach. Although this was not the 

case during fieldwork because of the corona virus, she did tell me about previous outings. While 

organizing these events she would always be careful not to bring someone into a situation with 

too many unpredictable ‘prikkels’, because otherwise it could turn into an unsafe situation, 

especially when outside of the nursing home. Because when outside of the controlled 

environment of the ward and without nurses nearby to help, a ‘prikkel’ can cause a resident to 

panic and do unpredictable things like walking away, not agreeing to come back inside.  

Yvonne is always trying to assess how many (or which) ‘prikkels’ a situation will 

potentially have, what a particular resident is able to process and if Yvonne would be able 

control a situation if the ‘prikkels’ end up being too much for someone. She aims to predict the 

commotion of a situation, possible distractions (like a loud, visible tram) and how a resident 

might react to it. The resident is carefully observed on the ward by Yvonne, in order to make 

her prediction of the resident’s susceptibility to ‘prikkels’ (‘prikkelbaarheid’) more informed. 

It is, however, never possible for Yvonne to know all of this for sure, so she has to test it out. 

She judges that taking Mr. Zeeman outside is too dangerous because if ‘prikkels’ happen she 

will not be able to (physically) control him and take him back to the nursing home.  

 

 
3 Intramuscular = within the muscle, injections are usually given with a sedative like lorazepam. Ironically this is 
called ‘prikken’ by the care workers.  
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  “A ‘prikkel’ can happen, there can be a tram or a thing, and they are big and really strong. 

They shoot away and they just don’t know it all. You really shouldn't have things like 

that. No, so Mr. Zeeman doesn't go outside with me yet. He is not safe enough yet.” 

(Yvonne, in our interview) 

 

Yvonne assesses if residents can go outside for a walk by first taking them to the private garden 

that belongs to the nursing home. She tries it out in a safe environment first and when she feels 

that she can keep a connection with the resident, without them being too distracted to be easy 

to guide. If a resident has an overall ‘prikkelbaarheid’ (what the effect of a lot of ‘prikkels’ is 

on them) and a physique that makes it harder to manage to go back to the nursing home when 

outside, Yvonne will not take them outside by herself. She tells me that she did take Mr. Zeeman 

out for a walk in the ‘safe’ garden, and he got so distracted that he would not be led back inside 

by her anymore. By saying ‘he is not safe enough yet’ she implies that this can change, perhaps 

there is a way for him to learn to process ‘prikkels’ in a different way or build a trusting 

relationship with Yvonne so that she would be able to lead him back. Interestingly, Yvonne, in 

this idea bypasses the common notion that people with dementia are not able to learn new 

things, when she expresses the confidence that Mr. Zeeman might build a relationship with her 

and interpret ‘prikkels’ differently. 

 

Good ‘prikkels’ 
There are also prikkels that are good for the residents. Ms. Liem is a small woman with an 

Indonesian background with dementia. In the last year, the dementia has taken her ability to 

speak and her ability to enjoy her favorite things. Previously, she could be easily enticed to join 

care workers in painting or other activities but these days she only walks around the ward, 

unable to find something but wandering to do. Ms. Liem is sometimes called apathetic, because 

she does not take the initiative to do an activity, except for walking around. Care workers make 

attempts to do an activity with her to allow her to enjoy something, in order to do this, they put 

on Indonesian music on a small cd player. When Ms. Liem is in a good mood, she will sit next 

to the cd player, close her eyes and softly hum to the music. After a while she might even sing 

the words and stand up to start dancing to the music. The care workers, in turn, get a lot of 

pleasure out of seeing Ms. Liem sing and dance and they will take her hands and dance with 

her. The cd’s with Indonesian music could bring Ms. Liem, at the right moment, in a state of 

pleasure made even better by connecting with the care workers. Thus, if the carers get the timing 

right, Indonesian music becomes a “good” prikkel for Ms. Liem.  
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Seeking out ‘prikkels’ 
Good and bad prikkels are not only something that can be encountered by a resident, something 

that happens to them, but can also be something that is sought out by a resident. Residents need 

to interact with ‘prikkels’ for them to become bad or good. The psychomotor therapist explained 

that the wandering around the hallway of some residents is a way for them to stimulate 

themselves. The therapist (and because of that the care workers too) understands the residents 

to take in the bodily feeling of setting one foot in front of the other, with which they ‘prikkel’ 

themselves in a good way. By walking visible ‘prikkels’ from seeing the world go by when 

they move past it, as if on a riding train, are also stimulating positively. The idea is that people 

with dementia have a decreased ability to take in sensory information (like feeling the floor and 

seeing a moving world) so they need stronger ‘prikkels’ (stimuli) to evoke feelings (Chung and 

Lai, p. 2). This wandering behavior is understood to potentially decrease when residents are 

offered other ‘prikkels’ for instance with a focused activity. So, when a ‘prikkel’ is strong 

enough to get through to somebody, it might replace the wandering. Care workers work to 

figure out which ‘prikkels’ may evoke a strong response from a particular resident to get them 

out of the wandering mode, which can disturb care routines and has also the potential to become 

a negative prikkel for other residents. 

 

A ‘prikkelarme’ space 
 
The care workers (including the doctor and the psychologist) spoke often of the ward needing 

to be a place without too many ‘prikkels’ or ‘prikkelarm’. This suggests that not only people 

are producing ‘prikkels’ but also the building and the interior can be good or bad for ‘prikkels’. 

Especially for when a resident would be very ‘prikkelig’ care workers express the need for a 

space completely ‘prikkelarm’ where a ‘prikkelige’ resident can calm down. Interestingly many 

of them imagine this ‘prikkelarme’ space (that is not present on the ward) to have things in it 

that do stimulate, but then in a “good” way. Care worker Selin explains that she wants a “crisis 

room” on the ward, so that they can take someone there, which is ‘prikkelarm’. She then moves 

from calling it a crisis room to calling it a ‘Snoezelkamertje’4: 

 
4 Snoezelen is a concept common in research and health care for people with learning disabilities. “Owing to 
their reduced cognitive abilities, people with learning disabilities are less ready to explore their environments for 
sensory inputs, and consequently they are likely to be deprived of adequate sensory stimulation.” (Chung and Lai 
2002, p. 3) 
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MR: “What is that [the room] supposed to look like?” Selin: “Maybe not, not really with 

a bath or something, but [with] colors, feeling [voelen], light, yes, so lights, music” (…) 

“Stimulates a little bit, huh! [prikkelt een beetje hè]”  

 

So, when speaking of a way to separate residents from a space with too many ‘prikkels’ Selin 

suggests that a resident could benefit from other ‘prikkels’. When a resident is agitated it is 

necessary not only to adjust the amount of ‘prikkels’ but also the quality. Or perhaps it is 

important that the other ‘prikkels’ are offered without all of the ‘noise’ of other people, by one 

care worker in connection with one resident. 
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How are the ‘prikkels’ known? 
 
Recognizing ‘prikkelig’ 
For ‘prikkels’ or ‘prikkelig’ to become meaningful terms, they need to be recognizable for care 

workers. Where and when do they come up? Caring for ‘prikkels’ in practice means that there 

needs to be some sort of agreement on what a ‘prikkel’ is and shared knowledge of how to 

recognize them. Recognizing ‘prikkels’ is especially important in care when they take shape in 

a ‘prikkelbare’ resident. Care workers constantly balance ‘prikkels’ to prevent residents to 

become ‘prikkelig’ but also ‘onderprikkeld’ (understimulated). Care workers understand, for 

instance, a resident who is frowning angrily or walking faster than usual as ‘prikkelig’ 

(overstimulated) and agitated, which is when it becomes important to take away the ‘prikkels’ 

in order to calm someone down. The other way around also happens when care workers 

understand a situation or a space to be too full of ‘prikkels’ it becomes important to take away 

some of them (or the resident) to prevent them from becoming ‘prikkelig’ and subsequently 

making another resident also ‘prikkelig’. The ‘prikkels’ and risk of ‘prikkeligheid’ 

(irritation/agitation) are a present force on the ward, care workers are constantly conscious of 

it during their shifts. Care workers act on ‘prikkels’ before and after they solidify into a 

meaningful, noticeable thing. They notice potential ‘prikkels’ before the residents become 

‘prikkelig’ because of them.  

