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Early-onset dementia, which is diagnosed if the person with 
dementia is younger than 65, di� ers from late-onset dementia 
in crucial ways. Based on ethnographic fi eldwork, consisting 
of in-depth interviews with families dealing with early-onset 
dementia in the Netherlands, this thesis demonstrates the far-
reaching consequences early-onset dementia has for the lives 
and relationships of families. It shows that the illness not only 
infl uences relationships to the sick person, but also relationships 
among family members and relationships to relatives, friends, 
and colleagues. This thesis argues for a systemic approach to 
early-onset dementia. It emphasizes that taking the multiplicity 
of voices and perspectives of family members into consideration 
is necessary in order to grasp the complexities and ambiguities 
that families encounter. 
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INTRODUCTION 
  
 

But to explain that to others, on which areas it touches your whole 
being, not only that of my husband, but of our whole family… I once 
said: “our whole house has Alzheimer’s”. That’s how I saw it 
sometimes. Everyone who entered our house, got involved with it.   
(Yvonne, 51, partner of person with early-onset dementia) 

  
 

Any serious illness not only affects the diagnosed person, but it puts a strain 
on the whole family (Benbow & Sharman, 2014; Lindemann, 2014; Seaman, 
2016). In the case of early-onset dementia, which is diagnosed if dementia 
occurs before the age of 65, the illness has a range of harmful consequences 
for the family (Roach et al., 2014). Or to use the words of Yvonne, whose 
partner René got diagnosed with dementia at the age of 46, it seemed like her 
whole house had Alzheimer’s. In this thesis I unfold the meaning of this 
statement. I illustrate how early-onset dementia not only changes the 
diagnosed person but touches everyone who enters their orbit. Most of the 
literature on dementia focuses on dyads, analyzing the relationships between 
the care giver and the care receiver. These studies inadequately represent the 
experiences of the family as a whole (Roach et al., 2014). Often, what is 
described as research on families affected by dementia in reality mainly 
describes the perspective of the primary caregiver (Globerman, 1994). 

From an anthropological perspective families can be described as 
“persons who participate intrinsically in each other’s existence; they are 
members of one another” (Sahlins, 2013, p. ix). Sahlins speaks of “mutuality 
of being” to conceptualize kinship bonds and to explain how what happens to 
one family member also happens to the other. He refers to Aristotle (Rowe & 
Broadie, 2002, p. 221) who writes about family members that “they are, then, 
the same entity in a way, even though in discrete subjects”. Another 
anthropological concept that captures this perspective is dividuality. From a 
dividual perspective persons are “constructed as the plural and composite site 
of the relationship that produced them” (Strathern, 1988, p. 13). Or in other 
words, one person can be conceptualized as a “social microcosm” not only 
containing relationships but also generalized society (Strathern, 1988, p.13). 



 
12 

The majority of the literature on early-onset dementia is not written from an 
anthropological perspective. Starting from the “mutuality of being” or the 
dividual character of families enables a better understanding of how the 
illness of one family member influences the whole family. It further allows a 
deeper comprehension of how the socio-cultural context shapes the 
experience of the illness of a family member. Moreover, these concepts enable 
us to understand ambiguous and ambivalent processes that are difficult to 
comprehend using an individualistic framework. Thus, this thesis advances 
our understanding of how an illness such as early-onset dementia not only 
affects individuals but also (family) systems. 

Another dimension of the statement that their whole house has 
Alzheimer’s is that the effects of early-onset dementia on families are 
somewhat elusive. They are not easy to grasp and are therefore difficult to 
communicate to others. One aim of this thesis is to reveal the less obvious 
and more ambiguous aspects of living with a family member with early-onset 
dementia. When thinking about dementia, a few themes immediately come 
to mind, such as losing the person one knows, the burden of having to care 
for a person with dementia, and potentially deplorable conditions in nursing 
homes. Most people have an elderly person in mind when they think about 
dementia. In this thesis I show that age is not the only difference between 
early-onset and late-onset dementia. One does not get an impression of early-
onset dementia by simply imagining dementia at late age affecting a younger 
person. As I will show below, there is much more at stake. Furthermore, as 
my research participant states the illness affected their whole being. It 
requires in-depth research to unravel the complexities of this statement.  

My research is an important contribution to learning more about the far-
reaching consequences early-onset dementia has for the lives and 
relationships of families. It reveals that early-onset dementia not only 
transforms spousal or parental relationships into care relationships, but it 
also affects other areas of the families’ lives. Therefore, in this thesis I 
demonstrate that early-onset dementia does not only impact relationships 
between the diagnosed person and his or her family members, but it also 
changes relationships among family members and relationships within their 
wider social network. In order to illustrate how early-onset dementia shapes 
relationships, I have selected four relational domains to carve out and discuss 
in detail.  
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I have chosen the term “relational domain” to emphasize that 
relationships do not exist in a vacuum but are always embedded in larger 
relational domains that interact with each other. The first relational domain 
encompasses people with early-onset dementia and their family members. 
The second relational domain centres around the relationships between 
family members. The third focuses on the relationships between family 
members and their social network. In the fourth field I zoom out even further 
and highlight the relation between the socio-cultural context and the 
experiences and narratives of adult children of a parent with early-onset 
dementia. The first two relational domains encompass relationships within 
the family. The last two domains comprise the relationships between the 
family and the outside world.  

This selection is based on domains that emerged from the data, which 
had not yet received much scientific attention. The domains I chose are not 
all-encompassing, because it would exceed the space of this thesis to discuss 
them all. Rather they were a way to organize my data and to call attention to 
areas that on the one hand play an important role in the experiences of family 
members and on the other hand have received little attention in the scientific 
community. Across those four relational domains, in this thesis, I ask three 
questions––the first being descriptive, the second theoretical and the third 
practical.  

  
1. How do changes due to early-onset dementia impact relationships?  
2. How can changing relationships of family members of a person with 

early-onset dementia be conceptualized?  
3. What kind of support do people with early-onset dementia and their 

family members benefit from?  
  

In the following I will introduce early-onset dementia to give the reader an 
impression of the phenomenon I discuss. I especially focus on criteria that 
distinguish it from late-onset dementia. In the subsequent chapter I discuss 
my methods and elaborate on ethical considerations I made.  
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A short history of dementia 
I start with a short history of dementia to show how for centuries dementia 
was linked to cognitive decline in old age and was largely considered as an 
inevitable aspect of ageing and has only recently been categorized as a 
separate disease. Dementia comes from the Latin word dēmentia, meaning 
madness, and dement, meaning out of one's mind. Dementia is associated 
with cognitive decline in old age, which has been observed and described 
since human history has been recorded (Whitehouse, 2016). Plato and his 
student Aristotle were convinced that old age is inseparable from mental 
failure (Berchtold & Cotman, 1998, p. 174). Cicero, who lived in the 2nd 
century B.C., in contrast, believed that not all old people would get dementia, 
and that an active mental life could prevent or postpone mental failure. 
However, his opinion was superseded by that of Aristotle. As dementia was 
seen for a large period of time as simply an inevitable feature of ageing, it 
stayed a relatively uninvestigated condition until the 19th century.   

At the beginning of the 20th century, Alois Alzheimer, whose aim it was 
to recognize that mental illnesses are rooted in biology (Lock, 2013, p. 29) 
“discovered” a form of pre-senile dementia in a 51-year-old woman. In 1910, 
Emil Kreapelin included Alzheimer’s Disease in the eighth edition of his 
Textbook of Psychiatry. At that point, he probably only had five cases that fit 
the criteria he established (Berchtold & Cotman 1998, p. 180; Lock, 2013, p. 
35). The inclusion of Alzheimer’s Disease in the textbook was an important 
factor leading to the acceptance of a new disease (Berchtold & Cotman, 1998, 
p. 181). Over the next 40 years, however, little progress was made as the 
outbreak of the First World War cut the funding for such research and various 
clinicians disagreed that a new disease had been discovered, as the plaques 
and tangles that Alzheimer found were also found in brains of people with 
epilepsy and syphilis (Lock, 2013, p. 36). From the 1960s, with the 
development of new technology and influential scholars arguing that ageing 
does not necessarily result in senility, Alzheimer’s disease was put back on 
the map (Ballenger, 2006; Lock, 2013) and has since then received an 
increasing amount of attention.   

Dementia is an umbrella term used to describe a variety of progressive 
neurological and cognitive disorders (Basting, 2001; Graham, 2020). Several 
criteria have to be met for someone to be diagnosed with dementia. The first 
criterion is that cognitive abilities are declining. So someone who always had 
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memory problems, for instance, is not considered to have dementia. Second, 
the cognitive problems need to seriously handicap daily functioning at home 
or work. Third, dementia is a progressive disorder. The tempo of the process 
differs from person to person, but every patient faces a decline (van der Flier 
& Scheltens, 2015, p. 12). All forms of dementia are the result of a brain 
disorder. The specific damage determines the form of dementia (van der Flier 
& Scheltens, 2015, p. 13). There are over 200 subtypes of dementia, but the 
four most common are Alzheimer’s Disease, vascular dementia, Lewy body 
dementia and frontotemporal dementia.  

Diagnosing dementia is a complex process. First of all, any diagnosis is 
socially created, framed, and enacted (Jutel & Nettleton, 2011, p. 793). 
Categories are presented as natural although they are socio-culturally shaped 
by those in power (Jutel & Nettleton, 2011, p. 796; Lupton & Jutel, 2015, p. 
129). Further, Graham (2020), for example, found that neurologists 
diagnosed twice as many people with Alzheimer’s disease than did 
psychiatrists, who themselves more often diagnosed vascular dementias than 
neurologists. These clinical practices of diagnosing are thus shaped by 
cultural practices and beliefs and are not as objective as they may seem 
(Graham, 2020, pp. 89–95). Describing dementia in medical terms can 
create the false impression that symptoms are set in stone. Using such a 
medical perspective gives rise to the danger that all behaviour becomes 
medicalized. One consequence is that problematic behaviour will be seen as 
a symptom of the disease rather than an understandable human reaction. 
Kitwood (1997) pointed out that some of the symptoms of dementia were 
rather related to a failure in understanding the person with dementia than a 
failure of the brain.  

Dementia is often described as a disease that stands for the loss of 
qualities through which we define our human nature. This view is a product 
of a Western belief that cognition and memory define someone as fully 
human (Kontos, 2006, p. 195). Ballenger (2006) argues that cultural changes 
in the United States made the symptoms of dementia more frightening: 
“Selfhood was no longer an ascribed status but had to be carefully and 
willfully constructed by every individual” (p. 9). Moreover, the successful 
ageing movement that promoted health and activity in old age increased the 
contrast between perceptions of “normal” ageing and dementia. How a 
disease is understood shapes how the sick person is perceived and treated 
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(Leibing, 2006, p. 245). Thus, the way in which dementia is seen and 
evaluated is deeply connected to cultural values about what it means to be 
human.  

  
  

Early-onset dementia  
In the following, I provide more  ddetailed information about early-onset 
dementia and the differences when compared to late-onset dementia. This 
will help the reader to better contextualize the information provided in this 
thesis. A person is diagnosed with early-onset dementia if the disease started 
before the age of 65. The distinction between early and late-onset dementia 
seems clear cut. It is, however, not related to physical symptoms (Garre-Olmo 
et al., 2010), but rather arbitrarily based on the age at which people became 
eligible for pension in Bismarck's Germany at the end of the 19th century. 
Although the cut does not have any biological significance, it marks a drastic 
change in people’s lives. In the Netherlands the age for getting pension has 
been raised to 68; however the age at which someone gets diagnosed with 
early-onset dementia has to date not seen a similar shift (van der Flier & 
Scheltens, 2015, p. 111–112).  

  
  

Clinical picture 
It seems that the main difference between early-onset and late-onset 
dementia is the age at which the disease starts, but that is misleading because 
there are other important distinguishing features. One crucial difference is 
that early-onset dementia comes in a variety of forms. In late-onset dementia, 
Alzheimer’s disease is the most common form of the illness, but in early-onset 
dementia it only represents one-third of cases; the other dementias include 
Lewy body disease, Pick’s disease, frontotemporal dementia, vascular 
dementia and alcohol-related dementia (Beattie et al., 2004, pp. 359–360). 
These different forms of dementia have different symptoms. Elderly people 
with Alzheimer’s disease, for example, forget recent conversations, events or 
appointments, they struggle to find the right words, they lose their keys or 
glasses around the house or get lost in their neighbourhood. In young people 
neuropsychiatric symptoms stand at the foreground (van Vliet et al., 2010, p. 
1092). This means that people affected show less initiative, become apathetic, 
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display compulsive behaviour and get easily irritated. One example is that 
they only want to eat a specific kind of food or that they seem to be less 
interested in things that move the rest of their family. 

A comparison of early-onset Alzheimer’s Disease and late-onset 
Alzheimer’s Disease showed that one third of patients with early-onset 
Alzheimer’s Disease did not have memory impairment compared to only 6% 
in late-onset Alzheimer’s Disease patients. Around 12% of patients with early-
onset Alzheimer’s Disease suffered from apraxia (inability to carry out 
learned physical movements) or visuospatial dysfunction (inability to 
correctly interpret visual information, like reading a map or judging the speed 
of vehicles) and 9% suffered from language impairment. In late-onset 
Alzheimer’s Disease only 2% had these symptoms (Koedam et al., 2010, p. 
1403).   

  
  

Prevalence 
The Dutch Alzheimer’s Society estimates that about 280,000 people in the 
Netherlands have dementia, of which approximately 12,000 are younger than 
65. Their estimation is based on research done 25 years ago in a 
neighbourhood in Rotterdam. It is questionable whether these numbers are 
still representative of the current situation in the Netherlands. Van der Flier 
and Scheltens (2015) believe that the estimation of 12.000 is probably an 
underestimation as the illness is often not recognized. They estimate that 10% 
of all patients with dementia have early-onset dementia. That calculation 
results in 25,000 people with early-onset dementia. Hence, the number 
probably lies somewhere between 12,000 and 25,000. For comparison, in the 
Netherlands there are 50,000 people with Parkinson’s, 16,000 people with 
MS and 1,500 people with ALS (van der Flier & Scheltens, 2015, p. 114). 

Looking internationally, there are large variations in numbers. One 
review study analysed studies from Denmark, Brazil, Japan, USA, Australia, 
India, Spain and Greece and concluded that taken together the number of 
people with early-onset dementia ranges between 0 and 700 per 100,000 
people (Teles Vieira et al., 2013). Another study reviewed research from the 
UK, the Netherlands, Finland, Italy, France, USA, Sweden, and Japan and 
found ranges between 38 to 420 per 100,000 persons (Lambert et al., 2014). 
Differences are assigned to inclusion criteria, selection bias and different 
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methods. Recently, Hendriks et al. (2021) did a systematic review and meta-
analysis to determine the global prevalence of early-onset dementia. They 
estimate that 119 out of 100,000 people between 30 and 64 years of age have 
early-onset dementia (159 in Europe and 115 in the U.S.). They did not find 
large differences between men and women, but the prevalence was lower in 
high-income countries than low-income countries. It is not clear whether the 
number of young people with dementia is growing or the attention to this 
disease is increasing that is leading to more people being diagnosed (van der 
Flier & Scheltens, 2015, p. 114). Overall, numbers pertaining to the prevalence 
of early-onset dementia should be read with caution as currently there is no 
official registration system for early-onset dementia.  

  
  

Diagnosing dementia 
Diagnosing dementia is a complicated process but diagnosing early-onset 
dementia can be even more difficult as it has a different clinical 
manifestation, a lower prevalence and a broader differential diagnosis 
(Chemali et al., 2012; Novek et al., 2016; van Vliet et al., 2010). Younger 
people still look healthy and therefore both family members and general 
practitioners often do not think of dementia as a possible diagnosis 
(Ducharme et al., 2013; Harris & Keady, 2004). Most caregivers ascribe the 
changes they notice in their family member to psychological issues, such as a 
burnout, depression or stress. Often problems at work or losing their jobs 
were seen as signs that something was wrong (van Vliet et al., 2011).   

A comparison by van Vliet et al. (2013) shows that the time between first 
symptoms and diagnosis in patients with early-onset dementia is on average 
4.4 years, compared to 2.8 years for patients with late-onset dementia. Novek 
et al. (2016) found that for people with early-onset dementia, the average 
time from the onset of symptoms to diagnosis was three times longer than for 
people with late-onset dementia (4.4. years versus 1.3 years, respectively). 
Draper (2016) measured on average 3.2 years until the dementia diagnosis in 
young people and 4.7 years until the final diagnosis of the type of dementia. 
Frequently, first symptoms are only recognized in retrospect after a diagnosis 
has been made. Behaviour that people registered, but were not able to 
explain, then gets labelled and understood as a symptom.  

  



 
19 

Impact on lives 
Early-onset dementia impacts “the entire family unit” (Roach & Keady, 
2008). In the early stages of the disease young people with dementia find that 
something is wrong. Often people experience problems at work or with new 
tasks (Johannessen & Möller, 2013, p. 414). Various qualitative and cohort 
studies found that people with early-onset dementia did not always receive 
the adjustments they were entitled to, and some felt poorly treated by their 
employer (Chaplin & Davidson, 2016), experienced difficulties with 
supervisors and co-workers (Evans, 2019) and were twice as likely to lose 
their job after the diagnosis compared to people without early-onset 
dementia (Sakata & Okumura, 2017). Most people are employed, have an 
active social life, live independently and have young children when they 
receive their diagnosis (Armari et al., 2013; Millenaar & de Vugt, 2017). Due 
to the illness they lose the ability to work and care for their family like they 
used to. As young people with dementia often play a more active role in 
society, the loss of roles and responsibilities is greater than in older people 
(Bakker et al., 2010, p. 634). Kleinman (2019, p. 134), who cared for his wife 
with early-onset dementia, wrote that in the early stage he and his wife felt 
overwhelmed by uncertainty and chaos.  

Many people report difficulties in the process of receiving a diagnosis 
and some described the tests they had to do as humiliating. The diagnosis was 
very hard for people. For some it came as no surprise; for others it was a 
shock. Some felt like a “second-class citizen”. People who are diagnosed 
describe dementia as a stigmatizing condition that affects their self-image. 
Some found it embarrassing to have dementia and others felt themselves to 
be a burden on society. People also describe having lost their sense of 
initiative, feeling more tired, troubled, restless, anxious or being “outside 
themselves”. Some stated that their brains had stopped working and some 
reported suicidal thoughts, while others reported having difficulties 
socializing because they were no longer able to follow the conversation or 
were afraid to repeat themselves (Johannessen & Möller, 2013, pp. 414-417). 

Not only the person with dementia, but also the partner can have the 
feeling of being robbed of the future. They must manage role changes and 
work through issues around intimacy and sexuality (The Alzheimer’s 
Australia, 2007, in Svanberg et al., 2011). One partner framed it as having to 
get used to the “house becoming an institution” (Dartington, 2007, in 
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Svanberg et al., 2011). Studies show the negative emotional and psychological 
effects the illness has on caregivers. Changes in the marital relationship often 
lead to emotional problems. Spouses struggle with how to respond to their 
partner, experience sexual frustration or difficulties with starting new 
relationships, which are often accompanied by feelings of guilt.  

The progressive character of the illness and the cognitive, behavioural 
and affective losses are especially difficult to handle (Connell et al., 2001). 
Partners also found it hard to witness changes in a loved one (Flynn & 
Mulcahy, 2013, pp. 602–603). Furthermore, the changed behaviour of the 
person with dementia can disturb family life and lead to conflict (Flynn & 
Mulcahy, 2013; Wuest et al., 1994), as family caregivers face conflicting role 
demands and risk social isolation (Lee et al., 2022; Skodol Wilson, 1989). 
Caregivers report that their children had fights with the parent with dementia 
and in some cases difficulties at school (Luscombe et al., 1998; Siskowski, 
2006; Svanberg et al., 2010).  

Relatively few studies have focused on how the early-onset dementia of 
a parent impacts children. Recently, however, more research has become 
available on the perspective of children. Children may experience shame 
about their parent’s odd behaviour, grief and fear about the losses that the 
parent experiences, loneliness because the “healthy” parent is focused more 
on the sick parent, and frustration and confusion about role reversal (Gelman 
& Greer, 2011, p. 29). Many children experience parentification, feeling 
responsible for their parent and performing tasks and duties for them (Allen 
et al., 2009; Hunt, 2011; Svanberg et al., 2010). Children may also encounter 
thoughts that are considered taboo and that go against the positive discourse 
around dementia. Some children expressed that they do not like their ill 
parent, and even that they wished the parent was dead (Hall & Sikes, 2017). 
Moreover, they may be afraid to inherit the dementia of their parent (Hunt, 
2011, p. 8).1 Overall, it is clear that early-onset dementia affects not only the 
sick person but is an illness which affects the whole family system.  

  
 
 
  

 
1 There is a hereditary form of early-onset dementia which is caused by a deviant gene. In other 
forms heredity is more complex and not yet sufficiently researched.  
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Early-onset dementia and caregiving  
The majority of people with dementia will be cared for at home by a family 
member or spouse (Connell et al., 2001). Caring for a person with dementia 
is associated with a variety of physical, emotional, financial and social 
burdens (Fried et al., 2005; Hansebo & Kihlgren, 2002; Lewis et al., 2005). 
Moreover, it demands a great deal of time, energy and money, and involves 
tasks that may be unpleasant, stressful and exhausting (Schulz & Martire, 
2004, p. 240). Kleinman (2019, p. 2) stated that although he was a trained 
psychiatrist used to dealing with people who are in a delusional state, when 
this overcame his wife, he was just a “shocked and devastated husband”.  

Caregiving may limit career opportunities (Gelman & Greer, 2011, p. 30) 
and lead to financial problems or unemployment, as carers can no longer 
depend on their partner’s income and possibly have to cut down their 
working hours in order to provide care (Connell et al., 2001; Flynn & 
Mulcahy, 2013; Luscombe et al., 1998; Gelman & Greer, 2011; van Vliet et al., 
2011). Due to the demands of care, caregivers are also limited in their social 
contacts and activities (Flynn & Mulcahy, 2013, p. 602). Many caregivers 
report having less time for leisure activities (Connell et al., 2001). Some 
caregivers also noted that caregiving impacted them physically (Flynn & 
Mulcahy, 2013, p. 603) and was a threat to their mental and physical health 
(Connell et al., 2001; Nurock, 2000). Just as people with early-onset 
dementia are relatively young, so too are their caregivers. Partners caring for 
a person with early-onset dementia often have to take up a threefold caring 
role: they have to care for the person with dementia, look after their children, 
and take care of their own lives. They therefore face a dilemma over caring 
for their family members and making choices about their own individual 
future (Bakker et al., 2010, p. 638).  

Often children also take over caregiving roles and tasks. Just as their 
healthy parent, children often experience high levels of burden (Svanberg et 
al., 2010, p. 745). Although children often did not call themselves “young 
carers”, most of them described periods of time when they were responsible 
for looking after their parent, and all mentioned performing domestic tasks. 
Some also stated that they provided emotional support, nursing care and 
intimate personal care, such as helping the parent shower or go to the toilet. 
The most frequent task described by children was to check how their parent 
is doing and to keep them company, as well as making sure that the parent is 
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safe. The time caring for their parent, described in one study, ranged from 
two to 56 hours per week, with an average of 15 hours (Svanberg et al., 2010, 
p. 743). Many participants mentioned that due to caring for their parent they 
were less able to see friends. Some discussed how the situation at home 
reduced their ability to concentrate at school and most expressed fatigue. 
Caring for a parent can also influence children’s educational careers (Sikes & 
Hall, 2018).  

While the literature mainly discusses the negative aspects of caregiving, 
some studies on dementia also mention positive outcomes, such as 
enjoyment of the role, increased satisfaction and well-being, gratification, 
growth and meaning (Connell et al., 2001, p. 180). A review study, analysing 
26 studies on the impact of early-onset dementia and the family, found that 
only one study (Nurock, 2000) mentioned positive outcomes such as higher 
self-esteem and increased assertiveness (Svanberg et al., 2010). Kleinman 
(2019, p. 4) states that caregiving for his wife with early-onset dementia 
created “moments of deep human connection, of honesty and revelation, of 
purpose and gratification”. For him it was a way to fully realize his humanity.  

Research points out that family carers of people with frontotemporal 
dementia experience more burden (Boutoleau-Bretonnière et al., 2008; 
Riedijk et al., 2006) and distress, which is linked to the apathy and 
disinhibition the person with dementia displays (de Vugt et al., 2006). Freyne 
et al. (1999) found that carers of young people experienced higher levels of 
burden than carers of older people with dementia and Arai et al. (2007) 
concluded that caregivers of young people experienced more difficulty due to 
the behavioural problems of the person with dementia. Van Vliet et al. (2010) 
conclude that more research is needed to confirm that family carers of people 
with early-onset dementia experience more stress and a higher caregiver 
burden than carers of people with late-onset dementia. Nonetheless, they 
found that caregivers of people with early-onset dementia experience high 
levels of burden, suffer from depressive symptoms, and have to deal with 
many psychosocial problems, including relational difficulties, family conflict, 
employment and financial issues. Although these studies seem to indicate 
that certain symptoms lead to more distress and burden, it is important to 
also take other factors into consideration, such as availability of support, life 
stage issues and relationship difficulties (Svanberg et al., 2011). 
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Dutch context 
The context in which a disease takes place shapes the perception and the 
experiences of the disease. In the last chapter of this dissertation I shall 
further analyse how the context enables certain illness narratives and 
experiences. For now, I will discuss how dementia care is arranged in the 
Netherlands and which services are available for younger people with 
dementia and their family members. Recent developments in the 
Netherlands have led to a shift from the caring welfare state to a “civil 
society”, in which three health policy trends can be observed: a transition 
from supply-driven to demand-driven care; a focus on community; and a 
transition from care in institutions to community care (Vollenberg et al., 
2013). The last two trends represent an attempt to reduce the rising costs of 
the health care system by relying on citizens to take up care responsibilities 
(da Roit & de Klerk, 2014; Vollenberg et al., 2013). At the same time, this 
financial aspect is often disguised by a discourse that centres on the well-
being of people with dementia. Staying at home for as long as possible is seen 
as better than early institutionalization. However, this perspective conceals 
possible negative consequences, such as abusive relationships and the 
overburdening of family caregivers (Grootegoed, 2013, p. 27). Recently, the 
threshold for accepting people with dementia into a nursing home has been 
raised and therefore people who do not fulfil certain criteria will not get 
access.  

The decentralization of care has shifted the responsibility of day care for 
people with dementia from the central government to municipalities and 
communities (Nowak et al., 2015). As a consequence, there are large regional 
differences with regard to service provision. There are, for instance, different 
rules and regulations for dementia case management. Most services are only 
available with a care indication, which can only be acquired once a diagnosis 
is made. Services people can use include information services, community 
support, day care, memory training, buddy support and case management, 
psychoeducation, respite care, discussion groups, telephone support systems, 
Alzheimer cafés and meeting centres (Macneil et al., 2012). Caregivers can 
take part in support groups or training aimed at reducing the caregiver’s 
burden (Vollenberg et al., 2013).  

Bakker et al. (2014) found that in the Netherlands the needs of people 
with early-onset dementia and their family members are often not met. 
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Dissatisfaction occurs especially around daytime activities, social company, 
and information. As there are relatively few people with early-onset 
dementia, services addressing their specific needs cannot be offered in every 
municipality. Thus, many young, physically active people with dementia have 
to go to day care centres where activities are mainly aimed at older people 
with dementia. This can lead to an unwillingness to make use of day care 
facilities or frustrations because the services offered do not match the needs 
of young people with dementia.  

Research further found that there are only limited services and resources 
available for children with a parent with early-onset dementia (Barca et al., 
2014; Gelman & Rhames, 2018; Johannessen et al., 2015; Gelman & Greer, 
2011). A study in the Netherlands found that for children the timing of the 
support was very important. Children perceived help received immediately 
after the diagnosis as unnecessary but needed more support later in the 
disease process. Another issue was a perceived lack of information about the 
disease and how to deal with it (Millenaar et al., 2014, p. 2005). Another 
study in Norway found that all informants were dissatisfied about the 
provision of public services and described it as inappropriate, insufficient and 
unsatisfactory (Johannessen et al., 2015, pp. 250–251). Although not much 
data is available, one can conclude that services for people with early-onset 
dementia and their family members can be improved in many ways.   
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METHODS 
 
 

In this section I will not only describe the methods I used, but also the 
challenges I encountered, the dead-ends I found and the detours I took. In 
line with Bowtell et al. (2013) and Guillemin and Gillam (2006) I believe that 
being transparent about difficulties encountered during the research process 
can help create a more realistic picture of the research process. Below I shall 
first describe how I gained access to the field and recruited participants. I 
describe my main and supportive methods and end with a reflection on my 
positionality.  

  
  

Access to the field and recruitment 
To gain access to the field and to find research participants I took different 
routes, some more successful than others. I went to Alzheimer cafés and the 
Odensehuis, which is a low-threshold place for people with dementia, family 
caregivers and friends to meet. I contacted one of the medical centres 
specializing in early-onset dementia and tried to get access via them, but they 
did not want to burden their patients with yet another research and they did 
not want to spread my call for participants. A few months later I contacted 
another medical centre specializing in early-onset dementia, but they gave 
the same reply. I placed a call for participants on the website of the Dutch 
Alzheimer’s Society which has a section about research. I placed the same call 
on the website for people dealing with frontotemporal dementia, but no 
participants were found via this website. Furthermore, I contacted a 
foundation that organized meetings with members of different care 
organizations specializing in early-onset dementia. At one meeting they 
discussed my research and three care organizations offered to help me. The 
care organizations were spread throughout the Netherlands, so I covered 
different regions. I also recruited one participant via a meeting of case 
managers in Amsterdam. One participant was found via a friend and two 
participants were found through snowball sampling.  

In the end I recruited 46 research participants, consisting of seven 
persons with early-onset dementia, 20 partners and 16 children. Most 
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participants were found via the website of the Alzheimer’s Society. More 
people had reacted to my call for participants but did not end up 
participating. Reasons that the contact did not lead to an interview were: 
participant living in Belgium (I decided to limit my research to the 
Netherlands); the person with dementia was above the age of 68 (in a few 
interviews I found out that the person with dementia was above 65 when 
diagnosed. This did not concern the seven people with early-onset dementia 
I interviewed. To the family members this still felt like early-onset dementia. 
Material from these interviews was not used in the articles, but nonetheless 
helped me to see patterns and overlapping topics); the partner just had a 
family meeting, was still upset and did not want to participate in a potentially 
confronting conversation; participant was too busy with school/university 
during the fieldwork period; the interview was cancelled because family 
members had a stomach flu and then later the mother with early-onset 
dementia no longer wanted to participate and the daughter was too busy; 
participant did not react to my follow-up emails. This concerned nine people. 
One participant decided to withdraw from the research about a year after the 
interview.  

Talking to different people in the field, I ended up contacting one 
meeting centre for people with dementia (Ontmoetingscentrum) where I did 
participant observation. I got access to peer support groups via one employer 
working at a care organization that was willing to help me and I was also able 
to attend a group in one of the medical centres. During the course of my 
research, I tried to include more families so that I was able to learn about the 
different perspectives of family members. This, however, proved difficult. 
One strategy I used was to ask after an interview whether I could talk to other 
family members. In some instances, I was able to talk to the children or a 
sister, but often I heard that a parent had discussed my question with the 
children, but that the children did not want to talk to me. One mother wrote:  

 
In reaction to your question whether my daughters want to talk to 
you about the dementia of their father, I can let you know that they 
do not want it. It’s too sensitive. My youngest daughter firmly and 
immediately said “NO!” and my other daughter hesitated, but in the 
end also decided not to talk to you. They have too much sadness to 
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talk about it. Sorry, but this can also be information for your 
research.  

 
This information shaped the focus of my research in the sense that I found it 
important to show the struggles and pain of family members. 

Another reason that children did not participate was that they were too 
busy with their own lives. Compared to their peers, they were not only busy 
with school and hobbies, but often spent time caring for their sick parent. 
During the process of gaining access, I already learned about the issues with 
which children struggle. I tried to gain access to people with dementia via the 
same route, but either partners were afraid to burden the person with 
dementia or the person with dementia was no longer able to communicate, in 
some cases because of aphasia (the inability to speak) or because they had 
already passed away.             

  
  

Research participants 
Seven people with early-onset dementia and 39 family members were 
interviewed. The 46 research participants consisted of 11 group constellations 
composed of the person with early-onset dementia and a partner, a partner 
and a child, siblings, or a whole family. I interviewed 20 partners, of whom 
14 were female and six male, 16 children of whom 13 were female and three 
male, one parent who had a daughter with early-onset dementia and two 
sisters of a person with early-onset dementia. A detailed overview of the 
research participant can be found in the methods section of the first chapter 
(page 56). The youngest child of a parent with early-onset dementia was 19, 
the oldest 43; the youngest partner I interviewed was 47, the oldest 67. The 
age of people with early-onset dementia interviewed ranged from 55 to 62. 
The majority of people I interviewed lived in a city, some in a village and a 
few in a rural area. Participants came from seven different provinces of the 
Netherlands (Friesland, Noord-Holland, Zuid-Holland, Noord Brabant, 
Gelderland, Drenthe and Overijssel). They came from different socio-
economic backgrounds. Only a few people that I interviewed had parents that 
were born outside of the Netherlands. The statements I make in this thesis 
are thus not representative of the Dutch population as a whole (see Small, 
2009).  
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In-depth interviews 
My main research method involved semi-structured in-depth interviews 
conducted face to face. In the period between 2014 and 2015 I did 41 
interviews. Twenty-seven interviews were with individuals and 14 with two 
or more persons. I interviewed three people with dementia individually, and 
one of these I interviewed twice. Three people with early-onset dementia were 
interviewed together with other family member(s) who had initiated contact 
with me. Interviews with multiple persons allowed me to observe interactions 
between participants and to see the great variations in how people thought 
and talked about the dementia of the family member. These interactions were 
often very revealing and valuable and made me realize the importance of 
focusing on family systems rather than on individuals. Some research 
participants used the interview to find out more about thoughts and feelings 
of a family member. One daughter, for example, almost took over my role and 
started asking questions to her family. In the end the family stated that they 
were glad to know where everybody stood. In other cases, hearing about one’s 
parent’s perspective was later described as confrontational by one daughter. 
In the ethics section I shall go deeper into the challenges that doing a group 
interview entailed.  

Several research participants were interviewed more than once. Half of 
the people I interviewed had a family member with early-onset dementia who 
still lived at home; in the other cases the person lived in a nursing home or 
had passed away. I interviewed some participants for a second or third time 
if decisive changes had occurred; for example, if the person with dementia 
had moved to a nursing home, or if I interviewed the person first together 
with another family member and subsequently also wanted to interview them 
alone. I chose to rather talk to many different people instead of talking to 
people several times, because speaking to people in different stages of the 
illness trajectory allowed me to gain a better overview of the whole process. 
As in most cases more than a decade passes between the onset of symptoms 
and the death of the person, follow-up interviews with people for whom not 
much had changed did not lead to new data or insights.   

Many interviews I conducted lasted for several hours. The majority of 
the interviews took place in people’s homes. Two took place in my office, and 
three in a public space such as a café. Four interviews lasted just short of an 
hour. Nineteen interviews took between one and two hours. Ten interviews 
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took between two and three hours. Six interviews took between three and four 
hours and two interviews took almost five hours. The time noted indicates 
the time of the recording. When the tape was not running I spent more time 
with my research participants, first introducing myself and the research and 
allowing them to ask questions, before I asked whether they consented to me 
recording the interview. In some instances, I ate together with research 
participants. I always brought my own food, but some offered me their food. 
One research participant who owned a farm offered to show me around and 
I was able to see his calves. I believe this shows that many of my research 
participants appreciated having someone to talk to about their experiences, 
because otherwise the interviews would not have taken so long. People who 
had reserved an hour to talk to me were mostly adult children with a busy 
schedule.  

At the beginning of the interview, I would briefly introduce myself and 
my project and allow time for questions to be asked. I stressed that I found it 
important that people share what matters to them instead of just answering 
my questions. I thus encouraged participants to take control over the 
ordering of their stories (Goodson et al., 2016, p. 5). In some instances, I just 
asked whether they could tell me how it all began, and they talked for about 
an hour without me asking any new questions. In other instances, people gave 
very short answers and I asked new questions every few minutes.  

I brought a list of questions to each interview, which were structured 
according to topic. I first asked people about the first signs they noted, their 
thoughts and feelings around the changed behaviour of their partner or 
parent, how they and their family reacted to the diagnosis, which steps were 
taken after the diagnosis, whether and when other people were informed 
about the diagnosis, how people outside the nuclear family reacted to the 
diagnosis, how their lives changed through the illness, what the biggest 
changes were, what the most difficult changes were, whether they 
experienced positive changes, how relationships between family members 
have changed, what kind of support people got, what helped them to better 
deal with the situation, whether and how they talked about the illness, how 
they looked at the future, how they thought society views dementia, and, 
finally, why they chose to participate in this research and how they 
experienced the interview. All interviews were recorded and then transcribed.  
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As I did not strive for representation but for saturation (Small, 2009), 
this study is not based on a large number of research participants. Its main 
goal was to gain a deeper understanding of how early-onset dementia affects 
families.  

