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This article reviews the Dutch societal debate on euthanasia/assisted suicide in dementia cases, specifically Alzheimer’s disease. It discusses the ethical and practical

dilemmas created by euthanasia requests in advance directives and the related inconsistencies in the Dutch legal regulations regarding euthanasia/assisted suicide. After

an initial focus on euthanasia in advanced dementia, the actual debate concentrates on making euthanasia/assisted suicide possible in the very early stages of dementia.

A review of the few known cases of assisted suicide of people with so-called early dementia raises the question why requests for euthanasia/assisted suicide from patients

in the early stage of (late onset) Alzheimer’s disease are virtually non-existent. In response to this question two explanations are offered. It is concluded that, in addition

to a moral discussion on the limits of anticipatory choices, there is an urgent need to develop research into the patient’s perspective with regard to medical treatment and

care-giving in dementia, including end-of-life care.
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All of a sudden I had to translate everything into English
first, before I could say it. Only the forms of sentences came
out, fragments, the contents had completely slipped away.
Furiously I glare into the room. I seem to lose words like
another person loses blood. And then suddenly I feel terribly
frightened again . . . I quickly lie down on the settee and close
my eyes. A kind of seasickness in my mind it seems. Under this
life stirs another life in which all times, names and places whirl
about topsy-turvy and in which I no longer exist as a person.

— J. Bernlef, Out of Mind (1988)

In these words quoted from Bernlef’s novel Out of Mind, his
protagonist articulates the experience of what is considered
to be the very essence of the dementia process: a gradual
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but inevitable loss of selfhood and personality (Bernlef 1988;
Davis 2004; Fontana and Smith 1989; Cohen and Eisdorfer
1986). Many of the elderly in our society fear this prospect
and are looking for means to be spared the progressive men-
tal decline caused by “Alzheimer’s”. In 2002, a law regard-
ing euthanasia and physician-assisted suicide (EAS) came
into effect in The Netherlands, but our society has already
been engaged in an intensive public debate on the possibil-
ity of physician-assisted death for patients with dementia
since the beginning of the 1990s. In this article we present
an overview of this so-called “dementia debate” and dis-
cuss the moral and practical dilemmas it engenders. In our
opinion the lessons to be learned from this debate are also
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relevant for the international forum. Following a brief ex-
position of the relevant concepts and rules with regard to
EAS, we will discuss the moral problems related to advance
euthanasia directives (AEDs) of people who later became
demented. Next, we will go into the recent shift in the pub-
lic debate away from a focus on the severely demented pa-
tient to a discussion on the possibility of physician-assisted
suicide in early dementia. We will review the known cases
of physician-assisted death of people with early or mild de-
mentia and conclude with some recommendations for clin-
ical practice and future research.

EUTHANASIA AND THE RULES OF DUE CARE

Critical to understanding the Dutch policy is that the law
on EAS does not legalize these acts but only codifies an
exception. The act of performing EAS remains a criminal
offense, except when performed by a physician who follows
the rules of due care and reports the case to a regional review
committee. These rules of due care are all based on existing
jurisprudence and hold that:

1) The physician has to be satisfied that the patient’s request
was voluntary and well considered;

2) The physician must equally be satisfied that the patient
experienced the situation as “unbearable” and one of
‘”hopeless suffering;”

3) The patient must be well informed about the situation
and prospects;

4) The physician and the patient must both be satisfied that
there was no reasonable alternative solution to the suf-
fering;

5) At least one other independent physician must have seen
the patient and must have given a written assessment of
the previous requirements; and

6) The life termination must be performed in a professional
and careful way.

It must be emphasized that the terms unbearable and
hopeless suffering are qualifications that do not primarily re-
fer to a medical assessment but to the patient’s own opinions
and value system: what these qualifications intend to indi-
cate is that the patient—after being well informed about the
prospects and possible alternatives to EAS—judges that, all
things considered, there is no viable way to alleviate the sit-
uation other than EAS. Thus, consistent with the first rule
of due care, it is the patient’s personal judgment that comes
first. Nevertheless, the physician has professional respon-
sibility here, because the unbearableness and hopelessness
of the patient’s suffering must be understandable and in-
tersubjectively testable, not only for the physician but for
the review committee as well. This demands intensive com-
munication, without which the physician can never be sat-
isfied that there really is no other reasonable solution for
the patient’s suffering. Hence the fourth requirement of due
care calls attention to the relevance of joint decision-making,
as does the explanatory statement preceding the euthana-
sia law, in which the Ministers of Health and Justice state:
“With a view to assessing whether the rules of due care can

be complied with we set great store by the dialogue between
doctor and patient” (Tweede Kamer der Staten-Generaal
2000/2001).