‘Prikkels’ are not always a cause for agitation or irritability but can also be a positive 

force. Care workers offer residents ‘prikkels’ in the form of activities adapted to the wishes and 

capacity of the resident. This can be stimulating or soothing music, tunes one can sing or dance 

to or sounds that make one feel good (like Ms. Liem above), but also reading or drawing 

together. These ‘prikkels’ stimulate a resident the ‘right’ way. Part of the reason for offering 

positive ‘prikkels’ to a resident is that it is harder to become ‘prikkelig’ from other ‘prikkels’ 

when focused on a positive ‘prikkel’. If a resident is undisturbed and focusing her attention on 

one activity, there are fewer causes for becoming ‘prikkelig’. Another part of this is that a 

resident in a good mood is a resident that is less susceptible to ‘prikkels’. For this to be a 

successful care strategy it is crucial to know when and with what to ask for a resident’s attention.  

The care workers share strategies with each other, both written in the reports they write 

in each resident’s file and while chatting with each other during a shift. The care workers also 

help each other out when a strategy does not work, when a resident for example does not want 

to come out of bed or have breakfast, another care worker goes in to see if a different approach 
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might work. When indeed a different strategy is the key, the team shares this information to 

develop better ways of dealing with ‘prikkelige’ residents. 

The other part of offering (or seeking) ‘prikkels’ is not a preventative effort but a way 

to feel something and perceive the environment, to offer something to enjoy and to be 

entertained, a part of good care. Residents seek out ‘prikkels’ through walking, which care 

workers understand as a way for them to stimulate and ultimately to tire themselves. So, the 

care workers want the residents to walk, even though there are all kinds of dangers on the 

(largely unsupervised) hallway, because this makes for a better night’s sleep for some of them. 

Care workers on the night shift have a quiet night and care workers on the day shift encounter 

well rested residents.  

 

Knowing the patient 
Care workers work to get to know the resident’s history, from family-life to career, to interests 

and hobbies, this information is used to understand and predict what ‘prikkels’ do what. The 

following story of Mr. El Moussaoui is a good example of how care workers’ knowledge can 

change the interpretation of prikkels. On the ward where he was placed initially, Mr. El 

Moussaoui stood out among the other residents because he was an active resident, constantly 

moving around the ward. Care workers needed to keep track of him because he was known to 

grasp every object on the ward, sometimes breaking them or putting them in his mouth. Care 

workers had to focus on him even when they would be busy with the other residents, which 

ultimately led to the assessment that he was too difficult to care for. His behavior was 

understood as ‘problem behavior’, because he broke objects and would become aggressive 

when care workers would attempt to stop him doing the things, they deemed inappropriate. He 

was then moved to the ward specialized in ‘problem behavior’ (the field site), where his 

behavior was understood differently, and he was approached differently. Care worker Amir 

understands the supposed ‘problem behavior’ of Mr. El Moussaoui to be a misconception. For 

Amir and the other care workers it is because Mr. El Moussaoui has always worked with his 

hands, on and off the job, that he still wants to do this in the nursing home, where this is not 

allowed.  

 

“And I don't call that problem behavior, while quite a few people think that yes, he is 

disruptive and aggressive, because he grabs everything and moves everything. And he 

doesn't want you to touch him when he does that. But if you look at the personality of this 

person, you see that he used to be a truck driver. He has sold fish, he has been a fisherman, 
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he has lifted and sold melons. And then I think: it's a man who had a very busy job. (…) So, 

then you think of someone like that, he will, out of panic, want to do things to deny that he 

is doing badly. Then I think it's especially important to let that person do his thing.” 

 

Edo also talks of Mr. Moussaoui’s background as someone who has worked many different 

jobs, always working with his hands in “technical service” job. The psychologist gathered from 

his family that in his spare time he used to go outside to find abandoned, thrown away technical 

devices such as radio’s, a microwave and other appliances and take them home to fix them. 

Even when his dementia became apparent in daily life at home, he would wander the streets 

and be drawn towards bulky waste and take it home. The residents’ particularities are expressed 

on the ward too, albeit in different (or more restricted) ways, and assessed by the care workers. 

The stories about a resident’s life history matter for how care workers ‘know’ if someone is 

‘prikkelig’ in a way that should be prevented or could lead to an outburst. In the case of Mr. 

Moussaoui, when he is restless and keeps taking stuff from shelves or out of the kitchen cabinets 

it should not be prevented because these restraining measures will only lead to an outburst when 

the care workers do not let him follow his impulses. His restlessness is part of who he is and 

used to be, instead of a sign of his ‘prikkeligheid’, the same behavior of a different resident 

would have been interpreted differently by care workers. His (seemingly) aggressive and 

agitated behavior was more easily problematized by the care workers on the ward where Mr. 

Moussaoui formerly lived. The care workers on De Rozenhof, however, acted based on the 

knowledge of his background and offered Mr. Moussaoui objects he was allowed to touch and 

take apart, such as a sensory board5, in other words: they provided prikkels that created 

unproblematic behavior. The ward specializing in ‘problem behavior’ ends up creating less 

‘problem behavior’ than on non-specialized wards. Knowing someone allowed for the care 

workers to care for him and his prikkels in a different way. They were able to offer him 

‘prikkels’ that were positively stimulating, instead of seeing his behavior as a problem for them 

and the other residents on the ward.  

For Yvonne, whom I discussed earlier, knowing Mr. Zeeman well was instrumental to 

caring for him and managing his ‘prikkels’. Yvonne explains that she used this strategy when 

he refused to get back inside after a walk in the garden: she knew that he had been a bar tender 

(and owner) previously, so she enticed him to get back inside with the promise of having a beer 

and a snack (bitterbal). She was successful with this trick.   

 
5 To understand what a sensory board looks like, see a video of this at: https://vimeo.com/561829010 
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Expert’s knowledge 

The language of ‘prikkels’ and ‘prikkeligheid’ the care workers use for the complex care around 

‘problem behavior’ was not merely invented in daily care practice. It is heavily informed by 

current theory on dementia and subsequently by the specific way other ‘experts’ (the project 

manager, the ward psychologist, the therapist) want to communicate these theories to the care 

workers on the ward. The situated view of a ‘prikkel’ that can make a resident ‘prikkelig’ is 

embedded in the idea that the brain of someone with dementia works differently. It leads to 

understanding a ‘prikkel’ as something that the brain has to process, which can get difficult 

because of the brain with dementia. The ‘problem behavior’ exists because it is difficult to 

process ‘prikkels’ and that is frustrating. A strategy is making the environment ‘prikkelarm’ so 

that the brain has less to process. However, care workers need to be careful because the brain 

needs ‘prikkels’ to understand the world around it and having too few ‘prikkels’ leads to more 

incomprehension for people with dementia. This is even thought to be a possible reason for 

wandering behavior in some patients/residents, they are thought to walk in order to create more 

‘prikkels’ for their bodies.  