  
  

Participant observation 
In addition to the interviews, I participated one day a week for nine months 
in a day care centre for people with dementia. I introduced myself to the day 
care centre as a researcher interested in dementia and participated as a 
volunteer. I helped with activities, took people with dementia for a walk, tried 
to convince people not to leave the centre, doubted whether I should interfere 
when I saw someone taking butter with his or her fingers, observed how the 
staff made people with dementia join the gym by asking them to assist instead 
of forcing them to participate and struggled when playing a card game 
because I was unsure whether I should stick to the rules or just go with the 
flow. In the day care centre there was one person with early-onset dementia. 
The rest had late-onset dementia. Towards the end of my time there I 
interviewed eight people with dementia. However, I realized that “standard” 
interviewing was not the best method. Some people with dementia felt 
uncomfortable with being put on the spot and being asked questions. It 
worked much better to work together on a painting or mosaic and ask 
questions while doing it. Others were very keen on talking about memories of 
youth, but not so much about their condition. As the people I interviewed 
were not diagnosed with early-onset dementia I did not use the content for 
my dissertation. Instead, I used the experience of interviewing people with 
dementia, for my main interviews with young people with dementia. I became 
aware of questions that did not work, such as abstract questions, and that I 
needed to put more effort into translating my research questions. Later I tried 
to get access to a day care centre specializing in young people with dementia 
in another town, but it was difficult to get access and therefore I decided to 
predominantly focus on family members of people with early-onset 
dementia.   

The experiences in the day care centre also helped me to better 
understand and empathize with the partners and children of people with 
dementia that I interviewed. Assisting in the day care centre, I often 
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experienced helplessness and to some extent also irritation towards the 
people with dementia. In a sense I could get a small glimpse of the 
experiences of family members. Of course, my experiences are not 
comparable, because my contact was limited to a few hours a week, I had a 
very different relationship to the people and the aim of the day care was to 
spend meaningful time together and not to discuss or solve certain issues.   

  
 

Observation 
I joined three support groups for partners in order to get sensitized to the 
field and to learn about the issues that keep partners awake at night. In the 
groups I was merely an observer. In two groups I was announced in advance; 
in one, participants were asked on the spot whether they were okay with my 
presence. As I was not familiar with the group and people did not know me, I 
did not record the session, but made notes. I introduced myself at the 
beginning but did not ask questions or comment on what people said. Overall, 
the emotional intensity in the group meetings was greater than in the 
interviews because time was limited and people mostly shared their issues 
and struggles and did not talk about what went well. In some interviews I had 
the impression that people had already talked a lot about their situation and 
that their stories were filtered to some degree. The stories from the support 
group felt more raw. This was also related to the fact that people were in the 
middle of a situation whereas in the interviews, a lot was told in retrospect. 
The emotional intensity was visible in how participants behaved. Some, for 
example, needed a break because they were getting emotional or it was too 
much for them. But I also felt it in my own emotions. One woman recounted 
how she and her husband went to the beach. In their marriage it was always 
her husband who would be driving the car. On the way back, a group of girls 
playing in the street blocked their way. Her husband hit the gas pedal without 
driving so that the car made an intimidating sound. The children made some 
space but not enough. Her husband, however, just raced through the street. 
His wife got really angry with him, but he was convinced that he had not done 
anything wrong. He was annoyed by the kids and found that their parents 
were responsible for them. I was shocked that this man was still allowed to 
drive and that his wife could not convince him not to drive. The person 
leading the group advised her to contact the police. After the session I became 
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aware of my own judgements and in the interviews that followed I did my 
best to create a safe space in which people did not feel judged.  

I did not use the material from the groups in my article as I did not 
record the sessions and because there was no opportunity for me to build 
rapport and to check whether participants were okay with me using the 
material for a publication. Participants gave advance consent to my attending 
the group, but in the other instance I was not sure whether participants really 
felt the liberty to say that they did not want me there, because I was already 
there. Participating in these groups sensitized me to the intense stress and 
burden many family caregivers experience. It also made me aware that the 
moment of the interview can be crucial and can strongly shape how 
experiences are narrated. If the event lay in the past and the person had had 
the opportunity to discuss it with others, the story might be different than 
when the person is in the middle of the situation.  

  
  

Analysis of qualitative data 
After having described how the data on which this thesis is based was created, 
in the following I will discuss how I ordered and analysed the data. I 
approached the interviews with an open attitude, wanting to learn more 
about the experiences of people. Nonetheless, my previous research on 
people with a chronic illness, using a disability studies perspective, formed 
my background. It sensitized me towards issues not visible at first sight––
such as invisible symptoms––and towards the role that larger society has on 
the experiences of people. Before starting my research, I read a lot about 
people with dementia and informal dementia care. This made me aware of 
the challenges and issues of this specific group. After each fieldwork activity, 
I made notes, writing down what struck me as important. This was already a 
first step in the data analysis. I worked in a cyclic iterative manner, linking 
my ethnographic material to the literature I had read in preparation for this 
project, which to some degree shaped the questions I asked in subsequent 
interviews and inspired me to focus on specific topics. Talking about my 
material with my supervisors and colleagues further shaped my thinking and 
inspired me to explore certain theoretical concepts, such as uncertainty and 
dividuality.  
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I entered all my material into the qualitative data software Nvivo10 and 
started coding. The codes I used helped me to organize my material into 
themes and categories, such as symptoms, diagnosis, support, changes in 
relationship, institutionalization, dilemmas, care, etc. Regular interactions 
with my colleagues who worked on dementia also nurtured my analysis. Our 
discussions enabled me to clarify what I wanted to focus on and in some 
instances also what I did not want to focus on.  

I did not work with an overarching theoretical framework––but for each 
article I analysed my material and reflected on theoretical concepts that could 
help me understand what was at stake. As a consequence, I used different 
theoretical concepts in each article. When starting the writing process, I did 
not yet know the topics of the four articles. In the article on uncertainties, I 
used a thematic analysis and selected ethnographic data that fit the theme. 
The topic of uncertainty emerged from my data and was later developed into 
a topic which was presented by our team in a panel at a conference. For the 
article, I printed out the material, reread it and refined my codes, reflecting 
on a possible argument. In the articles on empathy and dividuality, I distilled 
theoretical concepts from the ethnographic data. These articles have a 
stronger theoretical and conceptual focus. I reflected on what mattered to my 
research participants and laid this side by side with the literature. After 
having identified an argument, I searched for theoretical concepts that would 
help in providing insight into the complex dynamics at stake and reselected 
the ethnographic data. For the article on identity work I used a narrative 
analysis and first selected material from the interviews with adult children 
and then narrowed my focus as I refined my argument. Overall, I let the topics 
emerge from my data, but also kept in mind the gaps in the literature I 
identified in my literature search.  

Letting the ethnographic data talk to the theory and the other way 
around often was an intensive process that took many weeks or even months. 
Discussing drafts with my colleagues and supervisors helped me to sharpen 
my angle and argument. Presenting at conferences pushed me to confine my 
material and exposed me to new ideas and theoretical concepts. The 
academic world nourished my theoretical and conceptual thinking. 
Presenting my work at dialogue evenings, which our team organized on a 
regular basis and in which we talked about our findings with people with 
dementia, family members, care professionals and care managers, helped me 
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to keep the practical relevance of my work a constant focus. Often these 
meetings strengthened my initial hunch about what was at stake and 
important for my research participants. 

  
  

Reflection 
In anthropology, the researcher is the most important research instrument 
(Gerrits, 2008, p. 40). That means that the anthropologist is not an objective 
observer but takes an active part in the knowledge that is being produced 
(Ahern, 1999; Davies et al., 2004; Okely, 1975; Riessman, 2003). The effect 
of one’s own subjectivity is present in the choice of the research topic, when 
conducting the interviews, analysing the data, and selecting and using 
specific literature (Tankink & Vysma, 2006,p. 249). Reflecting on how the 
researcher––me in this case––shaped the research is important. Actually 
tracing how I shaped my research is, however, a complex and challenging 
endeavour (Jacobson & Mustafa, 2019). 

 
The reflexive process therefore requires personal honesty and 
introspection before, during, and after the event. Essentially this 
involves being aware of and paying attention to all that we bring to 
our research. (Bowtell et al., 2013, p. 654) 

 
Being open about one’s background is not only a personal decision but also 
involves ethical considerations about how this might affect the people that 
define one’s background. While I have been very open about my experiences 
with having a chronic and progressive muscle disease (see Hoppe, 2010; 
Hoppe, 2012), being open about my family background is a different story as 
it is not only about me. In the following, I reflect upon how my background 
shaped my research, being explicit where it only affects me and a bit vaguer 
when it comes to my family background.  

Coming from a family in which diseases were common, but hardly 
discussed, I was curious how other families dealt with diseases. Originally 
this project was about dementia, but after telling a colleague that I was 
interested in family dynamics, she suggested I do my research on early-onset 
dementia because the family has a more central role. My personal interest 
and background thus shaped the choice for my research population.  



 
35 

All chapters are based on topics that emerged from the interviews. When 
writing the third chapter, which is about the families’ longing for 
understanding, I went through a similar process of trying to communicate my 
life experiences to others. Having a disease which is not always visible, but 
which impacts my life to a large extent, meant that I could empathize with 
trying to explain a complex condition which is not visible at first sight to 
others. Furthermore, growing up in a family in which on the outside not much 
seemed to be the matter, but which behind the scenes was affected by illness 
and trauma, sensitized me to the difficulty of communicating experiences to 
people who did not go through similar experiences. Thus, this chapter was 
closely tied to my own development and my own processes.  

During fieldwork I became aware of a bias I had. If in an interview with 
two or more family members I was triggered by something that someone said, 
initially I often assumed that the other family member would be triggered as 
well. The disagreement between a mother and a daughter confronted me with 
my own disagreement with my mother. When a father talked about thinking 
about committing suicide in the presence of his daughter, I thought about 
things my parents told me that burdened me. When reflecting more about 
this, I realized that these situations triggered an unprocessed pain in me and 
while they sensitized me towards the pain of others, it did not mean that my 
research participants felt the same way as I did. Being a daughter who had 
experienced parentification, I noticed that I was inclined to take the side of 
the adult children and not the parent and realized that I was no longer 
neutral. Realizing that I did this then helped me to step back and to see both 
positions, not privileging the perspective of one. Discussing my thoughts, 
feelings and experiences with colleagues and friends helped me to become 
aware of my own biases and to gain clarity about the differences between my 
own experiences and that of my research participants.  

In conversations with colleagues and when giving shape to a conference 
in which together with our research participants we would present the 
findings of our work, I noticed that some colleagues wanted to focus on how 
to live well with dementia, which in the end became the title of our 
symposium. This focus raised some resistance in me. Partially this came from 
the interviews with my research participants, in which many family members 
expressed that the disease is horrible. I did not want to take away from that 
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suffering by focusing on how to live well with dementia.2 But partially it also 
had to do with my own experiences. Having lived with a partner who had 
decided to end his life and discussing themes such as abuse and trauma in 
counselling, I was passionate about opening up a space to discuss difficult 
and challenging issues that are considered taboo or linked to feelings of guilt 
and shame. In some interviews my personal life experience, which I shared if 
participants asked me about it, helped to create an atmosphere of trust in 
which participants felt safe to share their struggles. Throughout my research 
I was thus interested in revealing suffering that is not visible at first sight. 
During the interviews I also asked what my research participants had learned 
from the situation and what had helped them throughout the process, but 
their answers to these questions were much shorter than the answers to 
questions about the challenges they encountered. Therefore this did not 
become the focus of my thesis.  

Another way in which my personal preference shaped my research is 
that I like doing interviews and reflecting together with people on their lives. 
I feel like I can learn a lot from my participants and enjoy providing space for 
them to think about things that happened to them. This preference led to the 
choice of mainly focusing on family members of people with early-onset 
dementia. I felt like interviews were not the right method for researching the 
lives of people with early-onset dementia, because expressing themselves 
verbally was something that became more difficult for them, and I did not 
want people to feel confronted by their memory problems.  

As my findings are in line with the literature, I am convinced that my 
results are reliable and that another researcher could confirm my findings. I 
am, however, also convinced that if another researcher started a project on 
early-onset dementia, he or she would come up with different angles, 
theoretical concepts, and arguments. I would argue that this is not something 
which harms the quality of the research. In contrast, being able to draw from 
one’s curiosity and passion opens up space for creativity and originality which 
can benefit the scientific and non-scientific community. But it is important 
that the researcher is aware of her own biases, assumptions, and preferences. 
Becoming aware, in my opinion, is not something that only happens in 

 
2 Hence, in the conference proceedings I wrote an article questioning whether it is possible at 
all and in which I conclude that there should be space for sadness, bright spots, connection, 
estrangement, despair and resilience (Hoppe, 2017, p. 34).   
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personal reflection but is reached through an open and honest exchange with 
others. Having the privilege of working in a team, there was ample 
opportunity to discuss not only how we affected our research, but also how 
our research affected us.  
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ETHICAL CONSIDERATIONS 
 
 

In the following I discuss the ethical dilemmas I encountered throughout 
different stages of my research because I believe that sharing these moments 
benefits the academic community (Bowtell et al., 2013, p. 653).  

 
  

Ethical clearance 
Many social science researchers have an uneasy relationship with the formal 
ethics review (Tolich, 2017, p. 593). Often ethical review boards are composed 
of researchers that have not carried out ethnographic fieldwork (Josselson, 
2007, p. 559). In that sense I was lucky because my ethical approval was 
granted by the Amsterdam Institute for Social Science Research Ethics 
Committee (AISSR), which is developed by and for social scientists. Ethical 
practices such as making sure that participants voluntarily participate and 
are informed about what happens to their data, guarding the confidentiality 
of the material and protecting participants from harm (Josselson, 2007, p. 
537) were of course investigated, but instead of checking whether certain 
criteria are met, the committee challenges the researcher to think about 
ethical conduct and to explicate how the project will to lead to good research, 
not only in a methodological but also in an ethical and social way.  

  
  

During the interview 
Doing fieldwork among people is a relational endeavour (Josselson, 2007, p. 
537). My ethical approach was based on creating good relationships with my 
research participants. One core principle of mine was to let the research 
participants be in charge as much as possible. They could express whether 
they felt comfortable with me recording the interview or whether they 
preferred me taking notes. I also told them that they could stop or pause the 
interview at any time. I never planned anything after the interview so that it 
would end because the research participant had shared everything he or she 
wanted to share and not because I had to leave. I adopted an attitude of 
curiosity, emphasized that I came from a place of not knowing and that I 
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wanted to learn from my participants. I did not remain neutral but let my 
participants’ stories touch me and I also sometimes expressed opinions or 
shared personal experiences. I avoided leading questions but found it 
important to be authentic. After the interview I asked how participants felt 
and how they experienced the interview. The responses I got were positive.  

Participants appreciated being able to reflect on the situation and they 
felt good about contributing to research that raised the awareness around 
early-onset dementia. Dewing (2002) argues that participating in research 
can have therapeutic potential because people can find purpose and meaning 
through contributing to research. According to Josselson (2007), for most 
research participants the interview is healing, integrative, useful and 
meaningful, although some may have less pleasant experiences. Some 
participants said that they had been a bit anxious about the interview, 
because they were afraid that it might bring up painful emotions, but after 
the interview said that they actually enjoyed it.  

Participants whom I interviewed together with other family members 
said that they appreciated learning how the other experienced and thought 
about things. Although participants did not state it explicitly, I also felt that 
some participants were grateful to have somebody to listen to their 
experiences. The fact that many interviews took so long is, I think, a 
confirmation of the need to share their story and have someone to bear 
witness to it. As Josselson (2007) writes, it is not uncommon that participants 
share things that they have not told someone else. In some instances, I felt 
that people talked about things that they have not really shared with anyone 
else. Those people also expressed that they did not feel understood by their 
environment and that friends and family did not realize how heavy the 
situation was for them. Others said that they did not want to burden their 
friends too much with stories about dementia. 

Building good relationships with research participants is not only an 
ethical question, but also shapes the data that is created (Bowtell et al., 2013, 
p. 656). As Josselson (2007) suggests,  

 
Narrative research is founded in an encounter embedded in a 
relationship, the nature of the material disclosed is influenced not by 
the explicit contract but by the trust and rapport the 
researcher/interviewer is able to build with the participant. (p. 539)   
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I found it important that people could share how they felt and what they 
thought without being judged. This is not something I explicitly expressed, 
but I was aware of my own (non-verbal) reactions. Moreover, I not only 
wanted them to help me with my project but I also wanted to give them the 
feeling of being heard and seen. According to Josselson (2007), research 
participants do not read what has been made explicit about the project, but 
instead read subtle interpersonal cues such as the researcher’s capacity to be 
emotionally responsive, empathetic, non-judgemental, tolerant and to deal 
with emotional or complex material. The more people trust the researcher the 
more they reveal about themselves (Josselson, 2007, p. 539).  

One ethical question that comes up when creating good relationships is 
whether one should address painful topics. Some ethical review boards 
assume that not talking about painful experiences is better than sharing 
experiences with an empathetic listener (Corbin & Morse, 2003, in Josselson, 
2007, p. 543). They seem to conflate harm and distress (Holloway & 
Jefferson, 2000, in Josselson 2007, p. 543), assuming that it is bad if people 
become upset during the interview. My standpoint is that becoming 
emotional or upset during the interview should not be avoided, but that it is 
important both how the interviewer reacts and that the participants leave the 
interview in a good state. The interviewer needs to be able to listen 
empathetically and nonjudgementally––and what is maybe even more 
important: the interviewer must sufficiently be in control of his or her own 
process so that he or she can be comfortable in dealing with painful and 
complex emotions (Josselson, 2007, p. 546). Several research participants 
became emotional during the interview. One participant asked me to pause 
the interview so that she could take a moment for herself. Research 
participants expressing emotions can be seen as a sign that they feel safe in 
the relationship (Josselson, 2007, p. 543).  

Having worked through my own issues with counselling and being very 
sensitive towards people who seemed not able to handle my emotions, I was 
able to sit with the uncomfortable and intense emotions and thoughts of my 
research participants. Although I think it can be beneficial for people to share 
their fears and the things of which they might be ashamed, it is important not 
to push people. Families confronted with early-onset dementia are living in a 
chronically stressful situation. They should not feel burdened by the 
interview or feel worse afterwards because it brought up painful emotions. 
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One participant said he sometimes experienced people asking all kinds of 
questions without being aware what talking about that might bring up and 
that he appreciated how I balanced wanting to learn something with 
respecting his feelings and experiences. At the initial stages of the illness, 
talking to a researcher, who is a stranger, might be too painful, confronting 
and time-consuming. The researcher should not assume that talking is always 
beneficial (c.f. Hardon & Posel, 2012; Tankink, 2000). Hence, I define a good 
relationship not as a relationship where painful issues are avoided or no 
mistakes are made; rather I think it is about how conflicts or difficult issues 
are resolved. 

Another aspect that was potentially ethically challenging were 
interviews with more than one person. I was aware that in a group setting 
people might not be able to express their thoughts freely (Benbow & 
Sharman, 2014, p. 2046). If I had the feeling that things were left unsaid, I 
scheduled an individual interview to find out whether there were thoughts 
that people did not share. Moreover, family members might be triggered or 
hurt by what another family member says. In some cases, I myself as a 
researcher got triggered; for example, when a father talked about his suicidal 
thoughts with the daughter being present. While I wondered whether this 
might be very painful for the daughter to hear, it seemed like it did not bother 
her and she was used to hearing her father express his struggles. I dealt with 
my own feelings later by discussing them with people who are close to me. In 
a group interview the researcher has less control over the process. If I had the 
feeling that family members might have been seriously disturbed after the 
interview, but were not able to resolve it, I would have called them a day 
afterwards to check how they felt.  

There are advantages to using written consent and advantages to using 
verbal consent. I chose to use verbal consent, because obtaining written 
consent gives the illusion that once consent is obtained, one does not need to 
check anymore whether people still want to participate. I see consent as an 
ongoing process (c.f. Dewing, 2007) and thus as something that is also 
reversible. I believe that maintaining a good relationship in which people feel 
safe to address issues and questions is more valuable than having a signed 
piece of paper. And indeed, one participant decided to withdraw after having 
given verbal consent a few months earlier.  
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Doing research among people with early-onset dementia 
Although I do not want to treat people with dementia as a separate category, 
thereby increasing the perceived difference between them and their families 
or us, I have nonetheless decided to separately discuss the ethical concerns 
involved in doing research on and with people with early-onset dementia. 
Consent of people with dementia is often brought up as a major issue. Dewing 
(2002) argues that consent as we know it relies too heavily on cognitive 
abilities and therefore excludes people with dementia. Dementia scholars 
promote an “ethics as process” model in which consent is checked regularly 
and that is not only based on verbal language but also on non-verbal and 
behavioural cues (Hellström et al., 2007, p. 612). Hellström et al. (2007) 
argue that the benefits of participating in research outweigh the potential 
harm, especially if they take place in a safe context. Such benefits are: feeling 
valued, feeling taken seriously, having an opportunity to validate experiences. 
When interviewing people with dementia alone, I had the impression that 
they understood that I was doing research on dementia and was therefore 
interested to hear their experiences. I believe that participating in my 
research was valuable for them as they felt appreciated and taken seriously. 
Paying attention to the body language and the emotions of people with 
dementia is important, as they might not be able to voice certain thoughts or 
concerns. In that sense they are more vulnerable than research participants 
who are able to speak their mind. During the interviews with people with 
dementia I gave heed to their bodily language and mood. Overall, I felt that 
the people with dementia enjoyed my company, because they seemed relaxed, 
joked with me and would offer me some cookies towards the end of the 
interview.  

After the interview I asked them why they participated in this research 
and how they experienced the interview. All people stated that they wanted 
to help me with the research and possibly also help other people with the 
same disease. One person had worked as a researcher in a company and could 
empathize with the difficulty of finding research participants. I also asked 
whether the questions were difficult for them and one woman replied that I 
should be able to ask them anything I wanted. One man showed me a 
PowerPoint presentation he made for his work, which contained many 
complex slides. He also asked me several trick questions, which I was not able 
to answer correctly. I had the feeling that he enjoyed knowing more than me 
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and being able to teach me something. He also insisted on taking me to the 
bus station, which he probably would not have offered if the interview had 
been unpleasant for him.  

At the day care centre I also interviewed people with dementia whose 
illness had further progressed, and I noticed that some of my questions were 
too abstract and difficult for people to answer. Some also seemed to feel 
uncomfortable with being put on the spot and preferred to just chat while 
doing something together, like a puzzle or a painting. In the end I just used 
one short fragment from an interview with a person with early-onset 
dementia and made the decision to rather focus on family members of a 
person with early-onset dementia. This decision was based on the one hand 
on the difficulty of finding people with early-onset dementia and on the other 
hand on the fact that the interpretation of data is more complex.  

Different ethical issues arise when doing joint interviews with family 
members and the person with dementia. There is a danger that the persons 
with dementia feel excluded as they are not able to fully join the conversation. 
There is also the risk that they are talked about instead of included in the 
interview. Experiences with joint interviews varied. In one interview the 
person with dementia dominated the conversation in the beginning, talking 
about things that concerned her, like a recent renovation. She invited me to 
check out the renovated rooms, which I did after the approval of her husband. 
As I was not really able to talk to the husband, after a while he invited her to 
watch something on the television so that we could talk undisturbed. In 
another interview I was touched by the respectful manner in which the couple 
interacted with each other. I realized that it might be difficult for research 
participants to express certain feelings and thoughts in the presence of the 
partner. In one interview I talked to a whole family. The mother with 
dementia did not talk much, but she joined in the laughter when her family 
members discussed comic situations (not in relation to her dementia, but e.g. 
when their children were small or things the grandchildren said). Thus, 
involving people with dementia in research requires an extra awareness of 
challenges that might arise, but also contributes to their inclusion.   
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During the writing 
During the writing the researcher has to deal with ethical issues different to 
those that occur during an interview. In my project the question of how to 
represent people with early-onset dementia came up. In the past people with 
dementia have been depicted as empty shells or even zombies (Behuniak, 
2011; Snyder & Mitchell, 2001; Taylor, 2008). Kitwood (1997) was very 
critical of the view of dementia as “death that leaves the body behind”. He 
called the neglect of personhood of people with dementia “malignant social 
psychology” and developed an approach of “person-centred care”. Within this 
approach the person with dementia comes first and an effort is made to take 
the standpoint of the person with dementia.  

Doing justice to both the person with dementia and the family members 
has been a challenge. As my research focuses predominantly on the 
perspectives of family members, this thesis is not so much on early-onset 
dementia, but rather on early-onset dementia from the perspective of family 
members. Many narratives of caregivers were characterized by a lot of stress 
and suffering. In discussions with my fellow PhD colleagues, who also worked 
on dementia, I noticed a struggle between on the one hand giving voice to the 
narratives of my research participants and on the other hand not to reinforce 
a negative discourse around dementia. Protecting the dignity of the person 
with dementia can invalidate the struggles of the family (Tolhurst, 2016). 
Another tension I came across was between portraying family carers as 
heroes doing extraordinary work or focusing on the horrors of caregiving 
(Leibing, 2018) and I was aware that by pointing out that dementia in early 
is untypical there is the risk that it is assumed that in old age it is normal 
(Tolhurst, 2016). I tried to address the issue by showing the struggles and 
suffering of family members, but also by providing space to illustrate their 
love and care. Furthermore, I included different voices to demonstrate the 
multiplicities of perspectives.  

The angle one chooses for one’s research is an ethical concern. Starting 
this introduction from a medical point of view entails the risk of contributing 
to a more medicalized view on dementia. Although I am a social scientist, in 
many of my interviews research participants mentioned how they struggled 
with the specific symptoms of their family member. While I believe that the 
behaviour of the person with dementia is an interplay of the symptoms and 
the environment, I also want to do justice to the narratives of partners and 
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children in which symptoms like aggressive and compulsive behaviour are 
emphasized (see Kleinman, 2019, p. 188).  

There are different forms of how the ethnographic material can be used 
in publications. There is a difference between using short fragments of 
interviews to underline a point and describing a case to provide insight into 
the background of participants (Josselson, 2007, p. 550). When writing about 
a family, the researcher can protect the identity of the participants from 
strangers, but not from the family members themselves (Tolich, 2017, p. 
594). Tolich (2004) makes a distinction between external and internal 
confidentiality, arguing that the latter often goes unacknowledged in ethical 
codes. He warns that researchers assume that they are able to decide what is 
potentially harmful information and to alter details so that people do not 
recognize each other, but that often people within the community or family 
recognize each other. I assured anonymity towards the general public by 
using pseudonyms, in case of internal confidentiality I contacted family 
members who were concerned.  

For one article I wanted to use sensitive information about a daughter 
that she had only shared with me when I interviewed her alone. A few months 
earlier I had interviewed her together with her mother. I knew that the 
mother would probably be able to identify her daughter in the article if she 
read it. Therefore, I contacted the daughter via email and described the 
passages I wanted to use. She wrote that she was a bit shocked to read what 
she had said and that it all seemed so long ago. At the point of the email her 
father had already passed away. She inquired where I wanted to publish the 
article. I replied that I found it important that she feels positively about what 
I write and that I can adapt my text if she wants to, and I sent her the link to 
the academic journal to which I wanted to submit the article. She wrote that 
if it were to be published in an academic journal, she would not object. 

One participant decided to withdraw their consent after I contacted 
them and let them know that I planned on writing an article using material 
from our interview. In my flyer I had stated that people could back out of the 
project at any time without having to give a reason. As Josselson (2007, p. 
543) put it, “This sometimes strikes terror into researchers because it means 
just what it says.” I was indeed struck by terror as I had already collected the 
ethnographic material I wanted to use and felt that their perspective provided 
a new and important angle. Although I had said that participants could 
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withdraw without having to mention a reason, I still asked them if they could 
say why they made that decision, because I wanted to make sure that the issue 
was not something that could easily have been solved. Even though I did not 
fully comprehend their reasons, it was not something that could have been 
solved and therefore with a heavy heart I removed the ethnographic material 
from the article and tried to include material from participants that had said 
similar things. 

It is very hard for a researcher to fully anticipate how research 
participants will be affected by one’s writing (Tolich, 2004). When I wrote an 
article about a family I sent a draft to them to read. From other family 
members I heard that the daughter had a few questions about the article. 
Upon calling her I learned that she struggled with academic English and 
asked me to clarify several passages that I had written. I then discovered that 
she felt a bit hurt that I had not included her in some statements I made. I 
had not done so because the statements were based on the interview with her 
mother and brother, and I did not know exactly whether she felt the same. 
Although scientifically I did the right thing, by not making assumptions, the 
result was that she felt excluded and not heard. This raises the question of 
whether researchers should send all drafts to their research participants and 
check whether they feel well represented, because the researcher cannot 
know all sensitivities that might arise. I did not send drafts of all my articles 
to research participants because in the other articles I chose to use short 
fragments from many different participants to illustrate patterns and thus the 
individual participants were less in the foreground. I could have done it, but 
balancing off the time it would cost with the potential benefits I decided not 
to do it in the other articles.  

  
 

Impact of the research 
In my opinion doing good research is not only about not harming anyone, but 
also about doing socially relevant research. To me that meant doing research 
that is relevant for my research participants. Of course, the direct impact of 
my research is small. Nonetheless, I tried to write about what is at stake for 
my research participants and to give a voice to stories that have not yet 
received much attention. Moreover, I tried to communicate my findings not 
only in scientific articles, but also in workshops for caregivers or other people 
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interested in dementia. My project was part of the Long-term Care and 
Dementia Partnership which had, among others, the goal to improve the 
situation for people with dementia and their family members. To make sure 
that our research was relevant for the people we studied, as a team we 
organized dialogue evenings in which we discussed the preliminary findings 
from our research. At first, we wanted to give something back by informing 
participants about our ideas and findings and to use their feedback to adjust 
our perspective. In the end the dialogue evenings developed into a space in 
which we did not hand over knowledge to the participants, but in which 
knowing and learning happened in collaborative moments together with 
participants (Hoppe et al., 2019). During these meetings I presented drafts of 
the articles of this thesis. Discussing it with the participants gave me the 
opportunity to check whether the topic and angle of my article were relevant 
to people. Alongside the dialogue meetings I gave lectures and workshops for 
people and organizations working in dementia care.  

Our team also organized a two-day closing conference, entitled “Good 
life with dementia, how do we do that” in the summer of 2017. As well as 
being directed at our research participants––people with dementia and their 
family members, care practitioners, care managers, policy makers––the 
conference was also set up collaboratively (Amsterdam Care Collective, 
2018). Our research participants not only sat in the audience, but also gave 
presentations and workshops. It is my hope that the articles and lectures 
based on this project have inspired insights to improve the situation of people 
with early-onset dementia and their family members.  
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CHAPTER GUIDE 
 
 

The chapters of this dissertation all describe different relational domains 
around family members of a person with early-onset dementia. They start at 
the level of the family and then expand, including the broader socio-cultural 
context. I have chosen to highlight different relational domains in order to 
show how far-reaching the impact of early-onset dementia is. It affects not 
only the relationship between the sick person and his or her family members 
but also the relationships between the “healthy” family members, between 
the family members and friends, colleagues, relatives and neighbours. 
Additionally, the socio-cultural context people live in shapes how they 
experience the changing relationship to the person with early-onset 
dementia.  

The first chapter deals with changing relationships between the person 
with early-onset dementia and their family members in relation to the 
diagnosis. In this chapter I argue that people with early-onset dementia and 
their family members experience shifts when it comes to dealing with 
uncertainty in the pre-diagnostic illness trajectory. These shifts follow three 
patterns. Upon the appearance of first symptoms, people with early-onset 
dementia and their family members, in a collaborative effort, maintain 
uncertainty in order to continue living the lives they know. Following this, 
various explanations, all with a temporal character, are sought to explain 
changed behaviour. Finally, when relationships are threatened or health is 
perceived to be at stake, people seriously start to seek medical advice. The 
focus is on the family and how changes are experienced and given meaning.  

In the second chapter I focus on relationships among family members. I 
use the concept of the dividual to analyse the dynamics at stake in a family 
caring for a family member with early-onset dementia. The main focus is on 
the relationships between family members and how they change throughout 
the illness trajectory. I argue that using a dividual framework reveals family 
dynamics that are overlooked when using an individual framework, and 
allows one to better understand the emotional pain that family members 
experience during the care process. Approaching family members as fractal 
persons shows how their identity is composed of other family members and 
how this can lead to dilemmas and conflicts in the care situation. This chapter 
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advocates a systemic approach encompassing the whole family. Moreover, it 
underlines the importance of taking the historicity of family relations into 
account and not limiting the analysis to situational dynamics.  

The third chapter shifts the focus to relationships between family 
members and their broader social network. It explores how family members 
of a person with early-onset dementia attempt to achieve empathetic 
understanding from significant others, and the barriers they encounter in the 
process. I show that the type of relationship shapes the choices people have 
to communicate their suffering and their expectations regarding the reactions 
of others. This chapter builds on theoretical work on empathy and 
problematizes the notion of shared experiences. It focuses on empathy 
between family members and significant others, arguing that empathetic 
understanding between these people is a field of study thus far insufficiently 
explored. 

In the fourth chapter I link the narratives of (adult) children of a parent 
with early-onset dementia to the larger socio-cultural context. I argue that 
because early-onset dementia is not a very well-known disease, adult children 
engage in identity work by relating their experiences to those of others. I 
illustrate that the comparative process of relating to others’ experiences helps 
the children to reflect on the impact that their parent’s illness has on their 
own lives, which in turn aids them in contextualizing and making meaning 
out of their changing lives and relationships. This contextualization and 
recovery of meaning is shaped by three processes. The first concerns the ways 
these adult children draw comparisons between their own lives and 
experiences and those of their peers of the same age group. The second 
process entails comparative understandings of having a parent with early-
onset dementia versus having a parent with late-onset dementia. The third 
process explores how having a parent with early-onset dementia compares to 
having a parent with other diseases. I demonstrate how the processes of 
contextualization in which the adult children engage are shaped by what the 
children perceive to be normal and thus also by their socio-cultural contexts. 
This chapter also thereby reveals how the primary experiences of having an 
ill parent are not a direct result of the symptoms of the illness itself but rather 
are deeply embedded into that socio-cultural context. Furthermore, it 
illustrates how this context provides for particular narratives, which in turn 
shape how the children are able to give meaning to their experiences. 
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Introduction 
 

Uncertainty is terrible, because you don’t know what it is. Earlier in 
our conversation I said, “I wish he had been diagnosed later, then I 
would have had a normal relationship for a little bit longer.” And now 
I say, “I wish I had known it earlier.” Both statements are true. It is 
not the one or the other. Both have advantages and disadvantages 
(Femke, 47, partner of a person with early-onset dementia). 

 
Early-onset dementia, a diagnosis people receive under the age of 65, is an 
illness in which many uncertainties occur during the pre-diagnostic and 
diagnostic process. Uncertainty is often seen as problematic because it causes 
distress and anxiety (Babrow et al., 1998; Honkasalo, 2008). Some scholars 
argue that having to wait for an uncertain medical outcome can result in more 
anxiety than actually being confronted with bad news (Sweeny et al., 2015). 
Even when receiving a serious diagnosis, people often experience relief 
because they have an explanation for their symptoms and no longer have to 
live with uncertainty (Lillrank, 2003; Morgan et al., 2014; Robinson et al., 
2005; van Vliet et al., 2011). 

In the case of early-onset dementia, not recognizing the illness can have 
serious consequences, such as conflicts at home and work, possibly leading 
to unemployment or divorce (van Vliet et al., 2013, p. 423). Many scholars 
therefore consider a timely diagnosis to be important, arguing that it ends 
uncertainty and potentially prevents conflicts by enabling an early 
adjustment to changing circumstances (Beattie et al., 2004; Robinson et al., 
2005; Vernooij-Dassen et al., 2005). Due to the fact that dementia is only 
diagnosed when severe cognitive impairment becomes apparent (Rossor et 
al., 2010), in reality people are often diagnosed very late in their illness 
trajectory (Vernooij-Dassen et al., 2005). In the Netherlands there are 
regional differences with regard to the support people with dementia and 
their family members receive. However, services for people with early-onset 
dementia and their family members are generally only available after a 
diagnosis is made. This applies to receiving a case manager, which is not 
available in all municipalities, as well as to access to a day care centre for 
which a care indication based on a diagnosis is required. 
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On the one hand, uncertainty is seen as something that needs to be 
avoided or controlled, but on the other hand some scholars argue that it 
should be accepted as a part of life. 

 
The modern use of uncertainty as a threat or a target of control has 
attained such a strong position in health research that it is difficult to 
approach uncertainty as a normal matter of life that can even be 
encountered as a life affirming experience. (Honkasalo, 2006, p. 37) 

 
Whitmarsh et al. (2007), for example, show how parents open up a space for 
uncertainties and do not necessarily search for certainty when confronted 
with a diagnosis of a genetic condition in their child in the absence of 
symptoms. Yet little is still known about how uncertainty is experienced in 
the pre-diagnostic phase of early-onset dementia. The majority of research 
focuses on the diagnosis or the period thereafter. So far, only van Vliet et al. 
(2011) have explicitly addressed this knowledge gap by analysing the pre-
diagnostic phase. The authors identify different themes such as changes in 
family members, disrupted family life, the misattribution of symptoms, 
denial and the refusal to seek advice, lack of confirmation from the social 
context and the non-responsiveness of general practitioners. This article 
builds on the research of van Vliet and colleagues, adding nuance to some of 
their findings. 