LIFE-TERMINATION IN CASE OF INCOMPETENT

PATIENTS: THE DEMENTIA DEBATE

Initially—in the 1970s—the societal debate on euthanasia
was mainly concerned with requests from competent pa-
tients suffering from terminal physical illness. Up until now
this is still the most frequent situation in which physicians
comply with requests for EAS.

During the 1980s, the debate gradually shifted towards a
discussion on the acceptability—under certain conditions—
of life termination of incompetent patients. A central topic
that was raised in this debate was the situation of dementia,
which is understandable in view of the graying population
and the age-related prevalence of this incurable affliction.
However, the fact that dementia became such a dominant
subject was influenced substantially by the emergence of a
new generation of older people, the so-called “third age,”
characterized by Laslett (1989) as “the leisure generation.”
These vital seniors challenge the stereotyping of old age as a
state of resignation. They want to remain in control of their
life and future, and specifically reject the perspective of a
disease that causes their identity to unravel and brings with
it a loss of competence and independence. For that reason a
growing number of seniors complete an AED focused on the
possibility of future senile dementia. From 1994, they have
received relevant support from one of their contemporaries,
the newly appointed Dutch Minister of Health, Mrs. Borst.
Speaking as a private person, she regularly intervened in the
dementia debate, stating that she would welcome euthana-
sia in the event of a progressive loss of memory coupled with
an inability to recognize her children. She declared herself a
strong supporter of legalizing euthanasia in dementia cases
on the basis of a written AED. The law on euthanasia in-
deed includes such a possibility, for Section 2.2 stipulates
that a physician can comply with an AED, provided that
“the requirements of due care are met in a corresponding
way.” This section, the only part of the law that is not based
on prior jurisprudence, has proven utterly problematic until
now and the breakthrough that many senior authors of AED
had hoped for is still forthcoming. In reviewing the various
reasons for this discrepancy between a still growing public
support for physician-assisted death in dementia and the
prevailing medical practice, we must distinguish between
the situation of severe/advanced dementia and that of early
stage dementia. This distinction parallels the two successive
phases in the dementia debate.

EUTHANASIA IN ADVANCED DEMENTIA:

THE ISSUE OF THE ADVANCE EUTHANASIA DIRECTIVE

Under Dutch law (written) advance directives are consid-
ered to be the optimal instrument for patients to retain
control in healthcare situations and medical treatments af-
ter they have become incompetent, because such a direc-
tive comes closest to regular informed consent. In case of

April, Volume 7, Number 4, 2007 ajob 49



The American Journal of Bioethics

incompetence, a former statement or living will represent-
ing the patient’s competent beliefs should govern the out-
come of current treatment issues. The Dutch legislator thus
embraces Ronald Dworkin’s principle of so-called “prece-
dent autonomy.” (Dworkin 1986). However, a distinction is
made between two types of advance directives: 1) a nega-
tive advance directive (or negative treatment directive) that
stipulates which kind of treatments are not to be applied in
specified circumstances; and 2) a positive advance directive
which describes what treatments or actions the author of
the advance directive would wish for under certain condi-
tions, with the AED being the most frequently encountered
subtype.

Negative advance directives are binding according to
the Dutch Medical Treatment Act, but a physician can never
be obliged to follow a positive advance directive such as an
AED. Yet binding or not, positive or negative, both types of
advance directives are supposed to represent the “true” or
“real” opinions of the formerly competent patient, so both
should in one way or another inform the care process. It
is exactly this presupposition that creates serious ethical
dilemmas in the caregiving for persons with dementia. A
lot has already been written on this subject, chiefly in re-
lation to advance nontreatment directives (Degrazia 1999;
Jaworska 1999; Moody 2003; Spike 2000; Vollmann 2001;
Widdershoven and Berghmans 2001). Although there is par-
tial overlap with the problems raised by negative advance
directives, our discussion here is confined to the additional
moral problems created by the AED. These relate to: 1) the
issue—specific to dementia—of the gradually diminishing
competence of persons with dementia while they remain
alert and involved in their situation; and 2) the assessment
of the suffering of people with advanced dementia in terms
of unbearableness and hopelessness.