 The ‘problem behavior project’ manager feeds this knowledge back to the care workers 

in training sessions that she designed and taught during my field work. During these sessions 

the negotiation of the amount/quality of the ‘prikkels’ is given a language and explanation by 

using a color-coded system. The ‘prikkeligheid’ is reflected by the color green, yellow, orange 

and red, in increasing amount of ‘prikkeligheid’. Green is the phase in which you want every 

resident to be, just enough ‘prikkels’, this would also be the phase in which people with 

dementia are best able to reproduce information from memory and remember new things. When 

the amount of ‘prikkeligheid’ increases the color changes to yellow or orange, it is up to the 

care workers to bring a resident back to the ‘green phase’. The ultimate goal is to not let a 

resident move into the ‘red phase’, because that is when an escalation might take place or 

‘problem behavior’ (‘prikkeligheid’) to manifest itself. The use of the colors and phases is 

encouraged during training. 

 

Karin, the project manager: “I want them [the care workers] to adopt the language, 

because I think this is something that they could benefit from in daily practice. If they 

could communicate a resident being in the orange phase to each other, that could prevent 

a whole lot of incidents.” Exercises during the training consisted of figuring out what an 

orange (or green, yellow, red) phase could look like in particular residents. It involved 
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role playing in which it was important to recognize the phase the resident was in and to 

try to care for this phase too.  

 

The color coding does two things on the ward, one, it makes all the care workers responsible 

for the resident’s phases and offers a technique to share daily work experience. They can 

exchange the current (or past) state of mind of the residents and decide together when to act on 

information about the phase a resident is in. Two, it regards the residents as individuals with an 

individual state of mind that can be given a color. The theory provided during training sessions 

is focused on understanding the behavior and wishes of one resident at a time. Even if, to do 

this, care workers need to incorporate interactions between residents, it does not necessarily 

mean the color-coding system is well suited to grasp an atmosphere or to cover the care 

workers’ phases too. In order to show how these aspects of the color-coding come about in 

practice, I will tell the story of Ms. Pennekamp. 

 

Frustration in three phases – the green phase 
Ms. Pennekamp is a newly admitted resident who is 836 and was living with her husband before 

moving into the nursing home. After the move she does not understand why she has to be on 

the ward and why she cannot leave. She does not agree with our explanation that she has a room 

on the ward in which she spends the night, that she lives on the ward now. Her husband still 

lives in the apartment they shared; he visits her every other day. His visits make her calmer, but 

his departure usually has her in a fit because the idea of not being allowed to go with him is 

completely incomprehensible. When Ms. Pennekamp is spending time with her husband, she is 

happy and calm, she does not wander around but is able to sit on the couch for an uninterrupted 

hour. She gladly accepts a cup of tea or lemonade and greets the care workers smilingly. This 

state is interpreted as her ‘green phase’, Ms. Pennekamp can enjoy nice things, she is not easily 

distracted and does not become ‘prikkelig’ or frustrated. Care workers do not have to worry 

about Ms. Pennekamp for a few hours, because they have learnt that she will not easily move 

into a different phase, an increasing amount of ‘prikkeligheid’ when her husband is nearby 

 

 
6 This is the number that Ms. Pennekamp told me the most often, sometimes she would share a different birth 
year or age. I am not sure whether this is true but think whether it is her true age is not really relevant for this 
thesis.  
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Ms. Pennekamp’s orange phase  
On the days that her husband visits, he also leaves again, the care workers have to help Ms. 

Pennekamp understand that she is not allowed to go with him. Because the care workers on the 

ward are the bearers of bad news, Ms. Pennekamp does not trust them for the rest of the day.  

When she starts looking for an exit, the care workers try to refocus her attention on 

something else or explain they do not know where the exit is or how it opens, but Ms. 

Pennekamp remains distrustful of these efforts. She exclaims, agitated: “I need to go! I have to 

get to Jan [her husband], I am not staying here. You are not helping me!”. The care workers try 

to assess in which phase Ms. Pennekamp is and whether or not it is possible to distract her. 

They try to entice her to do a different activity with them, which is when her refusal is a sign 

of her orange phase. They do this by offering to have a drink together or try to find a household 

task that Ms. Pennekamp usually is able to enjoy. Sometimes this works and she allows herself 

to be persuaded into sitting down with a coffee, other times she is too ‘geprikkeld’ to be 

persuaded by a coffee. When she is not easily convinced, she can be found looking for a way 

to go out so hurriedly that her movements become uncontrolled and she starts panting, it is 

impossible to hold her attention for more than a minute, after which she can be found at the exit 

again.  

Care workers assess this as Ms. Pennekamps’ orange phase, she is ‘prikkelig’ but not 

yet causing an incident. The care workers need to take care to manage the husbands’ arrival and 

departure from the ward, monitor the doors and engage with Ms. Pennekamp in a positive way. 

They need to transform the departure of Mr. Pennekamp into a positive ‘prikkel’ or at the very 

least a not too negative one. The care workers work together to open the door for Mr. 

Pennekamp, distract Ms. Pennekamp from her husband’s departure and afterwards keep her 

from becoming ‘prikkelig’ by offering something to enjoy. 
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Creating atmosphere – connecting residents 
 
A ‘prikkel’ is not meaningful by itself, it relates to other ‘prikkels’, to more or less susceptible 

residents, preferences of the residents – one’s good ‘prikkel’ is the other’s bad ‘prikkel'. A 

resident can be a ‘prikkel’ to others, because they are a nearby (loud? visible? irritating?) 

presence, but the resident also feels the ‘prikkeligheid’ within.  

 When Ms. Pennekamp, from the story above, is in a good mood, this is not only a state 

of mind in which she is by herself, but it also helps create an atmosphere which others are 

affected by. 

 

The other residents can enjoy Ms. Pennekamps’ good mood too, when they pass by the 

couch on which she is sitting with her husband. She calls out to Ms. Van der Meer: “Hello! 

What are you doing? Do you want to sit with us?” they make a joke together and both 

laugh. Ms. Van der Meer goes on towards the living room to look around. A few minutes 

later it is not Ms. Van der Meer but Ms. Liem who shares a laugh with Ms. Pennekamp, 

even if it is unclear about what. 

 

The state of Ms. Pennekamp in which she notices other residents and addresses them in a 

friendly manner, affects the wanderers on the ward. They walk past the sofa, stop for a friendly 

exchange, and are ‘geprikkeld’ in a good way by the friendly atmosphere. The event of Ms. 

Pennekamp and her husband sitting on the sofa become a positive prikkel for others. Although 

it is important to note that this is not true for all residents, some are affected and let themselves 

be affected, but others walk past without taking in any of the ‘prikkels’ bad or good. They are 

not easily affected by any happening on the ward.  

 

Care workers’ ‘prikkels’ – interdependence 

In the same way that ‘prikkels’ of and for residents form an environment for them, care workers 

are also subject to this. They receive and interpret good and bad ‘prikkels’ too and constitute 

the environment for residents like residents do for each other. Care workers try to minimalize 

the effect bad ‘prikkels’ or ‘vibe’ has on them, in order to create a good atmosphere for the 

residents. Nevertheless, when ‘prikkels’ culminate and more residents get affected, care 

workers find it harder to their job with the same energy and enthusiasm. Care workers know 

they can be a good or a bad ‘prikkel’ for residents as well, some of them try to adapt their 

expression, tone of voice or movements to match with what the resident needs. Several of the 
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care workers called the work they do ‘acting’, because they need to make their positive 

emotions bigger and try to ignore the negatives, for example being tired, stressed or anxious. 