Based on anthropological research in the Netherlands, I argue that in 
the case of early-onset dementia, the meaning of uncertainty shifts at 
different stages of the diagnostic and pre-diagnostic trajectory, revealing 
three patterns. I demonstrate that in my study remaining in uncertainty is a 
collaborative process between people with early-onset dementia and their 
family members and show that upon the appearance of first symptoms, 
uncertainty is neither controlled nor embraced; rather it is maintained in 
order to keep up hope. In contrast to van Vliet et al. (2011), I reveal that in 
the beginning, not only people with symptoms but also their family members 
avoid seeking help. As the symptoms persist and worsen, however, 
uncertainty threatens interpersonal relationships and people seek to manage 
the problem. I explore the circumstances under which these shifts occur and 
how they can be interpreted. I end with a comparison between early-onset 
and late-onset dementia. 
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Early-onset dementia 
Early-onset dementia differs in many ways from late-onset dementia. In the 
following, I will discuss four main differences: prevalence, variety of forms, 
time until diagnosis and impact. Although there is a lack of epidemiological 
data with regard to the exact number of people with early-onset dementia 
(Chemali et al., 2012; Garre-Olmo et al., 2010; Novek et al., 2016; Rossor et 
al., 2010), different estimations have been made. All studies show that the 
prevalence of people who receive a diagnosis of dementia before the age of 65 
is much lower than for people over 65. It is assumed that in the general 
population, between 0 and 700 per 100,000 people have early-onset 
dementia, and that of those with dementia, between 6.9% and 45.3% were 
diagnosed before the age of 65 (Teles Vieira et al., 2013). The Dutch 
Alzheimer’s Society writes that in the Netherlands about 260,000 people 
have dementia, of which approximately 12,000 are younger than 65.4 

In comparison to late-onset dementia, early-onset dementia comes in 
many different forms. Whereas among late-onset dementia patients 
Alzheimer’s disease is the most common form of the illness, in early-onset 
dementia it only represents one-third of cases; the other dementias include 
Lewy body disease, Pick’s disease, frontotemporal dementia, vascular 
dementia and alcohol-related dementia (Beattie et al., 2004, pp. 359–360). 
As a consequence, people with early-onset dementia are more likely to display 
neuropsychiatric symptoms, which become apparent in changes in socio-
emotional behaviour and limited illness insight (van Vliet et al., 2010). 

Very little research is available on the period between the perception of 
first symptoms and seeking medical advice. A comparison by van Vliet et al. 
(2013) shows that the time between first symptoms and diagnosis in patients 
with early-onset dementia is 4.4 years, compared to 2.8 years for patients 
with late-onset dementia. Novek et al. (2016) found that for people with 
early-onset dementia, the average time from the onset of symptoms to 
diagnosis was three times longer than for people with late-onset dementia 
(4.4. years versus 1.3 years, respectively). Diagnosing dementia is a 
complicated process, but diagnosing early-onset dementia can be even more 
difficult as it has a different clinical manifestation, a lower prevalence and a 

 
4 http://www.alzheimer-nederland.nl/informatie/wat-is-dementie.aspx; 
http://www.alzheimer-nederland.nl/informatie/dementie-op-jonge-leeftijd.aspx (accessed 9  
August 2016). 
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broader differential diagnosis (Chemali et al., 2012; Novek et al., 2016; van 
Vliet et al., 2010). As younger people with dementia still appear healthy from 
the outside, both family members and general practitioners often do not 
think of dementia as a possible diagnosis (Ducharme et al., 2013; Harris & 
Keady, 2004). 

Many scholars argue that the experience of early-onset dementia differs 
profoundly from that of late-onset dementia. When receiving the diagnosis of 
dementia, people often react with shock and fear (de Boer et al., 2007). Even 
more than older people, younger people have to rethink their life and outlook 
on it. As younger people generally play a more active role in society, the 
potential loss of roles and responsibilities is greater (Bakker et al., 2010, p. 
634). Most younger people are employed, live independently and have young 
children when they receive the diagnosis (Armari et al., 2013, p. 42). They 
know that due to the illness, there will come a point when they will no longer 
be able to work or provide for their family. 

Younger caregivers also face different challenges to older carers. 
Partners caring for a person with early-onset dementia often have to take up 
a threefold caring role: they have to care for the person with dementia, for 
their children and for their own lives. Therefore, they face a dilemma over 
caring for family members and making choices about their own future 
(Bakker et al., 2010, p. 638). In addition, caregiving can restrict social 
contact, limit career opportunities (Gelman & Greer, 2011, p. 30) and lead to 
financial problems, as carers can no longer depend on their partner’s income 
and possibly have to work less in order to provide care (Gelman & Greer, 
2011; Luscombe et al., 1998; van Vliet et al., 2011). As a consequence, younger 
caregivers often experience more stress and a higher caregiving burden than 
older carers (Arai et al., 2007, p. 1256). 

Early-onset dementia differs from late-onset dementia in fundamental 
ways. Yet little is known about how the pre-diagnostic process is perceived by 
people with early-onset dementia and their family members. This article 
contributes to providing a better understanding of how uncertainties are 
experienced and reacted to in this process, thereby addressing a crucial 
knowledge gap and possibly helping to improve services for people with 
early-onset dementia and their family members. 
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Methods 
Participants 
Research participants were recruited via the Dutch Alzheimer’s Society and 
three care institutions specializing in early-onset dementia. This resulted in 
seven people with early-onset dementia and 39 family members participating 
in the study (see Table 1 for overview). The 46 research participants consisted 
of 11 group constellations composed of the person with early-onset dementia 
and a partner, a partner and a child, siblings or a whole family. Although an 
effort was made to include more people with early-onset dementia and more 
families instead of separate individuals, this proved difficult. Often the 
person with early-onset dementia was, according to family members, no 
longer able to participate in an interview, partners were busy balancing work 
and care for the sick person, and some children did not want to participate 
because the topic was too painful for them.  

Table 1. Overview of research participants and interviews  

 
 

The youngest child of a parent with early-onset dementia was 19, the oldest 
43; the youngest partner I interviewed was 47, the oldest 67. The age of people 
with early-onset dementia ranged from 55 to 62. The interviews lasted from 
1 to 5 h, with an average of 2 h. In the interviews I asked people to describe 
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the period from when they first noticed that something was wrong up to the 
present. The questions I asked about the pre-diagnostic period were aimed at 
finding out when people had noticed changes, what those changes had 
entailed and how they had been interpreted. Then I inquired about how the 
diagnosis had been made, how they had reacted to the diagnosis and whether 
they had told significant others about it. Other topics that the interviews 
addressed were the impact of the illness on people’s lives and relationships, 
how they experienced changes and how they dealt with them. In addition, I 
asked how family members talked about the illness, with whom they talked 
and whether there were topics they preferred to avoid. 

 
 

Data collection 
This article is based on 41 semi-structured interviews conducted between 
2014 and 2015 in the Netherlands. Twenty-seven interviews were conducted 
with individuals and 14 with two or more persons (see Table 1). The decision 
to interview several persons more than once was based on whether incisive 
changes had occurred in the illness trajectory during the course of the 
research (e.g. moving to a nursing home) and the availability of research 
participants. The majority of the interviews took place in people’s homes. 
Two were conducted in my office, and three in a public space such as a café. 
The majority of those interviewed lived in a city, some in a village and a few 
in a rural area. 

Ethical approval was granted by the Amsterdam Institute for Social 
Science Research Ethics Committee. All participants were informed about the 
aims and objectives of the research. I obtained verbal consent from the people 
I interviewed, as I believe that maintaining a good relationship where people 
feel safe to address issues and questions is more valuable than having a 
signed piece of paper. To assure anonymity, pseudonyms are used for all 
research participants. 

 
 
Data analysis 
The interviews were recorded and subsequently transcribed. Transcripts 
were entered into qualitative data analysis software (NVivo 10) and were read 
analytically to identify and code key themes such as early-onset dementia, 
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symptoms, diagnosis, support, etc. Coding was refined during additional 
rounds of reading. Specific coded sections were then extracted and compared 
across cases. During these readings, memos were developed in which 
emerging topics and themes were analysed and linked to relevant key quotes. 
These memos were then developed into the “Findings” section of this paper. 

 
 

Findings 
In the following, I will describe three shifts in the way in which my research 
participants perceived and dealt with uncertainty in the pre-diagnostic 
trajectory of early-onset dementia. I will show that, at first, both those with 
early-onset dementia and their family members accepted and remained in a 
state of uncertainty; following this, various explanations were sought to 
explain changed behaviour; finally, a diagnosis was actively pursued––in 
most cases by a healthy family member. 

 
 

Accepting and maintaining uncertainty 
Before receiving the diagnosis of early-onset dementia, in several cases many 
years had passed in which family members had noticed changes in their 
partner’s/parent’s behaviour. But although they might have started becoming 
concerned about these changes, they often pushed their worries aside. 

Ellen (55) lives in a small town and is married to Nico (61), with whom 
she has three children. For four years Ellen had suspected that something was 
wrong with Nico, yet she did not undertake any action to find out what it was. 
As Ellen’s mother had had dementia, it is probable that she had also 
considered the possibility for her husband. 

 
I went to the sauna with my sister-in-law and said that I was worried. 
Yes, we talked about it. That was four years before the diagnosis. In 
that period I was already worried, and that is now more than six years 
ago. That was in the beginning and of course you don’t want to 
know.… (Ellen, 55, partner) 

 
Many of my research participants had indeed suspected before the official 
diagnosis that their family member possibly had dementia. Femke (47) lives 
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in a large town, is married to Lucas (61) and together they have four children. 
Three years before Lucas received his diagnosis, Femke had her suspicions. 

 
Thirty years ago I worked in the care sector with people with 
dementia, so I suspected it was dementia; after 2005–2006 I 
thought: “That could be it.” But I also repressed it: “It couldn’t be 
that.” From that time on I suspected that it was dementia […]. The 
years before I still had hope: “For sure he has a burnout and some 
psychologist will fix him.” (Femke, 47, partner) 

 
Femke’s statement is characterized by the shift between knowing and not 
wanting to know. Furthermore, it points to the importance of hope. 

Like Femke, Manon (33), daughter of Marga (63) and Geert (65), 
emphasized that due to her background, she knew pretty quickly that her 
father had dementia. Nevertheless, she pushed her suspicions aside. 

 
He went to the kitchen about a hundred times and came back with 
nothing, and at some point I knew it. But you also ignore it, you don’t 
want to see it. But I remember that my mother and my sister said, “If 
only it is not a brain tumour,” and of course I have a medical 
background so I knew immediately that it was that [dementia]. But 
still I was shocked when I accompanied him to the memory clinic 
where he had to do tests and I saw how far gone he was already. I was 
really shocked. I didn’t… he knew how to hide it very well. (Manon, 
33, daughter) 

 
What all these examples have in common is that in the pre-diagnostic phase 
the family members were living in a constant state of ambiguity. They wanted 
to know, but also did not want to know. In the beginning, their desire not to 
know and to continue living the lives they knew seemed to be stronger. Living 
with uncertainty could thus offer advantages like being able to maintain hope 
and a positive outlook on the future. 

So far I have only described how healthy family members pushed their 
worries aside, but those experiencing the symptoms also collaborated to 
remain in a state of uncertainty and hope. In order to do so, they used 
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different strategies, such as appearing strong-minded rather than admitting 
fears and insecurities. 

 
I have a sister and we were supposed to visit her. We said if the 
weather is nice we will take the motorbike and if not we will go by 
car. It was really hot, but he didn’t want to use the motorbike. At a 
certain point I said, “We agreed that with nice weather we would go 
by motorbike so we don’t have to sweat in the car, we can skip the 
traffic jams,” etc. But he didn’t want to. In retrospect I know that he 
didn’t dare to anymore. (Ellen, 55, partner) 

 
Another common strategy was to hide one’s insecurities by relying on others. 

 
He didn’t know a lot of things anymore. Well, we made an 
appointment to take a blood sample and the general practitioner said 
that each time she asked him something he looked at me. Through 
the years this has slipped in, probably unconsciously. If he was asked 
a question, he looked at me and I answered. So it went largely 
unnoticed. (Ellen, 55, partner) 

 
It is striking how unnoticed these shifts were and therefore not surprising 
that people found it hard to tell when behaviour became problematic. Like 
Ellen’s husband, Yvonne’s partner used the same strategy. Yvonne (51) is 
married to René (53) and together they have two daughters. In retrospect, 
Yvonne had noticed changes in her husband five to six years before the 
diagnosis. 

 
If my daughters asked him something about tables, orthography or 
history, he would just take another bite precisely at that moment––
if, for example, we were having dinner––or he would say, “Mom 
knows, she can tell you.” I thought at a certain point, “You can also 
explain things.” (Yvonne, 51, partner) 

 
Another strategy was to use humour to divert suspicion that there was 
something seriously wrong. The father of Yasmin (26) was diagnosed with 
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early-onset dementia at the age of 50. This was three years after family 
members had realized that he had changed. 

 
In the beginning he always got away with a joke. He always said, “No, 
that was just a joke.” And he always was a person with a good sense 
of humour, thus everyone was taken in by him. Everybody thought, 
“Ha ha, funny.” And then… the questions… it became clearer, for 
example, he looked at the clock and asked what time it was: that’s not 
a joke anymore. (Yasmin, 26, daughter) 

 
Marga’s husband actually used a combination of delegating and humour to 
distract attention from his weaknesses. 

 
Manon (33, daughter): A lot of humour. Laughing things off, a lot of 
jokes. 
Marga (63, partner): Using humour to say “I don’t have a problem, 
there is nothing wrong”. 
Manon: He was always good at delegating; if something important 
needed to be done he made sure that my brother-in-law did it… 
Marga: Yes, delegating. “Herman is going to do it.” 
Manon: That’s why we never caught him doing something strange or 
making an error, because he was delegating. And the things he was 
able to do, he did. And indeed a lot of humour, he always had that 
and used it as a cover-up. 

 
These fragments show that those with dementia seemed to be aware of their 
shortcomings and tried to conceal them, playing along with their family’s 
desire not to know. They colluded in keeping up the illusion that nothing was 
wrong. Humour seemed to be a good strategy for distraction and making 
uncertainty possible for a bit longer. Yet there was a limit. At a certain point 
family members no longer accepted jokes or having to answer all questions, 
and began to suspect that something was seriously wrong. 
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Finding explanations 
While upon the appearance of first symptoms many people were inclined to 
push their worries aside, at a later stage they tried to explain the changed 
behaviour. Ellen, for example, found an explanation in somatic causes. 

 
He was pretty absent. He didn’t really participate in conversations 
when we were with the whole family. If we were all at home he didn’t 
say much anymore, as if he was unable to follow the conversation. 
We thought maybe it had to do with his hearing, because he didn’t 
hear well: “Well, it will be that, that he can’t hear well. Because of that 
he is so absent.” (Ellen, 55, partner) 

 
Although the hearing problem could have been a plausible explanation, it also 
raises several questions, such as why her husband did not arrange a hearing 
aid or why he did not ask people to speak up. Explanations were not only 
found in the medical domain. Like other partners, Femke tried to attribute 
her husband’s changed personality to stress. 

 
In 2004 we moved to the health centre and those were years with a 
lot of preparations with the GPs and psychologists. A good time, but 
extra work. Next to the full-time job he already had we had bought a 
house, so I thought, “Of course you are completely overworked.” You 
hold on to that. That will be it. In the back of your mind you think 
Alzheimer’s, but you push that away. You don’t want to know. And 
then you look for all kinds of things: “Ah, of course, overworked, way 
too busy, way too stressed.” Well, Lukas was very stress-resistant, so 
that didn’t fit either. (Femke, 47, partner) 

 
Another domain where people sought explanations was in relationships. For 
example, Lisette (age unknown) attributed the changed behaviour of her 
daughter (48) to an unhealthy relationship. 

 
She lived together with a woman, a lesbian relationship, and her 
partner complained, “She forgets everything, she is not interested.” 
And well, my daughter, she struggled and at a certain point she 
became really nervous, she lost weight, and then we said, “You have 
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to terminate that relationship, because it doesn’t work.” We really 
thought it was that, because her partner just went her own way. She 
also travelled a lot, thus we thought the partner was the problem… 
We really… And of course also my daughter was the problem, there 
are always two people involved. (Lisette, age unknown, mother) 

 
This quote reveals that misattributing symptoms of early-onset dementia can 
have far-reaching consequences for personal relationships. 

Similarly, Juliette (19), daughter of Hans (52) and Jin (57), was seen as 
the cause of her mother’s behavioural changes. 

 
I have a disabled brother and she [mother] always spent a lot of time 
with him. In the beginning we thought that she was overworked 
because of my brother. With that it all started. And I fought a lot with 
her and was sent to the psychologist, because they thought that I was, 
as it were, crazy and therefore was behaving strangely. But in the end 
my mother just interpreted my behaviour incorrectly. It was 
dementia at an early stage, in retrospect. Yes, in retrospect, not being 
able to empathize with people anymore, that sort of thing. That’s how 
it started. (Juliette, 19, daughter) 

 
All of these fragments demonstrate that the symptoms of dementia might 
initially be easily explained by other circumstances. It can be hard to tell 
whether someone is apathetic due to a hearing problem, stress, depression, 
burnout or relationship problems. While attributing changed behaviour to a 
hearing problem might be socially unproblematic, looking for an explanation 
in people’s relationships with others might have harmful social 
consequences; for example, when a child is accused of being problematic. The 
above examples show that although people’s explanations did not fit 
completely, for a certain period of time they did consider them good enough. 

At a certain moment, however, the uncertainty became bearable no 
longer. In most of the interviews, three issues were found to be at stake. First, 
family members were afraid that the person displaying the symptoms might 
have a problem that would require medical treatment. 
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The GP, a friend of ours, said that it could also be his thyroid gland, 
something physical or a brain tumour. What do you know, then he 
has to be operated on. And then I got scared and thought, “We can’t 
keep on going like that.” Yes, those are considerations. In retrospect 
I would have preferred not to know for a little bit longer, but you 
don’t know. For his work it was necessary. (Femke, 47, partner) 

 
Second, problems at work were a reason to seek a medical diagnosis. 

 
He didn’t function well at his previous employer, that became more 
and more obvious, and that resulted in a lawsuit. That was a difficult 
period in which he didn’t feel well. Then he worked with a different 
employer in a different industry, but back then I already wondered 
whether he would manage. I saw so many things and thought, “You 
are not gonna manage.” My husband also said, “I can’t concentrate.” 
Thus we went to the doctor and he suggested neuropsychological 
research. (Yvonne, 51, partner) 

 
Third, if changes in personality could not be attributed to “external causes”, 
some partners started considering divorce. 

 
In the time before my husband got diagnosed, tensions increased and 
things happened and I thought, “Why do you behave so strangely?” 
You notice that the contact you had has changed, and then the 
thought crossed my mind that I would be better off getting a divorce, 
because it would offer more peace and quiet. But something in the 
back of my mind probably said that at other times he is such a caring, 
awesome person. For a long time I didn’t know what was going to 
happen next. Luckily our love apparently has proven to be so strong 
that it conquers the illness. (Yvonne, 51, partner) 

 
Although Yvonne admitted to experiencing uncertainty over her husband’s 
changing behaviour, she also claimed that their love was strong enough to 
overcome the problems. Her decision was probably related to the role of 
accountability, since when her husband received the diagnosis she knew that 
he could not help behaving the way he did. 
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Eva (60), married to Eric (61), also said that she had thought about 
divorce. Again, accountability played an important role. 

 
I know that in the beginning I thought, “When he is through this 
burnout I will get a divorce.” I am not gonna do this a second time. 
How does someone manage to get a burnout twice? (Eva, 60, 
partner). 

 
For Eva, it had been a long process. But in contrast to dementia, she seemed 
to view burnout as something for which people can, to some degree, be held 
accountable. 

As in the other cases, Femke also thought about a divorce. 
 

Or relationship issues, I also thought about those. I found him very 
uninterested. He was a really nice and social person and for 25 years 
I had a good marriage with a lot of fun and snugness and everything. 
I never thought about a divorce. But the years before the diagnosis, 
yes: “If it stays like that, then I don’t want him anymore.” But well, 
he is the father of my children. I am not someone who gives up easily. 
But some years passed in which I thought, “If it remains like this, I 
don’t know. Then I think I won’t stay with him.” (Femke, 47, partner) 

 
Femke was torn between hope and doubt. She no longer wanted the life she 
had, but she also did not want to ruin the lives of her children. 

When a relationship was threatened, health was at stake, or work and 
employment became impossible, this was when those displaying the 
symptoms and family members sought medical help. In some cases, partners 
had wanted to see a doctor earlier but had not been able to convince the 
person with the symptoms to do so. In other cases, partners were less eager 
to see a doctor and needed an external motivation, like problems at work or 
health threats. 

 
 

Taking action 
Among my research participants, the desire for certainty in many cases led to 
an initial period of prolonged uncertainty, as general practitioners or doctors 
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often did not recognize early-onset dementia and sent the patient home with 
a diagnosis of burnout or depression. In the majority of cases, partners or 
grown-up children encouraged the person with the symptoms to seek medical 
advice. Sometimes, however, the person with the symptoms took the first step 
to contact a doctor. Yet this did not necessarily lead to a satisfying outcome. 
I interviewed Eva (60) together with her youngest son Koen (20). More than 
three years before the diagnosis of Eva’s husband Eric (61), they had noticed 
that he was often struggling to find the right words. 

 
Eva (60, partner): He was 52 and I noticed that in meetings he 
couldn’t find the words, which annoyed him. He said, “People laugh, 
but I just don’t say the right word.” And he went to the general 
practitioner and she said, “Do you drink alcohol?” And he said, “Yes, 
when I come home I have a beer.” And she said, “Yes, you multiply 
by three and if you stop doing that, then it will be okay. Then his 
problems will be over.” 
Koen (20, son): The GP thought that if someone says he drinks one 
beer, he means three, but that was nonsense. 
Eva: For him it was a motion of no confidence and he didn’t feel taken 
seriously. He really struggled with this when he returned home. And 
then our daughter-in-law, who is a psychologist, said, “You have not 
been taken seriously, you just have to go back.” And then he went 
back and someone else treated him and sent him to the neurologist 
who said it was a burnout. 

 
Eric’s problems were first attributed to alcohol consumption. When he was 
finally referred to the hospital, doctors told him that he should not worry 
about dementia because he was too young, and instead diagnosed a burnout. 
These fragments illustrate how medical professionals can also create false 
certainty: at the moment when Eric and his family were in search of certainty, 
they provided an explanation that nevertheless did not really fit. 

The certainty of the diagnosis of early-onset dementia, however, plays 
out differently for the different people involved. Family members realized 
that their lives would irreversibly change. Partners stated that they no longer 
saw the person with dementia as their husband or wife but rather as another 
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child. At the same time, the diagnosis often initiated a period of action. People 
focused on arranging the best care for their partners. 

 
When I knew he would be diagnosed, I felt pity. He can’t do anything 
about it, you know, how terrible. And then you roll up your sleeves, 
you know, and you go for it. Of course, I am gonna help him. (Femke, 
47, partner) 

 
The focus of the partners shifted from rescuing their relationship to 
managing the situation as best as possible. 

 
Of course it is hard, because it is so definite. The symptoms are there 
and you still hope maybe it is a malfunction of the thyroid gland or 
maybe it is depression or burnout or whatever. But actually… Well, 
it’s very sad. When I heard it, I remember pretty well, I had to cry a 
lot. I was very upset and grasped for any help that I could get, and my 
husband cried from time to time […]. When he received the diagnosis 
I thought, “My husband is sick and I know that we have a long way to 
go and a lot of things will happen.” But with regard to my daughters 
I thought, “I want them to be as unscathed as possible. That they will 
be strong people. They will be scathed, but hopefully as little as 
possible.” (Yvonne, 51, partner) 

 
Not all people decided to stay with their partner following his/her diagnosis. 
Erna (55) has two children and was diagnosed with early-onset dementia. 

 
My husband, now ex-husband, couldn't handle it. He ran away from 
the hospital the first time the neurologist said, “We think it might be 
Alzheimer’s disease, but we still have to verify that.” But then he slept 
two nights here and then he was gone. That was a year ago. Look, if 
we had known each other for two months, then I could have imagined 
that. But we have two children and had been married for 30 years, 
and before that we lived together. I don’t get it at all. He says, “I don’t 
want this.” Yes, as if I have asked for it. But anyway, he is gone now. 
(Erna, 55, person with early-onset dementia) 

 



 
68 

Even though Erna could not be held responsible for her condition, her 
husband could no longer imagine their future together. Thus while the 
certainty of the diagnosis strengthened some people’s resolve to continue 
their relationship, for others it had negative consequences. These fragments 
clearly show that a diagnosis, though it did end a long period of uncertainty, 
also brought new uncertainties which people had to navigate. 

 
 

Discussion 
Although my research participants––both those with early-onset dementia 
and their partners and family members––dealt with the various uncertainties 
of the disease in idiosyncratic ways, in most of the interviews I conducted 
three patterns could be observed that signalled a shift in terms of how 
uncertainty was perceived and dealt with. First, both people with early-onset 
dementia and their family members accepted uncertainty and collaborated to 
remain in a state of uncertainty. Second, different explanations were sought 
to explain changed behaviour. Third, people undertook action to receive an 
official diagnosis. These three patterns were not clear-cut and often 
overlapped, and the time that people spent in each phase also varied. In the 
following, I will attempt to interpret these shifts. 

The idiom “ignorance is bliss” offers insight into why people in the 
beginning do not undertake action. They want to lead “life as usual”, rather 
than lose hope or be confronted with death (Sato et al., 2012, p. 231). 
Maintaining uncertainty thus goes together with maintaining hope and a 
positive outlook on life. In the absence of a serious diagnosis, people do not 
have to change their lives or act upon something that they might not be 
prepared for. This is not specific to early-onset dementia but occurs for many 
illnesses. 

Relatively specific to dementia, however, is the extreme fear related to 
it. Some argue that partly due to how dementia is represented in the media 
(see Van Gorp & Vercruysse, 2012), it is an illness that evokes strong fear and 
anxiety (Ballenger, 2006; Le Couteur et al., 2013). It is seen as being highly 
stigmatized (see Burgener & Berger, 2008) and is regarded as the most 
frightening condition of the century, possibly leading to social death (Kontos, 
2006). If living with uncertainty means being able to push aside this “doom 
scenario”, it is understandable that people do not necessarily try to control or 
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act upon their uncertainty. It is worth further noting that stigma as a barrier 
to diagnosis is not specific to early-onset dementia but also occurs among 
older people in general (see Chrisp et al., 2012) and to some degree also for 
other illnesses. 

Another important factor is that dementia is a condition without a cure 
(Le Couteur et al., 2013). As a diagnosis of early-onset dementia does not lead 
to treatment, getting a diagnosis does not seem to be as urgent as with other 
diseases (see Vernooij-Dassen et al., 2005). Often people seek medical advice 
because they hope or fear that the person has a condition that can be treated. 

The second shift that the empirical data reveal is that at a certain point 
people try to control uncertainty by trying to find explanations for changed 
behaviour. The reason they do so ties in with the reasons for not undertaking 
action in the first place. But while in the beginning uncertainty is not 
considered problematic, people later seek explanations. A striking feature of 
most explanations is that they present illnesses that are treatable and do not 
necessarily affect people’s outlook on life. Just like depression, a burnout is 
considered something that can pass. A relationship may change, but it can 
still be maintained. Temporality thus plays a crucial role. Although some 
explanations, like a hearing problem, may be harmless, explanations sought 
in relational spheres can actually threaten relationships, leading to break-ups 
or false accusations. Yet these explanations also seem to be preferable to 
having the certainty of a serious diagnosis. 

If the symptoms do not pass, people re-evaluate their situation and seek 
medical advice. McLachlan et al. (2015) show that people seek medical help 
if the alternative explanations they have do not fit in the long run. Other 
factors are the length of time for which symptoms are observed or a 
worsening of symptoms; loss of function, meaning that a person cannot 
perform certain tasks; or advice from family members. Another important 
factor in the third shift is the perception of risk (see McLachlan et al., 2015). 
Lockeridge and Simpson (2013) found that several people in their study 
mentioned fear of a brain tumour as a reason for finally going to the doctor. 
This reason may be less relevant for older people, as dementia is not 
uncommon in old age and possibly more expected. In addition to these 
factors, I argue that personal accountability plays an important role in the 
third shift. This third shift occurs when relationships are threatened. This is 
the case if a person can be held responsible for the situation, as in the case of 
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a second burnout. Dementia, however, is considered something that people 
do not ask for and for which they cannot be held responsible. Thus, if 
uncertainty threatens health, employment or relationships, certainty 
becomes necessary. 

When comparing my findings about early-onset dementia to late-onset 
dementia, several similarities can be observed. Both older and younger 
people with dementia and their family members often misattribute 
symptoms and are afraid of the stigma attached to the illness (Speechly et al., 
2008). In both categories, some people with symptoms and their family 
members collaborate to acquire a diagnosis, and in some cases it is mainly 
the caregiver who seeks help as both younger and older people tend to resist 
seeking medical help (Chrisp et al., 2012). 

There are also, however, several important differences. For early-onset 
dementia, the triggers for diagnosis are different than for late-onset 
dementia. Problems at work and threats to relationships are important 
triggers among younger people, and these threats appear to be more serious 
than among older people as they can lead to unemployment or divorce. While 
among older people forgetfulness is considered normal, this is not the case 
for younger people. Furthermore, among younger people comorbidity plays 
a less important role; although for both older and younger persons dementia 
symptoms can be attributed to other possible illnesses, a focus on other 
illnesses common in old age often leads to a distraction from the symptoms 
related to dementia among older people (Chrisp et al., 2012; Leung et al., 
2011). 

This study has several limitations. As it focused on early-onset dementia, 
my comparison with older people is based merely on a literature review. Due 
to problems with access, I was unable to include more people with early-onset 
dementia, and the family members I interviewed were mainly female. In 
addition, the memory problems of those with early-onset dementia made it 
difficult to study the pre-diagnostic period in retrospect. As a consequence, 
this article is mainly written from the perspective of family members and only 
indirectly takes the perspectives of persons with early-onset dementia into 
account. Finally, the majority of the research participants were recruited via 
the national Dutch Alzheimer’s Society. This could have led to a biased 
sample that includes people who are more engaged and active when it comes 
to dealing with the illness. In spite of these limitations, this study 
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nevertheless addresses an important gap in the knowledge about the pre-
diagnostic period of early-onset dementia. 

Based on the above analysis I argue that in the case of early-onset 
dementia, living with uncertainty offers certain advantages. People can 
continue to live the lives they know and do not have to give up hope. It is 
important to point out that while the uncertainty of the period before a 
medical diagnosis is obtained can be stressful (Sweeny et al., 2015), people 
do not necessarily seek a diagnosis upon the first appearance of symptoms. 
Not wanting to know can be a good reason for not undertaking any action. 
Following from this, uncertainty does not necessarily overcome people; to a 
certain extent, both family members and those with symptoms can actively 
control the degree of uncertainty they experience. This does not mean that 
people consciously decide to ignore symptoms. Rather, they navigate through 
an ambiguous state of both wanting to know and not wanting to know. 

 
 

Conclusion 
In this paper, I have shown that people experience a shift in the meaning of 
uncertainty in the pre-diagnostic illness trajectory of early-onset dementia. 
Uncertainty is possible if health or relationships are not threatened and if it 
is considered temporary. This article illustrates that uncertainty is not 
necessarily something that people try to control or avoid. Although different 
scholars argue that a timely diagnosis is important for the management of 
dementia (Luscombe et al., 1998; van Vliet et al., 2013; Vernooij-Dassen et 
al., 2005) and caregivers do critique the long diagnostic process, it is 
important to make a distinction between a delay in diagnosis through 
misdiagnosis and delays because people do not yet want to know. In the latter 
instance, we should consider that some people may want or need a period in 
which they can slowly adapt to the idea that there might be something 
seriously wrong. 
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The Other Within Oneself:  
Understanding Care for a Family Member with 

Early-Onset Dementia  
Through the Lens of Dividuality 
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The Dutch Alzheimer's Society estimates that about 260,000 people in the 
Netherlands have a dementia diagnosis, of which about 12,000 are cases of 
early-onset dementia, which is diagnosed when the affected person is below 
the age of 65.6 Early-onset dementia affects the nuclear family even more 
than dementia in old age. In the first years after illness onset, people with 
early-onset dementia usually live at home with their families. Family 
members have to come to terms with gradually losing the person they have 
known. They have to readjust their outlook on life and accept that their future 
will probably be different than they had envisioned (Becker, 1997; Bury, 
1982). Furthermore, they increasingly have to assist the sick person in daily 
activities. Usually, at some point, the family has to make the difficult decision 
to admit the person with dementia to a nursing home, where most people 
with dementia in the Netherlands die (Houttekier et al., 2010). 

Recent developments in the Netherlands have led to a shift from the 
caring welfare state to a “civil society”, in which three trends can be observed: 
a transition from supply-driven to demand-driven care; a focus on 
community; and a transition from care in institutions to community care 
(Vollenberg et al., 2013). The last two trends represent an attempt to reduce 
the rising costs of the health care system by relying on citizens to take up care 
responsibilities (da Roit & de Klerk, 2014; Vollenberg et al., 2013). In the case 
of dementia, this decentralization has shifted the responsibility of day care 
for people with dementia from the central government to municipalities and 
communities (Macneil et al., 2012; Nowak et al., 2015). The threshold for 
accepting people with dementia into a nursing home has been raised. To 
support people with dementia and their families, several services are 
available such as day care and respite care, psychoeducation, discussion 
groups, telephone support systems, Alzheimer cafés, and meeting centres 
(Macneil et al., 2012). As day care is arranged by local municipalities, there 
are many regional differences, also with regard to facilities designed 
especially for younger people. 

Within these health policy developments, families have to take up more 
care responsibilities, but little is known about how these responsibilities 
shape family dynamics and relationships. The majority of the literature on 
the experiences of caring for a person with (early-onset) dementia is written 

 
6 https://www.alzheimer-nederland.nl/dementie/jongdementie (accessed 06.09.2018). 
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from a psychological perspective. The topics addressed, such as caregivers’ 
burdens, needs, and emotions, the impact on their life, and the resources they 
can tap into (Carbonneau et al., 2010; Connell et al., 2001; Høgsnes et al., 
2013; Nicolaou et al., 2010; Robinson et al., 2005; Wadham et al., 2016) are 
mainly described from an individualistic perspective. In anthropological 
literature, however, caring has been described as a relational practice. Buch 
(2013), for example, describes how low-wage care workers sustain their 
client’s personhood through embodied empathy. Seaman (2016) illustrates 
how families work to maintain relationality in the face of dementia, a 
condition which is said to threaten exactly that. 

Different concepts describe the relational nature of care. With regard to 
dementia, much has been written about personhood. Kitwood (1997, p. 8) 
defines personhood as “a standing or status that is bestowed upon one human 
being, by others, in the context of relationship and social being”. He observed 
that the personhood of people with dementia was often undermined as a 
consequence of what he calls “malignant social psychology”. In its origins, the 
concept of personhood mainly concerned individuals (Higgs & Gilleard, 
2016). Kitwood, however, argues that seeing personhood in relational terms 
is essential to understanding dementia. Care practices are seen to play a 
crucial role in shaping personhood (Kaufman & Morgan, 2005). It has been 
described how other people can help preserve the personhood of the person 
with dementia (Hellström et al., 2005, p. 8). It is also implied that dementia 
reinforces the relationality between people: “It is not really possible to ‘tell 
the story of dementia alone’” (Phinney, 2002, quoted in Hellström et al., 
2005, p. 8). Yet although relationality is described, it is mainly depicted as 
unidirectional, focused on how “healthy” persons maintain the personhood 
of someone with dementia. 

Intersubjectivity is another concept used to describe relationality 
between people. Jackson (1998, p. 8) describes intersubjectivity as “a site of 
constructive, destructive, and reconstructive interaction”. In other words, 
intersubjectivity is an interactive “space between persons” (Parish, 2014). In 
this article, my primary aim is not to analyse what happens between family 
members in a care situation but to demonstrate how they contain each other's 
values, wishes, and identities within themselves. The concept of the dividual 
enables such a focus. 
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The concept of the dividual was developed to call attention to different 
conceptualizations of the self and is used in contrast to the individual. The 
individual is seen as indivisible; it has an essential core which defines it. The 
individual is atomistic, an autonomous social actor, a free agent, and the 
author of his or her own actions. The dividual is seen as divisible, containing 
interrelated dimensions. The dividual is fractal, socially embedded, performs 
a culturally written script, and is defined by cultural structures (Smith 2012, 
p. 53). “[T]he flow of social interaction and relation makes persons, rather 
than do unitary persons make the relationships between them” (Schram, 
2015, p. 320). In other words, “persons are frequently constructed as the 
plural and composite site of the relationships that produced them” 
(Strathern, 1988, p. 13). Hence, a person contains and incorporates various 
collective identities of the people around him or her. A concrete example is 
when a parent sees him- or herself in the child or when a person refers to his 
or her partner as “my other half” (Jenkins, 2014, p. 129). A dividual does not 
merely identify with a certain group or person, but contains something of the 
other in him- or herself (Smith, 2016, p. 679). The dividual can be imagined 
as a “social microcosm” containing multiple relationships (Strathern, 1988). 
In other words, the dividual is “extending into other persons and things, 
continuously divided and recomposed through social practices” (Pool & 
Geissler, 2005, p. 118). The thoughts, feelings, and actions of the dividual are 
shaped by the feelings, thoughts, and actions of others (Markus & Kitayama, 
1991, p. 224). As a consequence, persons never simply are, but are always 
becoming (Taylor 1989, p. 47, quoted in Smith, 2012, p. 56). 