Current Versus Precedent Preferences

There is ample evidence that people with dementia remain
active agents up into the advanced stages of their disease.
Just as the rest of us do, they struggle to make sense of their
world, but for them this struggle is harder because of the
progressive reduction in their cognitive capacity (Cheston
and Bender 1999; Kitwood 1997). However, notwithstand-
ing the fact that they progressively lack decisional authority
over themselves, they are still able to value their situation
and to express preferences (Jaworska 1999). Research also
documents that caregivers can promote self-esteem and en-
hance the quality of life of people with dementia by offering
them optimal possibilities to exercise their remaining au-
tonomy (Dröes et al. 2006; Smith et al. 2005). Thus, in trying
to preserve and foster patient autonomy, caregivers have
valid ethical reasons to lower the criteria for decisional ca-
pacity and to take account of the current preferences and
values of people with dementia (Hertogh 2005a). Recently
the concept of geriatric assent was introduced to address
this moral obligation (Coverdale et al. 2006; Molinari et al.
2004; Molinari et al. 2006) Developed after the example of
pediatric assent, geriatric assent directs physicians and con-

cerned family members to involve the geriatric patient with
irreversibly impaired decision-making capacity to the extent
that the patient is able. However, in practice this will mean
that patients will regularly contradict their own advance
directive or—as is a very common clinical experience—
adapt to a situation they formerly condemned in their AED
(Hertogh 2005b; Spike 2000). Hence the dilemma faced by
physicians and proxies: how to balance the actual prefer-
ences of the person with dementia against the patient’s ear-
lier opinions laid down in a now forgotten advance direc-
tive? The standard advance directives edited by the Dutch
Euthanasia Society (Amsterdam, the Netherlands) are very
definite with regard to this dilemma because in this docu-
ment the subscriber explicitly declares—in conformity with
Dworkin’s (1986) point of view—that regardless of what
the patient wishes or states after having become demented,
only the patient’s earlier opinions as expressed in the ad-
vance directive are to be respected. Consequently, the for-
merly competent author of the advance directive in a sense
orders caregivers and proxies to ignore the voice of the cur-
rent person with dementia unless these utterances are in
conformity with the earlier living will that can no longer be
discussed. Yet this kind of “self-paternalism” (Dresser and
Astrow 1998) instead of easing the moral dilemma, only in-
tensifies the conflict. In addition, since no advance directive
can ever determine directly how and when it should be ex-
ecuted, others, rather than the author, are made responsible
for deciding whether the patient’s present situation is such
that the euthanasia called for in the AED should actually be
performed. But how can physicians execute an AED when a
patient, although incompetent, assents to or complies with
the care offered? Even when no (current) opinion whatso-
ever is offered by a patient with advanced dementia, such
a scenario is quite unthinkable and goes against the fun-
damental moral responsibilities of physicians. Not surpris-
ingly recent research into the practice of end-of-life care in
the Netherlands clearly shows the unfeasibility of AEDs by
demonstrating that in practice both proxies and physicians
shy away from its execution. Instead they tend to base their
decisions on the current situation of the patient, relying on
a best interest standard rather than on precedent autonomy
(The 2002; Vezzoni 2005). Moreover, most proxies indicate
explicitly that they do not want the AED to be executed,
not even when the patient’s present situation clearly corre-
sponds with the situation intended in the AED (van der Wal
et al. 2003; Rurup et al. 2005).

These findings reveal the urgency of a moral question
much neglected in the present debate on euthanasia: how
far do we allow each other to go in what we ask from our
fellow man in view of our right to self-determination or,
more specifically, in view of our supposed right to a self-
controlled death?

Unbearable Suffering from Dementia?

The second problem shows the inconsistency of the
Euthanasia Act as a result of the addition of Article 2.2. This
article states that although the AED can replace the patient’s
request (the first rule of due care) the physician still has to
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comply with the other requirements. It is hard to see, how-
ever, how the physician can assess whether the patient’s
suffering is unbearable and hopeless and whether alterna-
tive solutions are available and acceptable. As we pointed
out before, the essence here is communication and dialogue,
which, in the case of a patient with advanced dementia, are
no longer possible (Hertogh 1999; van Delden 2004).