This is necessary for the residents to notice the good mood as such, because they might not be 

as sensitive to other’s moods as before their diagnosis. According to the care workers, they need 

to be spontaneous, cheerful and honest, and they need to acquire the skill of acting to come 

across like that.  

 

 Mariam explains that she will always make her eyes lively when working. When I 

asked how she could this she said: “My eyes are always cheerful [vrolijk], you can 

always see that. Even when... even when I have pouches under my eyes. Especially 

Ms. van der Meer, she will look at your eyes and expression and wonders: what is her 

expression?” 

 

So, even when she is tired, with bags under her eyes, she finds it important to come across as 

happy. Not because she wants to put on a brave face and hide that she is tired, but because she 

knows the residents will be sensitive to her positivity. This can be an infectious mood: positive 

‘prikkels’ lead to positive ‘prikkeligheid’ and the other way around. They work the other way 

around too: care workers enjoy it when Ms. Liem (from above), is in a good mood, both for 

Ms. Liem and for themselves. It might even be so, that because the radiating good ‘prikkels’ 

from and for Ms. Liem, make it easier for a care worker to later deal with a difficult situation 

with another resident better. 

 Sometimes smiling and taking care of one’s expression does not do something positive, 

sometimes the ‘vibe’ is just wrong. 

 

Amir, who refers to the atmosphere with ‘vibe’: “Usually they [the residents] think, when 

you enter the room with the wrong vibe, supposedly, that if another colleague comes in, 

they will come and save them. *laughs* It’s very peculiar." 

 

The resident in question has apparently sensed something about a care worker that leads to 

some ‘prikkeligheid’ that fortunately another care worker can work out, because they have a 

different effect on the resident. Another care worker explained to me that some shifts are filled 

with more ‘prikkels’ than others, because the combination of team members is different. 

 Care workers constitute the environment of the ward just as well as residents and the 

interior does. Everyone’s ‘prikkel’ can lead to other ‘prikkels’ for others, now and in the future 
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(the rest of the day). The interdependence between residents and care workers and their 

‘prikkels’ emphasizes the difficult work they are doing every day. They need to not only tend 

to care activities, but also carry themselves in a way that makes for good ‘prikkels’ for everyone, 

colleagues and residents. 
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Chapter 3 - ‘Prikkeligheid’ in socio-material arrangements  
 
‘Prikkels’ and ‘prikkeligheid’ are terms that represent the ways in which care workers 

understand the happenings and behaviors of residents on the ward. As I have argued in the 

previous chapter, on the ward one of the most important objectives of care work is knowing 

and caring for the ‘prikkels’. This is mainly because a group of residents with dementia with 

‘problem behavior’ and staff specifically equipped to deal with this clientele converged on the 

ward. In this chapter I will expand on the care practices around ‘prikkels’ and describe three 

arrangements of the socio-material on the ward. Three arrangements wherein care workers, 

residents, the building and the relations between them are assembled to create a life in the 

nursing home. 

 I call them arrangements because in each, different aspects of the socio-material are 

mobilized to create a network of relations – relations between human and non-human 

(material), but also with time, motivation, moods, feelings. The making of ‘problem behavior’ 

is distributed over all elements that are part of this network, it is relational because of the 

connections between the elements. The network itself is not a stable thing, it is precarious and 

ever-changing. In order to show this, I tell three stories of residents and care workers as part of 

this network - how are the elements of the network connected? In what ways do they clash or 

concede, what arrangements are made possible? I will show that dementia, and specifically 

‘problem behavior’ (or ‘prikkeligheid) in dementia, is distributed over the elements of the 

network, albeit not always evenly among the elements. 

I call the work that care workers are doing within these arrangements, navigation. Social 

navigation is a term coined by Henrik Vigh (2006) to be able to understand individual behavior 

as more than just what people do with rational intentions, ignoring complex social forces people 

are subject to. Erica van der Sijpt (2014) in her study on reproductive health developed the term 

further to analyze women’s reproductive health decisions, which are never only rational 

decisions, I build on her notions to see the work of care workers in that same light. I use the 

term navigation for care work in order to bypass words like ‘manage’ or ‘control’ in the context 

of care work. It allows me to see care workers and residents as moving through an ever-

changing landscape, able to act but also acted upon, by the socio-material environment. They 

take decisions on care, but these are never completely rational or completely determined by 

their educational background or professional knowledge. The term navigation gives me the 

tools to afford power in decision-making not only to care workers, but also residents and the 

socio-material environment. 
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Following John Law, Marianne Lien (2013) and Charis Cussins (1996) we might see this 

process as a complicated and delicate choreography. It emphasizes that care work is work and 

it requires training and then still can go wrong, a “choreography takes effort, work, continual 

redoing, and is more or less precarious” (2013, p. 368) The navigation care workers do is at 

times so complex, requires them to interact with other people and materialities, to move around 

(literally) that it is like a choreography (Ibid.). 

 

Arrangement 1 - Continuing the story of Ms. Pennekamp 
 
In the previous chapter I introduced Ms. Pennekamp and her husband, in the next section I will 

elaborate on her story to illustrate not only her ‘prikkels’ but also how these are navigated by 

care workers. What happens when Mr. Pennekamp has to leave by himself to the house where 

the spouses used to live together?  

Care workers make sure the doors are invisible to Ms. Pennekamp for some time after 

her husband leaves, by taking her to the living room from which it is impossible to see the 

middle exit through which he usually leaves. They make sure that Mr. Pennekamp does not 

loudly announce his departure or is seen putting on his coat because this can become a negative 

‘prikkel’ for Ms. Pennekamp because she will not be allowed to go with him. Sometimes he 

will be asked by the staff to exit through a door at the end of the hallway, so that his wife will 

not notice his (imminent) departure. This also applies to care workers who leave after their shift 

ends, because some of the residents will realize that care workers are allowed and able to open 

the doors and leave, while they are confronted with their imprisonment. While the remaining 

care workers from the next shift keep everyone occupied near the living room, the care workers 

getting off their shit leave through a door as far away as possible. 

Subsequently, Ms. Pennekamp is kept away from the windows in the hallway, so that 

Mr. Pennekamp can cross the patio downstairs without being noticed by his wife. Care workers 

are mindful of ‘prikkels’ (doors, departures, coats, patios) that can become negative ones 

because they refer to (are the beginning of) a frustrating reality. The frustrating reality for Ms. 

Pennekamp that, apparently, she lives on a ward because her condition does not let her move 

around freely and live in her home with her husband. All of these elements have to come 

together or be kept disentangled to make sure Ms. Pennekamp can enjoy herself without 

‘prikkels’ (her ‘prikkelloosheid’) a bit longer, although this often does not work out. 

It becomes clear that providing care for Ms. Pennekamp on the ward requires the care 

workers to involve the building in their work. They are, so to say, aware of the socio-material 
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(Driessen 2019, p. 29). The placings of doors, sofas, a living room or kitchen, but also timing 

the transformation of, for example, a closed door into an open door can change a ‘prikkel’ and 

its effect. This is a precarious dance that is being executed, so precarious that occasionally the 

choreography falls apart.  