The concept of the dividual was developed in relation to South Asian 
cultures. Many anthropologists have pointed out, however, that the division 
between individual and dividual cultures is not straightforward (Lamb, 1997, 
2000; Gearin, 2016; Hess, 2006; Moore, 2007; Mosko, 2010; Smith, 2012), 
and nowadays it is acknowledged that the self is characterized by both 
elements (Brison, 2001; Englund & Leach, 2000; LiPuma, 1998). Instead of 
making statements about whether persons in the Netherlands contain mainly 
individual or dividual elements, in this article I use the dividual as a 
conceptual tool (Gearin, 2016, p. 203) and thought experiment (Schram, 
2015, p. 319) to highlight elements that I argue are overlooked when focusing 
merely on individuals. 
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Several articles describe how family or professional carers sustain the 
personhood of a person with dementia. Articles showing that this is not a one-
way street are scarce; those taking the family system as a starting point are 
even scarcer. With this article, I address this gap in the literature and 
contribute to a richer understanding of how a whole family is affected by 
early-onset dementia. I show how the person with dementia also sustains the 
personhood and identity of his or her family members. I use the concept of 
the dividual to illustrate and highlight how family members are connected 
and contained in each other and how this containment shapes their choices, 
identities, and relations in a care situation. I argue that the concept of the 
dividual enables us to understand how the care receiver is contained in the 
caregiver and vice versa, how multiple family members are contained in each 
other, and how the history and type of relationship shape how the care 
situation is perceived. 

 
 

Methods 
For my anthropological research, I conducted semistructured interviews with 
seven people with early-onset dementia, and 20 partners and 16 children of 
a person with early-onset dementia, in the Netherlands. For this article I 
discuss the case of one family to show the micro processes and negotiations 
that occurred before and around the admission of the person with early-onset 
dementia into institutional care. Using a case study enables me to “catch the 
complexity” (Stake 1995, p. xi, quoted in Hellström et al., 2005, p. 12) of the 
caring situation. The family consisted of Eric (61), who was diagnosed with 
early-onset dementia at the age of 55, his wife Eva (60), and their four 
children aged 28, 26, 25, and 21.7 Eva contacted me after reading my call for 
participants in a newsletter of the Dutch Alzheimer's Society. This family is 
not representative of all of the families I interviewed. Eva's ability to 
circumnavigate regular medical care for a long time and to mobilize her own 
social network, plus the strong involvement of the children, both stand out. 
However, the dynamics and processes at play in this family also took place in, 
and are applicable to, other families I studied. 

 
7 All ages mentioned are taken at the point of the first interview. 
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Over a period of more than two years, I held five semistructured 
interviews with various members of the family, covering the period when Eric 
still lived at home, after he had moved to a nursing home, and after he had 
passed away. In June 2014, a month before Eric was admitted to the nursing 
home, I interviewed Eva together with the youngest son in their house. In 
February 2015, I interviewed Eva alone at her home. In March 2015, I first 
interviewed the oldest son together with his wife at their home, and then 
spoke to the youngest son and the youngest daughter in Eva’s house. At that 
point, Eric had been in a nursing home for more than half a year. Half a year 
later, in July 2015, Eric passed away. In October 2016, I interviewed Eva 
again in a café close to the university. This was a little over a year after the 
death of her husband. I did not interview the oldest daughter because she was 
unavailable during my fieldwork period. According to the family, 
interviewing Eric was no longer possible as I would not get anything out of it. 
In an earlier stage it would have been valuable, but at the point of the first 
interview, Eric was no longer able to answer questions and talk about his 
experiences. 

In the interviews, I asked the family members to describe their 
experiences with having a father/husband with early-onset dementia. The 
interviews were recorded and subsequently transcribed. I coded the 
interviews on paper and selected material that concerned family dynamics 
and their decision to care for Eric themselves for as long as possible. I then 
reread the material and chose fragments that revealed how interwoven they 
were as a family. 

Ethical approval was granted by the Amsterdam Institute of Social 
Science (AISSR). The family was informed about the aims and objectives of 
the research. Verbal informed consent was obtained from all family 
members. To assure anonymity, pseudonyms are used. As the family 
members are not anonymous to each other, I contacted each one individually 
when I started writing this article to ask whether they consented to an article 
written about their case. All except the oldest son agreed to appear in the 
publication; no material from his interview is used. Before submitting the 
article to the journal, I gave the family members the opportunity to provide 
feedback and check whether they felt well represented. Eva wrote that she 
was impressed by the article and that she felt well represented. Her son 
replied that he had complete faith in the article and would read it at a later 
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stage. I talked to the daughter on the phone and understood that some things 
that I had written felt painful to her. These were passages in which I described 
her mother’s and brother’s position, but did not explicitly mention her 
perspective. In the specific passage that the daughter pointed out, I had only 
described the mother’s and son’s perspective because it was based on the 
interview with them. I did not want to make assumptions about the 
daughter's perspective, but this gave her a sense of feeling excluded. Sharing 
the article before submitting it was an ethical decision. I found it important 
that the family members were content with the result and recognized 
themselves in the story. This process taught me that as a researcher it is not 
possible to anticipate how research participants react to a text. 

 
 

“This is Choosing for Ourselves” 
Eva (60) and Eric (61) met in their early twenties. They married when Eva 
was 30 and together raised four children. From Eva’s way of talking about 
Eric, I gathered that they had had a good marriage. Eva was a trained nurse 
who had worked with people with dementia and had cared for many years for 
her own mother with dementia. Her husband Eric had worked as an 
occupational therapist. At the age of 52, he started noticing difficulties in 
finding the right words. It took three more years until he received the 
diagnosis of frontotemporal dementia (see Hoppe, 2019). 

When Eric was diagnosed, all children except for the eldest still lived at 
home. Eva, who had seen many nursing homes in the context of her work, 
was determined to care for Eric at home as long as possible. Eva described 
herself as a headstrong person who liked to think about what she wanted and 
what she could do for Eric. During the whole illness trajectory, preserving her 
husband’s dignity was very important to her. Instead of sending Eric to a 
regular day care centre, she arranged for him to go to a place where he could 
carve wood and sculpt stone. She felt that there he was appreciated more as 
a person and would feel more meaningful because he was able to produce art. 

Eva also told me that two or three years earlier, together with Eric, she 
had extended his driver’s licence. Eric was no longer driving, but Eva knew 
that driving had always been important to him and that he valued having his 
driver's licence in his pocket. In order not to raise suspicion, she had 
instructed Eric to leave the talking to her and simply sign the form when 
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asked. Eva stated that extending his driver’s licence had afforded her a lot of 
pleasure. 

At first sight, one could say that Eva got pleasure out of doing things for 
her husband. Yet I would argue that there was more at stake. If we approach 
Eva as a dividual who contains her relationships with others, we can say that 
she experienced pleasure because she did not identify as an “I” but as a “we”. 
Her husband’s identity and his passion for driving were contained within her. 
And since he was no longer able to fully fulfil his own wishes, Eva acted upon 
them. She did not merely derive pleasure from doing something for her 
husband, but also from knowing what pleased him and from being able to 
give this without needing anything in return. 

Eva also mobilized her friends who, for example, would take Eric for a 
walk so that she could have some time for herself. After the diagnosis, a friend 
of hers suggested setting up a “support group” that met regularly to check on 
how Eva, Eric, and the children were doing, and whether they could do 
something to help. The support of her friends enabled Eva to give space to 
her dividuality. If she had been overburdened with tasks and had felt unwell 
herself, possibly there would have been less space for Eric in herself. 

A year before our interview, Eva took Eric to an Ayurvedic clinic in India 
where he received daily treatments. Eva stated that many people thought she 
was out of her mind, but she described their stay as a “golden time”. Eva could 
see how Eric had enjoyed the daily treatments and the friendliness he 
experienced. “It was good for my soul, because he deserved it all those years.” 
Their long history together and deep connection enabled her to make this 
statement; not only was Eric contained in Eva, but their long and overall 
happy relationship too. 

Eva and Eric's children played an important role in maintaining the 
situation at home, and were, to different degrees, involved in their father’s 
care. These roles varied from intense involvement in daily physical care to 
supporting Eva with administrative or financial issues. The youngest two 
children, Robin (25) and Koen (21), had adapted their lives by deciding not 
to move far away for their studies. Robin was working as a social worker and 
had already begun to care for her father during her studies. After graduating, 
she decided to extend the care and work for her father three days a week 
instead of finding a new job. The physical care she offered Eric included 
helping him shower, eat, and go to the toilet. Furthermore, at the time of the 
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first interview, Koen was sleeping at his parents’ place once or twice a week 
so that his mother could get a good night’s rest; when Eva was alone with 
Eric, she had to get out of bed five or six times a night to care for him. A week 
before the interview she had started taking sleep medication, because she had 
noticed that she was becoming more tired by the day and was afraid that her 
lack of sleep would impair her ability to care for Eric. She recognized that she 
needed to take care of her own needs in order to be able to care for him; but 
instead of saying that she needed to care for herself in order to care for him, 
I would say that caring for herself was an act of caring for her husband. 

The living room in which my first interview with Eva (60) and her 
youngest son Koen (21) took place in June 2014 smelled of essential oils and 
was decorated with several stone sculptures made by Eric, and family 
photographs. As we sat at the table, Karl the cat walked by and sat on my lap. 
Impressed by how they had arranged Eric’s care, I asked Eva and Koen 
whether all of the family members were on the same page. Koen explained 
that he and his mother might be the most unrealistic ones of the family, as 
they always said that they wanted to care for Eric at home until the end. Each 
family member needed to find his or her position in the process of caring for 
Eric. The situation brought some family members closer and created distance 
between others. 

Eva claimed that caring for her husband was something she did for 
herself and that not caring for him would increase her suffering. 

 
Eva: I often hear that people from outside say to me, “Oh yes, but you 
also have to look after yourself.” And then I reply, “Well, I very much 
look after myself.” Because my sadness only begins once I have to 
bring Eric to a nursing home. Only then it begins. 
Koen: But also the “look after yourself”… well, that's easy to think, 
because “looking after yourself”, this is looking after ourselves. This 
is important to me. I find it great to be able to do this for as long as 
possible. I think that Dad, well, I know it for sure, would want that I 
choose for myself, and this is where my consideration is coming from. 
Because if I had my way, it is until death do us part, completely go for 
it. But I know that he finds it important that I also choose for myself. 
Thus, actually the dilemma is the other way around than you would 
expect. 
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(Interview June 2014, Eva and Koen) 
 

Their statements point to the complexity of the issue. As Eva argued, it was 
not a question of either caring for herself or caring for her husband. She 
described caring for Eric as an act of caring for herself; Eric’s well-being was 
directly linked to her own well-being. In using a dividual framework, instead 
of saying that Eric’s happiness made Eva happy, one would say that his 
happiness was her happiness. Stating that her sadness would begin when 
Eric went into a nursing home and she could no longer care for him 
underlined this. However, she probably would not only have been sad 
knowing that he was sad, but also because she was no longer able to show her 
love through caring for him. In other words, the dividual elements of herself 
would no longer be expressed. 

Koen’s words also show how interwoven he was with his father. He did 
not experience having to choose between his father’s and his own well-being. 
I would argue that Koen not only contained the relationship to his father but 
also his father’s values and beliefs. Thus, he was not only concerned with 
caring well for his father but also considering what his father would have 
wanted for him. This was possible because of the intimate relationship they 
had had before Eric became sick. 

 
 

A Crack in the System 
At that point, the family members’ needs and goals were in line, but as Eric’s 
illness progressed the balance changed. After talking to a woman who had 
cared for her husband with dementia and had consequently suffered from a 
five-year burnout, Eva became determined that this would not happen to her. 
She decided to go to India for three weeks and planned to send Eric to a 
nursing home for that time, because she did not want to burden her children. 
The children, however, did not want to send their father to a nursing home 
and agreed to take over the care. 

 
Koen: Especially the tendency to stretch your boundaries, you grow 
in such a situation, and that means that you go too far… and that 
happened to us a few times. Some time ago you went to India and all 
of a sudden it can be like, “Now it is too much”, and that has been a 
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slap for us, because suddenly you had to go, you had to go to India. 
And that meant, at least for me, because just like Mom I wanted to 
care for Eric until the end, that we had to jump in and…Well, I found 
that difficult, and back then I had the feeling that the care situation 
had not been tackled ideally. And because of that it became too much 
and all of a sudden you had to pull the emergency brake. 

(Interview June 2014, Eva and Koen) 
 

Up to that point, the fragments within their selves had been in harmony, 
though with the increasing intensity of the care situation things changed. In 
Eva’s case, she realized that she could only take care of Eric if she also took 
care of herself. In the end, taking care of herself meant taking care of Eric. 
This put pressure on the children. From a dividual perspective, Koen 
contained his mother, who needed a break in order to be able to care for her 
husband, and he contained his father, for whom a transition to a nursing 
home would have been difficult. One could say that Koen’s decision to take 
over his mother’s tasks while she was in India kept these parts within him in 
harmony. But at the same time, his own well-being came under pressure, and 
it affected his relationship with his mother. On the one hand, he was angry at 
his mother for leaving, and on the other hand, this enabled him to actively 
decide to continue caring for Eric at home. 

The tendency to push one’s boundaries can be explained using a dividual 
framework. From an outside perspective, it can be hard to understand why 
family members want to continue caring in spite of the burden of care. If the 
suffering of the other does not only affect oneself, but also is one’s own 
suffering, it is understandable that family members want to prevent the 
person with dementia from suffering. 

At the end of the first interview, Eric, who had made a friendly and calm 
impression on me, entered together with a friend who had taken him for a 
walk. Although Eric had been diagnosed with frontotemporal dementia, 
which is often characterized by changes in character, his family members 
emphasized how much he had kept his humour, tranquillity, and friendliness. 
This probably enabled his family to persevere and to see their care as 
meaningful. 

Eric’s illness strongly shaped how the family related to each other. Robin 
and Koen, whom I interviewed together nine months after the interview with 



 
84 

Koen and Eva, at their mother’s house in March 2015, both said that the 
situation had changed their relationship with their mother. Robin explained 
that it was hard to get her mother do something alone with her. Apart from 
the fact that it was hard to organize, because someone needed to be found to 
care for Eric, Robin also observed that her mother was not really able to relax. 
When together in the sauna, for example, Eva would be constantly thinking 
about Eric and was unable to enjoy the time with her daughter fully. Eva could 
not disconnect from Eric, as he was contained in her, and this strained her 
relationship with her daughter. 

Mother and daughter felt differently in the same situation. Like her 
mother, Robin probably found it difficult to leave her father, but she also 
needed quality time with her mother. Possibly, like her brother, she contained 
a part of her father that wanted her to enjoy life. Being his wife, Eva had a 
different relationship to Eric. Whereas for children separation from their 
parents is a normal development (though in this case disturbed by dementia), 
for Eva, growing old together had been her vision of the future. Yet how Eva 
felt about taking care of herself was also not fixed. She had decided to go to 
India to take care of herself, but she could not take care of herself in the sauna. 
She probably experienced parts of herself to be in conflict: she felt her 
daughter’s desire to spend time with her, her husband’s wish for her 
company, her own wish to rest, and feelings of guilt about not being with her 
husband. One could say that Eva was in a role conflict. Her role as a caring 
wife for her vulnerable husband was to some degree incompatible with being 
a caring mother for her children. 

Even though Eva and Koen were on the same page regarding Eric’s care, 
their relationship was strained. 

 
Koen: And of course, it puts pressure on the other relationships… the 
bond between me and my mother really has changed because of this. 
As a consequence of the tension, conflicts arise. Sometimes in fights 
things are said that taint the bond permanently. And I think, of 
course you don't know how it would have been, but I can imagine that 
I would have had a better bond with my mother if we had not been 
that closely huddled together during the care period, the last period 
here. 
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Robin: And indeed, what Koen said before, it all bypasses Dad, even 
though it all has to do with him or is about him. So yes, the ones who 
see each other often, they absorb the shock. If it’s not your day then 
you take it out on the person who is closest and not on the sick 
person, thus I have been that person. Mom and I did that to each 
other, that is tough. 
Koen: Yes, and when I still lived at home I was always that person for 
Mom. 
(Interview March 2015, Koen and Robin) 

 
The care situation put pressure on each family member, yet it seemed that 
Eric’s dementia protected the parts of him that resided in the other family 
members. Although his condition led to stress for the others, the fact that he 
could not be held accountable for his behaviour meant that although his 
relationships changed, the family’s affections towards him did not. Between 
the other family members, however, the situation was different. Although 
Koen’s affection towards his mother had probably not changed, and although 
he knew that the care situation had put pressure on their relationship, his 
relationship to his mother nevertheless changed. Eric’s illness not only 
changed his family members’ relationships to him, but their relationships to 
one another. From a dividual perspective, it seemed that Eric’s identity within 
the others was frozen by his condition. Things that he did or said were 
excused by his illness, but things that other family members said or did were 
not. 

Nonetheless, the children voiced their respect for their mother. Koen 
emphasized his mother’s endless perseverance, and Robin was impressed by 
her mother’s abundance of love. The feelings of the family seemed to be 
intensified because they were so closely connected through the care situation. 
The dementia also magnified small moments of connection between Eric and 
his family. Eva, for example, recounted how Eric and Koen had been sitting 
on the couch together listening to the Beatles, and Koen had started crying. 
Although Eric’s dementia was advanced at the time, he had reached out to his 
son to ask him what was wrong. After Koen had replied, Eric stated that the 
situation was absolutely dreadful. Eva described this as a moment of great 
beauty. If Eric had not been sick, his behaviour would have been considered 
normal and might have passed unnoticed. But in the face of dementia, the 
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incident served as a reminder of the connection the family felt with Eric. 
Moreover, it was moving for Eva because it demonstrated Eric’s basic human 
capacities that had been threatened by his dementia. 

 
 

“This is Suffering” 
A month before the interview with Robin and Koen, I talked to Eva alone in 
February 2015, and I learned that Eric, since the summer of 2014, had been 
living in a nursing home. Eva explained that she and Eric had left the house 
for a few days in order to accommodate visitors. During this time, she had 
bruised her ribs and had been in so much pain that she was hardly able to 
help him go to the toilet. When she returned to the house on Friday, she had 
needed her daughter’s help for a small errand and had asked whether Robin 
could come by in the evening. When Robin had come with her boyfriend, they 
found that Eric was no longer able to climb the stairs. They prepared a bed 
for him in the living room, and the next day Robin called for a family meeting. 

 
Eva: Robin had said, I want us to talk, because if it stays like this I 
cannot go on holiday on Sunday.8 She was also the one who helped 
at home. And then it happened that all the children [starts to cry], 
they one by one said that they had lost faith in the situation and that 
they did not think that I could still care for Eric at home. They all did 
it in their own manner and in their own words and the big message 
behind that was “Yes, we lose Dad, or partially we have already lost 
him, but we do not want to lose you. And if you go on like this, you 
will fall apart and then we have nothing.” And yes, if all four children 
say it like that, each of them in his or her own way, then you think, 
“Yes, okay, the moment has arrived.” 
(Interview February 2015, Eva) 

 
As the above fragment reveals, at this point the carefully balanced web in 
which they had all resided had shifted. Not only would Eric have to go to a 
nursing home, but the family had also reached a moment in which their 

 
8 Robin had decided that she wanted to care for her father for as long as it felt good to her. 
From that moment on, it no longer felt good, regardless of the fact that she was going on 
holiday. 
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wishes and needs clashed. This moment of crisis led to a rearrangement of 
the dividual elements of their selves. Although it was probably the case for all 
of the family members that Eric’s well-being was also their well-being, for the 
children caring for Eric was no longer an act of caring for themselves. For Eva 
the situation was different. When discussing the draft of this article with her, 
she became emotional once again when reading the above quote and told me 
that it also had to do with the fact that she felt appreciated by her children 
and realized how important she was to them. Furthermore, once she could no 
longer count on the support of her children, she had been unable to maintain 
the fact that caring for Eric was an act of caring for herself. Finally, she did 
not want to go against her children’s wishes. For better or worse, her children 
enabled Eva to diverge from her path to care for Eric until the end. 

 
That would have caused a lot of tension within the family. I thought, 
“Yes, that is true.” And yes, it almost feels like I have to make a 
sacrifice for the sake of the greater whole. 
(Interview October 2016, Eva) 

 
Her decision to arrange a place for Eric in a nursing home was not only 
informed by her children’s wishes but also by her desire not to let the family 
fall apart. Her statement that she had to make a sacrifice for the greater whole 
could be seen as an attempt to express her experience of dividuality in her 
own words. Eva felt torn by the wishes and needs of her children, and this 
was why her statement was so emotionally charged. Not only did she want to 
take Eric’s and her children’s wishes and needs into consideration, but their 
wishes and needs were contained and embodied in her. 

I argue that using a dividual framework can better illuminate the pain 
that family members experience when having to transfer a person with 
dementia to a nursing home. As stated above, if one member suffers, the 
whole family suffers. Moreover, the family was no longer able to show their 
love in the form of care. For Eva and some of her children, caring for Eric had 
become part of their identity. It had become something that defined them and 
brought them satisfaction. When these aspects disappeared, a painful hole in 
their self developed. 

In earlier interviews, Eva had said that her suffering would begin when 
Eric was institutionalized. Once he started living in a nursing home, Eva 
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confirmed this to be true. Eric had entered the nursing home walking, but 
within no time he was sitting in a wheelchair and had become incontinent. 
Especially at the beginning, he was very restless and constantly screamed 
Eva’s name. Just as Eric was contained in Eva, Eva was contained in Eric. She 
was a source of comfort and reassurance for him. Because of his dementia, 
Eric was probably unable to access this part within himself. He needed Eva’s 
or his children’s presence to feel soothed. Moreover, Eva had the feeling that 
the nursing home did not create opportunities to make people with dementia 
feel meaningful. The professional carers could not fill the hole that the 
distance from his family members created in him. 

For Robin, the difference between how her father had been at home and 
how he was in the nursing home was very painful to witness. 

 
Robin: At home he was always very calm and friendly, a dear, but 
most of all a very calm and tranquil man. There they are with 20 
people in one department, with few care workers, and Dad gets a lot 
of stimuli and he cannot filter them. As a consequence he was 
shouting all the time and screaming and very restless and one could 
not watch that… it really was super painful to go there… to see how 
much he was not himself, and he would only be put into his room, 
which was quite logical, but yes, to be sitting at home on your couch 
and thinking that your father sits in his room all day long… that was 
very difficult for me. 
(Interview March 2015, Koen and Robin) 

 
Being separated from a loved one is painful. Because of his dementia, Eric 
was no longer able to feel or imagine the presence and love of his family when 
they were not around. For Eric to feel dividuality, he needed his family’s 
physical presence. Robin stated that in the nursing home her father was not 
himself. He needed his familiar environment to be himself. For Robin, there 
was more to it than experiencing pain because her father suffered; she 
probably felt that her father needed her and the other family members to be 
himself, and it hurt her that she was no longer able to help her father be 
himself. Furthermore, she could no longer give expression to her dividual 
elements. She still felt connected to her father, but she was unable to express 
it in a way that was accessible to him. 
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New Ways of Relating 
In the summer of 2015, exactly one year after being admitted to the nursing 
home, Eric passed away. The family then had to find new ways to relate to 
each other and make their own choices. 

 
Eva: I feel like the situation brought us closer together. We did it with 
each other and had to do it with each other and we needed each other. 
And it was difficult with each other in that situation. And now there 
has come a period that is characterized by more distance, going your 
own way, again finding out how to relate to each other. But I think 
that we may say that the basis is strong enough to leave it like that 
and to have the faith that if we need each other we will find each 
other… it is not like we do not have contact with each other, but it is 
all different from when Eric was here. 
(Interview October 2016, Eva) 

 
In caring for Eric, the dividual elements among the family were shuffled 

each time a new situation arose. Upon his death, the elements needed to be 
rearranged again. Even though Eric was no longer present, the parts of Eric 
that were contained in the family did not dissolve. Caring for Eric had moved 
the dividual elements within the family to the foreground; they were 
connected through the care and had internalized each other’s wishes, needs, 
and values. Caring for Eric was not only a large part of their lives, it was also 
part of their identity. When they were no longer connected through the care, 
they had to find new ways of relating. 

When I interviewed Eva in October 2016, she said that caring for her 
husband for 10 years had taken its toll. To those on the outside, it is often 
hard to understand why carers need so much time to “return to normal”. After 
Eric’s death, his family no longer needed to physically care for him or worry 
about him or the situation, but I would argue that because of the dividual 
elements in themselves, they needed time to adjust. They not only had to 
process the loss of a loved one but also the loss of part of their identity. 
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Discussion 
In the following, I will relate the empirical data to the literature. I do not 
contrast the concept of dividuality with the concept of personhood. Both 
concepts offer a framework to analyse the relationality of people in a care 
situation. The majority of the literature on dementia uses the concept of 
personhood. Therefore, I shall engage with the concept of personhood and 
indicate when it overlaps with aspects that are highlighted using the concept 
of dividuality. I have chosen the concept of the dividual as my main angle as 
it throws light on how the care receiver is contained in the caregiver and vice 
versa; it provides space for a focus on systems and not only on dyads; and it 
encompasses the history of a relationship. 

The concept of personhood is often used in relation to dementia. The 
majority of the literature, however, focuses on how the caregiver sustains the 
personhood of the care receiver (Buch, 2013; Smebye & Kirkevold, 2013; 
Surr, 2006). Buch (2013), for example, discusses how professional care 
workers sacrifice their own bodily comfort and safety to sustain their clients’ 
personhood. We do not learn, however, whether or to what extent clients also 
sustain the personhood of their caregivers. Perry and O’Connor challenge the 
assumption that caregiving is a one-way process. They demonstrate that 
preserving personhood shows the interdependence of the carer and the 
person with dementia. They argue that when “spouse caregivers preserve the 
personhood of their partners, they also preserve their own identities as 
husbands and wives” (2002, p. 60). If, for example, the person with dementia 
has clean clothes and is shaven, this also affects and benefits the spouse. 

Other authors go further and give more agency to the person with 
dementia. Hellström et al. (2005) show how a husband caring for his wife 
with dementia did not experience the caring situation as one-sided but rather 
as reciprocal. The husband experienced no burden in supporting his wife, 
since it provided him with a sense of purpose and was part of who he was. 
Kleinman describes how through caregiving he experienced a radical 
transformation of himself. When caring for his wife, he became fully alive and 
realized what it meant to be human: “What starts out as caregiving for others 
becomes caregiving for ourselves” (2010, p. 18). Taylor (2008) invites us to 
approach care “as something that makes life worthwhile”. This is similar to 
Eva’s and some of her children’s experience. One could thus say that in these 
cases, family members sustain each other’s personhood. 
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These authors describe a tension between individuality and dividuality 
in care. In line with these authors, this article shows how caring can become 
part of one's identity. It explains the pain family members experience when 
they are no longer able to care for the person with dementia. As caring is tied 
to their identity, not being able to care not only means not doing something 
but not being something. Furthermore, the concept of the dividual makes 
clear that caring for another or caring for oneself are not mutually exclusive. 
As I have shown in this article, in the early stages of the illness, for Eric’s 
family caring for him meant caring for themselves. As the illness progressed, 
the balance shifted, and the family needed to reposition themselves. 

Taylor (2008) beautifully illustrates how her mother with dementia still 
cared about her family and describes many ways in which her mother 
alleviated her family’s distress and filled them with joy. The situations she 
describes are comparable to moments that Eva and her children recounted 
about Eric. Taylor argues for a relational and systemic approach to 
personhood: “We may need to stop looking only to individuals as bearers of 
‘selfhood’, and start looking more at how ‘selfhood’ is distributed among 
networks, sustained by supportive environments, emergent within practices 
of care” (2008, p. 326). Jenkins (2014) states that  

 
recognising dividuality in dementia involves developing an 
appreciation of the transactive qualities of persons; specifically their 
ability to give out, from themselves, particles of their own coded 
substances that may then reproduce in others, something of the 
nature of the person in whom they have originated. (Marriott, 1976, 
p. 111, quoted in Jenkins, 2014, p. 129).  

 
He argues against the artificial distinction between carer and cared-for. 
People with dementia are not only care receivers but are also able to provide 
care. He maintains that we should not approach the care relationship as a 
one-way street but instead as a life-sustaining web (p. 133). 

This article supports his argument. In line with Taylor (2008) and 
Jenkins (2014), I argue for a systemic approach that goes further than simply 
analysing dyadic relationships, for instance, between the person with 
dementia and his or her partner or child (cf. Globerman, 1994; Roach et al., 
2014). This article calls attention to the different positions of family members 
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and illustrates what happens internally when family members get pulled into 
different directions as a result of role conflict. 

Furthermore, the concept of the dividual highlights the role of the 
history and type of relationship in the care situation. The couple I describe in 
this article had a good marriage, and this shaped how they related to each 
other in times of sickness. Their dividual elements became strengthened over 
time. When Eric was no longer able to express his wishes, Eva and the 
children embodied his wishes and were able to act upon them. Various 
authors argue that it is important to take into consideration the different 
relationships and roles within families (e.g. Perry & O’Connor, 2002). 
Spouses, of course, have a different relationship to their partner than children 
to a parent. The concept of dividuality encompasses such variances. But the 
variances go further than simply the roles people have. As seen in the case of 
Eva and Eric, there can be significant differences between how siblings relate 
to their parent; whether a child is willing to help a parent with intimate tasks, 
for instance, depends to a large degree on the relationship they had before. 
Through the care situation, the family’s dividual elements become amplified. 
In the case of the family in this article, as they were connected through their 
care for Eric, they also found themselves confronted with each other’s values, 
wishes and identities. After Eric’s death, the dividual elements in themselves 
containing the other family members became less relevant. 

According to Higgs and Gilleard (2016), the concept of personhood is 
tied to ideas of agency, autonomy, memory, and personal identity. The 
concept of the dividual is not rooted in these ideas, and language and 
cognition play a less important role. It shows how people remain connected 
even if they can no longer communicate verbally (see Taylor, 2008). Further, 
it counteracts the “the loss of self”, “the funeral without end”, and “the death 
before death” (Cohen & Eisdorfer, 1986, quoted in Herskovits, 1995) 
discourse surrounding dementia. It is nevertheless important to note that the 
progression of dementia also leads to changes in how the person with 
dementia can experience his or her dividual elements. Once Eric moved to a 
nursing home and was separated from his family, it may have been more 
difficult for him to feel contained in his family. The progression of his 
dementia might have affected his awareness of his dividuality. 

According to Hellström et al. (2005), the relational nature of 
personhood comes into sharper focus through dementia. Through dementia, 
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the part of Eric that was contained in his family members became 
encapsulated. The intense care situation changed the relationships between 
the family members permanently. Eric was no longer able to fulfil the role of 
husband or father, but this did not change how his family felt towards him. If 
Eric’s condition caused stress, his family did not argue with him, but instead 
they took it out on each other. On the other hand, through the dementia, 
moments that before the illness would have gone unnoticed or been 
considered normal gained greater significance and were a source of comfort; 
they were moments in which Eric’s human capacities and dividual elements 
became apparent and were cherished. 

In this article, I describe a family dealing with early-onset dementia. To 
a certain degree, the processes I depict can also be seen in families dealing 
with dementia in old age. The process of institutionalization is probably 
equally complex. In contrast to older family members, the decisions of 
younger people have more impact on their future life course. Possibly 
younger family members experience more tensions between their dividual 
elements. Potentially, the role conflict families experience when one member 
has dementia is larger in early-onset dementia than in late-onset dementia. 
Alongside the age, the duration and quality of the relationships, the 
involvement of family members in other communities and groups, and the 
responsibilities that need to be fulfilled apart from the care for the person 
with dementia shape the care situation and how dividuality is experienced. 

Although the concept of dividuality is well suited to study family 
relationships characterized by love and respect, it is less suited to analyse 
families characterized by an absence of love and proximity. Smebye and 
Kirkevold (2013) focus on professional and family relationships that do not 
sustain personhood. According to the authors, in such relationships care was 
motivated by a sense of duty and obligation, not love and affection. On a 
similar note, Cohen (2008), in his commentary on Taylor’s (2008) article, 
wonders whether all people with dementia are so fortunate to have the right 
abilities and relationships in order to have their personhood sustained. There 
is therefore a danger of romanticizing the care situation. 

This article does not pose a moral judgement about how the situation 
should be. Its goal is to expose the dynamics at stake in a care situation 
characterized by love. Leibing (2018) asks how we can transcend frameworks 
that either depict family carers as heroes or focus on the “horror” of dementia. 
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One solution she presents is Jenkins’ (2014) concept of the interembodied 
self and a dividual understanding of personhood. Another is acknowledging 
the cultural context in which dementia care takes place and analysing which 
deeds are considered heroic. 

I began this article by describing changes in Dutch care policies. Because 
of these changes, more burden is placed on families. However, little is known 
about how this affects families. This article demonstrates that even in families 
characterized by a high degree of love, commitment, and inventiveness, 
conflicts and frictions arise that can have lasting effects. Moreover, this article 
cautions against underestimating what caring for a family member asks of 
people. The family I describe did not make use of the services that are there 
to support people with dementia and their family carers before 
institutionalization. Eva did not want to send Eric to a day care centre 
because she did not like how people with dementia are treated there, and she 
did not make use of a case manager. In this sense, she was unaffected by these 
policy changes. 

On another level, however, one could say that she was affected. Innes 
(2002) points out how the view of dementia as being “worse than death” 
impacts the development of dementia services. “The low status that society 
awards to care workers and people with dementia contributes to the low 
priority that dementia care has occupied on the political agenda” (2002, p. 
495). Eva preferred to privately arrange activities for Eric that would make 
him feel valued and that were not merely set up to entertain or look after him. 

 
 

Conclusion 
In this article, I have shown how using a dividual framework does more 
justice to the experiences of family members caring for someone with early-
onset dementia than an individual framework. Various authors have pointed 
out how person-centred dementia care does not capture the 
interdependencies of people (Smebye & Kirkevold, 2013) and reifies 
individuality (Jenkins, 2014). These authors advocate for relationship-
centred care (see Nolan et al., 2004, p. 45), and this article offers empirical 
support for such a claim. A dividual framework can capture how care receiver 
and caregiver are contained in each other, facilitates a focus on family 
systems, and takes the history of the relationship into consideration. In line 
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with Jenkins (2014), this article suggests that respecting dividuality should 
be a core principle in dementia care. At the same time, more research is 
needed that considers families in which relations are fractured. 
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Introduction 
“A sorrow shared is a sorrow halved” is a common proverb in Western 
Europe. Being able to share one’s suffering and receive understanding makes 
the suffering more bearable and alleviates distress (Kirmayer, 2008, p. 460). 
If sorrows cannot be shared or are delegitimized, suffering increases (see 
Ware, 1992). In this article, I explore how family members of a person with 
early-onset dementia seek empathetic understanding from significant others, 
and the barriers they encounter in the process. I demonstrate the complexity 
of the matter of empathy by problematizing the role of shared experiences. 
Furthermore, I discuss dilemmas related to empathy and the role of emotions 
in reaching empathetic understanding. This article contributes to a better 
understanding of empathy between family members and significant others. 
While empathy has received a lot of attention in the professional domain, 
empathy in the private domain has thus far been insufficiently explored. 

Several scholars argue that suffering cannot be expressed in words 
(Charmaz 2002) because it is incommunicable, and can only be hidden in 
general or metaphoric use of language (Das, 1997; Morris, 1997). Frank 
(2001, p. 335) defines suffering as the experience of being “on the other side 
of life”. 

 
Suffering is the unspeakable, as opposed to what can be spoken; it is 
what remains concealed, impossible to reveal; it remains in darkness, 
eluding illumination; and it is dread, beyond what is tangible even if 
hurtful. […] Suffering resists definition because it is the reality of 
what is not. (p. 335) 

 
While it would seem that suffering has a quality that makes it inherently not 
shareable, De Wolfe (2002) has criticized this view, arguing that it increases 
the isolation and stigmatization of the suffering person. She emphasizes that 
people living with illness need social recognition and support, which cannot 
be achieved if they keep their experiences to themselves. Instead of viewing 
suffering as something that cannot be shared, we should analyse how and 
under which conditions it can be shared. Kirmayer reminds us that in order 
to express suffering, people need a “receptive audience” (1996, p. 193). 