In addition, many physicians and experts in the field of
dementia care point to the declining insight (anosognosia)
into cognitive and functional deficits that typically accom-
panies the disease process. As a consequence, the realiza-
tion of having dementia is progressively lacking from the
patient’s subjective experience and hence it is impossible
for someone in an advanced stage of dementia to appreciate
the situation as “unbearable and hopeless.” For this rea-
son several expert committees, from the Royal Dutch Med-
ical Association ([KNMG] 1997), the Dutch Association of
Nursing Home Physicians ([NVVA] 1997) and—recently—
the Health Council of the Netherlands (2002) all arrived
at the conclusion that the condition of advanced dementia
does not meet the criteria for lawful euthanasia. According
to these committees physician-assisted death in dementia
cases can only be morally acceptable in very rare instances
when the patient suffers unacceptably from complications
or additional illnesses and all palliative measures have
failed.

However, this position seems to be in conflict with some
findings of recent research by Rurup et al. (2005). Of the 577
nursing home physicians they interviewed about their de-
mented patients, 25% indicated that, in their personal opin-
ion, their most recent patient with an AED who had died
suffered ”unbearably” and 50% believed that the suffer-
ing was “hopeless” as well. The most frequently mentioned
symptoms causing this suffering were breathing difficul-
ties, cramps or contractures, agitation or confusion, pain
and anxiety. Based on these findings the authors suggest that
many nursing home physicians would not agree with the of-
ficial policy statements cited previously. For several reasons
we consider this suggestion to be inaccurate and mislead-
ing. First of all, an argument against this position would be
that in this study the criteria of “unbearable and hopeless
suffering” were not correctly used or understood in confor-
mity with Article 2.1 of the Euthanasia Act. As we indicated
earlier, these criteria primarily refer to the patient’s personal
judgment concerning the situation, not to an assessment by
a third party (physicians and/or proxies). In other words,
it is not up to the physician to deem the patient’s suffering
unbearable or hopeless. Of course, this does not mean that
patients with advanced dementia cannot or will not suf-
fer. On the contrary—and this is our second objection—in
view of the symptoms reported in this study, we cannot help
but conclude that, instead of supporting a liberalization of
the euthanasia practice, they suggest an urgent need to im-
prove the quality of palliative care for people with demen-
tia. Several recent studies demonstrate the necessity thereof
by drawing attention to a significant underdiagnosis and
undertreatment of pain and other distressing symptoms in
nursing home residents with dementia (Achterberg et al.

2007; Mitchell et al. 2004; Frampton 2003; van der Steen et al.
2002).

Yet an improvement of palliative care for people with
dementia is not what authors of AEDs envisage. Their desire
is not an alleviation of suffering, but to be spared a life with
dementia. This brings us to the second stage in the dementia
debate.

ASSISTED SUICIDE IN EARLY STAGE DEMENTIA

In recent years, mainly due to the dilemmas discussed pre-
viously, emphasis in the dementia debate tends to shift to-
wards the possibility of EAS in the initial phase of the de-
mentia process. In some situations, such as AIDS and Hunt-
ington’s disease, the courts have already accepted that the
prospect of impending humiliation could qualify as unbear-
able and hopeless suffering. The assumption here is that pa-
tients in a very early stage of dementia can still have enough
awareness to suffer unbearably from the prospect of increas-
ing mental decline. Put differently: the earlier a diagnosis
can be established, the greater the chance to have one’s (still
competent) request for AES complied with without having
to resort to an AED. To strengthen their point of view, protag-
onists of this option, such as the Dutch Euthanasia Society,
refer to some rare instances of assisted suicide in patients
with early stage dementia. Unfortunately these cases are
only poorly documented due to the fact that reported cases
of EAS are not accessible for research. For that reason we
have to rely on publications from physicians who performed
EAS, on annual reports from the review committees, and on
reports from the public prosecutor. To assess their relevance
for the dementia debate, we nonetheless made an attempt
to survey and analyze the existing cases of (reported) EAS
in patients with early dementia.