 

Preventing ‘prikkeligheid’ 
By doing this difficult job, the care workers cannot always prevent Ms. Pennekamp from 

moving into a ‘prikkelige’ state. When she becomes more ‘prikkelig’ all of the ‘prikkels’ that 

were good ones when she was content, become bad ‘prikkels’. The couch is not a place where 

she wants to sit, she gets agitated because of the other residents that are walking past, the doors 

are frustrating when they do not open when she rattles them. Even the almost infectious positive 

atmosphere with positively ‘geprikkelde’ residents on the hallway turns negative. The care 

workers are cautious of this situation because they fear that both Ms. Pennekamp and other 

residents, who feel the changed atmosphere, will become ‘prikkelig’. Since the residents (and 

the care workers, visitors) are each other’s environment, and Ms. Pennekamp was a positive 

‘prikkel’ to the others, as they were to her, one bad ‘prikkel’ can cascade into a state of 

‘prikkeligheid’ for everyone on the ward. Managing this situation becomes even harder when 

Ms. Pennekamp is indeed in an agitated state and becomes a ‘prikkel’ to others, because she 

makes noise, moves quickly and grabs other residents. 

The fear of Ms. Pennekamp causing an incident is a valid concern as we learned from the 

nursing home doctor that Ms. Pennekamp had to move into the nursing home because she 

deliberately threw an ashtray towards her husband. This and other incidents led her family 

doctor to request a place on the ward, both to protect her husband’s health and for making better 

care available for Ms. Pennekamp. Her history of becoming violent at home, but also the fact 

that she can get ‘geprikkeld’ from the departure of her husband from the ward are taken by the 

care workers as important information on how to deal with her ‘prikkels’. Her character and 

recent behavior at home (or in a different nursing home) are weighed by the care workers in 

order to understand what Ms. Pennekamp’s ‘prikkeligheid’ might look like. They observe what 

happens in her interaction with or taking-in of various ‘prikkels’ and adapt their care strategy 

accordingly. Because she has become violent in the past, care workers carefully navigate her 

bad ‘prikkels’ because they assume it could otherwise lead to a violent outbreak. So, assessing 

whether the ‘prikkeligheid’ is an ‘unstable’ place to be for a resident is also based on ‘knowing 

the resident’. 
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Since Ms. Pennekamp has been living on the ward, none of the cases of increasing 

agitation concerning Ms. Pennekamp have had her husband as victim, instead they have a 

different focus. His arrival and presence are good ‘prikkels’ to Ms. Pennekamp, but his 

departure is a bad ‘prikkel’ which simultaneously makes everything connected to his departure 

a bad ‘prikkel’. It does show that Ms. Pennekamp sometimes becomes frustrated and can 

become violent. The reason for her frustrations at home are unclear, but at the ward the reason 

for frustration is mainly the fact that the doors are closed, that she is locked up.  

 

Failure to prevent ‘prikkeligheid’ 
Around the third week of fieldwork, I enter the ward and notice a piece of glass glued over a 

broken window in the hallway. When I ask what happened, the care workers on the day shift 

tell me that Ms. Pennekamp is responsible for the broken window. Not only did she break the 

window I walked past, a series of incidents took place on the ward with Ms. Pennekamp in the 

red phase. The care workers tell me that over the course of about four weeks of her admission 

to the nursing home, she has smashed three windows (not at the same time): one at either end 

of the hallway (near the exits) and one in her room (the only window in the room). A few days 

after I first noticed one of the windows, Ms. Pennekamp unwound the firehose tube and opens 

the tap, thereby drenching the hallway and other residents in the vicinity (also near the exit).7 

As this did not happen during one of my shifts, I am told by my colleagues on my next shift, 

when Ms. Pennekamp sits cheerfully next to me at the table. I could hardly belief that Ms. 

Pennekamp was the perpetrator, so I decided to ask her about it. 

 

I ask Ms. Pennekamp about the incidents when we pass one of the broken windows which 

is not yet repaired, she remembers breaking it: “Yes, yes I did that” MR: “You broke that 

window? How did you do that, don’t your hands hurt?” Ms. Pennekamp does a boxing 

gesture with two fists in front of her, but I don’t see any wounds. She says: “sometimes 

you feel something... you are angry, you have that too, right? And it needs to go out... and 

then, sometimes you do something.” She laughs when she says it, like she remembers it 

fondly. 

 

For the care workers these are very serious situations of escalation, Ms. Pennekamp’s 

frustration had been building up towards these incidents, but she had probably been getting 

 
7 As I was told by staff the week after, I did not witness the incident myself. 
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increasingly ‘prikkelig’ before it escalated (which might be called the red phase, see previous 

chapter). I do not know whether any of the care workers saw the firehose incident coming by 

assessing her ‘prikkeligheid’. What I do know is that it happened in the evening right after the 

evening meal was served, which is a tough time of the day for the care workers, because there 

are many things to care for at the same time. A meal needs to be served, residents need to eat it 

and dishes need to be cleared away again. When the ‘wanderers’ are done with eating, usually 

in about ten minutes, they get up from the table and walk towards the hallway, and so did Ms. 

Pennekamp. Because dinner is still going on, none of the care workers follow them to the 

hallway, as there are more pressing issues asking for their attention. This means that it is 

probable that the care workers did not manage to care for Ms. Pennekamp’s ‘prikkels’ because 

they were busy doing other things. 

Ms. Pennekamp describes what she feels and what care workers interpret as 

‘prikkeligheid’ herself: by saying “it needs to go out” Ms. Pennekamp explains that frustrations 

are felt inside and need to be expressed. The expression of these feelings then, takes the shape 

of breaking glass or a drenched floor. This escalation of ‘prikkeligheid’ with the firehose at its 

center, called for an immediate solution, which meant the care workers only option was to get 

Ms. Pennekamp away from the hose and give her an injection with tranquilizers. This is a heavy 

physical intervention which is very stressful for the care workers: they have to hold her back 

with joined forces while one of them prepares the medication, all the while keeping other 

residents away from the struggle, so that they do not get hurt (or ‘prikkelig’) in the process. 

 

The built socio-material environment 
The examples of Ms. Pennekamp in her ‘prikkeligheid’ show that the building and its interior 

are elements in the enactment of the ‘prikkelbare’ resident in dementia. The firehose hanging 

in the hallway is an ongoing cause for concern for the care workers, it is an imposed safety 

measure, and hangs in the hallway very visibly and invitingly for the residents (not only Ms. 

Pennekamp, also others). Many other residents repeatedly unwind the tube when they walk 

past, but during my time on the ward, only Ms. Pennekamp actually opened the tap. The firehose 

is something care workers have to keep an eye on, because even without a ‘prikkelige’ resident, 

the unwound tube can be something a resident trips over, in the worst case scenario causing a 

hip fracture.  

In the firehose we are able to find several ways for the ‘prikkelbare’ resident to be, first 

it can be triggered by the possibility of using the firehose for spraying others and with that 

expressing frustration. Second, it is a part of the interior that is a cause for concern for the care 



 38 

workers, concern for the safety (in case of fire) but also non- ‘prikkeligheid’ (non-agitated state) 

of the residents on the ward. The presence of the firehose leads care workers to have the 

possibility of an escalation with the hose as its focal point in the back of their minds. It is not 

solely the dementia that produces a situation in which the firehose is (mis)used on the ward, 

this is also afforded by the closed doors, the visibility of the firehose and the ease with which 

it is possible for Ms. Pennekamp to grab the firehose. The exits are also something that needs 

to be navigated in different ways by the care workers, for Ms. Pennekamp the main strategy is 

keeping her away from them, but for other residents it might be that they need to be open and 

recognizable in order to reduce ‘prikkeligheid’.  

The same applies to the windows near the exits, they provide a view of the two enclosed 

gardens down below (the ward is on the second floor), this co-produces the wish to leave and, 

when this proves impossible, they become the object of the frustration over this. The windows 

and the adjacent closed doors afford Ms. Pennekamp the option for breaking the glass and open 

the firehose tap. The affordances of the environment work together with care workers to create 

a situation in which something like the incident with Ms. Pennekamp can happen, if care 

workers would have been successful in bringing Ms. Pennekamp back to the green phase by 

offering the possibility of good prikkels that take over the bad ones. 