But what characterizes a receptive audience? One important feature is 
empathy, which “reflects the willingness to meet, engage, and be moved by 
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the other” (Kirmayer, 2008, p. 458). Scholars disagree on whether empathy 
is an intellectual construction that requires cognitive skills or an affective 
ability that depends on emotional resonance (see Preusche & Lamm, 2015). 
According to Halpern (2003), within the field of medicine, empathy is 
considered a form of detached cognition, while outside of medicine it is seen 
as an affective mode of understanding. In her book From Detached Concern 
to Empathy: Humanizing Medical Practice, Halpern (2001) argues that only 
a combination of emotional resonance and cognitive imagination can allow 
for empathy. Resonance, which is non-cognitive, is insufficient. “Resonance 
is like stage lighting or music in that it can attune people to common themes, 
but it cannot magically and silently present to those involved a common, 
complex emotional viewpoint” (Halpern, 2001, p. 80). Preusche and Lamm 
(2015) support this notion by stating that theoretical and empirical evidence 
underlines the affective nature of empathy, demonstrating that the view of 
empathy as mainly cognitive is outdated. Instead, they argue that empathy 
has both affective and cognitive elements. 

Even though scholars differ in terms of how they conceptualize empathy, 
all agree that empathy does not happen automatically but requires work. 

 
One cannot just rely on one’s own store of memories, images, and 
experiences to imagine the plight of another, especially from another 
society or culture. Rather, one must, through hard work and effort, 
gain access to their symbols and meaning (Geertz) or positionality 
(Rosaldo) or compelling concerns (Wikan) in life. (Hollan, 2008, p. 
480) 

 
Although most attention is focused on the empathizer, empathy demands 
effort on both sides (Hollan, 2008). On the one hand, the empathizer needs 
“a willingness to engage with another world, life, or idea” (Wikan, 1992, p. 
463); but on the other hand, the person one wants to empathize with has to 
give the right clues for understanding to be possible and at least make an 
effort to imagine to be understood. This process requires time (see Throop, 
2010). Only through constant dialogue, in which experiences and 
interpretations are confirmed or disconfirmed, can understanding and 
empathy be achieved (Halpern, 2001, p. 88; Hollan, 2008, p. 476; Wikan, 
1992, p. 468). If a person does not want to be understood, does not give the 
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right clues or does not make enough effort to feel understood, empathy will 
fail (see Hollan, 2008). Refusing to be understood can be a way of creating a 
sense of exclusivity and can thereby be a means to gain power. 

Although scholars probably agree that time, work and dialogue are 
necessary for empathy, they disagree when it comes to the role of shared 
experiences. Fainzang (2007, p. 11) discusses two positions with regard to the 
role of shared experiences in empathy. She states that while some scholars 
argue that people can only experience empathy if they have had an identical 
experience, other scholars see empathy as an intellectual construction that 
can be reached even if one has not had similar experiences. For Rosaldo, for 
instance, similar experiences are crucial for understanding the other. Only 
after his wife had died in an accident could he grasp the grief and rage of the 
people he studied (Rosaldo, 1989, p. 9, in Hollan, 2008, p. 478). Fainzang 
(2007, p.11) states, however, that although empathy involves an emotional 
aspect, it is nevertheless an intellectual construction; one can empathize with 
people who are in a situation that one has not personally experienced. An 
anthropologist, for example, who has not experienced alcoholism can still 
imagine and reconstruct this experience. Wikan (1992) agrees, arguing that 
it is not necessary to have had the same experiences in order to understand 
the other; instead, it is important to be exposed to the other’s world and to 
participate in it on a regular basis. 

When discussing the role of shared experiences in empathy, it is 
important to first problematize the notion. What exactly counts as shared 
experience? And are shared experiences always helpful in understanding the 
other? Kirmayer (2008) emphasizes that the duration and intensity of an 
experience is crucial; someone who has experienced headaches cannot 
necessarily understand the experience of chronic headaches. He further 
explains that empathy may fail if there is a mismatch in the experience. Thus, 
even though two people might have the same illness, their age, gender, 
ethnicity, biography, education and socio-economic background will still 
strongly shape their experiences. An Asian middle-class man in his sixties 
might experience chronic headaches very differently from a European 
working class woman in her twenties. 

Furthermore, what qualifies as a match or mismatch in experience may 
differ between the empathizer and the person who wants to feel understood. 
A person who has experienced headaches might feel that he or she can 
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perfectly understand what it means to have chronic headaches, while the 
person suffering from chronic headaches might feel that the other person has 
an incorrect understanding. This also raises questions about power, about 
who can afford to make a flawed estimation of the other’s situation and who 
depends on a correct assessment (see Povinelli, 2001; Wikan, 1992). 

There is also a danger that projection may be confused with empathy. 
According to Geertz (1984, in Hollan & Throop, 2008, p. 388), 
anthropologists have too often projected their own thoughts and feelings onto 
others and have thereby assumed an incorrect understanding. Similarly, 
Halpern (2001, p. 83) warns that by confusing projection with empathy, 
important differences in experience are neglected. Thus, Throop (2010) 
points out that while similar experiences in certain situations may make 
empathy possible, in other situations they might impede it. 

In her book The Pastoral Clinic, which deals with heroin addiction in 
New Mexico, Garcia (2010) explores the concept of commensurability and 
thereby paints a more complex picture of shared experiences. She 
demonstrates that sharing an experience does not necessarily lead to 
connection and understanding: “Although patients may collectively feel pain, 
they do not share it. The pain forms a kind of inconsolable solitude” (Garcia, 
2010, p. 50). Regardless of whether people have the same affliction and 
background, the pain they all experience does not necessarily unite them. 
Moreover, Garcia reflects on her role as a researcher and the limits of 
empathy. She writes that when she spent a night with a patient, she was 
unable to fully understand the nature of his pain and needs. Although she 
experienced a connection and a common vulnerability by staying at his side, 
she was unable to grasp his suffering. Thus it is crucial to acknowledge the 
complexity of the issue of shared experiences in empathy. The relationship 
between the two is not straightforward, and the question of which 
experiences are not shared is just as important as asking about the 
experiences that are. 

Another important aspect in empathetic understanding is language: 
“People often cannot say what they mean or feel, either because they don’t 
know or because it would be inappropriate. Many things are left unspoken or 
are self-evident to speakers” (Hollan, 2008, p. 478). People might not want 
to come across as complaining or assume too much knowledge of the other. 
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As a consequence, if suffering is not explicitly expressed, it can be hard to 
recognize. 

Although much has been written on empathy in anthropology, a lot of 
work focuses on the position of the anthropologist (Briggs, 2008; Fainzang, 
2007; Garcia, 2010; Wikan, 1992) or the relationship between doctors and 
patients (Halpern, 2001; Kirmayer, 2008). Much less has been written about 
empathy between family members and significant others. For example, 
Halpern (2001, 2003), who focuses on clinical empathy, seems to assume 
that outside the field of medicine, empathy is an affective mode of 
understanding. Yet there is little research that actually describes empathy in 
a private context. This article shows that reaching empathetic understanding 
is achieved in different ways depending on the relationship between people. 

Studies on caregivers mostly focus on social support or recognition, 
rather than on empathy. Although it is acknowledged that social support and 
recognition have a positive effect on caregivers (see Chappell & Funk, 2011; 
Chen & Greenberg, 2004; Zhan, 2006), how this support and recognition is 
received is not problematized (see Carbonneau et al., 2010). Even though 
Ribeiro et al. (2007) state that their study participants—older men caring for 
their wives—did not have the impression that their care work was invisible or 
unacknowledged, many other researchers, including Russell (2001), have 
found this to be the case. 

 
Many felt that others, especially family members, did not appreciate 
the extent to which their entire lives were bound up in the demands 
of caregiving. They also described how others claimed to understand 
their situations but, in reality, could not, because of only minimal and 
sporadic contact. (Russell, 2007, p. 310) 

 
Bjorgvinsdottir and Halldorsdottir (2014) describe how children caring for 
sick parents felt that their care work was invisible and unacknowledged. 
Based on the literature, the impression arises that people who are not 
typically associated with providing care—such as children or men—may have 
difficulties in receiving recognition and understanding. In this article, 
however, I argue that even those who are typically associated with care—such 
as women—may also struggle to receive empathetic understanding. One 
explanation can be found in what Moore and Gillespie (2014) term the 



 
103 

“caregiving bind”. Through the provision of care, the care that the sick person 
needs is paradoxically often concealed. 

In this article, I use early-onset dementia as a case to demonstrate how 
family members, male and female, try to achieve understanding and 
recognition from significant others, and the dilemmas they encounter in the 
process. Although dementia has received significant attention in both public 
discussion and scientific research, this is less true for early-onset dementia, a 
diagnosis that people receive before the age of 65, and which occurs in about 
3–5% of all dementia patients (Bakker et al. 2010, p. 634). In contrast to late-
onset dementia, early-onset dementia comes in many different forms. While 
among late-onset dementia patients Alzheimer’s disease is the most common 
form of the illness, in early-onset dementia it only represents one-third of 
cases; other dementias include Lewy body disease, Pick’s disease, 
frontotemporal dementia, vascular dementia, and alcohol-related dementia 
(Beattie et al., 2004, p. 359–360). Thus people with early-onset dementia 
often present with different symptoms than those commonly associated with 
Alzheimer’s disease. Memory loss, for instance, is not necessarily the most 
common symptom. They may rather display neuropsychiatric symptoms that 
become apparent in limited illness insight and changes in socio-emotional 
behaviour (van Vliet et al., 2010, p. 1092), such as displaying less initiative, 
more compulsive behaviour, apathy and irritability. 

As early-onset dementia is both a progressive illness that becomes 
increasingly visible and a rather unknown illness associated with stigma 
(Ballenger, 2006; Kontos, 2006; Milne, 2010), it provides a good opportunity 
to explore the efforts that family members make to achieve understanding 
and recognition, the strategies they use to receive empathy from others, and 
the dilemmas they encounter in the process. 

 
 

Methods 
This article is based on 41 semi-structured interviews that I conducted among 
people with early-onset dementia and their family members in the 
Netherlands. Research participants were recruited via the national 
Alzheimer’s Society and three care institutions specializing in early-onset 
dementia. Over a period of one year, I interviewed three people with early-
onset dementia individually (one of them twice); four persons with early-
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onset dementia together with their partner (in one case children also 
participated); and 41 family members. In total, 11 group constellations were 
interviewed, consisting of the person with early-onset dementia and his or 
her partner, a partner and a child, siblings, or a whole family. The majority of 
the interviews took place in people’s homes, though two were conducted in 
my office and three in a public space such as a café. The majority of those 
interviewed lived in large cities, while some lived in small towns and a few in 
rural areas. 

The youngest child of a parent with early-onset dementia was 19, the 
oldest 43; the youngest partner I interviewed was 47, the oldest 67. The age 
of people with dementia ranged from 55 to 65. The interviews lasted between 
1 and 5 h, with an average of 2 h. In the interviews, I asked people to describe 
the period from when they first noticed that something was wrong up to the 
present. I addressed the impact of the illness on their lives and relationships 
and asked how they dealt with the changes caused by the illness. In addition, 
I asked how people talked about the illness, with whom they talked, and how 
people reacted to their stories. The interviews were recorded and 
subsequently transcribed. I coded the interviews using the qualitative data 
analysis software NVivo, and based on the codes I re-read several of the 
interview transcripts in order to decide which three cases to present in this 
article. The issues discussed below arose in the majority of the interviews. 
Although this article addresses interactions between family members and 
significant others, I only interviewed family members and thus everything 
stated in this article is based on their perspectives. 

Ethical approval was granted by the Amsterdam Institute of Social 
Science (AISSR). All participants were informed about the aims and 
objectives of the research. Verbal informed consent was obtained from all 
individual participants included in the study. To assure anonymity, 
pseudonyms are used for all participating informants, and in some cases 
identifying details have been changed. 

 
 

Thamara and Franka 
Thamara reacted to my call for research participants on the website of the 
national Alzheimer’s Society. At the time of the interview she was 31 years 
old, the daughter of Franka (62 years) and Klaas (65 years). I first interviewed 
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Thamara at her house in a suburb of a large city together with her mother for 
about 3 h, and a few months later I interviewed her alone for 2 h. When 
Thamara was in her twenties and no longer living at home, the family started 
to notice that little things with Klaas were not quite right. Although he had 
always been a very active person, he began sleeping on the couch after 
returning home from work and he expressed the desire to stop working. 
When driving, Franka noticed that he forgot to turn off the indicator, and 
Thamara realized that he often went to the kitchen to get something but 
would return with nothing. In the beginning, Franka suspected that her 
husband was having a burnout. But eight years prior to our interview, after 
several tests at the hospital, Klaas, at the age of 57, was diagnosed with early-
onset dementia. 

After receiving the diagnosis, Klaas was declared unfit for work and 
stayed at home. Franka, who had previously done voluntary work, cared for 
him. As Klaas was physically still very active, he insisted on biking every day, 
regardless of the weather. But one time, after he had gotten lost while biking 
to Thamara’s sister’s house, Franka decided that he was no longer able to bike 
by himself and would accompany him. When Franka noticed that he was 
crossing roads without checking for cars, they switched to taking walks 
together. A few years later, around Easter, Klaas developed a lung infection 
and needed to be hospitalized. In the hospital, Franka realised that he could 
no longer live at home and, with difficulty, they found him a place in a nursing 
home. 

In the first years after the diagnosis, Klaas’ illness was hardly visible to 
outsiders. 

 
Franka: We walked through the village and people said, “He looks 
good, he looks good.” 
Thamara: My mother cared very well for him. He always went in a 
suit and went to the hairdresser and wore nice clothes. He ate 
messily, but my mother always took care of that. 
Franka: Of course, you didn’t see that anything was wrong with him. 

 
Later, in the second interview, Thamara reflected: 
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Yes, my mother took care of him so well and he always looked good. 
So people told my mother not to make such a fuss. They had no clue 
what my mother had to do for him and what she went through. They 
just saw a man who looked good. That was a very difficult period. 

 
Although people knew that Klaas was sick, both Thamara and Franka 
suggested that others underestimated the situation. Paradoxically, the hard 
work that Franka put into caring for her husband made her work and care 
invisible. 

As discussed earlier, people can only empathize with someone if they 
receive the right clues. In the case of Klaas, Franka and Thamara, one might 
say that at the beginning of Klaas’ illness, people did not receive the right 
clues because Franka hid them and thereby excluded the possibility for her 
to receive understanding from others. Although I did not explicitly ask why 
she had done so, based on my overall impression from the interview I would 
say that Franka saw it as her duty to provide good care for her husband, and 
probably she also wanted to maintain the good reputation he had in the 
village. In the end, it was Thamara who recognized how difficult the situation 
was for her mother. Franka did not complain. Possibly, she took pride in the 
fact that no one could see how much help Klaas needed. For her, protecting 
his identity was more important than for her daughter, who wanted to feel 
understood, as the following fragment shows. 

When I interviewed her, Thamara was working as an occupational 
therapist at a psycho-geriatric ward, which meant that her colleagues were 
regularly working with people with dementia. 

 
Thamara: At my work, my colleagues were very understanding, they 
all know what it means. And my friends… well it’s too much. If you 
say “My father has cancer”, everybody has a picture in his head. 
Franka: With dementia people don’t have this picture in their 
heads… 
Thamara: You see that people don’t know how to react. 

 
Even though it may be debatable whether an outsider will necessarily know 
what it means to have cancer, the seriousness of the illness is immediately 
established. Although Thamara at first pointed out that her friends did not 
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know what it is like to have dementia, her last sentence rather points to a 
problem in the interaction, namely that people do not know what would be 
an appropriate reaction. 

In the first interview, it was mostly Franka who talked about the care 
that her husband needed. Although Thamara pointed out from time to time 
how difficult the situation was, her mother simply continued to describe the 
practical challenges and avoided talking about the emotional consequences. 
After the interview, when Thamara drove me to the station, she seized the 
opportunity to communicate to me how much they suffer. She told me that 
when her father had had a hip operation some months before and again had 
to stay at the hospital, she had stood next to his bed and pushed a pillow onto 
his face, thinking to release him from his suffering. After a few seconds she 
had removed the pillow, wondering what she was doing. The image she 
depicted had a clear impact on me. It summed up very succinctly the suffering 
that Thamara experienced and that her mother did not seem to want to 
acknowledge. By telling this story, Thamara made sure that I, the interviewer, 
would assess the situation correctly. 

When I interviewed Thamara alone for the second time, I returned to 
the situation with the pillow. She retold the story, but this time simply stated 
that she had only considered pushing the pillow against her father’s face. I 
inquired whether she had told her friends about it. 

 
I told it to my friends, but they didn’t really react to it. I told them, 
but that didn’t lead to a lengthy conversation. I told it to show them 
how heavy and emotional it is and how bad he was. And crazily, it’s 
almost unethical, or that’s what I think, I took pictures with my 
mobile phone, how he looked. And then I tried to explain it with 
words, but people cannot have sympathy with that. And then I 
showed them the picture, and it happened twice that friends burst 
into tears. It was then that they got it. That’s why I did the 
photography course, because I believe that pictures sometimes say 
more than a thousand words. 

 
Although Thamara had tried to explain the situation to her friends, she had 
not got the reaction she desired. This can be interpreted in different ways. 
Possibly, by simply describing the situation, Thamara had not provided the 
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clues her friends needed to really understand the situation. Another 
interpretation is that her friends intellectually understood Thamara, but 
because they did not show an emotional reaction, Thamara was not sure 
whether they had really understood it. Maybe Thamara needed an emotional 
response in order to be content and to feel understood. This points to a desire 
for different responses from different audiences. With her colleagues, 
Thamara was satisfied with their intellectual understanding of the situation; 
however, from her friends, she needed an emotional reaction. In contrast to 
what she had stated earlier, when she took the pictures of her father in the 
hospital, she did so in order to communicate the suffering of her father and 
what it did to her, and not so much to explain what early-onset dementia 
entails. The fact that she felt slightly guilty about taking the pictures of her 
father illustrates that, like her mother, she was concerned with protecting her 
father’s dignity. Thamara’s case thus illustrates not only how important she 
considered it to be understood and the lengths she would go to in order to 
reach this understanding, but also that different responses are expected from 
different audiences at different times. 

 
 

Ellen and Lianne  
When I met Ellen (55) she was married to Nico (61), and together they had 
three children aged 24, 26 and 29. I interviewed Ellen twice together with her 
middle child Lianne (26) at my office. The first interview lasted 2 h and the 
second an hour and a half. Two years previously, Nico had been diagnosed 
with early-onset dementia, but four years before the diagnosis his family had 
already suspected that something was wrong. For example, they had 
observed that Nico had started to withdraw from conversations and had 
become absent. At first, they had thought this was due to a hearing problem, 
but after he had received a hearing aid nothing changed. When Ellen’s mother 
had died of Alzheimer’s disease and Ellen had informed Nico over the 
telephone, he had simply said “Oh, oh”, and then passed the receiver to his 
daughter. He also took the wrong exits when driving. As Nico had not wanted 
to see a doctor, it had taken a long time until he had finally received a 
diagnosis. 

In the following quote, Ellen established how difficult the situation was 
for her. 
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You do not get the sleep you need, and as a consequence you are dead 
tired. And then you end up in a circle you cannot escape, you are on 
your last legs and then you get a period, a few days that you are really 
desperate, and if someone says “Boo!” you start crying, and if 
someone is nice you also start crying. And then you recover… Last 
January I had quite a crisis. I just couldn’t handle it. And then I 
reacted not so [nicely]… I try for him, because it is pitiful, but at a 
certain moment it is also a kind of self-protection, I couldn’t handle 
it, thus what do I do then… [Ellen becomes emotional and cries]…I 
took a few days off and that helped me a lot. Because otherwise every 
two months I have a crisis. The next one is coming up. No… just 
kidding. 

 
When Ellen cried, Lianne consoled her and emphasized that it is only natural 
that Ellen struggles. Yet not all family members were so understanding. 

At the time of the interview, Ellen was working part-time. For quite some 
time, when she was not at home, Nico had merely slept on the couch, even 
though he was physically still quite active. They had therefore found him a 
place at a social care farm where he could engage in physical activities, which 
he considered his work. At first Nico had not wanted to go to the care farm, 
thus Ellen had found it difficult to send him there. 

 
Ellen: I learn, but I also feel guilty. Also towards him. You think you 
put him away. Especially the first time when we went there, his 
sister… she made certain comments that she didn’t agree and that 
she didn’t understand why he had to go there. You already feel guilty 
that you send him there, but you wanna give it a try, because at home 
he didn’t do anything anymore. And she [Nico’s sister] says, “Yes, but 
he worked for years and years, let him enjoy his days.” Yes, but 
nothing comes out of it anymore. 
Lianne: He merely sleeps if he is alone at home. He doesn’t do 
anything. 
Ellen: He is very happy there. He really enjoys it, because everything 
is arranged and he doesn’t need to think about a thing […]. But if you 
already feel guilty and certain comments are made then it hits you 
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hard. I had to learn to deal with that, and not to let it affect me. I just 
want confirmation, for example from his sister, that I am doing the 
right thing. 

 
Even though Ellen believed that her choice was in her husband’s interest, she 
felt guilty about sending him there. His sister’s lack of understanding made 
the situation worse, because it fuelled rather than tempered her feelings of 
guilt. 

The next fragment from Lianne illustrates how the absence of 
acknowledgement not only made the situation more difficult for her mother, 
but also caused feelings of anger. 

 
What I notice is that sometimes it frustrates you [Ellen] very much 
that people don’t know what impact it has, that they say things like, 
but that are more acquaintances or neighbours, that they say, “Yes, 
he sometimes forgets things.” Then you boil with rage. Or my father’s 
sister, she just sees things differently, she finds it pitiable that on 
Saturday he also goes to the social care farm. But she doesn’t realize 
how difficult it is for my mother. When he is staying there for the 
night my mother says, “I hope that she will see how hard it is.” If he 
stays with his sister for a few days, she will see how difficult it is. I 
notice that you can hardly get understanding from people who are 
not in this situation. Because it is almost incomprehensible. 

 
Ellen was happy to send Nico to his sister so that she could have a weekend 
off; but beyond this, she also hoped that his sister would get a better 
impression of the situation and possibly change her perspective. This can be 
seen as a way of trying to receive understanding from the sister. Instead of 
using more words to explain the situation, letting Nico stay at his sister’s 
place for a weekend could be interpreted as a strategy to create shared 
experiences. 

Ellen realized that the situation was very difficult for outsiders to 
understand. 

 
It is something very intangible, you cannot imagine. If, for example, 
someone talks to him on the street, and you would start talking about 
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soccer, he has a season ticket for the local soccer club, so he would 
tell you about it. And nobody would realize that he has Alzheimer’s 
disease. Only if you are with him for a bit longer do you realize that 
things are not right and that he repeats stuff. 

 
One could say that the clues that Ellen gave to others to communicate how 
much help Nico needed were being undermined by her husband’s appearance 
and behaviour. While Franka above hid the seriousness of her husband’s 
condition through her good care, Ellen talked about not being ashamed of the 
illness. She told her husband that he should not be ashamed of it and he 
confirmed that he was not. Thus hiding the symptoms of the illness seemed 
to be unimportant for Ellen. By contrast, she described in detail the kind of 
care that her husband needed in order to receive understanding. 

 
Lately at my work I said, “I have to tell him that he needs to shower, 
I have to tell him that he needs to brush his teeth, I need to prepare 
his clothes.” Some time ago he put a t-shirt on under his normal t-
shirt and over it a vest and another vest. Also with food… lately I 
bought eight apples and put them in a basket. My son ate one and my 
husband ate the other seven apples in one day. You know, those kind 
of things you don’t see from the outside. Thus I said, “I have to 
prepare his clothes, I have to tell him to shower and brush his teeth.” 
But you don’t see that from the outside. They don’t experience those 
kinds of things. But then people are startled: “Oh, is it that bad?” Yes, 
it is that bad. 

 
At first glance, it would seem as if Ellen wanted to communicate how much 
help her husband really needed. But behind these efforts might lie a wish for 
legitimation. Had her colleagues only acknowledged her responsibilities, 
Ellen might not have been content. What counted for her was the moral 
judgement that the situation was indeed “that bad”. 

As with other cases, this case demonstrates that a diagnosis does not 
necessarily lead to understanding and recognition. The partial invisibility of 
her husband’s condition—the illness was visible to insiders, but not to 
outsiders—and people’s general lack of knowledge of early-onset dementia 
both led to a delegitimization of Ellen’s experiences. Yet the case also 
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illustrates that family members require a certain kind of reaction in order to 
feel understood. While on the surface the above quotes depict the fact that 
outsiders did not necessarily know what early-onset dementia entailed for the 
family, what Ellen seemed to be striving for was a confirmation that she was 
doing the right thing. 

 
 

Juliette and Hans 
Juliette, at 19, was the youngest child of a parent with early-onset dementia 
that I interviewed. While her father Hans (52) was still at work, I first 
interviewed her alone for about 1 h. Then Hans joined our conversation and 
we talked for another hour, after which Juliette left and I talked to Hans 
alone. In total, I stayed in the family’s kitchen for 3.5 h. Juliette described 
how at the beginning, when things had started to become difficult with her 
mother, Yin, she had thought that her mother was over-stressed with the care 
of her disabled son. Juliette had had many arguments with her mother, and 
when she was nine years old she had been sent to a psychologist. Two years 
later, Yin was diagnosed with early-onset dementia at the age of 49. Yin had 
fits of rage and could hardly be left alone. She also suffered from apraxia, thus 
she no longer knew how to do basic things such as use kitchen utensils. The 
situation at home had been very difficult for Juliette and therefore twice, for 
a period of a few months, she had lived with the family of a friend until her 
mother had moved into a nursing home, where she was living at the time that 
I met the family. Hans felt guilty about the fact that by letting Yin live at home 
for so long, even though the situation had been unbearable for Juliette, he 
had chosen his wife over his daughter. For a long period he had been 
depressed and had had suicidal thoughts, which he discussed in the interview 
in the presence of his daughter. 

Juliette found it difficult to talk about her mother with friends: 
 

A lot of people say, “I understand how you feel, my grandfather or 
grandmother also has Alzheimer’s.” Then I think, “Yes, it’s your 
grandfather or grandmother, that’s a different story.” A lot of people 
also forget the transformation people go through. It’s not only 
forgetting, they become a different person. 

 



 
113 

Later she added: 
 

Sometimes I say it is easier to explain to people that my mother is 
dead; they understand that: “Oh you don’t have a mother anymore.” 
But if I say my mother has dementia [they think]: “Oh yes, she forgets 
things, she is still there.” That is very different. Yes. Sometimes it is 
very annoying to explain. 

 
Although people, mostly peers her own age, did try to relate to Juliette’s 
situation, she did not feel understood or could not imagine being understood. 
Different things seemed to be at stake. According to Juliette, most people 
associated dementia mainly with forgetfulness, and ignored the fact that it 
can change a person’s personality. Moreover, people did not seem to realize 
that for the majority of her life, Juliette had grown up without a mother. 
Although her mother was physically still there, already for many years she 
had been unable to fulfil the role of a mother. 

For Juliette, it felt as if others merely projected their own ideas and 
experiences onto her situation, but failed to see the differences, which 
according to Juliette were very important. While her peers might miss a 
grandmother as much as Juliette missed her mother, she felt that her 
situation was different on many levels. Not only had it become natural for her 
to go to buy groceries and do the laundry from a young age, but she had also 
been accused of causing problems with her mother, and had grown up with a 
father who was depressed due to the circumstances and who had promised to 
put his children first but had twice chosen his wife, something that had 
resulted in Juliette leaving home for periods of time to live elsewhere. 

When Juliette tried to talk to her friends about something difficult 
regarding her mother, she complained that after a couple of minutes they 
would simply make “stupid jokes” about something else, giving Juliette the 
feeling that they did not understand the gravity of the situation. Juliette 
emphasized that most people her age led very different lives and did not have 
to worry about the things that preoccupied her. 

 
There are very few people with whom I have this conversation [about 
my mother] or want to have it. Then they say they understand you, 
but they don’t! And that’s very annoying, that people say these kinds 



 
114 

of things. I now have a boyfriend and his father died very young, 
when my boyfriend was seven. So he knows how it is to have one 
parent in the family, and his sister too, and his mother too. Thus in 
that sense I can talk with them easily. Because they know how it is to 
lose someone. It is very different, but it is still good to talk, because 
you are in a similar situation. It is nice, because you are in the same 
situation at home with one parent. Other people say, “Oh, you do 
your own laundry, you do that? You do the groceries?” That kind of 
thing. Yes, my peers do not have to think about those kinds of things. 

 
The above quote demonstrates that according to Juliette, a meaningful 
conversation about her mother could only happen with people who have had 
a similar experience. While her peers might know what the main symptoms 
of dementia are, according to Juliette they did not know the experience of 
losing a parent. 

It seemed that there were many aspects of her situation that Juliette 
wanted to be understood: the symptoms of early-onset dementia, what it does 
to a person and to relationships with that person, and what it means to lose a 
parent. Interestingly, Juliette felt more understood by her boyfriend who had 
experienced the loss of a parent through cancer than by her peers whose 
grandparents also had dementia. While Thamara above referred to cancer to 
illustrate how different it is from dementia—in the sense that unlike 
dementia, everybody knows what cancer entails—for Juliette, the fact that her 
boyfriend had lost a parent to cancer was in some regards comparable to her 
experience of having a parent with early-onset dementia. This comparison 
illustrates the complexity of reaching empathetic understanding. A family 
member of a person with early-onset dementia might say that others do not 
understand what the illness entails, but they might actually mean that others 
cannot grasp the impact that the illness has on the relationship. 

Just like Ellen, Juliette wanted to let others experience how it was to 
have a mother such as hers. 

 
Sometimes I have the tendency to tell people to “Just come and have 
a look”, then I will show you what kind of state my mother is in. This 
is something I really want to do. She will come to my graduation 
ceremony and I want to show my classmates: “Look at my mother, 
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this is how she is now. And this maybe is the reason I had to redo this 
year.” This is something I would like to do, to confront people with 
the facts. Maybe that sounds bad. Because sometimes people just 
don’t show any respect, saying “Oh, you didn’t have a childhood, ha-
ha”, that kind of thing. 

 
At the end of our interview, I asked Juliette whether she would give me 
permission to use her story in my publications. She replied: 

 
I hope that maybe a nice book will come out of it so that people maybe 
understand a bit more what it’s like, also with other stories. That 
people can understand, outsiders, what it is. What it does to you. I 
also told my father, maybe I want to join a TV programme, so that I 
can show people: that’s what it’s like, this is early-onset dementia, 
and that’s what it does to the family. It is very hard to tell, yes, to 
explain that to others. 

 
This quote shows how strong Juliette’s desire was to be understood and the 
lengths she was willing to go to in order to achieve it. As in Thamara’s 
situation, Juliette suggested that images might perhaps be more powerful 
than words in conveying what it is like to live with a parent with early-onset 
dementia. 

Juliette’s father Hans also pointed to the difficulty of explaining the 
situation to people who have not had similar experiences. 

 
For some time I had sessions with a psychologist. But I really 
thought, “Do I have to explain each time what I experience?” I didn’t 
have the feeling I achieved something more. Whereas at the partner 
meetings, you said a few words, but the others already understood 
you. Most had older partners, they were ten years older, but if you 
explained something, you thought, “At least they really understand 
what’s going on.” Without these conversations, I wouldn’t have made 
it, I know that for sure. Just talking with peers helps a lot. There are 
others who go through the same, who struggle with the same 
problems. I am not alone in this. They also struggle with other issues, 
but you get recognition and they can make a comment that helps you 
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understand things better. You learn things through sharing 
experiences with others that you cannot put on paper. 

 
In contrast to his daughter, Hans received a lot of support and understanding 
from people who were also caring for a partner with dementia, even if those 
people were much older than him, often no longer worked, and did not have 
children living at home. Although the psychologist he saw was trained to help 
people and listen empathetically, Hans did not feel that the therapy had 
helped him much. Instead, the common experience he had with the others in 
the support group—of being the partner of someone with dementia—was 
what helped him to achieve a sense of being understood. 

This case shows that both father and daughter were searching for people 
with similar experiences by whom they could feel understood. For Hans, 
these were other partners caring for a person with dementia, while for 
Juliette, who had a different relation to the person with dementia than her 
age-peers, it was a family who had experienced loss as a result of cancer. 

 
 

Discussion  
The empirical data presented above shows that family members of people 
with early-onset dementia find it important to receive empathetic 
understanding from others. In the following section, I discuss how this 
understanding is reached and the kinds of stumbling blocks that people 
encounter in the process. In the introduction, I discussed the role of shared 
experiences, and stated that it is important to first clarify what we mean by 
this. Even though at first glance the empirical data could create the 
impression that shared experiences are necessary for empathetic 
understanding, on closer examination it becomes apparent that the situation 
is more complex. For example, even though an external person may also have 
a family member with dementia, this does not necessarily lead to empathetic 
understanding. On the contrary, as in the case of Juliette, it may in fact 
estrange people. While Juliette’s father experienced empathetic 
understanding from older people with a partner with dementia, for Juliette 
the difference between late-onset and early-onset dementia, or between being 
a daughter or granddaughter of someone with dementia, was too big. For her, 
the crucial element of her experience with her mother seemed to be the loss 
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of a parent. This was something that she shared with her boyfriend, who had 
lost his father to cancer, but not with her peers who had a grandparent with 
dementia. This illustrates how important it is not to assume that shared 
experiences will necessarily lead to greater understanding. Even though the 
empathizer might have good intentions and make an effort to understand the 
other, this does not automatically lead to mutual understanding. Indeed, in 
some cases an assumed shared experience may prevent real understanding. 

A further complication is that living with a person with early-onset 
dementia is a complex experience, which has many layers. The empirical data 
suggests that people’s needs with regard to the experiences they wish to be 
understood differ. In some circumstances, knowledge about the specific 
symptoms of early-onset dementia might be desired, whereas in other 
circumstances what seems to be important is recognition of the severity of 
the condition or of its effect on people’s relationships. As in the case of 
Thamara, sometimes an emotional outburst might be sufficient to feel 
understood. Whether a person feels understood is thus not only a matter of 
providing the “right” reaction, but also providing the “right” reaction at the 
right time. And to make the situation even more complicated, depending on 
the relationship one reaction might be considered “right” with one person 
and “wrong” with another. 

This points to the role of emotions in empathetic understanding. 
Understanding cognitively what the symptoms of early-onset dementia are 
and how they influence a person’s life might not be enough for a family 
member to feel understood. It seems that understanding the seriousness of 
the situation can best be communicated with an emotional reaction. Yet an 
emotional reaction is not required from everyone. Thamara felt understood 
by her colleagues, who probably did not cry; but she only had the feeling that 
her friends had “got it” when they had an emotional outburst. Her friends 
would probably not be able to list all the symptoms of early-onset dementia, 
but they saw the suffering caused by the illness and it seems that this was 
what had counted for Thamara at that moment. Thus different reactions are 
expected of different people. 

Halpern (2001) argues that emotional resonance is insufficient for 
grasping another person’s distinct emotional point of view and achieving 
empathy. In some situations, however, feeling emotionally understood seems 
to be what people long for. It is possible that pain may be more easily shared 
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through an emotional connection, where it is less relevant that people 
completely understand one another’s feelings, motivations and thoughts. 

One strategy to receive empathetic understanding is to let people have 
similar experiences. Instead of additional explaining, family members 
attempt to show others what it is like to live with a family member who has 
early-onset dementia. This relates to Wikan’s notion of building empathetic 
understanding through participating in another’s world: “Sharing a world 
with others means learning to attend to it in the same way” (Wikan, 1992, p. 
471). Even though, according to Wikan, shared experiences are not necessary 
for understanding the other, making a person participate in your life is one 
way to create some kind of shared experiences. As Garcia (2010) has 
demonstrated, sharing an experience does not necessarily lead to connection, 
but for my interviewees it seemed helpful in reaching understanding. 

Another strategy that people use involves images. Several of my 
interviewees found that a picture was able to convey something that could not 
be communicated with words and evoked a stronger reaction in people. In 
the European Union, pictures are now being printed on cigarette packages 
instead of written health warnings, indicating the same underlying belief that 
a picture is more powerful in conveying a message. The suggestion is not that 
a picture can communicate more than a written description, but that the 
picture evokes a more emotional response. Such an emotional reaction makes 
it easier for people to feel that others empathize with them. Thus a picture 
may enable empathy on both sides: the empathizer may find it easier to gain 
access to the experience, and because pictures more easily evoke emotions 
the person seeking empathy may feel more quickly understood. Nevertheless, 
it must be considered that personal distress caused, for example, by a picture 
may also disrupt an empathetic response. Reis (1998) describes how she 
reacted with distance to a situation that came emotionally too close. Some 
comments that are hurtful to people may possibly be explained by outsiders’ 
own struggles with the situation, as thinking about such a situation might 
confront them with their own vulnerabilities and fears. 

