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A few years ago when I was visiting my family in East Asia, I asked S, a lovely 
lady in her late 70s, whether she had any preferences for her future care in case 
she becomes unable to make her own decisions. At that time, she has already 
witnessed more relatives deteriorate with dementia. “Oh, but I wouldn’t want 
to make my own decisions anyway. My son will decide for me, whether my 
brains still work well or not.” I was surprised, because she did decide on her 
own to undergo surgery for a tumor the year before. “Well, I would rather they 
didn’t tell me about the illness. It was really stressful to make the decision and 
to think about the possibility of dying. If something like that happens again, 
just operate on me and lie to me that I would only need a minor intervention 
under narcosis. People are different,” she said, “My husband wanted to know 
every detail of his medical care. I don’t.”

The complexity of control: people are different, cultures are 
different

Erich Fromm described a paradox in his book ‘escape from freedom’: while 
personal choice provides us with freedom and potentials for self‒realization, 
it also brings anxiety and burdensome responsibility which people tend to 
escape from (1). On the other hand, according to another psychologist Ernest 
Becker, stiving for control can also be a means to deny death and escape from 
existential anxiety (2). People differ in how much control they would like to 
have over their lives. In the case of lady S, she was more comfortable handing 
over control to her family, while her husband attempted to retain it himself.

On a broader level, people with different cultural and historical back­
grounds may have different tendencies when it comes to control. In the western 
world, control is seen as essential for a good death (3, 4). This emphasis on 
autonomy and personal control can be traced back to the start of modernity in 
the seventeenth century (5). However, in societies where values of modernity 
were introduced later and are less firmly rooted, control may not be the 
primary concern. In collective cultures, filial piety, for example, is an important 
value (6). This entails taking care of the parents, including taking over the 
responsibility and control of their medical decisions (7). Religious emphasis 
on sanctity of life, as well as historical events such as the Nazi regime also leave 
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marks on how certain countries perceive as appropriate amount of control that 
a person or their physicians can take (8).

Control in end-of-life care for people with dementia

Additional challenges and controversies around control exist in end‒of‒life care 
for people with dementia. Dementia is a neurocognitive syndrome currently 
affecting 55 million people worldwide, with more than half living in low‒and 
middle‒income countries (9). It is estimated that the number of people that live 
and die with dementia doubles each five years (10). At the end of life, control 
of the individual includes making preparations for death, influencing the time 
and place of dying, and managing distressing symptoms (4). These may all 
be very challenging for people with dementia because of the impairments in 
cognitive functions, decision‒making, and communication (11), and changes 
in wishes as the disease progresses (12).

Interventions that may increase control

Several interventions may increase control at the end of life for people with 
dementia, including advance care planning (ACP), the use of technology to 
monitor distressing symptoms at the end of life, and euthanasia. ACP entails 
discussing “goals and preferences for future medical treatment and care” 
(13). There are diverse approaches to ACP. An approach focusing on making 
concrete treatment orders may help people gain more control over the medical 
treatments and distressing symptoms at the end of life, while an approach 
focusing on exploring values and generating global care goals leaves some room 
for family and healthcare professionals to decide on specific treatments. Both 
approaches allow people with dementia to prepare for future care and death 
and express their wishes when they are still able to consider and communicate 
what they want. Monitoring technology may help people gain control over 
distressing symptoms by detecting signs of discomfort, since people with 
dementia at the end of life are often no longer able to express themselves (14, 
15). Euthanasia provides people with the possibility of controlling the timing 
and place of death, and end unbearable suffering brought by dementia or 
other comorbid conditions (16). In some countries, decisional capacity before 
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administration is required, which excludes people in later stages of dementia 
from euthanasia (17). In others, an advance euthanasia directive may provide 
people with an opportunity to exercise control over their future death (18).

These interventions may be received with diverse attitudes and controversies 
given the complexity of control in end‒of‒life care for people with dementia. 
Many current studies focus on the perspective of physicians, who are usually 
the ones carrying out the interventions. Regarding ACP, research suggest that 
physicians face moral challenges that influence their willingness to conduct 
these conversations with people with dementia (19). An examination of 
their ethical considerations throughout the ACP process, from initiation to 
enacting the plans, is needed to tailor suitable approaches of ACP for people 
with dementia. Studies on euthanasia demonstrated that physicians are less 
acceptive of euthanasia for people with dementia than the general public 
(20) and research on this topic has mainly been limited to countries where 
euthanasia is legal (20, 21). As more countries are debating and legalizing 
euthanasia (17), acceptability of physicians from countries with a variety of 
legalization is worth investigating. In terms of technology, although rapid 
development is taking place in devices that monitor possible distress (22, 23), 
a first step still needs to be set in mapping the available technologies that may 
be useful for the end of life. The acceptability of promising technologies can 
then be tested among the stakeholders.

Aims and outline of this dissertation

The aim of this dissertation is to provide insight into the acceptability of 
interventions that may increase control at the end of life for people with 
dementia. The research questions are:

1.	 Are advance care planning, the use of monitoring technology, and euthanasia 
acceptable in end‒of‒life care for people with dementia?

2.	 Are there cross‒cultural differences in acceptability of these interventions?

Chapter 2 comprises the protocol of the CONT‒END study: attempts 
to Control the End of Life in People with Dementia. This mixed‒method 
vignette study investigates the acceptability of two approaches of ACP, the 
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use of monitoring technology at the end of life, and euthanasia among people 
with dementia, family caregivers, and physicians in six countries.

Chapters 3 and 4 report the results of the CONT‒END study. Using 
interview data, Chapter 3 examines the perspectives of Dutch and US 
physicians on two approaches of ACP for people with dementia. The following 
question was answered: What are ethical considerations of physicians from 
two high‒income countries (the US and the Netherlands) on ACP for people 
with dementia? Chapter 4 presents the quantitative results regarding the 
acceptability of euthanasia for people with dementia among physicians 
from six countries. The following questions were addressed: 1) Is euthanasia 
acceptable for people with dementia from the perspective of physicians in 
these six countries? 2) Are there differences in acceptability of euthanasia 
for people with dementia from the perspective of physicians between the 
countries? 3) Which personal characteristics of physicians are associated with 
the acceptability of euthanasia for people with dementia?

Chapter 5 and 6 investigate the role of monitoring technology in end‒of‒life 
care for people with dementia. With a scoping review, Chapter 5 addresses the 
following questions: 1) What noninvasive monitoring technologies are available 
or under development that identify discomfort and distressing symptoms 
which can occur at the end of life? 2)What is known about the clinimetric 
properties (e.g., validity, reliability, sensitivity, specificity, responsiveness) of 
these technologies? 3) What is known about the acceptability and feasibility 
of these technologies for persons with limited communication? Chapter 
6 presents a first step in exploring the acceptability of a well‒developed 
technology, Bispectral Index monitoring (BIS), in end‒of‒life care for dementia, 
using focus groups with people with dementia and family caregivers living 
in the Netherlands. The following questions were investigated: Is BIS at the 
end of life of people with dementia acceptable from the perspective of people 
with dementia and their family caregivers? In which situations it is considered 
acceptable and why?

The dissertation is concluded with a general discussion in Chapter 7, with 
summarized findings, methodological considerations, and recommendations 
for the practice and future research.
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