What we see in this arrangement is that both the specific way the hallway and living 

room are set up, the hanging firehose, but also the rhythm of the day and timing of interventions 

by (busy) care workers, come together as elements of the arrangement to produce a problematic 

situation. The choreography falters, so much so, that the ordering of dementia as a disease with 

pharmacological intervention takes over. 

 

Arrangement 2 - A cigarette craving 
 
The closed doors can be tinkered with in care, other than only keeping residents away from 

them, because it could cause ‘prikkeligheid’. Care workers do this for Mr. Hoogeboom and Mr. 

de Vries, who are the only two residents on the ward that smoke. They use the in-house smoking 

room to have their cigarette, which is on the adjacent corridor. It can only be reached by going 

through the middle swing doors, which open with an electronic key (tag) or by entering a code 

on a number pad. Mr. de Vries has a key that is attached to his rollator and gets a stack of 

cigarettes each morning, so that he can open the doors himself and smoke independent of the 

care workers’ time schedules. Mr. Hoogeboom, conversely, has to ask staff for a cigarette and 

is accompanied by a care worker to the smoking area. A care worker lights the cigarette and if 
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they do not smoke and stay with him, he will bang on the swing doors once he is done, to be let 

back in. The care workers have agreed with him that he is allowed a cigarette on the hour, but 

not in between.  

Mr. Hoogeboom usually starts asking for a cigarette near the nurses’ office around 

twenty minutes before he will get one, with increasing ‘prikkeligheid’ which subsides for a bit 

when a care worker reminds him that it is not yet time for his cigarette and that he has to wait 

a certain amount of time. Mr. Hoogeboom knows and remembers that he smokes once every 

hour, so after the care workers have explained again that he will get a cigarette in a few minutes 

he switches to asking “how long, sister, how long? How long?”. When it is finally time, one of 

the care workers goes with him to the smoking area and lights his cigarette, which he is not 

allowed to do himself, because the staff worries that he will set himself or the building on fire. 

So, they take the lighter back to the ward and wait for Mr. Hoogeboom to bang the door to be 

let in. He will be calm and not asking for a cigarette for the better part of an hour, until these 

events will repeat themselves. 

Mr. de Vries, however, would become very agitated if he would not be allowed to leave 

at his own time, when something does not go as he wishes, he walks down the hallway while 

screaming swear words at everyone. For him, not being able to open the door himself and 

having his cigarette at the time he wants would increase his ‘prikkeligheid’. Whereas for Mr. 

Hoogeboom, even though he tends to become ‘prikkelig’ too when not given a cigarette, the 

clear instructions and agreements on how and when to have his cigarette help him to stay less 

‘prikkelig’ than he would otherwise become. Whereas Mr. de Vries would rather have no 

contact or engagement with care workers or other residents, he wants to be left alone and be 

able to smoke as independently as possible. During the day he is in his room which he only 

comes out of to have a meal or to smoke, and very occasionally to say hi to his sister who is 

also a resident on the ward (Ms. de Vries). 

While Mr. de Vries’ ‘prikkeligheid’ is cared for by giving him some independence, Mr. 

Hoogeboom on the other hand is cared for by not giving him the independence to be able to 

smoke by himself. He would, when given the opportunity, smoke all day long and burn holes 

in every piece of clothing he possesses. On the ward care is arranged for him to not lose himself 

in an endless repetition of the same routines, which for him would be the smoking of a cigarette. 

The care workers make use of his remaining ability to understand and remember that he has an 

agreement with the care workers, but he does need to be reminded of that throughout the day 

in order to stay without too much ‘prikkeligheid’. He is not able to remember the agreement or 

the last time he has had a cigarette by himself, care workers need to assist him in this. When 
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his requests for a cigarette go without a reply – either a refusing or an affirmative answer – he 

will become ‘prikkelig’ because his requests are not acknowledged.  

For Mr. Hoogeboom the balancing of ‘prikkels’ entails that the care workers give him 

enough opportunities to smoke, but that these are also limited. If he would be offered the 

opportunity to smoke as many cigarettes as he wants, he will get ‘prikkelig’ earlier in the hour. 

At times, when care workers do not have time (or are not in the mood) to constantly explain to 

Mr. Hoogeboom when it will be time for his cigarette, the care workers will give him a cigarette, 

just to be free of his requests for a minute. On days when this happens, the requests become 

more frequent and Mr. Hoogeboom’s attitude less friendly. A no to a request can lead to a 

screaming fit, in which Mr. Hogeboom will bang his head to a wall while screaming 

“Godverdomme! Godverdomme, zeg!” [goddamnit]. For Mr. Hoogeboom to stay without too 

much ‘prikkeligheid’, he needs to be acknowledged in his repetitions (and cravings), even 

though it is not necessary to always go along with what he wants. The negotiation of ‘prikkels’ 

is more complex than just the offer of a cigarette when Mr. Hoogeboom needs the nicotine. His 

‘prikkels’ also involve acknowledgement by care workers, engagement with his requests and 

his addiction.  

 

Navigating a cigarette landscape 
Sometimes the careful engagement and timing work of the care workers is not enough and 

residents, Mr. Hoogeboom in particular, become ‘prikkelig’. At other times everything would 

fall into place to create the perfect situation. When, by coincidence, Mr. de Vries would come 

out of his room exactly on the hour to smoke a cigarette and go to the nursing station to ask for 

a lighter, Mr. Hoogeboom can go with him. The care workers walk with the men to light their 

cigarettes (they are not allowed to do this by themselves) and go back to the ward and continue 

what they were doing. For the care workers this is only a minor disruption of their current task 

and for the other residents there are no extra ‘prikkels’ because getting cigarettes and leaving 

and entering the ward happens almost silently. The men can get back to the ward together 

because Mr. de Vries has the key. Even when the timing is successful a different element can 

be out of balance, for example when Mr. de Vries’ wheeled walker gets stuck in the door and 

they need help to get back on the ward anyway. So, after a good start there might still be a 

disturbance near the door that might affect the other residents. When the choreography is 

smooth and without disturbances, nobody gets ‘prikkelig’. It is not possible for the care workers 

to ‘force’ the two smokers to go together, Mr. de Vries only goes when he wants to go, they are 

not friends and do not particularly enjoy smoking together. When the elements in the landscape 
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come together at the right moment, the choreography is executed correctly, the work of care 

workers can almost be effortless. 

Both Mr. de Vries’ and Mr. Hoogeboom’s ‘prikkeligheid’ has to be navigated, 

temporally, in the right moment, by giving access or opportunity but also by providing 

materials. If not, the care workers risk that both men have a ‘prikkeligheid’ that is clearly 

noticeable, so that the other residents (who do not care about smoking or going through doors) 

are also affected in their ‘prikkeligheid’. Imagine for example Ms. Pennekamp from before, if 

she would find Mr. Hoogeboom banging on the door, begging a care worker to be let out. Thus, 

care workers work with giving access to other parts of the building and with the ability of 

opening the doors for two smoking residents, in order to balance the amount of ‘prikkeligheid’ 

any of the residents will have. 

The landscape of the ward is created by the materials, such as doors, keys and cigarettes, 

but also affected by cravings, engagement with care workers (or other residents) and moods. 

The socio-material here includes materials in the literal sense – cigarettes and the building – 

but is also formed by the response of the care workers (do they engage with the requests?), their 

workload (are they dealing with other demanding tasks?) and coinciding cravings (do the men 

coincidentally want to smoke simultaneously?). Navigating all these elements is done both 

spatially and temporally, and never the same. 