In the case of early-onset dementia, and possibly other diseases, there is 
a barrier to reaching empathetic understanding, something that Moore and 
Gillespie (2014) have termed the “caregiving bind”. The authors argue that 
one reason why caregivers do not receive social recognition is because they 
conceal how much care is needed in order to protect the identity and 
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reputation of the person for whom they are caring. Similarly, De Klerk (2012) 
found that parents may conceal the fact that their children have HIV/AIDS 
in order to protect the dignity of the family. In his classic book The Cloak of 
Competence, Edgerton (1993) describes how people with an intellectual 
disability try to conceal their disability and how caregivers not only help them 
in dealing with daily life, but also assist them in concealing their condition. 
Edgerton writes that no stigma is as basic as that for intellectual disability, in 
the sense that “a person so labelled is thought to be so completely lacking in 
basic competence” (1993, p. 184). Just as with intellectual disability, 
dementia is highly stigmatized (Graham et al., 2003, in Milne, 2010, p. 227) 
and can lead to social death (Niehaus 2007, in de Klerk, 2012, p. 28; Kontos, 
2006; Ballenger, 2006). Hellström and Torres (2013) found in their study 
that several couples expressed regret over having disclosed the diagnosis to 
others, as they noticed that their friends behaved differently afterwards. By 
emphasizing how much care work is necessary for the person with dementia, 
family members risk stigmatization. Although the stigma is mostly directed 
towards the person with the condition, it can also affect the whole family 
(Downs et al., 2013; Goffman, 1963). As family members do not want their 
loved one to be treated differently, they might conceal the care work that is 
necessary. This concealment is possible because care work is often invisible: 

 
The kinds of work I have been discussing can be thought of as 
unacknowledged work in this sense; however, they are also literally 
invisible: much of the time they can’t be seen. … The work is 
noticeable when it is not completed … but cannot be seen when it is 
done. (DeVault, 1991, p. 56, in Russell, 2007, p. 310) 

 
As Buch (2013, pp. 641–642) argues, care practices are acts of social 
recognition, sustaining the personhood of the care receiver, preventing his or 
her social death. Through caring, the effects of the illness are made invisible. 
Family members thus have to balance between wanting to protect the sick 
person and thus avoiding social death, and receiving empathetic 
understanding. 

The above discussion shows that reaching empathetic understanding is 
a complex matter. Even though “a sorrow shared is a sorrow halved”, 
receiving understanding and empathy for one’s situation is not easily 
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achieved. Moreover, when sharing something, one person might experience 
connection and the other estrangement. In this article, I have described how 
family members of a person with early-onset dementia try to receive 
empathetic understanding from others. It is important to bear in mind that 
the interviews constitute a retrospective reflection on empathy. Feeling 
understood or misunderstood is not a fixed state but a dynamic process. 
People might feel understood regarding their situation with their family 
member with early-onset dementia in one moment, and then a comment will 
make them question whether this is really the case. The interviews I 
conducted, in which empathy was not a specific focus but appeared as a 
relevant topic, can be seen as offering a snapshot of this process. 

 
 

Conclusion and implications 
In this article, I have shown that empathic understanding is a complex matter 
that cannot be taken for granted. This article has illustrated the importance 
of taking the socio-cultural context into consideration when studying 
empathy. In a society in which dementia is highly stigmatized, family 
members can feel inhibited to explain how much care they really provide. 
Similarly, in a society where independence and happiness are valued, 
chronically ill or disabled people might find it difficult to voice the experience 
of loss and dependence (Hoppe, 2016; Watermeyer, 2009). Thus, not only 
interpersonal issues, but also the socio-cultural context shapes which aspect 
of an experience can more easily be shared and understood. 

Another important contribution to the anthropological study of empathy 
is the acknowledgement that what needs to be understood is not simple. 
Instead of discussing whether empathetic understanding can be achieved, the 
multiplicity of an experience should be underlined. In a complex experience 
such as living with a person with early-onset dementia, various aspects can 
be understood, misunderstood or not understood. Based on the moment in 
time, but also on the relationship, people want different aspects to be 
understood. In some situations all that counts might be an emotional 
connection, whereas in others a more cognitive understanding of the 
situation is desired. 

Different kinds of people might fulfil certain needs more easily than 
others. Moore and Gillespie suggest that health professionals are a 
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“potentially unproblematic source of positive social recognition for 
caregivers” (2014, p. 108) as the caregiving bind is less relevant. Moreover, 
as part of their profession, they are taught to not let their own issues disturb 
the understanding of the other. Halpern (2014, p. 305) advises medical 
students to ask patients what the students are missing in their assessment, 
instead of saying that they know how the patient feels. Thus, professionals 
might be more inclined to have an attitude of curiosity. Yet professionals 
seldom react with an emotional outburst to suffering. Also they often do not 
have the opportunity to participate in their patients’ world. 

Friends or relatives might be more inclined to react emotionally to 
suffering. Moreover, they can more easily participate in the other person’s life 
and thereby gain an understanding of the situation. Although friends might 
also be curious about the situation of the other, they might rather look for 
similarities instead of reflecting on the differences of an experience. A wish 
to also share own experiences can further hinder empathetic listening. 
Furthermore, people’s own distress might disrupt an empathetic response, 
for example, if a relative has to come to terms with the fact that someone is 
seriously ill or if friends struggle with their own vulnerability or fear of death. 

In the care of psychiatric patients and people with addictions in the 
Netherlands, for instance, “experience experts” are used. Experience experts 
are people who share experiences with patients, for example they have had 
an addiction or have experienced psychiatric problems. With training, it is 
believed that they can provide different help than professionals who do not 
have these shared experiences (see Weerman, 2013). Since these experience 
experts share patients’ emotional and psychological pain, it is assumed that 
they may be able to make a connection with them more easily, leading to a 
deeper understanding than is possible with a traditional therapist (Plooy, 
2007, p.18). Another possible source of support comes from support groups, 
which are seen as an important resource in helping people to better deal with 
their situation and decrease the burden they experience (Chen & Greenberg 
2004, p. 432). 

Based on the empirical data of this article, however, it should not be 
assumed that an experience expert or members of a support group 
necessarily understand the person in search of empathy better than a 
professional or someone who does not have such shared experiences. It first 
needs to be established whether the shared experiences are actually shared 
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by both parties, and reflection is needed on the experiences that are not 
shared. 

One important conclusion of this article is that people have different 
needs. Experience experts or support groups can fulfil certain needs, while a 
professional or friend can fulfil others. Regardless of the type of relationship, 
attuning to the needs of the person one wants to understand is crucial. Also 
the limits of empathy need to be acknowledged. “An empathic stance must 
include some notion and acceptance of the limits, failure, and even the 
impossibility of empathy” (Kirmayer, 2008, p. 470). To conclude, having 
written an article on empathy based on relatively short encounters with 
people, I hope that I have conveyed what my interviewees wanted to convey. 
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For many years, the perspectives of children with a parent who has early-
onset dementia were neglected in academic literature (Gelman & Greer, 2011; 
Hall & Sikes, 2017; Hutchinson et al., 2016; Sikes & Hall, 2018). This gap has 
recently begun to be filled and research on these children is emerging as a 
vibrant field. Major research themes have included the experiences of these 
adult children, the impact that their parent’s illness has had on their lives and 
their resulting needs (Allen et al., 2009; Aslett et al., 2019; Barca et al., 2014; 
Gelman & Greer, 2011; Gelman & Rhames, 2018; Hall & Sikes, 2017, 2018, 
2020; Johannessen et al., 2015; Millenaar et al., 2014; Sikes & Hall, 2018; 
Svanberg et al., 2010; Svanberg et al., 2011). Other authors have studied 
emotional well-being (Hutchinson et al. 2016), coping strategies and 
resilience (Allen et al., 2009; Johannessen et al., 2016; Svanberg et al., 2010) 
and health care service gaps (Barca et al., 2014; Gelman & Greer, 2011). Few 
authors, however, have focused on the socio-cultural context in which the 
adult children’s narratives about their parent’s illness and their experiences 
take place. One exception to this has been Hall and Sikes (2017) who 
discussed how broader cultural narratives of dementia may shape the extent 
to which children can conceptualize and express their experiences––
especially when it comes to taboo topics such as admitting that one does not 
like the ill parent, that one would prefer if the parent were dead, or other 
experiences which may run counter to the “still the same person” narrative 
surrounding people with dementia. 

This article builds on the above described research to provide insights 
into the far-reaching consequences of parental early-onset dementia for adult 
children in the Netherlands. Further, it addresses a gap in the literature by 
demonstrating how the socio-cultural context shapes the narratives of such 
children. It shows how the children contextualize their experiences by 
comparing their situations to those of others. Looking for a story can help to 
make sense of an experience with illness (Frank, 1995; Kleinman, 1988). In 
times of adversity, re-examining one’s narrative can also be of help in 
maintaining a sense of identity (Bury, 2001, p. 264). Given that early-onset 
dementia is not a very well-known disease, adult children engage in identity 
work by relating their experiences to those of others. These comparative 
processes emerged from the interviews with adult children on which this 
article is based. Without being explicitly asked, children related their 
situation to that of others. This article illustrates that the comparative process 
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of relating to others’ experiences helps the children to reflect on the impact 
their parent’s illness has on their own lives, which in turn aids them in 
contextualizing and making meaning out of their changing lives and 
relationships. 

A story is always an edited version of reality and the storyteller chooses 
what to tell and what not to tell (Riessman, 1990, p. 1197). Likewise, the 
context from which one can draw comparisons to construct a story is 
boundless. The examples adult children use thus reveal which aspects of their 
experiences they want to emphasize and convey to outsiders.11 The aim of this 
article is not to compare the experiences of having a parent with early-onset 
dementia with other experiences. Instead, by following the children’s 
perspectives and by attempting to look at the situation through their eyes, we 
learn about what matters to them. The examples the children use often do not 
describe “real” situations but rather contain idealized perceptions or 
simplifications which help them to think about their own situations. 

Based on the empirical data that were collected, this article suggests that 
the contextualization and recovery of meaning that adult children with a 
parent who has early-onset dementia go through is shaped by three 
processes. The first concerns the ways these children draw comparisons 
between their own lives and experiences and those of their peers of the same 
age group. The second process entails comparative understandings of having 
a parent with early-onset dementia versus having a parent with late-onset 
dementia. The third process explores how having a parent with early-onset 
dementia compares to having a parent with other diseases. While illness and 
suffering are universal human experiences, they are coloured by cultural 
meaning. Cultural understandings can be “seen as tools (which both enable 
and constrain interpretive possibilities) available to navigate the ambiguity 
surrounding illness and other troubling experiences” (Garro, 2000, p. 306). 
Narratives are likewise told within a cultural setting which offers specific 
forms of language, clichés and symbolic repertoire that serve to enable or 
restrict what can be expressed (Bury, 2001, p. 278). Or in other words, “we 

 
11 When asking my research participants about the changes they experienced, the majority 
made comparisons to age peers and did not make a comparison to how the situation was prior 
to the diagnosis of the parent. One possible explanation is that in many cases the onset of the 
illness happened several years ago and memories of how the relationship used to be before the 
onset of the illness were overshadowed by changes in the present. 
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tell our stories using the narrative forms available to us within our cultures” 
(Sikes & Goodson, 2017, p. 64). 

This article demonstrates how the processes of contextualization which 
the adult children engage in are shaped by what the children perceive to be 
normal and thus also by the socio-cultural contexts in which they live. It 
reveals how meaning is created in a constant interplay between the primary 
experiences of having an ill parent and the socio-cultural context in which the 
experiences take place (c.f. Van Wijngaarden, 2019). Furthermore, it 
illustrates how this context provides for particular narratives, which in turn 
shape how the children are able to give meaning to their experiences. 

 
 

Early-onset dementia 
People are diagnosed with early-onset dementia if they are under the age of 
65. At first sight, the distinction between early-onset and late-onset dementia 
seems clear-cut. However, this distinction is arbitrary and not related to 
physical symptoms but instead is based on the age when people received a 
pension (Garre-Olmo et al., 2010). Although this distinction does not have 
any biological significance, it makes cultural sense because it demarcates a 
drastic change in people’s lives and expected societal roles. The Dutch 
Alzheimer’s Society estimates that of the 260,000 people with dementia in 
the Netherlands approximately 12,000 are under the age of 65. A Norwegian 
study estimated that about 25% of people with early-onset dementia in 
Norway have children (Haugen, 2012, in Hall & Sikes, 2020), though no 
specific statistics could be found regarding the respective Dutch situation. 

Early-onset dementia comes in a variety of forms which include 
symptoms that differ from those which may manifest in dementia at a later 
age. The symptoms associated with early-onset dementia include social 
withdrawal, loss of empathy, disinhibition, exhibitionism, hyper-sexuality, 
aggression, impulsivity, short temper, obsessive compulsion, difficulty with 
planning and judgement making, visual disturbances, loss of physical 
functions, aphasia and communication disorders (Gelman & Rhames, 2018; 
Hall & Sikes, 2017; Sikes & Hall, 2018). Forgetfulness, which is often 
associated with late-onset dementia, is not a predominant symptom. As one 
can imagine, the symptoms of early-onset dementia thus have a different 
effect on the family than the symptoms of late-onset dementia. For instance, 
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an aggressive parent can be more threatening to children than a forgetful 
parent. 

Because the initial symptoms of early-onset dementia can resemble 
symptoms of depression or burnout, it often takes up to twice as long to 
properly diagnose (Sikes & Hall, 2018). Van Vliet et al. (2013) found that the 
average time between the first symptoms and diagnosis for early-onset 
dementia is 4.4 years, compared to 2.8 years for late-onset dementia. This 
period often involves a lot of confusion, uncertainty and a disruption of 
“normal” family practices (Hoppe, 2019; Sikes & Hall, 2018). It is a stressful 
period for even a grown person, and for a developing child, it can be even 
more intense. In order to mature emotionally and cognitively and to be able 
to lead an independent life, children need support from parents who can 
function reasonably well in their parental roles. Having a parent with early-
onset dementia means both being deprived of this support and facing a 
changing relationship with that parent, who is to a decreasing degree able to 
fulfil their parental role (Johannessen et al., 2016). 

In addition to the differences in prevalence and symptoms, the disease 
is “out of sync” with a “normal” life course (Aslett et al., 2019) and is perceived 
as untimely (Hall & Sikes, 2020). Parents are often working and raising a 
family and may have financial commitments such as mortgages to attend to 
(Aslett et al., 2019). The person with dementia often loses the ability to 
provide an income for their family, which can lead to financial difficulties 
(Allen et al., 2009; Gelman & Rhames, 2020). Moreover, people with 
dementia struggle to increasing degrees to fulfil the roles of parent or spouse 
(Gelman & Rhames, 2018). This can manifest in no longer being able to help 
children with their homework, pick them up from soccer training, prepare 
meals or provide emotional support and care. Meanwhile, in a partnership 
the healthy parent might have to work less in order to care for the sick partner 
(Hutchinson et al., 2016) and also take over the tasks normally performed by 
the parent with dementia (Gelman & Rhames, 2020). Moreover, the healthy 
partner must balance these care needs with the needs of the children (Aslett 
et al., 2019). In summary, while some aspects (such as witnessing a family 
member change and deteriorate) are present in both early- and late-onset 
dementia, other aspects are tied to the specific moment in time in which the 
disease occurs and to the specific symptoms exhibited. 
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Methods 
The material for this article is based on 16 in-depth interviews with adult 
children of a parent with early-onset dementia in the Netherlands.12 The data 
were collected as part of my PhD research, consisting of 41 qualitative 
interviews with seven people with early-onset dementia and 36 family 
members.13 Participants were recruited in a call on the National Alzheimer’s 
Society’s website and in three care institutions specializing in early-onset 
dementia, which circulated a folder in which I invited people to participate in 
my research. Six of the 16 adult children actively reached out in response to 
my call. The 10 remaining children either joined the interview or agreed to be 
interviewed after I had spoken to their parent. The youngest child I 
interviewed was 19 and the oldest was 43.14 Most children lived in urban 
areas. I refer to children not as an age category, but rather to indicate a 
familial relation. The children mentioned in this article are all adults, but the 
majority of them still lived at home when their parent was diagnosed with 
early-onset dementia (see Table 1). 

 
12 In one interview, I discovered that the parent with dementia was over 65 at the time of 
diagnosis. I still included the participant in my study because she self-identified as a child of 
someone with early-onset dementia. Material of the interview with her is not included in this 
article. 
13 This PhD project is part of the Partnership for Long-term Care and Dementia based at the 
University of Amsterdam. The partnership was set up by a collaboration of different parties 
and brought together the expertise of academic researchers, stakeholders and care providers 
with the aim of improving the quality of life for people with dementia and the work quality of 
caregivers in the Netherlands. Together with my colleagues all working on dementia I set up 
dialogue evenings in which, on a regular basis, we initially discussed our findings with people 
in the field and later learned together with them about dementia and its impact (for a detailed 
description of this process, see Hoppe et al., 2019). We also organized a collaborative 
conference in which we discussed dementia together with people with dementia, family 
members, care managers and care workers (see Amsterdam Care Collective, 2018). The 
collaborative projects I did with my colleagues were not specifically about early-onset 
dementia, but my contributions were. In addition, I gave presentations at the Dutch Alzheimer 
Society and a network organization bringing together care organizations specializing in early-
onset dementia in the Netherlands. 
14 The children I talked to were all adults and thus older than participants of other studies (e.g. 
Gelman & Greer, 2011, Gelman & Rhames, 2020; Hall & Sikes, 2017, 2018). Younger children 
may have different expectations of parental support from older children. As a consequence, the 
age of the child upon the beginning of the parent’s symptoms may shape how the parent’s 
illness is experienced and what meaning children ascribe to it. 
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Three of the 16 interviews were done with pairs of siblings, seven were 
conducted with a parent, and six interviews with a single child alone. 
Additionally, three of the children were interviewed twice, either because I 
wanted to speak to them alone as well or because their circumstances 
changed (e.g. the parent was institutionalized). The majority of the interviews 
took place in the children’s homes, and the remainder took place in cafés. 
Interviews lasted between 1 and 3 h, 1.5 h on average. 

In the interviews, I worked with a list of questions structured by topics 
such as the period before the diagnosis, the diagnosis and changes containing 
questions such as the first signs they noted, their thoughts and feelings 
around the changed behaviour of their parent, how they and their family 
reacted to the diagnosis, how their lives and their relationships have changed 
because of the illness of their parent, what helped them in the situation, how 
they looked into the future, how they thought society views dementia, and, 
finally, why they chose to participate in this research. I emphasized that I 
found it important that people shared what they consider important. In most 
cases, I just let people talk and the questions I had written down were 
addressed without me having to ask them (c.f. Goodson, 2017, p. 5). In other 
instances, people gave rather short answers and then I asked the questions I 
had written down. In the interviews, I did not ask the children to compare 
having a parent with early-onset dementia to having a parent with late-onset 
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dementia or another disease. However, all children referred to situations of 
people they knew or to idealized situations in order to clarify their own 
situations. All interviews were recorded and then transcribed. 

During open coding, I focussed on passages where children described 
the impact that their parent’s early-onset dementia had had on them. The 
themes of my topic list helped me to categorize the descriptions of the impact, 
distinguishing how the illness changed the children’s relationship to their 
parents and relationships with others as well as how it impacted their 
emotional well-being and their career choices. Many of these themes have 
been discussed in other literature. In my article, I add the role of context and 
argue that this context greatly shapes how these themes are experienced and 
narrated. Based on both primary and emerging themes, I then asked myself 
“why was the story told that way?” (Bury, 2001, p. 281) and used the 
narratives to analyse the ways in which the children’s identity work is 
embedded into their socio-cultural context. 

Ethical approval for this research was granted by the Amsterdam 
Institute for Social Science Research Ethics Committee before the start of 
fieldwork. This is a research ethics committee developed especially for social 
science research. The aim of the committee is not to check a checklist of 
points, but to challenge the researcher to think about ethical conduct and to 
make explicit how the project will lead to good research, not only in a 
methodological, but also in a social and ethical way. Prior to the interviews, 
participants were informed about the aims and objectives of the research. 
Verbal consent was obtained and recorded after the interview. Pseudonyms 
are used for all research participants in order to ensure anonymity. 

Finding children who wanted to participate in my research was 
challenging. I asked several partners of a person with early-onset dementia 
whether I could also talk to their children and in many cases the children did 
not want to talk to me. Reasons were that the children were either busy with 
school or studies and/or that the topic was too painful for them to address. 
The reasons children did participate in this research were: wanting to 
contribute in some way, dealing with the feeling of powerlessness the illness 
brought up, contributing to more knowledge about early-onset dementia. I 
was aware that talking about their parent might bring up painful emotions 
and memories. Before the interview I therefore told my research participants 
that they did not have to discuss certain topics or answer specific questions if 
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they did not want to. After the interview I asked how they experienced the 
interview. Experiences were positive. The children appreciated how I asked 
the questions and that the interview gave them the possibility to reflect on 
their experiences with the illness of their parent. Some were afraid 
beforehand that the interview would bring up painful emotions, but felt 
relieved after the interview. The timing of the interview was, however, 
important. Children found it easier to talk to me after they had some time to 
reflect on the situation themselves and get used to the new circumstances. 
This explains why the majority of the sick parents of the children who 
participated in this research were no longer living at home together with the 
child. I tried to make sure that my research participants left the interview in 
a good state. No participants left the interview upset. If that were the case, I 
would have contacted them a day later to check how they were doing. On 
average, I talked to the children almost 6 years after their parent was 
diagnosed. This gave them time to reflect on the situation, which shaped their 
narratives. I have included a table to illustrate how old the children were at 
the time of the diagnosis of their parent, whether they still lived at home and 
whether they had children of their own and when the interview took place. 

I want to acknowledge that my presence shaped the interview and the 
narratives that were constructed. I take the position that narratives are not 
discovered, but are co-created during the interview (Fabian, 1990; Pool, 
1994; Sikes & Goodson, 2017). The adult children I interviewed told “their 
story in a particular way for a particular purpose, guided by their 
understanding of the particular situation they are talking about, the 
self/identity/impression/image they want to present, and their assessment 
of how hearers will respond” (Goodson, 2016, p. 8). McAdams (2017) argues 
that we tell stories to bring  

 
diverse elements into an integrated whole, organizing the multiple 
and conflicting facets of our lives within a narrative framework, 
which connects past, present, and an anticipated future and confers 
upon our lives a sense of inner sameness and social continuity – 
indeed an identity. (p. 37)  

 
The lived reality is more messy, complex and ambiguous than the story that 
describes it (Baldwin, 2017, p. 537). 
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Writing down the stories poses the danger of freezing and fixing them, 
not allowing them to change in the future (Sikes, 2017, p. 411). Therefore, I 
want to emphasize that the material discussed in this article is not static. The 
comparative processes I describe took place in every interview, but how the 
children made comparisons is time- and context-sensitive. Or as Sikes (2017, 
p. 411) convincingly states, “Lives and making sense of them are both works 
in progress.” The adult children’s narratives are tied to their life experiences 
and those change constantly. 

 
 

Findings 
As introduced above, the findings of my interviews illustrated that adult 
children of a parent with early-onset dementia struggle with questions of 
identity and engage in comparative processes to give meaning to their 
situations. The type of identity work which children engage in emerged 
organically from the interview data. In the following sections, I present 
empirical examples which illustrate the three-part comparative processes I 
described above. One important question I considered was whether these 
comparative processes were limited to the interview or also occurred outside 
of it. Identity work through comparison is an iterative process, meaning that 
the children share their experiences with others and, based on the reactions 
they receive, adapt both their narratives and their own interpretations of the 
situation. This process became visible in the empirical data. Children 
mentioned how they told their stories to others and how this made them 
realize how bad their situations really were (i.e. how young their parents were 
or how little others knew about early-onset dementia). Reactions from others 
likewise made them re-evaluate and reinterpret their situations and 
sometimes attribute new meanings to their experiences. I take the interview 
to be a snapshot of this process. The interview was a space in which children 
could attribute meaning to the situation because they were given the space to 
reflect on their experiences, but this process began before the interview took 
place and continued afterwards. 
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Having a parent with early-onset dementia versus imagining 
growing up normally 
All the children I interviewed expressed that their relationship to the parent 
with early-onset dementia changed after the onset of the disease. 

 
Charlotte (36): Well, your father should care for you and that is no 
longer the case. So we care for our Dad and he has never been the 
type of father who helps with jobs around the house. You care for 
your father instead of your father caring for you and that’s not how it 
should be. In your head it is very weird, because that’s not how it 
should be. 

 
Most reported that roles became reversed. 

 
Lejla (26): When he still lived at home, I took over quite a lot of care 
tasks, I felt like I was being a kind of parent to him. I thought, that’s 
not what a twenty-year-old should have to deal with. I have my job 
on the side, I have school. I want to occupy myself with other things, 
maybe that sounds shitty… 
Maja (21): No, I get it. Because that was also the case with our 
mother, we had to be there for her. We basically had no-one. 
Lejla: Yes, you are coaching or caring for your parents. Reversed 
roles. That was difficult. 
Maja: Yes, that is very heavy. 

 
When discussing what is “normal”, adult children often referred to a 
culturally specific ideal, which is constituted in a complex web of norms and 
values. The children I interviewed compared themselves to peers of a similar 
age who received support from both parents and thus were able to more fully 
enjoy their lives. They thereby emphasized the contrast between themselves 
and their age peers. 

Juliette, who was 19 at the time of the interview, had twice decided to 
temporarily live with a friend’s family for several months because she could 
no longer cope with the situation at home. 
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Juliette (19): Actually, I don’t have a mother, never had, because 
before she cared a lot for my [disabled] brother, so I received very 
little attention. So actually, I never had a mother. Physically yes, but 
not someone who had cookies ready when I returned from school, 
who asked about school, “How are you? How was school?” She never 
did that, no. This really is because of the Alzheimer’s, because you 
cannot put yourself in the shoes of another. 

 
Juliette’s statement that she never really had a mother is based on her 
understanding of what a mother should do and should not do. She thus has a 
cultural model in her mind which she uses as a reference. One could say that 
in the interview Juliette refers to an idealized view of a mother in the 
Netherlands. This ideal comprises loving parents who care for their children, 
are available to their children, and always have the best interests of their 
children in mind. 

Another aspect that the children mentioned was how their plans for the 
future had been shaped by their parents’ illness. In the case of Juliette, the 
stress at home meant that it took her two years longer to finish school than 
her peers and that she chose to study close to her hometown because she did 
not want her father to live all by himself. Robin and Koen also adapted their 
plans to the situation at home. 

 
Robin (25): I notice that within our family, that you live your life 
around the illness. Dad’s illness determined a lot of activities and 
everyone’s life, because Koen is studying in another city and he 
probably would have liked to live there as well. And I wanted to go to 
the capital after finishing my studies and go on a trip. For about ten 
years you adapt your choices, and that is your own decision, but I 
notice that it has determined all of our lives. 
Koen (21): For sure, also with moving out. I found it very difficult to 
leave the house. It felt like leaving a sinking ship. But it just was not 
healthy anymore to stay longer… 

 
We can see that Koen is torn between his wish to lead his own life, on the one 
hand, and his loyalty towards his family on the other (for a more detailed 
analysis, see Hoppe, 2020). During the interview he stated that he and his 
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mother were going against mainstream ideas because they wanted to care for 
their family member with dementia for as long as possible. 

Freedom, individuality and independence are important values in the 
Netherlands and, furthermore, there is an increasing emphasis on individual 
choice (Giddens, 1991). These factors shape the perception of how the 
children’s parent’s illness shapes their own lives. The children are clearly 
influenced by their parents’ illness, but whether they perceive it as a 
restriction, abnormal or unhealthy depends to a large degree on the socio-
cultural context in which they grow up. 

 
 

Having a parent with early-onset dementia versus imagining 
having a parent with late-onset dementia 
Most children commented on the life stage in which their parent’s illness took 
place and compared it to dementia occurring in later life. Upon closer 
analysis, many different dimensions are revealed in their comparisons. The 
underlying motivation for the comparison seems to be to assess the severity 
of the situation. 

 
Lejla (26): We were really young when it happened, also if you tell it 
to people, then I think, “Wow, but you lost your father at a really 
young age.” 
Maja (21): Sometimes it happens to me, that only then do I realize 
how intense it all is. 
Lejla: Yes, sometimes I think I will never get to know my father as a 
grown-up person. I just knew my father as a child, a teenager, and 
adolescent. 

 
Although their father was still alive, to the sisters it felt as if he were already 
dead. In this statement, the severity of the situation is predominantly linked 
to the phase in which the illness developed and not so much to the symptoms 
themselves. Lejla’s last statement also reveals the idea that one knows a 
person differently based on the life stage one occupies. One could say that 
because of the dementia, she mainly encountered her father in his role as 
father and she did not have the chance to meet him independently from that 
role. 
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In all interviews, research participants stated that the illness did not fit 
the life stage in which it occurred. 

 
Bodil (43): I struggle with the fact that my mother is young and has 
it. I can imagine that if she were 80 and she would become forgetful, 
that would fit better with her age. I don’t know whether I would 
accept that better, because you still have to say goodbye to a person 
you love… 

 
The severity of the illness is linked to the age of the person concerned. But 
how dementia is experienced is not only related to the life stage, but also to 
the relationship one has with the person and the role that person fulfils in 
one’s life. 

Some children also pointed out that there can be large differences with 
regard to age within early-onset dementia. 

 
Juliette (19): Lately I read something about Alzheimer’s in younger 
people and then they referred to someone who was 65. And I thought, 
“Sixty-five… I wish my mother got it at 65, then I would have moved 
out a long time ago. Maybe already had my own family.” So, it is a 
very different story, hearing that you have Alzheimer’s when you are 
50. That is real early-onset dementia. I can get pretty angry about 
this. Some people do not take into consideration that there are people 
who are younger than 65. 

 
The severity of the illness in this case is not only related to the life stage of the 
sick person, but also to one’s own life phase. Juliette basically says that if she 
had her own family, her mother’s illness would have impacted her differently 
as she would have been less dependent on her mother and on her mother’s 
care and support. Moreover, her statement reveals that she does not feel 
understood by her environment and that this lack of recognition makes her 
angry (see Hoppe, 2018b). 

Alongside the life phase in which the illness occurs, symptoms were also 
mentioned as a distinguishing feature. 
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Maja (21): For a long time, he was the youngest. With the others I 
notice, they are just elderly people who have Alzheimer’s or 
something else. And you can just talk to them. We talk about the 
weather, but that’s still possible. 
Lejla (26): With him, it was no longer possible relatively early in the 
trajectory. 
Maja: Yes, you couldn’t have a conversation with him. 
Lejla: That is true, he really is different from the other residents. The 
elder people who also have Alzheimer’s still look decent. 

 
It is thus not only the life phase in which the illness occurs that shapes the 
experience, but also the type and severity of symptoms. In younger people, it 
is not so much forgetfulness but rather neuropsychiatric symptoms which 
stand at the foreground (van Vliet et al., 2010). Again, what counts is likely 
not so much what the symptoms are but how the symptoms shape the child’s 
relationship to their sick parent. Likewise, how the parent’s symptoms are 
experienced by the child depends on the kind of relationship they had and 
what is valued. For the sisters, looking neat seems to be important and having 
a father who is no longer “clean” affects them differently than the idea of a 
father who, for example, can no longer walk. 

The empirical material in this section demonstrates that the perception 
of the illness is shaped by many different aspects that are not necessarily 
connected to the illness itself but much more to the life phase in which the 
illness occurs. 

 
 

Having a parent with early-onset dementia versus imagining 
having a parent with another disease 
In interviews, early-onset dementia was often compared to other diseases. 
Strikingly, the majority of the children interviewed referred to cancer in these 
comparisons. They used their imagined experience of having a parent with 
cancer to demarcate what it is like to have a parent with early-onset dementia, 
evoking certain characteristics of cancer and leaving out others. 

 
Juliette (19): This is something I have been struggling with in the past 
months, and also discussed with a psychologist. Because I cannot 
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really say goodbye. I can’t say “Hey Mom, I feel very bad that you are 
so sick, I find it horrible, I really miss you”. Other people who have 
sick parents, for example, who have cancer, their mind is still there, 
they are only physically sick. And this is the other way around. This 
is terrible, because that’s not what you want. You don’t want to say 
goodbye, but if you have to say goodbye, you want to do it solemnly, 
properly, and lovingly. But well, she cannot hear me, she doesn’t 
understand me, so how do you want to do it? 

 
The reference to cancer was used to emphasize that it is important whether 
one can still say goodbye to one’s parent or not. The quote further illustrates 
how a delineation between body and mind is drawn. For Juliette, saying 
goodbye is a dialogue and requires a shared reality or consciousness––in 
other words, the presence of both body and mind. 

Another aspect which was compared to cancer in interviews was the 
presence or absence of pain. 

 
Charlotte (36): Until he got really sick, he was never really in pain, 
pain in his head, but at a certain point you are no longer aware of it. 
You also have people with cancer, who lie in bed for a year and 
contort with pain. Look, in the end, he had no pain, well, a different 
kind of pain, he became less motoric and walked a bit crooked. I hope 
that he was happy in his own way. Well, you can wonder about that, 
but you won’t get an answer anymore. 

 
This fragment highlights that children can experience their parent’s illness 
very differently. Whereas Juliette points out an aspect that, according to her, 
is more difficult when it comes to having a parent with dementia, Charlotte 
relativizes her experience and instead points to cases that are worse than that 
of her father. Of course, suffering or perception of the severity of an illness 
cannot be compared. Likewise, people with dementia might be suffering from 
pain without being able to communicate that pain. Clinical studies indicate 
that undertreatment of pain is common in dementia patients (Scherder et al., 
2009) and dreaded by family members (Lemos Dekker, 2018), but none of 
the children brought this up in interviews. Charlotte, however, mentioned 
another kind of pain: not knowing whether her father was happy. From her 
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perspective, in cases of cancer this can be asked and one can receive an 
answer. In the case of dementia, receiving an answer might be impossible. 

The narratives of these children should not be read as direct 
representations of reality. Instead, they provide insight into how the children 
give meaning to their situations and the process of doing so by comparing 
and differentiating their own situations to the situations they imagine of 
others. References to cancer were not only made to discuss the presence or 
absence of pain, but also the visibility of the disease. 

 
Robin (25): It is difficult, because, for example, cancer—everyone 
knows someone with cancer in his environment. It’s a very different 
process. But also a much more familiar process to people of our age, 
I think. 
Koen (21): And also it is much more discussed in the media. If you 
see how people at school or whatever, jump onto it, if one of the 
parents has cancer, that is very different from dementia. Probably 
also because dementia is such a long-running process… 
Robin: But also a less familiar one I think… 

 
In the children’s eyes, cancer is not only better known, but also taken more 
seriously than dementia. 

 
Thamara (33): A hundred thousand jokes are made, in the media, in 
comics, it’s everywhere—Alzheimer’s, dementia. Often, it is treated 
as a joke. It’s funny, isn’t it? But I mean, do that with cancer and then 
half of the world will protest if you make jokes about that. But with 
Alzheimer’s it is just accepted. That’s what I find frustrating. 

 
The lack of media attention combined with negative representations of 
people with dementia results in those within the social environments of these 
children (consisting of relatives, friends, teachers, etc.) not necessarily having 
a realistic picture of the situation. It can therefore be harder for the children 
to access understanding and support. 

In other cases, children drew on cancer to point out not contrasts but 
similarities. Thamara stated that if her mother had breast cancer she would 
probably check her own breast every day, just as she tries to stay healthy in 
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order to avoid getting dementia in the future. Juliette pointed out that 
because her boyfriend had lost his father to cancer, he better understands her 
situation. 

 
 

Discussion 
In this article, the narratives of children who have a parent with early-onset 
dementia in the Netherlands have been analysed. It has been argued that 
because early-onset dementia is a relatively unknown condition, children 
struggle to relate to broader cultural narratives in order to tell their stories. 
As a result, they instead construct their stories by relating to culturally salient 
experiences of others. Their constructions are shaped by three comparative 
processes: relating to children with healthy parents, relating to having a 
parent with late-onset dementia and relating to having a parent with another 
disease. 

Various scholars have pointed out how illness experiences are shaped by 
not only individual circumstances but also by the broader socio-cultural, 
structural and historical contexts. To put it differently, “different illness 
experiences become available at different times” (Klawiter, 2004, p. 845). 
Klawiter (2004) describes how a woman who was diagnosed with breast 
cancer in two different decades experienced her illness. When the woman was 
first diagnosed in 1979, the broader context was characterized by the 
sovereign power of physicians, the isolation and disempowerment of patients 
and the invisibility of women with breast cancer in the public domain 
(resulting in the absence of a group identity). In the 1990s, when she was 
diagnosed for a second time, breast cancer had become a visible presence in 
the public domain, breast cancer survivors were seen as heroes rather than 
as victims, and patients had access to education workshops and support 
groups and were treated by a health care team consisting of a range of 
professionals. “Instead of feeling isolated and powerless, as she had in 1979, 
Clara felt like the captain of a well-functioning team dedicated to aiding and 
assisting her treatment and recovery” (Klawiter, 2004, p. 861). The broader 
socio-cultural context thus shaped both her experiences and the language and 
terminology that were available to her. 

Similarly, support groups can shape illness experiences by constructing 
a collective illness identity and giving patients a vocabulary with which to talk 
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about their illness. This subsequently serves as the basis for individual 
identity work. Koski (2014) has demonstrated in the case of eating disorder 
support groups that collective narratives have significant power; when eating 
disorders were constructed as a chronic condition rooted in the self and 
uncontrollable, the framing was shown to have unanticipated and potentially 
adverse consequences for participants who internalized it. Political discourse 
can also shape how groups of people are viewed and treated. Likewise, policy 
discourses are shaped by collective narratives and in turn play a role in 
shaping these narratives. In the case of dementia, analysing policy narratives 
can provide insight into how and whether people with dementia can practice 
citizenship and which services they can expect from welfare organizations 
(Nedlund & Nordh, 2015, p. 124). 