 

Arrangement 3 - Coffee routines and daily rhythms 
 
On the ward daily life follows the rhythm of the activities of daily living (ADL), care routines 

like washing and providing food, that happen every day. The way a morning starts can be 

defining for the rest of the day. A well-rested resident is less prone to bad ‘prikkels’ and more 

susceptible to ‘good’ prikkels, if a resident starts the day in a good mood, it is also easier to 

prevent them from becoming ‘prikkelig’. The mornings are full of potential for this to go wrong: 

a resident might be disoriented (in time and place) after a deep sleep, might need to go to the 

toilet, might be hungry or thirsty when waking up. Care workers know this and play around 

with it. Entering a resident’s room in the morning is a way to take the temperature, to figure out 

how a resident is doing and if they are ready to start the day.  

 

Edo creates an atmosphere of familiarity when he enters a resident’s room in the morning, 

he deliberately comes in and shows that he is an acquaintance: “’Hey! Good morning, it’s 

me! How are you?’ I try, in the mornings, I don’t start the washing and dressing, no, I 
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always ask ‘How are you? Let’s have a cup of coffee [bakkie]?’ And then, when someone 

agrees, I say ‘oh but first [you have to] get dressed properly [netjes aankleden]’. And 

when someone doesn’t understand what is being said, I try to show them, ‘Look! Her it 

is!” 

 

Edo tries to get a sense of how the resident is feeling, but at the same time tries to create an 

atmosphere that is full of potential for ‘good’ prikkels, a good way of waking up. A resident 

wakes up, there is someone they know there to help, they are offered a nice cup of coffee and 

the prospect of a tasty breakfast. By gently reminding the resident of the fact that before having 

coffee in the living room it is important to dress and be presentable, he draws on a residents’ 

sense of what are polite manners. He shows residents how to use towels, toothbrushes, 

washcloths but also how to drink a cup of coffee in the living room. Edo is able to use the 

prospect of coffee in the morning, because it is an understandable ritual for almost anyone and 

works even when someone doesn’t understand the word ‘coffee’ anymore. 

 

MR: “And if that doesn’t work?” Edo: “Then I just leave, I think, [nou], I’m here all day, 

I’ll come back later. A human being is complex, they don’t just need to eat and drink and 

dress, there are also other things. (…) I just imagine myself, sometimes I also want to stay 

in bed. Then I’ll come back later or offer them breakfast in bed”. 

 

When the resident does not want to get up, she is allowed some time to wake up and to choose 

a different option: staying in bed. By adapting so readily to what a particular resident might 

understand or want or feel, Edo cares for the ‘prikkels’ in the morning, but also for the ‘prikkels’ 

during the rest of the day. He tries to get everyone in a good mood right from the start, so that 

the care workers’ efforts of offering good ‘prikkels’ during the day goes more smoothly. He 

navigates the rhythm of the day with use of mundane objects and rituals and tries to get the 

resident on board. But also tends to difference: if someone does not want to get up, she is 

allowed to choose a different direction for the day to go. 

 

Coffee (and) time 
After breakfast is served in the living room, around 11 a.m., every resident is offered a cup of 

coffee and a cookie (‘iets lekkers’). After breakfast it is also time for the care workers to have 

a break and sit down for a bit. So, the round of coffee at eleven does not have all staff on duty, 

which means that the remaining care workers have to multitask. One of the residents who is 
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always sitting in the living room, Mr. Beijen, is known for stealing other people’s coffee (and 

food). His coffee has to be timed precisely as to make sure he will not bother anyone else. This 

means giving him the coffee at the right moment, not right at the start of the distribution of the 

cups, but after two or three others have already gotten theirs, a bit out of sight from Mr. Beijen. 

Then he will receive his cup and will be occupied for the duration of finishing the coffee, usually 

a short time. After he has finished his cup a care worker keeps him occupied for a bit longer by 

giving him a cookie after his coffee, in the meantime the other people receive their cups and 

cookies (together). So, they will have some time to finish drinking until Mr. Beijen is done and 

starts getting up to grab the cups that are still on the table.  

When things happen that care workers did not anticipate, for example a resident 

screaming or Mr. Hoogeboom coming for a cigarette, it can influence the speed with which it 

is possible to complete the coffee distribution. Mr. Beijen might be done with his coffee too 

quickly, so care workers have to offer Mr. Beijen a second cup of coffee. Just to make sure that 

he still has something to drink and does not yet come for other people’s cups. If Mr. Beijen 

manages to get up, despite the care workers’ efforts, everyone might become ‘prikkelig’.  

Care workers make use of the interior of the living room to make sure the choreography 

succeeds. They place Mr. Beijen further away from the others than when there is no coffee on 

the table, so that if the timing is wrong, he will have to walk further to get someone else’s 

coffee. This gives the care workers a bit of time to intervene if this happens. Other times they 

put obstacles in Mr. Beijen’s way, for instance a chair or a different object. The effect is 

twofold: it takes, again, a bit more time before Mr. Beijen gets to the table, and sometimes he 

is so distracted by the chair, that he first sits down in it, and forgets that he was en route to the 

coffee.  

When the care workers time it successfully everyone gets to drink their own coffee, 

without being disturbed, but when the order of things gets messed up, everyone gets ‘prikkelig’ 

and a fight may ensue between Mr. Beijen and one of the others because of the cup stealing. 

The residents who are directly involved (because it is their cup being stolen) become 

‘prikkelig’, but also residents who are only spectators, because there is noise and a bustle, and 

they sense this.  

Although these routines happen every day and care workers know very well how to deal 

with the issues that arise when caring for the coffee of the residents, they are often messy. 

Coffee starts out as a good ‘prikkel’ for all of the residents but can quickly become a bad one. 

The non-‘prikkeligheid’ of Mr. Beijen and of the other residents, and the workability of the 
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morning shift are ‘done’ in practice. The messy reality of executing this choreography is that it 

can go right and go wrong. 

 

Conclusion 
 
Why these three ‘arrangements’?  

With all three arrangements I want to show how what particular elements can be part of the 

socio-material environment and how care workers navigate these. In each of them, the focus of 

the care work is different, but in all the aim is to show how it is possible to see dementia (and 

‘problem behavior’) distributed over a network instead of resting on one individual. In Ms. 

Pennekamp’s story I show user-building interactions (Driessen 2019, p. 24) are significant 

determinants of what happens in care. For Ms. Pennekamp, though, it is not only the built 

environment, but also her frustrations, moods and the timing of interventions that are part of 

the network that is to be navigated. 

 In the cigarette story, I emphasize how the arrangement is constituted of the built 

environment, but also of cravings, engagements and (the scarcity) of time as a resource. Again, 

the doors and keys are important, but there are other elements that make the choreography more 

precarious.  

In the arrangement that chronicles coffee moments on a usual day in the nursing home, 

the emphasis shifts slightly again. The element that is a craving (for coffee) is less important, 

but the structuring of the day with rituals is pointed out. Crafting a situation that is the work of 

care workers, is done to get the elements of the arrangement in line. Time and the daily rhythm 

become a stabilizing force, so that the choreography is more easily performed. There are still 

evident user-building interactions, but they do not take center stage. 
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Chapter 4 – Conclusion 
 
In this thesis I show how institutional care for people with dementia is seldom an individual 

endeavor. I aim to demonstrate how ‘problem behavior’ of individual residents on a ward is not 

a problem with a quick fix, rather it takes place in an arrangement in which it is distributed over 

several elements in that arrangement. 

 In chapter 1, I argued that the meaning of ‘problem behavior’ is sculpted by the medical 

field, nursing home directors and team managers in order to fit expert’s models, but also flows 

of funds and insurance policies. These institutions regard ‘problem behavior’ as a symptom of 

dementia, a mental disease, of an individual, and aims to care for patients with a personalized 

(individual) approach. This notion of dementia and ‘problem behavior’ is at the heart of health 

care policy but makes the relational aspects to care and being-in-the-world less visible. 

Therefore, I wondered how we could see this differently. I used a practice approach to follow 

care activities on the ward, to bring into view (together with the care workers) a different 

perspective on care. 

 In chapter 2 I illustrated how, by following the care (and therefore language) practices 

of the care workers, ‘problem behavior’ is re-conceptualized to fit their ideas but also the 

practicalities of working in a nursing home. I provide an overview of what ‘prikkel’ might be, 

and how care workers understand these and care for them. In this chapter I make the first move 

towards arguing for a ‘relational ordering’ (Driessen, 2019, p. 28) of ‘problem behavior’, by 

showing that a particular ‘prikkel’ cannot be isolated from the resident who is affected by it or 

from other ‘prikkels’ and residents. Someone’s good ‘prikkel’ can become their or someone 

else’s bad ‘prikkel’. This interdependence between ‘prikkels’, residents and care workers 

directed the move from demonstrating the care for ‘prikkels’ to a more dynamic demonstration 

(in chapter 3) of navigating ‘prikkels’ for everyone. 

 In chapter 3 I demonstrated the ‘relational ordering’ of dementia by presenting three 

arrangements of the socio-material on the ward. I elaborated on the relational aspects of care 

already discussed in chapter 2 by describing how materialities of the ward are important in care. 

The ‘relational ordering’ of dementia is not a different dementia, rather it is a different 

perspective on the disease, it makes ‘problem behavior’ something that is distributed over 

elements of the arrangements. Furthermore, I argued that materialities, in the straightforward 

sense of the word, when they indicate the built environment and ‘things’, are part of a network 

of care. I added, however, that the socio-material also consists of things non-material and non-

human. The socio-material arrangement is composed of things, humans, but also timings or 
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moods. This argument is not intended to make residents equal to time or a chair, rather, I argue 

that within an arrangement, hierarchies are constantly changing and need to be negotiated and 

navigated to do care.  

 

Loose ends 
I am not saying, however, that all problems of care can be solved by merely thinking of a 

‘relational ordering’ of ‘problem behavior’ and understanding situations as arrangements of the 

socio-material that are to be navigated. I have merely given a first push (one of them) towards 

thinking through socio-material arrangements. However, I have not explored how elements that 

I deem important, become significant or how hierarchies between arrangements change. I am 

presenting only one alternative ordering of dementia, but there must be other possible orderings 

that can contribute to a different perspective (and better care!) for elderly with dementia, in the 

same way Ingunn Moser (2005) thought of alternative orderings for disability.  

Every situation I am describing imagines care to be always going on, there is a 

continuous struggle for improvement, not always successful, but always happening. 

Occasionally, however, care might not be happening, residents are ignored or neglected because 

they are difficult. Care for some residents might be going on, but others might be overlooked. 

This especially applies to residents who are apathetic and passive and who never cause trouble 

for the care workers, there are always more pressing concerns on the ward than caring for a 

passive resident’s ‘prikkels’. 

Another concern that I have not elaborated upon is the role of fear and anxiety for care 

workers when they are doing their work. Many of the care workers had experienced a violent 

situation at work, occasionally with physical harm done to them. Even though the care workers 

try hard to not blame the residents for their behavior, it sometimes does lead to anxiety when 

being put in a such a situation. I have considered the idea that residents form each other’s good 

and bad ‘prikkels’ and following this argument, that also care workers are part of this 

environment with good and bad ‘prikkels’. I have ignored the potential mental and physical 

barriers that care workers experience when they (are doing their best to) provide care. This 

might be an important intersection to start another research project. 

 

Contributions 
What this argument mainly contributes is to offer a perspective on dementia that includes a 

more shared responsibility for problems and suffering that comes with the diagnosis. I 

purposely say diagnosis, because it is not the disease but rather what we make of it as a 
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diagnosis, to speak with Hacking again, that matters. Especially when thinking through 

‘problem behavior’, it is important to share this responsibility, because the idea of blame when 

something goes wrong (which happens more often in ‘problematic’ residents than with quiet 

residents) is more pertinent. Thus, I argue for a relational ordering of care ultimately because 

directing blame or responsibility does no good for residents living in institutional care or their 

care workers. 

 Furthermore, when considering this relational ordering it becomes possible to regard 

several other elements of the socio-material environment as active within an arrangement, 

instead of just considering the people with dementia and their care workers in interaction. This 

can and should influence the way health care policy, especially on the level of specific wards 

or nursing homes, is devised for people with dementia. For example, the insurance profiles that 

are assigned to patients receiving long term care, are based on an individual idea of disease: 

one person can have certain symptoms, and these allow for a certain amount of care (people, 

time and materials). But caring for a group of people (16 in my case) all with ‘problem 

behavior’, requires a less simple division of care resources, especially because care workers 

and residents together create each other’s environments. Perhaps we should, when creating 

specialized wards, consider a move away from a client-linked budget, and towards a ward-

linked budget. The particular dynamics of living and working together with a group of people 

in a building that is nobody’s own, but an institution, is not easily put in a protocol, nor put a 

price tag on. 

 By seeing the socio-material as consisting of more than people and their materials, the 

possibility of focusing on temporalities, feelings and motivation is opened up. This means that 

we can become a bit closer to mirroring the complex reality in our theorizing.  

 

Recommendations for practice 
Next to contributing to a conversation on navigating the socio-material in care, there are also a 

few contributions to for thinking about care in the field.  

First and foremost, it has been my goal to empower care workers ‘on the ground’, 

because they are seldom included in conversations about health care policy, from funding 

decisions to very specific decisions about the furniture in a nursing home. I have aimed to 

present ways in which care workers are, besides instructions from the nursing home doctor or 

psychologist, doing care and doing care well. They are inventive, creative, involved (with their 

bodies) and refuse to consider ‘problem behavior’ as a self-evident, clear thing. Thus, for the 

project team around ‘problem behavior’ in my field site, it is important to let care workers (and 
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others) learn from each other. The care workers should not be instructed on what to do, rather 

they should be invited to offer input and listen to their colleagues’ input on how to do their 

work. 

Second, I provide a perspective on care that involves the socio-material and intend to 

blur the hierarchies between human, material and immaterial things, in an attempt to shift the 

focus from disease and individual behavior to the collective. Being presented a different 

perspective can be useful for imagining alternative worlds, which can have a profound impact 

on how we do care and design protocols on an institutional level. This means that the nursing 

homes can start to think about how they collaborate with their care workers to design the interior 

of their wards, but also about how they can allow care workers to be creative with structuring 

time. It is clear that even with strict directions from the top, the care workers take in-the-moment 

decisions and do what is best, for the nursing home it is important to show that they have 

confidence in their professional opinions.  

Third, in collaboration with the project manager and other staff, this research will be a 

starting point for a training that is directed at equipping the ward and its staff better for the 

coming transformations in long term care. This means that care workers have to adapt to a 

population on the ward (and on other wards too) with increasingly severe forms of dementia, 

as care at home is provided as long as possible and admitting someone to a nursing home 

happens later in the disease trajectory. The details of the training are to be teased out still, 

together with the team, but it is clear that there will be a strong focus on making explicit the 

relational aspects of the work of care workers.  
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