Given the impact of these collective factors on identity work, mapping 
the context in which these children live and distinguishing aspects that can 
shape their experiences and narratives becomes important. As mentioned 
above, it is considered normal in the Netherlands for children to be cared for 
by their parents and raised to live independent lives. When children express 
that they have lost their parent while the parent is still alive, they are 
describing not the biological but the social death of their parent (Glaser & 
Strauss, 1966, p. 108, in Sweeting & Gilhooly, 1997, p. 94). In other words, 
the parent is no longer able to fulfil their culturally prescribed role. The extent 
to which this role is fulfilled is defined within this cultural context, but can 
vary considerably across individual understanding. This point is important to 
the present discussion because it underlines that the impact of early-onset 
dementia in a parent is experienced differently depending on the parent–
child relationship. For example, if a child’s relationship to their parent is 
characterized predominantly by physical contact and proximity, the impact 
of the disease will be different than if the relationship is based mainly on 
verbal exchange. 

In the past decade, the Netherlands has seen a shift from a welfare state 
model––in which it was normal for older people to be moved into a home for 
the elderly––to a participation society, in which family members and 
neighbours are expected to care for the sick and elderly (da Roit & de Klerk, 
2014; Vollenberg et al., 2013). In spite of this shift, the ideal is still that 
children should have a carefree childhood and youth (Hall & Sikes, 2020) in 
which they should not carry too much responsibility and should not be 
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confronted with too much burden. Thus, overall, the children I interviewed 
felt that it was not normal that they were burdened and restricted by their 
parent’s illness. 

Cultural narratives surrounding dementia further complicate the 
children’s navigation of their parent’s illness. Across cultures, dementia is 
often seen either as a natural part of the ageing process or as the result of a 
brain disease (Hillman & Latimer, 2017, p. 1). Within the Western world, 
dementia is approached in two contrasting ways. On the one hand, cultural 
narratives on dementia often describe dementia as a terrifying disease and on 
the other hand people argue for a more humane approach to dementia. 

Dementia personifies what people fear most about growing old (Lock, 
2013). Peel (2014) analysed media representations of dementia and found 
that dementia was represented in either catastrophic terms or in terms of 
individualistic recommendations to keep the illness at bay, thereby implying 
personal responsibility for the condition. People with Alzheimer’s disease are 
often depicted as zombies in scholarly and popular literature (Behuniak, 
2011), such that one poll found that people fear dementia even more than 
death (Brooks, 2011, p. 42, in Peel, 2014, p. 890). Researchers have coined 
the term “dementia worry”, finding that “there is emerging evidence that DW 
is a relatively widespread and probably increasing phenomenon in Western 
societies and that DW is at the top of all disease worries” (Kessler et al., 2012, 
p. 277). 

In contrast to the gloomy view described above, there are also 
movements that focus on living well with dementia and which support the 
view that people with dementia are still the same person they were before the 
onset of the disease (Hall & Sikes, 2017). As is evident from these examples, 
the cultural meanings attached to dementia are very diverse (see Nedlund & 
Nordh, 2015). “Meanings of dementia are interpreted, embodied, or resisted 
by people in their social context, and these processes are shaped according to 
their social location (gender, social class, and ethnicity) and their individual 
biography” (Hillman & Latimer, 2017, p. 1). 

Instead of referring to catastrophic depictions of dementia, the children 
I interviewed referred to a view in which a decline in health and cognitive 
abilities is seen as a normal part of ageing (Higgs & Gilleard, 2015, p. 2) and 
where the death of older people is considered natural or appropriate 
(Sweeting & Gilhooly, 1997, p. 96). They hence increased the contrast they 
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were drawing between dementia in elderly people versus dementia in 
younger people. “When things happen out of order at unexpected times, they 
seem to have a greater impact than when events happen ‘on time’” (Hagestad, 
1990, in Barca et al., 2014, p. 1941). A central element of the narratives of 
these children is that the illness of their parent did not happen “on time”. 
However, the experience of the illness is not so much shaped by the age of the 
parent, but by the perception of age and by the relationship. Indeed, if a 
parent were to have children later in life and be diagnosed at the age of 64, 
their children might still perceive the illness as happening “too soon”. 
Tolhurst (2016, p. 13) states that differentiating young people with dementia 
from old people has advantages, in that it “distinguishes them from societally 
undervalued and stigmatised old people”. Based on the interviews with 
children, I do not get the impression that this is the reason why they 
emphasized the distinction. However, it is something to be cautious about 
when writing about early-onset dementia as highlighting the specific needs 
of young people with dementia and their family members can be a form of 
ageism, implicitly accepting that older people have reduced social roles. 

Hall and Sikes (2020) have argued that these children are in a liminal 
phase until their parent’s death because their parents are both present and 
absent. The authors show how the lives of these children are somehow put on 
hold and as such that the children fall between socially recognized categories. 
As their parent is still alive, they do not receive the support and social status 
they would receive if the parent were dead. Yet, they already mourn the 
parent they knew, or in other words, they mourn the “social death” of their 
parent. 

While the discourse that dementia patients are “still the same person” is 
relevant for person-centred care, in which attempts are made to maintain the 
personhood of individuals with dementia (Smebye & Kirkevold, 2013) and in 
which the needs of the patient are paramount (Tolhurst et al., 2014), the 
children did not reference this narrative. Sikes and Hall (2016) have 
demonstrated how going against this narrative can work as a safety 
mechanism for the children, because they can believe that their parent would 
never act in the ways that they are if they were not sick. In the interviews, 
children protected the identities of their parents by emphasizing that certain 
behaviour was caused by the illness or by stating that their parent could not 
do anything about it. They delineated a difference between the parent before 
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the onset of the illness and after. Tolhurst (2016) argues that framing 
dementia in positive terms generates a zero-sum situation, in which the 
dignity of the person with dementia is protected, but the difficulties of family 
members are being invalidated. As suggested above, I argue that how the 
children narrate their experiences depends on their needs and on their 
audience. In the interviews, the majority of children wanted to get across how 
much their parent’s illness had changed their lives and how difficult the 
situation was for them. Therefore, they comparatively referenced situations 
which they considered to be “less bad” so that the contrast would become 
clear. No child I interviewed made a comparison to age peers growing up with 
a single parent. This is likely because while such a situation might have 
similarities to their own, there would be a risk that the listener might not 
understand the pain of losing the person they knew. In their daily lives, the 
children are confronted with people’s stereotypical views on dementia and 
resulting lack of understanding, which, as I have argued elsewhere (Hoppe, 
2018b), can add to their struggles and make their situations more difficult. 

None of the children I interviewed participated in a support group, 
although some stated that they would have appreciated contact with age 
peers. The only groups that were available to them were targeted at family 
members of older people with dementia and the children felt that the issues 
being discussed were too greatly removed from the problems they 
encountered. They were not “exposed” to a collective narrative on early-onset 
dementia. As a consequence, they individually constructed their own 
narratives, drawing from examples in their familiar environment. Despite 
these individual constructions, in this article I have shown how the narratives 
still all centred around patterns of comparisons with children with healthy 
parents, children whose parents have late-onset dementia and children 
whose parents have another disease. Their experiences and narrations of 
their parent’s illness also depended on other factors such as gender (of the 
child, but also of the parent), age, ethnicity and education. The ways in which 
these factors shaped the narratives and whether differences of importance 
could be ascribed to these factors is outside the scope of the present study, 
but I believe that they can be understood to have coloured the narratives 
nonetheless. More research is necessary to analyse the narratives from this 
point of view. 
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In this article, three comparative processes that children used to 
communicate what it means to have a parent with early-onset dementia and 
to give meaning to their experiences have been discussed. Analysing these 
processes of identity work and what children considered important to 
communicate pointed to the specificities of having a parent with early-onset 
dementia and how these specificities impacted the children. Furthermore, 
this article has shown how the children’s narratives were imbedded in and 
shaped by the socio-cultural context and how children made use of this 
context to give meaning to their situations. Goodson (2017, p. 5) argues that 
“Narratives […] are best when fully ‘located’ in their time and place”. This 
article has provided insight into how narrative and context are related and 
intertwined. On a micro scale, one can say that their narratives also 
contributed to the context (cf. Hillman et al., 2018). Research on the 
experiences and narratives of children who have a parent with early-onset 
dementia in other parts of the world is needed to deepen our understanding 
of the extent and forms which this socio-cultural shaping of experiences and 
narratives can take. 
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CONCLUSION 
 
 

Early-onset dementia is an illness that affects the whole of a person's being. 
Instead of understanding the being of a person as a separate entity, in this 
thesis I suggest that the beings of families are interconnected and flow into 
each other. From this angle I have unravelled the statement of Yvonne that 
their “whole house has Alzheimer’s”. In contrast to most of the literature on 
dementia, I did not concentrate on dyadic relationships, but analysed four 
relational fields to show the far-reaching effects of early-onset dementia on 
the family. I have focused on relationships between people with early-onset 
dementia and their family members, described how relationships among 
family members change throughout the trajectory of early-onset dementia, 
illustrated how relationships to friends, neighbours and colleagues are 
affected by the disease and how families try to reach empathetic 
understanding, and I discussed the relations between the socio-cultural 
context and the meaning given to experiences. By describing various 
relational domains, I have provided insight into the interplay between 
symptoms and the social environment. I have revealed ambiguities and 
complexities that arise throughout the illness trajectory. In the conclusion I 
will come back to the main questions that have guided my analysis, namely:  

  
1. How do changes due to early-onset dementia impact relationships?  
2. How can changing relationships of family members of a person with 

early-onset dementia be conceptualized?  
3. What kind of support do people with early-onset dementia and their 

family members benefit from?  
  

In the following I will let the four main chapters of this thesis speak to these 
questions. I will end with a short discussion of the limitations of this study 
and suggest areas for future research.  
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The impact of early-onset dementia on relationships 
In this thesis I have highlighted several relational domains and analysed how 
relationships in this domain change. I chose not to discuss all relationships 
that change, but to focus on several relationships that were brought up by my 
research participants and that were underdiscussed in the literature on early-
onset dementia. While I do not show all the relationships that are affected by 
early-onset dementia, I have revealed how deeply and strongly relationships 
are impacted by the illness. Moreover, I have illustrated that the impact of 
early-onset dementia goes much further than meets the eye.  

As I have demonstrated in the first chapter, relationships are already 
affected by early-onset dementia months or often years before the illness is 
officially diagnosed. The diagnosis acts as an important milestone as it 
changes the meaning attributed to changed relationships. It is the basis from 
which people start to make sense of their experiences (Jutel & Nettleton, 
2011, p. 794). Before the diagnosis, people took changes in the relationship 
personally. Many partners stated that they considered a divorce, because they 
thought the other was just not interested in them anymore or no longer cared 
about the relationship. Prior to the diagnosis, the apathy of a partner was seen 
as a sign of a relationship that is no longer working, whereas after the 
diagnosis it was seen as a symptom of dementia. The diagnosis thus served to 
excuse the person’s behaviour (Jutel, 2011, p. xiii). Though for all 
respondents the diagnosis was an incisive event, how people went on from 
there differed. A common experience among all family members, however, is 
that they experienced changes in roles that often happened gradually and 
unperceived. For example, the healthy partner might have taken over the lead 
when it came to planning vacations or answering children’s questions about 
homework. It was often only in retrospect that partners recognized those 
transitions. Once the diagnosis was made, people were more aware of the 
changes. Through the illness trajectory spouses have to give meaning to 
shifting relationality (Seaman, 2020). Partners stated that their relationship 
was no longer equal. Whereas before decisions were made together, the 
“healthy” partner had to take over and make decisions for their family and 
the person with dementia. Early-onset dementia often also had financial 
effects that affected relationships. In some cases, the healthy partner worked 
less to care for the person with dementia, which had financial consequences 
for the family. Some missed having an equal partner on whom they could 
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count for support and started a new romantic relationship while still caring 
for the person with dementia (Hoppe, 2018a). All had to deal with losing the 
person they knew and finding new ways to relate to each other.  

In the second chapter I showed that caring for the person with early-
onset dementia happened gradually. The introduction of professional care is 
often clear-cut, but family members progressively took over care tasks, 
thereby shifting their own boundaries step by step. In the end they often 
performed tasks that they did not anticipate at the beginning of the illness 
trajectory. Yet what care family members took over differed. Some children I 
talked to helped their parent to the toilet and helped them shower, but in 
general it was rather partners taking over those more intimate tasks. Some 
people arranged professional care, but others did not want strangers in their 
house. Taking over care tasks not only changed relationships between family 
carers and the person with early-onset dementia, but it also transformed the 
relationships among the family members.  

In some cases, the illness of a parent brought siblings closer together. 
They talked and met more often to discuss what the illness of their parent 
meant to them or how to divide care tasks. In others it increased frictions, for 
example, when siblings did not agree with each other or when they perceived 
the situation differently and expected the other to behave in a different way. 
The illness of one parent also changed the relationship to the “healthy” 
parent. Adult children stated that they felt like they had lost both parents, 
because the other parent was so occupied with caring for the sick person. 
They experienced parentification not only because they helped their sick 
parent, but they also guided the healthy parent through important decisions.  

In the third chapter I demonstrated how the illness of a family member 
also changes relationships with friends, relatives, and colleagues. Due to care 
obligations, children and partners often had less time to spend with friends. 
As early-onset dementia is not a very known disease, it is very difficult for 
family members to describe the impact the illness has on their lives. 
Moreover, it is challenging to communicate the ambiguities involved. On the 
one hand families want to care for the person with dementia for as long as 
possible, but on the other hand they are exhausted. Alternatively, they still 
love their spouse but feel like it is no longer a romantic relationship and 
therefore are looking for a new partner (Hoppe, 2018a). I have shown how 
family members attempt to gain understanding via different means. Some get 
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creative and make videos that they can share or they ask a relative to watch 
the person with dementia for a few hours. They succeed and build stronger 
friendships. Others do not feel understood and withdraw from their friends. 
In those cases, people not only struggle with the care demands early-onset 
dementia places on them, but they also feel like having to do it on their own, 
which increases their suffering (Hoppe, 2018c). Thus, how early-onset 
dementia affects relationships to friends depends on many different factors. 
It depends on the quality of the relationships, how people deal with adversity, 
the core values of a relationship, the personalities of the people involved and 
on the specifics of the disease.  

In the fourth chapter I called attention to the role the context plays in 
how the changes in relationships are experienced. I show how children give 
meaning to their changed relationships by relating their situation to that of 
others. Thus, what is considered normal in the Netherlands greatly shapes 
how family members assess their situation. In general, it is assumed that 
children need space for their own development and having to care for a family 
member is not seen as age appropriate (Shifren, 2009, p. 9). In countries 
where childhood is perceived differently and children are, for example, 
expected to help at their parent’s business, the impact of an illness such as 
early-onset dementia will be experienced differently. This thesis shows that 
culture, in the form of narratives that are available, shapes how changing 
relationships are interpreted. When describing the impact of early-onset 
dementia on relationships it is important to realize that these relationships 
do not take place in a vacuum but are influenced by cultural norms, values, 
and practices.  

In all chapters I have shown how early-onset dementia influences 
relationships and how these changes are gradual, often hidden from the 
public eye and do not come with a roadmap of how to deal with them. 
Relationships are permanently evolving. Early-onset dementia shapes this 
evolution in complex ways (Smebye & Kirkevold, 2013). Moreover, this thesis 
demonstrates how the effect that early-onset dementia has on a relationship 
cannot be generalized, as it depends on many different factors. How changes 
are interpreted not only depends on the kind of relationship people have, 
such as a marital or a parental relationship, but also on the personalities of 
people and on what is important to them. Family members who value 
intellectual exchange will experience the changes of the illness differently 
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than family members who enjoy being together in nature. Early-onset 
dementia affects specific aspects of a person. The changes in relationships 
vary depending on which aspects are important in a relationship and whether 
those aspects are drastically affected by the disease or not.  

While it is possible to describe ways in which early-onset dementia 
affects relationships it is difficult to map all the ways that the illness shapes 
the relationships of family members. In this thesis I have selected four 
different relational domains to show that the impact of early-onset dementia 
goes further than just influencing the relationship between care giver and 
care receiver. In the next section I will reflect upon what this means for a 
theoretical discussion on how early-onset dementia shapes relationships.  

  
  

Conceptualizing changing relationships in early-onset dementia  
One central endeavour of this thesis has been to address the question of how 
one can capture the messy ethnographic reality around early-onset dementia 
with theoretical concepts. Translating messy ethnographic realities into 
written texts is a challenge. Theories help us to structure this mess and to find 
something meaningful to say about it. I am not going to argue that the reality 
of early-onset dementia is messier than any other phenomenon. But 
throughout this research I have found that families who are confronted with 
early-onset dementia describe aspects of their experiences that are not easily 
captured with straightforward concepts. In order to capture the complexities 
and ambiguities around early-onset dementia I have not used an overarching 
theoretical framework, but different concepts to describe empirical 
processes. The concepts I have used in this dissertation were intended to 
catch some of this messiness around changing relationships involving early-
onset dementia. They served me as lenses to dissect a phenomenon and to 
understand what is at stake. However, a lens that might help to understand a 
specific phenomenon might not be the best choice to study another 
phenomenon. 

This thesis has highlighted four relational domains. The first two 
relational domains I discussed centred around relationships within the 
family and the last two focused on relationships between family members and 
the outside world. In the first two chapters I analysed how early-onset 
dementia affects people who participate in each other’s existence. I studied 
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what happens within the family if one family member becomes sick and 
showed different ways in which relationships change through the illness 
trajectory. In the last two chapters I investigated how family members try to 
communicate their experiences to people outside their “mutuality of being” 
(Sahlins, 2013). In the third chapter I showed the challenges family members 
encounter when trying to gain understanding about their situation from 
friends, colleagues, or neighbours. I use the concept of empathy to analyse 
what happens if experiences are communicated to others who are not part of 
one's daily existence. In the fourth chapter I study a similar process and 
analyse how adult children relate to broader narratives in order to 
communicate their situation to people who are not part of their family. In the 
following I shall reflect on how the findings from the four chapters, and thus 
four relational domains, contribute to our understanding of how we can 
conceptualize relationships affected by early-onset dementia.  

 
In the first chapter I concentrated on how the meaning ascribed to the 

symptoms changes throughout the pre-diagnostic and diagnostic trajectory. 
The phase before the diagnosis is characterized by a lot of uncertainty. 
“Uncertainty implies recognition of change and awareness that states of 
affairs are not static; they can alter drastically, for better or for worse” 
(Boholm, 2003, p. 167). This uncertainty strongly affects relationships. 
Family members notice changes in behaviour and start raising questions. 
Some partners begin to question their marriage, wondering whether the 
relationship no longer works. At the same time, they speculate if there is a 
medical explanation for the changes they experience. A burnout or 
depression are hopeful explanations because they are not permanent. In 
some cases, family members do indeed receive those diagnoses but as time 
passes, those labels no longer fit, because the situation does not get better but 
worse. Often problems at work arise (Johannessen & Möller, 2013; van Vliet 
et al., 2011). Usually there comes a tipping point when the advantages of 
uncertainty no longer outweigh the disadvantages. How uncertainty shapes 
relationships depends on many factors, such as the quality and the history of 
the relationship and the meaning ascribed to the symptoms.  

The diagnosis is able to explain changed behaviour and provides 
meaning to it. However, this does not mean that the uncertainty disappears 
after the diagnosis––because new uncertainties arise: “In dementia, 



 
153 

disruptions of the smooth running of things accumulate and become chronic” 
(Pols, 2018). According to Niehaus (2013), for a long time anthropological 
theory was mainly concerned with finding regularities of social life. It has, 
however, become apparent that focusing on larger structures highlights 
certain phenomena and discounts others. Analysing specific events discloses 
dynamics that would have been overlooked when simply focusing on 
routines. These events are embedded in larger structures of social 
relationships (Niehaus, 2013). “An event is not simply a happening in the 
world; it is a relation between a certain happening and a given symbolic 
system” (Sahlins, 1985, p. 153). 

Living with a family member with dementia can be described as a series 
of events, in which the ordinary breaks down and everyday life becomes 
extraordinary (Pols, 2018). While symptoms can be given medical meaning, 
families have to figure out what they mean to their relationships. As the 
symptoms are in a constant state of flux this is an ongoing process. Thus, 
families have to live with chronic uncertainty. Conceptualizing these 
relationships means conceptualizing change and uncertainties. It means 
thinking about how the ordinary and the extraordinary relate. 

In the second chapter I shift my focus and zoom in on family dynamics. 
Using the concept of the dividual I analyse the relationality of family 
members caring for a person with early-onset dementia. One way of 
conceptualizing changing relationships is by applying the concept of the 
dividual. This concept raises questions about where one person stops and the 
other begins. Or in other words, how can we characterize the self between 
which relationships take place? The dividual is fractal, comprising separable 
interrelated dimensions, and embedded in larger structures (Smith, 2012, p. 
53). It is “an entity with a relationship integrally implied” (Wagner, 1991, p. 
163, in Smith, 2016, p. 679). Applying this to relationships of families dealing 
with early-onset dementia, it means that if one person changes––for 
example, he or she starts displaying symptoms––it automatically changes 
something in the person with whom he or she has a relationship. As the 
person with dementia constantly changes, parts of their family members also 
constantly change. Or as Sahlins (2013, p. 2) puts it, if one person suffers, the 
other suffers as well. Within the literature it is recognized that people with 
dementia need others to maintain their self (Hellström et al., 2005, p. 8). 
From the perspective of the dividual, selves are always maintained in 
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relationships. Thus, it is not a one-way street, as it is sometimes implied, but 
selves of family members are also maintained by the person with dementia.  

In that sense dementia can inspire us to rethink how to conceptualize 
the self and relationships. In the case of dementia, how people are 
interconnected comes into sharper focus (Hellström et al., 2005, p. 17) but 
using a dividual perspective can also provide valuable insights into other 
research areas. Taking as a starting point that persons are made of the flow 
of social interactions and relations (Schram, 2015, p. 320) can be a useful tool 
to analyse and understand people operating in systems. It can be especially 
useful in understanding how changes play out in systems.   

One concept that describes how relationships are shaped by a disease is 
stigma. Stigma is described as an “attribute that is deeply discrediting” the 
bearer (Goffman, 1963). There are different forms of stigma: self-stigma, 
public stigma, and courtesy stigma (Werner et al., 2012). The latter can be 
defined as a stigma that is experienced not because the person possesses a 
discrediting attribute, but because he or she is associated with such a person 
(Verhaeghe & Bracke, 2012). People living with dementia often encounter 
stigma (Swaffer, 2014), but research also indicates that families experience 
courtesy stigma, which prevents them from seeking help (Werner et al., 
2012). The concept of stigma can explain how a condition that is not 
contagious from a medical point of view can nonetheless be contagious when 
it comes to the negative characteristics associated with it. The concept of the 
dividual can describe this process as well. It can explain how an attribute 
possessed by the person with dementia also affects his or her family. In 
contrast to the concept of stigma, it is not limited to negative aspects, but can 
describe the whole spectrum of shared attributes.  

Furthermore, the concept of the dividual not only encompasses 
relationships between people, but also provides space for how cultural scripts 
shape relationships. In this thesis I demonstrate that the experience of early-
onset dementia is composed of the complex interplay between symptoms and 
the socio-cultural environment. Thinking within the framework of the 
concept of the dividual allows all these elements to be included. It can 
describe how cultural norms and values, such as both the central role of 
independence and cognitive abilities, and also personal preferences, colour 
how early-onset dementia is experienced and how relationships are 
evaluated. It also accounts for individual differences. A child who loves to talk 
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about and share experiences with a parent will experience the changing 
relationship caused by early-onset dementia differently than a child who 
loves to cuddle with the parent.  

The concept of social roles can explain changes in relationships to a 
certain degree. It can, for example, explain why a person with early-onset 
dementia is described as friendly and calm at the day care centre, and as 
aggressive and restless at home. This has to do with the fact that at home the 
person with dementia is, for example, no longer able to fulfil the role as 
parent and man of the house, which frustrates him. At the day care centre, he 
is a participant and does not have to fulfil a specific role. The concept of social 
roles can, however, not explain why someone is calm and pleasant at home, 
but anxious and distressed at the nursing home. Looking at the situation from 
a dividual perspective, it becomes clear that at home the person with early-
onset dementia feels supported by her loved ones and the familiar 
environment, whereas in the nursing home the person with dementia is in a 
foreign environment and is not surrounded by her loved ones and in contrast 
to people who do not have cognitive problems she probably cannot imagine 
that they are close.  

While the concept of the dividual can help us to conceptualize the 
changing relationships of family members, it also has limitations. 
Relationships of estranged families or between families and care 
professionals might require other concepts to help us understand those 
interactions.  

In the third chapter I analysed relationships between family members 
and their social network. It becomes clear how the specificities of symptoms, 
the quality of relationships, and the knowledge (or rather lack of knowledge) 
about early-onset dementia that is partially shaped by the socio-cultural 
context influence to what extent family members feel understood and 
supported by friends, relatives, colleagues, or neighbours. This chapter 
investigated what happens in the communication between families and 
others. In the previous chapter I looked at relationships at a more abstract 
level. This chapter is more concrete, looking at what happens when family 
members try to explain their situation to others. I use the concept of empathy 
to grasp what is happening in the relationships between people living with 
early-onset dementia and people not living with it.  
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One important aspect in the conceptualization of these relationships is 
to not assume that communication goes smoothly. Empathy has mainly been 
studied in a professional context, but I argue that it is also a relevant concept 
in studying private interactions. Many scholars argue that suffering is 
unspeakable and cannot be expressed in words (Charmaz, 2002; Das, 1997; 
Frank, 2001; Morris, 1997; Scarry, 1985). In the case of early-onset dementia, 
one can say that family members find it not only difficult to communicate 
their suffering but also their experiences. Part of the reason for this is that by 
caring well for the person with dementia they conceal how much care the 
person actually needs as the care happens behind the scenes (Moore & 
Gillespie, 2014). However, this is not the only reason. Another is that early-
onset dementia is not a well-known disease in contrast to dementia, which 
almost everybody knows. Thus, when families talk about the illness of their 
family member, others immediately have a mental picture of dementia in old 
age. As I have demonstrated, early-onset dementia is much more than just 
dementia in younger people. It has different symptoms; furthermore, people 
have different roles when they are younger and the support structures are 
different.  

Additionally, living with a family member who has early-onset dementia 
is characterized by many ambiguities, grey zones and dilemmas which cannot 
easily be shared. Family members are torn between wanting to express how 
much help the person with early-onset dementia needs and at the same time 
wanting to preserve the dignity of the sick family member. They may want to 
share their wish to have the person with dementia institutionalized, but at the 
same time they are plagued by feelings of guilt around that decision and are 
afraid that others might judge them. When conceptualizing changing 
relationships, ambiguities and grey zones need to be taken into 
consideration. There is not only one way to look at a relationship, but 
different perspectives lead to different insights. The closer one zooms in, the 
more uncertainties and ambiguities become visible.  

This discussion on empathy raises questions about interactions between 
research participants and the researcher. If families struggle with 
communicating their situation to friends, relatives and colleagues, to what 
extent can they communicate their experiences to a researcher? One 
advantage that the researcher holds is that he or she reads about the topic in 
advance, and personally I approached research participants from a position 
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of curiosity and not-knowing. Talking to many different stakeholders 
sensitizes one towards the issues at stake. However, it is important not to 
assume that the researcher can fully understand and represent what families 
are going through.  

In the third chapter I mainly looked at the interpersonal dynamics that 
shape how people feel understood. I argued that an anthropological 
perspective on empathy needs to take the socio-cultural context into 
consideration because it shapes what can easily be shared and what not 
(Hoppe, 2018b). In the fourth chapter I analysed how children of a parent 
with early-onset dementia give meaning to their experiences through relating 
to familiar narratives. This process relates to the previous chapter because it 
shows how family members––in this case children––look for ways to 
communicate their experience and to translate the messiness of their 
experience into stories that can be understood by others. I analyse in more 
detail how the context, in the form of available narratives, shapes the 
experiences of adult children of a parent with early-onset dementia.  

The broader narratives about dementia that are available are narratives 
in which dementia is either seen as a natural part of ageing or as a brain 
disease (Hillman & Latimer, 2017). Culturally shared narratives about early-
onset dementia are not available. None of the adult children I talked to 
referenced the movie Still Alice (2014), which shows how early-onset 
dementia impacts the life of the main character and her family. Therefore, the 
adult children have to create their own narratives by relating to more well-
known stories; they translate complex and unfamiliar experiences into more 
comprehensible and imaginable experiences (c.f. Castaño, 2020).  

When conceptualizing changing relationships, an important factor is 
which language or narrative is culturally available. My research shows that 
the medical narrative of dementia fails to encompass the lengthy period in 
which the person with dementia lives at home.  

  
Alzheimer’s disease rarely if ever follows any kind of conventional 
story arc. There is a beginning, to be sure, and an inevitable ending, 
but the middle – the long struggle during which care comes to the 
fore – is for most patients and families an ill-defined and often 
incomprehensible jumble. (Kleinman, 2019, p. 138) 

  



 
158 

It is important to pay attention to the language that is used to conceptualize 
relationships. This language should be able to communicate the ambiguities, 
complexities, and interdependencies around early-onset dementia.  

The chapter further illustrated how interactions between people are 
shaped by larger processes, such as cultural understandings of dementia and 
early-onset dementia. However, most literature on early-onset dementia does 
not look at the larger socio-cultural context in which dementia is experienced. 
Anthropological research is especially suited to demonstrate how macro- and 
microstructures shape each other. As I have shown in this thesis, the 
experience of early-onset dementia and how it changes relationships is not 
only related to the illness itself, but also to the context and relationships in 
which it takes place.   

To come back to the question of how to conceptualize changing 
relationships, I summarize my main points. First of all, change and 
uncertainties need to be included when conceptualizing relationships within 
families. Moreover, the relation between the ordinary and the extraordinary 
needs to be contemplated. Both shape relationships, but they require a 
different focus. Second, instead of approaching people as separate 
individuals, taking the analytical position that people flow into each other can 
help to explain how an illness such as early-onset dementia not only affects 
the person diagnosed, but also their social environment. Third, when 
conceptualizing relationships ambiguities and ambivalences need to be taken 
into consideration. Analysing the effect an illness has on a family means 
providing space for a multiplicity of voices and perspectives. Fourth, when 
conceptualizing relationships, the socio-cultural context needs to be taken 
into account. Relationships do not happen in a vacuum, but they are shaped 
by norms, values, practices, and narratives that are prevailing. Furthermore, 
when conceptualizing how relationships change, it becomes clear that 
different relational domains contain different dynamics and processes and 
therefore require concepts that are attuned to the challenges at stake in a 
specific relational domain. Conceptualizing relationships is not a simple 
endeavour. It involves considering the complex interplay between symptoms, 
the quality and history of relationships, the meaning ascribed to changes, and 
the socio-cultural context.  
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Practical implications 
In the previous section I have described my endeavour of capturing 
ambivalence and ambiguity around changing relationships with theoretical 
concepts. In this section I will reflect on the practical implications of my 
theoretical conclusions.15 I have shown how early-onset dementia affects 
relationships and how far-reaching the effects of the illness on relationships 
are. Furthermore, I have revealed how subtle the changes can be at first sight 
and how family members struggle with explaining to others what it means to 
be caring for a family member with early-onset dementia.  

As early-onset dementia is a condition that affects relationships, 
dementia care should not be about treating individuals, but should centre 
around relationships (Smebye & Kirkevold, 2013). Relationship-centred care 
offers an alternative to person-centred care. In simple words, relationship-
centred care can be defined as care in which relationships stand at the 
foreground (Beach & Inui, 2006, p. 3). Another way to put it is that all 
participants grow as a result of their relationships (Nolan et al., 2004, p. 47). 
According to Beach and Inui (2006, p. 3) it is based on four principles: the 
personhood of participants needs to be included; emotions and affect are 
important aspects of those relationships; relationships happen in the context 
of reciprocal influence; and the development of genuine relationships is seen 
as morally valuable. For the purpose of this section, I define relationship-
centred care as a form of care that is not focused on individual relationships 
but that takes the whole system into consideration and thereby appreciates 
individual differences without privileging certain voices.  

In this section I will elaborate how based on my research I conceive of 
relationship-centred dementia care that provides space for ambiguity and 
ambivalence. In the first chapter I showed that the phase before the diagnosis 
is characterized by uncertainty and that it can take a long time until the 
disease is correctly diagnosed (Hoppe, 2019). A diagnosis is seen as 
something that brings clarity and offers an explanation for changed 
behaviour (Jutel, 2011). Early diagnosis of dementia is seen as a worldwide 
goal (Lock, 2013). In the case of early-onset dementia, strange behaviour of 

 
15 While there are several studies whose focus is to improve the situation for people with early-
onset dementia and their family members, my research was more exploratory and mainly 
focused on people’s relationships. Hence, my recommendations come from that angle. For an 
overview of recommendations from the knowledge centre of early-onset dementia, see: 
https://zorgprogrammadementieopjongeleeftijd.nl.  
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the sick person can be explained and people receive an indication for care. 
Moreover, it enables them to plan their future and start medication at an early 
stage, which might improve its effectiveness. On the other side critics 
question the usefulness of an early diagnosis if there is no treatment (Boenink 
et al., 2016, p. 2).  

When families start noticing changes and want to figure out what is 
wrong, they get into contact with the medical domain. In relation to the 
medical domain my research came across several bottlenecks when it comes 
to relationship-centred care. My research shows that although a diagnosis 
might provide answers to some questions, it also raises many others. And 
these questions might not be easily answered. Kleinman (2019), whose wife 
got diagnosed with early-onset dementia, describes it as follows:   

  
In retrospect, what was most telling was that of the almost two hours 
we spent with him [the neurologist], 99 percent of the time was taken 
up with the diagnosis. Almost no time, after his diagnosis was clear, 
went into a discussion of what for us was now most at stake: What 
were we to do? (p. 136) 

  
Relationship-centred care in this context means that the medical professional 
is tuned into the needs of the family. In this case, Kleinman and his wife did 
not want to discuss scans and tests, but they wanted to know what the 
diagnosis meant to them and how they could move on from there.  

Another concern that family members raised was that the medical 
domain is directed at offering treatments and solutions. Doctors can offer 
medication to slow down the progression of the memory loss, but there is no 
real treatment available (Webster & Wyatt, 2016, p. vi). Being open about the 
limitations of the medical sciences and acknowledging the helplessness of the 
situation might be a more satisfying approach for families. This requires 
health professionals to be able to sit with uncomfortable emotions like 
powerlessness, grief, and despair. Although it might not be considered 
professional for professionals to show their emotions, this potentially can 
lead to empathy between the professional and the family (Halpern, 2001). 
Furthermore, it is important to realize and acknowledge that a good solution 
might not be found because every choice that is being made entails negative 
consequences. Having a diagnosis provides certainty, but also a gloomy 
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outlook on the future. Arranging day care for the person with early-onset 
dementia disburdens family members, but at the same time can be 
confronting. Moving the person with dementia into a nursing home similarly 
relieves families but also is tremendously painful.  

Davies et al. (2019) found that professionals were seen as knowledgeable 
and as a source for support, but some family carers felt that they lacked 
emotional rapport. Thus, families not only need practical, but also emotional 
support. Kleinman (2019) describes this accurately.  

  
In the often careless world of corporatized health care, so many 
medical professionals and their staff members seemed to see us as 
little more than a set of inconclusive test results and data points, 
rather than as vulnerable people in need of support and desperate for 
reassurance. (pp. 134–135)    

  
He further states that the burden of suffering would have become unbearable 
if not for the warmth and kindness of health care professionals. Emotional 
support might not only be given if health care practitioners listen 
empathetically and emphasize that the situation is challenging, but possibly 
also by admitting that they do not know what to do but want to do their best 
within such limits to support the family.   

Within relationship-focused care it is important to listen to the other 
person in order to find out what people’s needs are. Using a standard 
questionnaire to check on the family entails the risk that the family’s concerns 
are not captured. Oliveira et al. (2019) found that not all needs of family 
carers were captured in research. They suggest that carers’ feelings about 
their situation might be a better indication than just asking them about their 
service needs. Using open questions, asking about and observing the family’s 
feelings and mapping their concerns thus might be a better strategy than just 
checking off a standard questionnaire. Furthermore, medical professionals 
should be aware that this is a difficult time for families and not everybody 
might be able to spontaneously raise questions and needs. Family members 
might need time to reflect on what support they would benefit from the most. 
It is therefore important that their health care practitioners are easily 
approachable. Furthermore, relationship-centred care should have zero 
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tolerance for marginalization, discrimination, and substandard care 
(Nwadiugwu, 2021). 

Part of relationship-centred care also entails realizing the importance of 
being on the same wavelength as the medical professionals. It is considered 
that a professional should be able to work with anyone. While I agree with 
that, I think that the connection between the family and the health care 
practitioner is important, and both practitioner and the family should have 
the opportunity to decide whether they want to work together or whether they 
feel like a professional with a different personality or perspective would be a 
better match. As I have shown in the second chapter, the family decided not 
to make use of day care services for people with dementia because they 
wanted an activity for their family member in which he felt appreciated and 
worthy instead of something that would just keep him occupied. Sometimes 
it might not be possible to find the right match, but in that case there should 
be an openness to being able to discuss one’s different perspectives without 
that perspective being judged or dismissed. Moreover, health professionals 
should be aware that family members might find it difficult to accept help. 
They may see themselves as caregivers and not as persons who need support. 
Families that have had traumatic experiences in particular might find it 
difficult to trust a stranger with their problems (Vernooij-Dassen et al., 
2010). Whether people are on the same wavelength is not something that can 
be measured. One can find out whether people agree on certain statements–
–but being on the same wavelength is about more. It involves an affective and 
maybe also spiritual dimension, which should not be overlooked.   

Institutions in the Netherlands are clearly geared towards the 
individual. This wider trend of focusing on individuality is also reflected 
within health care institutions (Kleinman, 2019, p. 141; Nolan et al., 2004, p. 
46). Kleinman (2019, p. 136) noticed that in a family consultation the doctor 
kept treating them as isolated individuals instead of as a family unit. Another 
bottleneck which this thesis exposes is that the focus on individuality of the 
health care system does not do justice to the experiences and needs of families 
confronted with early-onset dementia. People with early-onset dementia 
need their families to sustain their personhood, but as I have shown in the 
second chapter this is not a one-way street, but families also need the person 
with dementia to maintain their identity.  
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Introducing relationship-centred care into nursing homes is an 
important recommendation of this thesis. In this way, family members 
remain connected to the person with dementia after their institutionalization.  

 
The simplistic notion that the stresses of caring for a person with 
dementia at home are removed following the admission into a care 
home needs to be reconsidered. The stresses may be different but 
they do not go away. (Woods et al., 2008, p. 19)  

 
In the case of early-onset dementia, families have often cared for the person 
with dementia at home for many years and have built a lot of expertise on 
how best to support the person with dementia (Woods et al., 2008, p. 96). As 
Seaman (2018) argues, the relational labour of family members caring for a 
person with dementia should not be overlooked but needs to be 
acknowledged.  

Being a caregiver has been a very important almost all-encompassing 
role that they cannot just simply give up if their loved one moved to an 
institution (Hoppe, 2020). Woods et al. (2008), who did research in nursing 
homes involving people with dementia in four countries, describe that one 
difficulty is that nursing homes are seen as a replacement for family care. 
They found that nursing homes collaborating with families, rather than 
replacing them, is the exception rather than the rule (Woods et al., 2008, p. 
43). Based on my research I argue that we need a paradigm shift wherein the 
nursing home is not seen as a replacement for family care, but as a place 
where families are supported in expressing their care for the family member. 
Or to put it in the words of Woods et al. (2008, p. 74): “Relatives can be a 
great resource and they should be considered as ‘part of the team’ – an expert 
on the individual person with dementia”. Integrating the family more could 
also help to improve the negative view families often have of nursing homes 
(The, 2012).  

Several interventions to improve the collaboration between families and 
nursing home staff have been developed. In the USA Pillemer et al. (1998) 
developed “Partners in Caregiving”, which consists of two parallel workshops 
for relatives and care workers and one joint meeting. After the intervention, 
improvements in communication were measured and both groups expressed 
that they better understood the perspective of the other. The intervention also 
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led to changes in nursing home policies. In Sweden, Lundh et al. (2003) 
describe “study circles” in which four family members and four staff members 
worked on “Partners in Care” training material. This intervention resulted in 
an improvement in communication, a greater sense of partnership and 
community, and more clarity about roles. Aveyard and Davies (2006) report 
an action group with care staff and family members, and their findings lead 
them to encourage care homes to engage with relatives to improve the 
experiences for everyone involved in long-term care. It shows that 
interventions that focus on relationships instead of individuals have the 
potential to improve the quality of care (Woods et al., 2008, p. 123).  

During the trajectory of this project together with my colleagues working 
on dementia I organized dialogue evenings in which we brought different 
stakeholders together (see Hoppe et al., 2019). In regular meetings we 
stimulated and co-created the dialogue between people with dementia, family 
members and care workers. Creating space for these different actors resulted 
in moments in which people related differently to each other and as a 
consequence better understood the position of the other. Instead of focusing 
on solutions, in these meetings we explored complexities and ambiguities 
around dementia care. Having the space to reflect together without having to 
come up with a solution might be a luxury in current times where it is all 
about efficiency and effectiveness; yet I would argue that facilitating 
encounters between people with early-onset dementia, family members and 
professionals in which participants meet each other on a level playing field 
improves their relationships.  

To accomplish a paradigm shift from individualized to relationship-
centred care more is necessary than just implementing interventions. It 
requires a new vision and critical appraisal of how care is organized. It is not 
only about the attitudes and skills of health care professionals, but also about 
how physical space is set up and about whether laws and regulations support 
relationship-centred care. This new vision demands not only time and the 
right people but also the financial means to enable a shift.   

As I have shown in this thesis, early-onset dementia affects almost all 
relationships of families. Talking to all family members makes the situation 
more complex for health care professionals as it is very probable that family 
members have different or even conflicting needs. A systemic perspective on 
dementia “would open up multiple perspectives, truths, and realities in how 



 
165 

we understand ‘dementia,’ and its ‘management’” (Benbow & Sharman, 2014, 
p. 2044). Families come in all sizes and shapes (Benbow & Sharman, 2014, p. 
2046) and each family member has a different personality with different 
strengths and challenges. It is important not to privilege certain voices and to 
exclude others. All family members should feel heard and seen.  

Dementia mainly happens within longstanding relationships (Vernooij-
Dassen et al,. 2010, p. 775). A systemic approach requires that underlying 
family conflicts or other issues that may interfere with the care relationship 
are addressed if this is important for family members (Vernooij-Dassen et al., 
2010). While the focus of care professionals is often to look ahead, looking 
back might be necessary to understand the dynamics at stake. Health care 
professionals need to be trained in working with family systems and not only 
with individuals. This requires special skills and training because difficult 
ethical issues can arise and professionals may be confronted by a range of 
problems (Vernooij-Dassen et al., 2010). Evaluating a systemic intervention 
is more difficult because some family members might report benefits and 
others might not (Benbow & Sharman, 2014, p. 2046).  

This thesis further shows that early-onset dementia not only affects 
relationships among family members but also relationships with friends, 
relatives, colleagues and neighbours. Relationship-centred care should 
therefore also include those relationships. The literature identifies the 
support of social networks as an important means of countering isolation and 
depression and improving well-being (Davies et al., 2019; Park et al., 2021). 
However, my research illustrates that several families do not feel supported 
by their surroundings (Hoppe, 2018b; Hoppe, 2018c). One reason is that the 
effects of early-onset dementia are often invisible to outsiders, especially in 
the initial stages of the condition. As Moore and Gillespie (2014) have argued, 
family caregivers often do not feel seen in their care work, because they 
conceal how much care the person with dementia needs in order to protect 
his or her dignity. Hence, their care work and the seriousness of the condition 
become invisible.  

Integrating the social network more entails first educating potential 
carers about what it means to care for someone with early-onset dementia. It 
can help if at the diagnosis stage families receive educational material about 
early-onset dementia that they can forward to their friends and colleagues so 
that they will feel more understood. This educational material should contain 
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information about the specific symptoms of early-onset dementia. The 
literature on dementia focuses a lot on the tragedy of the loss of memories, 
but many family members expressed that the anger and aggression directed 
at them was much more difficult to handle (c.f. Kleinman, 2019, p. 188). 
Relationship-centred care is focused on relationships, but it should not be 
overlooked how specific symptoms shape relationships. Although practical 
support can be a great help for families, this thesis points out how important 
recognition is. The family members that did not feel seen and heard by their 
surroundings in general struggled more with the situation because on top of 
the care demands they also had to deal with loneliness and isolation (Hoppe, 
2018c). 

Many family carers of people with dementia express that they feel like 
living in a world separate from the rest of society because their lives are taken 
over by dementia. Davies et al. (2019) found that family carers emphasized 
the contrast between the support of friends and relatives and other family 
carers who are in the same boat. Most families felt that with the latter they 
could more honestly discuss the care situation and that friends often did not 
understand their situation and therefore could not provide support. As a 
consequence, Davies et al. (2019) suggest that family carers might benefit 
more from interventions directed at increasing support from other carers 
than from professionals. Experience experts or peer counsellors are 
increasingly used in mental health care. Based on my research I consider that 
the field of dementia care could benefit from training family members to help 
others who go through the same process. Part of relationship-centred care 
involves giving people the choice to determine how they can best be 
supported. Considering the relatively few people and institutions specializing 
in early-onset dementia, creating service offers from which people can choose 
based on their needs and personal preferences can be one way to empower 
family members.  

To summarize the most important recommendations, families 
confronted with early-onset dementia benefit from support that recognizes 
that dementia is an “incomprehensible jumble” (Kleinman, 2019, p. 138); 
that looks at the whole family instead of just focusing on the main caregiver; 
that provides space for all perspectives and does not privilege certain voices; 
that takes individual differences and needs into account; and that realizes 
that support is much more than just practical advice. In order to be 
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implemented, the concept of relationship-centred care still needs to be 
fleshed out. This requires visionaries who are familiar with the problems of 
families confronted with early-onset dementia and who understand care 
structures. And this, of course, requires the financial means to make the shift 
from individualized care to relationship-centred care possible. Hopefully, 
this thesis has planted seeds in the minds of some people who want to 
dedicate themselves to improving the situation for families living with early-
onset dementia.  

  
  

Limitations of Study 
This study has several limitations. First of all, this study is based on a 
relatively small number of interviews. This means that I am not able to do an 
intersectional analysis and make statements about how gender, ethnicity, 
and socio-economic background shapes the outcomes of my research. I was, 
however, able to reveal patterns in the experiences of families being 
confronted with early-onset dementia and to show the far-reaching 
consequences of the illness. I wish I had been able to talk to more families 
instead of individual family members, but it was difficult to get access.  

Another limitation is that most of my participants came from more or 
less harmonious and well-to-do Dutch families. As I have demonstrated in 
this dissertation, the history and quality of relationships can greatly shape 
how the illness is experienced. I have shown that even more or less 
harmonious families struggle with the situation and find it at times 
unbearable. The situation for disrupted families is probably even more 
dramatic because families who have been through traumatic experiences, for 
example, find it more difficult to accept the illness and to accept help from 
others (Vernooij-Dassen et al., 2010). 

Furthermore, this study took place in the Netherlands. As Thomas and 
Milligan (2018) argue, living with an impairment is greatly shaped by the 
geopolitical context. The Netherlands is a high-income Western-European 
country with advanced medical care and support (van Wijngaarden et al., 
2019). The outcomes of this study are thus specific to the context. About one 
quarter of people living in the Netherlands have a non-Dutch background.16 

 
16 CBS: https://www.cbs.nl/nl-nl/cijfers/detail/37325#shortTableDescription 
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Another limitation of this study is that this ethnic diversity is not represented 
in this study. Having struggled with finding participants, I did not actively try 
to find families with a non-Dutch background.  

These limitations restrict the statements I can make. I cannot make 
statements about all families living with early-onset dementia in the 
Netherlands, let alone other countries (c.f. Small, 2009). What I have 
described are stories about people that can help us better understand the 
impact early-onset dementia has on their lives and relationships, that 
challenge our theoretical thinking about relationships and that can provide 
an impulse to improve the situation of families living with early-onset 
dementia.  

  
  

Future Research 
In the conclusion I have discussed the descriptive, theoretical, and practical 
findings of my research. All three areas contain interesting topics for further 
research. To fully map the experiences of families living with early-onset 
dementia, it is necessary that studies also include dysfunctional families––
that means families in which family members are in conflict or no longer talk 
to each other. At this moment I am not aware of any study that explicitly 
focuses on troubled families. As a researcher it can be more difficult to get 
access to such families, but it is worth the effort to find out what is at stake in 
these families and how they can best be supported.  

On a theoretical level it would be interesting to apply the concept of the 
dividual to more research topics. Traditionally it has been applied to study 
personhood in non-Western societies but used as an analytical tool it can help 
conceptualize relationships that cannot sufficiently be understood using an 
individualistic framework. Furthermore, using a dividual framework has 
consequences for the language we use. What kind of language needs to be 
developed to express the dividual aspects of people?  

An edited volume has been written about messy ethnographies (Plows, 
2018). It addresses messy research sites, messy research practices and ethics. 
While the messiness of ethnography has been studied from a methodological 
and ethical perspective it would be fruitful to reflect on theoretical concepts 
that can capture messiness, uncertainties, and ambiguities. How can we 
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translate the messy realities of people into theoretical concepts and models 
without losing sight of the complexity of their situation?  

The socio-cultural context shapes our responses to dementia (Chatterji, 
2006). But we know very little about how early-onset dementia is experienced 
in non-Western countries. Research on early-onset dementia in other 
cultures can help us to better understand how culture and other contextual 
factors shape the experiences of early-onset dementia. Being able to do an 
intersectional analysis can further provide valuable insights into how factors 
such as gender, age, ethnicity, and education impact the experience of early-
onset dementia. This research helps to better understand to which degree the 
experience of early-onset dementia is shaped by characteristics of the illness 
and to which degree they are shaped by the socio-cultural context in which 
they take place.  

On a practical level, more research is necessary to work out how 
relationship-centred dementia care can be implemented. How can people’s 
relationality receive space in health care institutions that are geared towards 
individuals? How can a systemic approach be implemented in health care 
institutions so that the whole family is involved from the start? What kind of 
guidelines and training is necessary for practitioners to implement 
relationship-centred care?  

Although early-onset dementia has received an increasing amount of 
scientific attention in the past years, there are still many research areas that 
need to be explored to better understand the processes at stake and to 
improve the situation for families who are confronted with this illness. With 
this thesis I have laid a strong foundation upon which other researchers can 
build.  

  
  

A final note 
With this thesis I have called attention to the situation of families living with 
early-onset dementia. I have shown the difficulties they have to navigate and 
the far-reaching consequences the illness has for their lives. By bringing 
together different voices I have revealed how differently family members can 
experience the illness. Because of those differences I have called for a 
systemic approach, which not only provides space for different voices, but 
also acknowledges that the system is more than the sum of its individuals.  
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I have further emphasized that in order to fully grasp how early-onset 
dementia shapes relationships one needs to be aware that many dimensions 
of the illness are not visible at first sight. Many issues that families encounter 
are not clear-cut and therefore solutions are not either. Understanding what 
it means when the whole house has Alzheimer’s requires taking the time to 
listen to the stories of families and holding space for ambiguities and 
complexities.  
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SUMMARY 
 
 

Early-onset dementia, which is diagnosed if the person with dementia is 
younger than 65, is an illness which puts a strain on the whole family. In this 
thesis, which forms part of the Partnership for Long-term Care and 
Dementia, I show the far-reaching consequences early-onset dementia has 
for the lives and relationships of families. I have selected four relational 
domains to illustrate those consequences. I have chosen the term “relational 
domain” to emphasize that relationships do not exist in a vacuum but are 
always embedded in larger relational domains that interact with each other. 
The first relational domain encompasses people with early-onset dementia 
and their family members. The second relational domain centres around the 
relationships between family members. The third focuses on the 
relationships between family members and their social network. In the 
fourth field I highlight the relation between the socio-cultural context and 
the experiences and narratives of adult children of a parent with early-onset 
dementia. The first two relational domains encompass relationships within 
the family. The last two domains comprise the relationships between the 
family and the outside world.  

Across those four relational domains, I ask three questions–the first 
being descriptive, the second theoretical and the third practical.  

  
1. How do changes due to early-onset dementia impact relationships?  
2. How can changing relationships of family members of a person with 

early-onset dementia be conceptualized?  
3. What kind of support do people with early-onset dementia and their 

family members benefit from?  
  

To answer my questions, I conducted ethnographic fieldwork in the 
Netherlands between 2014 and 2015. I used qualitative research methods, 
consisting mainly of in-depth interviews. Seven people with early-onset 
dementia and 39 family members were recruited via the Dutch Alzheimer’s 
Society and three care institutions specializing in early-onset dementia. 
Twenty-seven interviews were with individuals and 14 with two or more 
persons. Several research participants were interviewed more than once.  
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The impact of early-onset dementia on relationships 
In the first chapter I show that family relationships are already affected by 
early-onset dementia months or often years before the illness is officially 
diagnosed. Focusing on the period before the diagnosis I illustrate how 
people with early-onset dementia and their family members experience shifts 
when it comes to dealing with uncertainty. Upon the appearance of first 
symptoms, people with early-onset dementia and their family members 
maintain uncertainty in order to continue living the lives they know. 
Following this, various explanations, all with a temporal character, are sought 
to explain changed behaviour. Finally, when relationships are threatened or 
health is perceived to be at stake, people seriously start to seek medical 
advice. The diagnosis acts as an important milestone as it shifts the meaning 
attributed to changed relationships. Whereas before the diagnosis 
explanations for changed behaviour were sought in the personal and 
relational sphere, afterwards those changes were attributed to symptoms of 
the disease. How the impact of early-onset dementia is experienced differs 
not only depending on the type of relationship between people–whether it 
concerns a partner or a parent–but also the quality of the relationship.  

In the second chapter I concentrate on the relationships between family 
members and discuss how these relationships change through the 
introduction of care. I show how in some instances the illness of a parent 
brought family members closer together and in others it increased frictions. 
Most literature focuses on the relationship between the sick person and the 
main caregiver, but in this chapter, I argue for a systemic approach by 
demonstrating how relationships within the whole family system change. 
Using a systemic approach, I explain how caring for someone else can also be 
an act of caring for oneself, and how this can change throughout the illness 
trajectory.  

In the third chapter I demonstrate that early-onset dementia not only 
changes family relationships, but it also affects relationships with friends, 
relatives, and colleagues. While a lot of research points out how care 
obligations limit the time children and partners can spend with friends and 
others, I show that their relationships are challenged in another way as well. 
As early-onset dementia is not a very known disease, it is difficult for family 
members to describe the impact the illness has on their lives. When trying to 
explain their situation to others, they experience several dilemmas, such as 
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on the one hand wanting to express how much care the person with dementia 
needs, but on the other hand also wanting to protect the identity and dignity 
of the person with dementia. The amount of support and understanding 
people receive from their social network greatly shapes how they experience 
the illness.  

In the fourth chapter I call attention to the role the context plays in how 
the changes in relationships are experienced. I show how adult children give 
meaning to their changed relationships by relating their situation to that of 
peers of the same age, to children whose parent has late-onset dementia and 
to children having a parent with another disease. I demonstrate how the 
processes of contextualization are shaped by what the children perceive to be 
normal. When studying how an illness impacts a relationship, the context in 
which the relationship takes place and in which certain narratives are 
dominant needs to be taken into consideration.   

This thesis calls attention to the far-reaching consequences early-onset 
dementia has for the relationships of family members. It shows that the 
changes are often gradual, hidden from the public eye and go much further 
than one may think initially. Moreover, it becomes apparent that there are 
large differences with regards to how the changes in the relationship are 
interpreted and experienced.  

  
Conceptualizing changing relationships in early-onset dementia  
In order to capture the complexities and ambiguities around early-onset 
dementia I use different concepts to describe the changing relationships. 
These concepts serve me as lenses to dissect a phenomenon and to 
understand what is at stake. In the first chapter I use the concept of 
uncertainty as an angle and show how the meaning ascribed to the symptoms 
changes throughout pre-diagnostic and diagnostic trajectory. Uncertainty 
becomes chronic as the symptoms are in a constant state of flux. I further 
demonstrate that the relationship between symptoms and how they are 
experienced is not straightforward, but depends among other things on the 
length and quality of the relationship.  

In the second chapter I develop the fundamental argument of this thesis. 
Using the concept of the dividual I analyse the relationality of family 
members caring for a person with early-onset dementia. From this 
perspective people are not separated but embedded in relationships and 
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larger structures. This means that if one person changes–for example, he or 
she starts displaying symptoms–it automatically changes something in the 
whole system. From the perspective of the dividual, selves are always 
maintained in relationships. A lot of scientific literature points out how the 
identity of the person with dementia is sustained by others. In my thesis I 
show that the selves of family members are also maintained by the person 
with dementia. The concept of the dividual enables an understanding of 
ambiguous and ambivalent processes that are difficult to comprehend using 
an individualistic framework. It further allows a deeper comprehension of 
how the socio-cultural context is ingrained in the relationships of family 
members.  

In the third chapter I analyse how family members attempt to achieve 
empathetic understanding from significant others, and the barriers they 
encounter in the process. I use the concept of empathy to grasp what happens 
in the relationships between people living with early-onset dementia and 
people not living with it. I argue that an anthropological perspective taking 
the role of the socio-cultural context into consideration can help understand 
what can easily be shared and what not. Living with a family member who 
has early-onset dementia is characterized by many ambiguities, grey zones 
and dilemmas that cannot easily be shared. These ambivalences need to be 
included when conceptualizing changing relationships. I point out that there 
is not only one way to look at a relationship, but that different perspectives 
lead to different insights.  

In the fourth chapter I study how the larger socio-cultural context 
shapes how changing relationships are experienced and narrated. 
Specifically, I analyse how children of a parent with early-onset dementia give 
meaning to their experiences through relating to familiar narratives. In this 
chapter I establish that the primary experience of having an ill parent is not 
a direct result of the symptoms of the illness itself but rather depends on a 
number of aspects, such as how the illness is viewed by society.  

Conceptualizing changing relationships involves considering the 
complex interplay between symptoms, the quality and history of 
relationships, the meaning ascribed to changes, and the socio-cultural 
context. Moreover, it requires space for ambiguities and ambivalences and 
needs to take into consideration the multiplicity of voices involved. Using a 
dividual perspective can help gain insight into the complexities of changing 
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relationships. Furthermore, different relational domains display different 
dynamics and processes and therefore require concepts that are attuned to 
the challenges at stake in a specific relational domain.  

  
  

Practical implications 
Institutions in the Netherlands are clearly geared towards the individual. This 
wider trend of focusing on individuality is also reflected within health care 
institutions. One bottleneck that this thesis exposes is that the focus on 
individuality within the health care system does not do justice to the 
experiences and needs of families confronted with early-onset dementia. As 
early-onset dementia is a condition that affects relationships, dementia care 
should not be about treating individuals, but should centre around 
relationships. In this thesis I propose the application of relationship-centred 
care throughout the whole illness trajectory. I state that families living with 
early-onset dementia benefit from support that looks at the whole family 
instead of just focusing on the main caregiver; that provides space for all 
perspectives and does not privilege certain voices; that takes individual 
differences and needs into account; and that realizes that support is much 
more than just practical advice.  

  
With this thesis I call attention to the situation of families living with 

early-onset dementia. I show the difficulties they have to navigate and the 
far-reaching consequences the illness has for their lives and relationships. By 
bringing together different voices I reveal how differently family members 
can experience the illness. Because of those differences I call for a systemic 
approach, which not only provides space for different voices, but also 
acknowledges that the system is more than the sum of its individuals. I 
further emphasize that to fully grasp how early-onset dementia shapes 
relationships one needs to be aware that numerous dimensions of the illness 
are not visible at first sight. Many issues that families encounter are not clear-
cut and therefore solutions are not either. Furthermore, the role of the socio-
cultural context needs to be taken into consideration when analysing the 
experiences of families. Understanding what it means when the whole house 
has Alzheimer’s requires taking the time to listen to the stories of families and 
holding space for ambiguities and complexities.  
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SAMENVATTING 
 
 

Dementie op jonge leeftijd wordt gediagnosticeerd als de persoon met 
dementie jonger dan 65 jaar is. Het is een ziekte die het hele gezin treft. In 
dit proefschrift, wat deel uitmaakt van het Partnership Langdurige Zorg en 
Dementie, laat ik de verreikende en belastende gevolgen die deze ziekte op 
het leven en de relaties van families heeft zien. Dit doe ik door vier relationele 
domeinen uit te lichten. Deze term duidt aan dat relaties niet in een vacuüm 
bestaan, maar dat ze altijd zijn ingebed in bredere relationele domeinen die 
in uitwisseling met elkaar staan. Het eerste relationele domein omvat 
mensen met dementie op jonge leeftijd en hun gezinsleden. Het tweede 
domein focust op de onderliggende relaties van gezinsleden. Het derde 
domein concentreert zich op relaties tussen familieleden en hun sociale 
netwerk. Het vierde domein gaat over de relatie tussen de socio-culturele 
context en volwassenen kinderen van een ouder met dementie op jonge 
leeftijd. De eerste twee domeinen omvatten relaties binnen het gezin en de 
laatste twee gaan over relaties tussen het gezin en de buitenwereld.  

In dit proefschrift stel ik drie vragen–de eerste is descriptief, de tweede 
theoretisch en de derde praktisch.  

 
1. Wat is de invloed op relaties van veranderingen veroorzaakt door 

dementie op jonge leeftijd? 
2. Hoe kunnen veranderende relaties van familieleden van een persoon 

met dementie op jonge leeftijd geconceptualiseerd worden?  
3. Van welke ondersteuning profiteren mensen met dementie op jonge 

leeftijd en hun gezinsleden?  
 

Om mijn vraag te beantwoorden heb ik in 2014-2015 etnografisch veldwerk 
in Nederland verricht. Ik heb gebruik gemaakt van kwalitatieve 
onderzoeksmethoden die voornamelijk uit diepte-interviews bestonden. Ik 
heb zeven mensen met dementie op jonge leeftijd en 39 familieleden via 
Alzheimer Nederland en drie zorginstellingen die zich op dementie op jonge 
leeftijd gespecialiseerd hebben geworven. Zevenentwintig interviews heb ik 
met individuen gedaan en 14 met twee of meer personen. Meerdere 
participanten werden meer dan een keer geïnterviewd.  
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De impact van dementie op jonge leeftijd op relaties 
In het eerste hoofdstuk toon ik aan dat dementie op jonge leeftijd al maanden 
of jaren voordat de ziekte officieel gediagnosticeerd wordt van invloed is op 
relaties van gezinsleden. Ik laat zien hoe families voor de diagnose op 
verschillende manieren met de onzekerheid die door de symptomen ontstaat 
omgaan. In het begin wordt de onzekerheid in stand gehouden zodat families 
door kunnen gaan met het leven wat ze kennen. Na verloop van tijd wordt er 
in toenemende mate gezocht naar verklaringen voor veranderend gedrag. 
Deze verklaringen hebben veelal een tijdelijk karakter. Op het moment dat 
de gezondheid of de relaties van de persoon met dementie in twijfel wordt 
getrokken, zoeken gezinnen medische hulp. De diagnose fungeert als een 
mijlpaal omdat het de betekenis die de veranderende relaties toegeschreven 
wordt significant verandert. Voor de diagnose kon veranderd gedrag 
verklaard worden door, bijvoorbeeld, huwelijksproblemen. Na de diagnose 
dementie worden de veranderingen aan de symptomen van de ziekte 
toegeschreven. Hoe de impact van dementie op jonge leeftijd wordt ervaren 
hangt niet alleen af van de aard van de relatie–of het om een partner of ouder 
gaat–maar ook van de kwaliteit van de relatie.  

In het tweede hoofdstuk focus ik me op de onderliggende relaties tussen 
gezinsleden en bespreek ik hoe hun relaties veranderen door de introductie 
van zorg na het stellen van de diagnose. Ik laat zien hoe de ziekte van een 
familielid sommige gezinsleden dichter bij elkaar brengt en andere juist uit 
elkaar drijft. De bestaande literatuur concentreert zich veelal op de relatie 
tussen de zieke persoon en de mantelzorger, maar in dit hoofdstuk pleit ik 
voor een systemische benadering door te laten zien hoe het hele 
familiesysteem door de ziekte beïnvloed wordt. Verder leg ik uit hoe zorgen 
voor een gezinslid of partner met dementie kan worden ervaren als zorgen 
voor jezelf, en hoe dit in de loop van de tijd kan veranderen. 

In het derde hoofdstuk laat ik zien dat dementie op jonge leeftijd niet 
alleen gezinsrelaties verandert, maar ook van invloed is op relaties met 
vrienden, familie en collega’s. Onderzoek laat zien dat gezinsleden door de 
zorgtaken minder vrije tijd hebben en minder tijd met vrienden kunnen 
doorbrengen. Mijn onderzoek toont aan dat relaties met anderen ook op een 
andere manier worden uitgedaagd. Dementie op jonge leeftijd is geen 
bekende ziekte en het is daarom voor gezinsleden moeilijk om aan 
omstanders uit te leggen in welke mate de ziekte precies van invloed is op 
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hun leven en relaties. Zij worden hierbij met verschillende dilemma’s 
geconfronteerd, zoals aan de ene kant te willen laten zien hoeveel zorg de 
persoon met dementie nodig heeft, maar aan de andere kant ook de identiteit 
en waardigheid van de persoon met dementie te willen beschermen. Mijn 
data laat zien hoe de mate van steun en begrip die mensen ervaren beïnvloedt 
hoe de ziekte wordt beleefd.  

In het vierde hoofdstuk vraag ik aandacht voor de rol van de socio-
culturele context. Ik analyseer hoe volwassen kinderen betekenis geven aan 
hun veranderde relaties door hun situatie met die van leeftijdsgenoten, met 
die van volwassen kinderen wiens ouder dementie op late leeftijd heeft en 
met die van kinderen wiens ouder een andere ziekte heeft, te vergelijken. Ik 
laat zien hoe deze vergelijkingsprocessen beïnvloed worden door wat in 
Nederland normaal en niet normaal wordt geacht. Het is belangrijk om in de 
analyse van relaties rekening te houden met de context waarbinnen de 
relaties plaatsvinden en waarbinnen bepaald gedachtegoed dominant is.  

Dit proefschrift vraagt aandacht voor de verreikende gevolgen die 
dementie op jonge leeftijd voor gezinsrelaties heeft. Het laat zien dat 
veranderingen vaak geleidelijk plaatsvinden, op het eerste oog niet goed 
zichtbaar zijn en veel verder gaan dan men in eerste instantie denkt. Verder 
maakt dit proefschrift duidelijk dat er grote individuele verschillen zijn in 
hoe de veranderingen geïnterpreteerd en ervaren worden.   

 
 

Veranderende relaties conceptualiseren  
Ik gebruik verschillende concepten om veranderende relaties te beschrijven 
en om de complexiteiten en ambiguïteiten rond dementie op jonge leeftijd te 
laten zien. De concepten die ik gebruik helpen mij een fenomeen te 
onderzoeken en specifieke aspecten daarvan bloot te leggen. In het eerste 
hoofdstuk gebruik ik het concept van onzekerheid als invalshoek en laat zien 
hoe de betekenis die de symptomen wordt toegeschreven gedurende het pre-
diagnostische en diagnostische traject verandert. Onzekerheid wordt 
chronisch omdat de symptomen constant veranderen. In dit hoofdstuk toon 
ik aan dat de ervaring van de ziekte niet rechtstreeks bepaald wordt door de 
symptomen, maar dat andere aspecten zoals de duur en kwaliteit van een 
relatie ook een belangrijke rol spelen.  
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In het tweede hoofdstuk ontwikkel ik het hoofdargument van dit 
proefschrift. Met behulp van het concept van het dividu analyseer ik de 
onderlinge relaties van gezinsleden die voor een naaste met dementie op 
jonge leeftijd zorgen. Vanuit dit perspectief zijn mensen niet van elkaar 
gescheiden maar zijn ingebed in relaties en bredere structuren. Dit betekent 
dat wanneer een persoon verandert–bijvoorbeeld als hij of zij symptomen 
vertoont–het hele systeem verandert. Vanuit het perspectief van het dividu 
worden ‘zelven’ altijd in relaties onderhouden. Veel wetenschappelijke 
artikelen argumenteren dat de identiteit van de persoon met dementie door 
anderen in stand wordt gehouden. In dit proefschrift laat ik zien dat het zelf 
van gezinsleden ook door de persoon met dementie in stand wordt gehouden. 
Het concept van het dividu helpt verder om ambigue en ambivalente 
processen te begrijpen die moeilijk te vatten zijn met een individualistisch 
kader. Daarnaast geeft het inzicht in hoe de socio-culturele context in 
gezinsrelaties verweven zit.  

In het derde hoofdstuk analyseer ik hoe gezinsleden proberen om 
empathisch begrip van andere te krijgen en de obstakels die ze in dit proces 
tegenkomen. Ik gebruik het concept van empathie om te vatten wat in 
relaties gebeurt tussen mensen die met dementie op jonge leeftijd leven en 
mensen die dat niet doen. Ik argumenteer dat een antropologisch perspectief 
dat rekening houdt met de rol van de socio-culturele context ons kan helpen 
beter te begrijpen wat gedeeld kan worden en wat niet of moeilijk gedeeld 
kan worden. Het leven met een gezinslid die dementie op jonge leeftijd heeft 
is gekenmerkt door veel ambiguïteiten, grijze gebieden en dilemma’s die niet 
makkelijk gecommuniceerd en gedeeld kunnen worden. Er is niet alleen één 
manier om naar een relatie te kijken, maar verschillende perspectieven 
leiden tot verschillende inzichten.  

In het vierde hoofdstuk laat ik zien hoe de bredere socio-culturele 
context beïnvloedt hoe veranderende relaties worden waargenomen en hoe 
erover wordt gepraat. Specifiek kijk ik hoe volwassen kinderen van een ouder 
met dementie op jonge leeftijd betekenis geven aan hun ervaring door aan 
bekende narratieve te relateren. Aanknopend aan wat ik in het eerste 
hoofdstuk laat zien, argumenteer ik dat de primaire ervaring van de ziekte 
geen direct resultaat is van de symptomen maar afhangt van een aantal 
aspecten zoals hoe de ziekte door de maatschappij wordt gezien.  
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Het conceptualiseren van veranderende relaties houdt in dat rekening 
wordt gehouden met de complexe wisselwerking tussen symptomen, de 
kwaliteit en geschiedenis van een relatie, de betekenis die aan de 
veranderingen wordt toegeschreven en de rol van de socio-culturele context. 
Daarnaast is het belangrijk om te realiseren dat de realiteit niet zwart-wit is 
en dat verschillende perspectieven verschillende aspecten blootleggen. Het 
concept van het dividu is uitermate geschikt om grijze gebieden en 
ambiguïteiten te bestuderen.  

 
 

Praktische aanbevelingen 
Instellingen in Nederland zijn vooral gericht op individuen. Deze bredere 
trend komt ook in gezondheidsinstituties terug. Een knelpunt wat dit 
proefschrift blootlegt is dat de focus op het individu geen recht doet aan de 
ervaringen en behoeftes van gezinnen die met dementie op jonge leeftijd 
geconfronteerd worden. Gezien dementie op jonge leeftijd een aandoening is 
die relaties beïnvloedt, heeft de dementiezorg er baat bij om zich meer te 
richten op relaties in plaats van op individuen. In plaats van het toepassen 
van cliënt-gerichte zorg, pleit ik in dit proefschrift voor het toepassen van 
relatie-gerichte zorg. Ik argumenteer dat gezinnen die met dementie op 
jonge leeftijd geconfronteerd worden baat hebben bij zorg die op het hele 
gezin gericht is en niet alleen maar naar de mantelzorger kijkt, die ruimte 
biedt voor verschillende perspectieven en niet bepaalde stemmen 
bevoorrecht, die rekening houdt met individuele verschillen en behoeftes en 
verder gaat dan het geven van praktisch advies.  

 
Met dit proefschrift vraag ik aandacht voor de situatie van gezinnen die met 
dementie op jonge leeftijd leven. Ik laat zien tegen welke moeilijkheden zij 
aanlopen en ik laat de verreikende gevolgen van de ziekte zien. Door 
verschillende stemmen bij elkaar te brengen, laat ik zien hoe verschillend 
gezinsleden de ziekte kunnen beleven. Vanwege deze verschillen, pleit ik 
voor een systemische benadering, die niet alleen rekening houdt met 
verschillende perspectieven, maar ook erkent dat het systeem meer is dan de 
som van individuen. Verder benadruk ik dat het belangrijk is om te realiseren 
dat veel aspecten van de ziekte niet op het eerste gezicht zichtbaar zijn. De 
problematiek waar gezinsleden tegen aanlopen is niet eenvoudig of 



 
208 

eenduidig, en dat geldt ook voor eventuele oplossingen. Daarnaast is het 
belangrijk om rekening te houden met de rol van de socio-culturele context. 
Dit proefschrift laat het belang zien om te luisteren naar verhalen van 
gezinnen zodat er meer bewustwording kan ontstaan ten aanzien van de 
genoemde complexiteiten en ambiguïteiten. Dit kan ertoe bijdragen dat we 
beter begrijpen wat het betekent als het hele huis Alzheimer heeft. 





Early-onset dementia, which is diagnosed if the person with 
dementia is younger than 65, di� ers from late-onset dementia 
in crucial ways. Based on ethnographic fi eldwork, consisting 
of in-depth interviews with families dealing with early-onset 
dementia in the Netherlands, this thesis demonstrates the far-
reaching consequences early-onset dementia has for the lives 
and relationships of families. It shows that the illness not only 
infl uences relationships to the sick person, but also relationships 
among family members and relationships to relatives, friends, 
and colleagues. This thesis argues for a systemic approach to 
early-onset dementia. It emphasizes that taking the multiplicity 
of voices and perspectives of family members into consideration 
is necessary in order to grasp the complexities and ambiguities 
that families encounter. 
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