To date there are four known cases of physician-assisted
suicide in patients with early dementia who—according to
their physician—were fully competent at the time of the re-
quest and were judged to suffer unbearably. Two of these
received help in putting an end to their lives from the same
physician and were admitted to the same mental hospital.
The first patient was a man age 63 years when he was diag-
nosed with dementia due to multiple cerebral infarctions.
He suffered from emotional outbursts and uncontrollable
spells of aggression. After several suicide attempts, he asked
his general physician at the mental hospital for assistance,
which was four years after the diagnosis. In contrast to the
other three cases, this first one is described in some detail in
an article published in the Dutch Medical Journal, and also re-
ceived coverage in the British Medical Journal (Sheldon 1999;
van der Meer et al. 1999).

The second patient, a 69-year-old woman, allegedly had
a combination of vascular dementia and Alzheimer’s dis-
ease (van der Meer 2005). One year before she made her
request she was hospitalized because of language dysfunc-
tion. A computed tomography scan of the brain showed a
“small infarction.” The attending neurologist saw no signs
of dementia, but advised a second opinion in a special-
ized university clinic. To our knowledge, this follow-up
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examination never took place. The clinical picture that
evolved in the next year was characterized by visual hallu-
cinations and progressively defective speech performance
followed by memory impairment without disorientation or
loss of insight. Both cases were presented to the public pros-
ecutor and were subsequently dismissed.

The third case received extensive media coverage in
2004. According to the physician, the patient in this case
(a 64-year-old man) suffered unbearably from the prospect
of losing control. He was very conscious of what was
happening to him because he had witnessed both his
parents dying from Alzheimer’s disease. The case was
brought to trial because doubts had arisen regarding the
compliance with the legal requirements: the physician
neither had the diagnosis checked nor did he discuss
possible alternatives to assisted suicide with the patient.
The expert witnesses consulted by the court confirmed
these doubts. In their opinion, the patient’s symptoms,
far from being typical for Alzheimer’s disease, were more
suggestive of a disorder called primary progressive aphasia.
They judged that both physician and patient erroneously
assumed that Alzheimer’s disease caused the symptoms
due to the illness of the patient’s parents. Nevertheless, this
case was also dismissed and was presented by the media as
“the first case of physician-assisted death in a patient with
Alzheimer’s disease.”

The final and most recent case emerged in the 2004
annual report of the review committees (Regionale Toets-
ingscommissies Euthanasie 2005; Sheldon 2005). This
65-year-old patient had had Alzheimer’s disease for three
years, but the report does not clarify how this diagnosis was
established and what the symptoms were. It only states that
the patient attended the day clinic of a nursing home. He
had repeatedly asked for help to commit suicide and the
physician judged him to be suffering unbearably and hope-
lessly because he was very conscious that he could no longer
function independently and faced the prospect of increas-
ing dementia. However, a second opinion from a physician
specially trained through the National Euthanasia Consulta-
tion Network did not recognize the suffering. This physician
thought that the patient could not express his request in a
consistent manner and doubted that the patient was com-
petent. Further consultations with a psychologist, a nursing
home physician and geriatric psychiatrist concluded, how-
ever, that the patient was competent and suffered unbear-
ably because he was conscious that the disease was taking
away his control of his life. According to the review com-
mittee, all criteria of due care were met in this case.

The most striking aspect in these four cases is the age
of the patients: all were relatively young. Some presented
with atypical symptoms, whereas the illness was character-
ized by an uncommon course in all cases. It is highly prob-
able that the third patient did not suffer from dementia at
all. The procurator-general later declared, “If this had been
Alzheimer’s I would have judged the suffering to be unbear-
able.” But the disease was not Alzheimer’s, so this case does
not inform us about the situation and the suffering of some-

one who does have Alzheimer’s disease. The second case
also raises diagnostic doubts. With a disturbance of speech
being the initial symptom and the absence of disorientation
throughout the clinical course, here too the possibility of
primary progressive aphasia must be considered, whereas
visual hallucinations can also be suggestive of Lewy body
disease. In view of these symptoms and the patient’s age,
further diagnostic investigations (e.g., magnetic resonance
imaging) were indicated, as the neurologist indeed advised.
Regarding the fourth case the available information is too
limited for a more precise diagnosis than “unspecified prob-
able presenile dementia.”

Although it is hardly justified to draw any conclusion
from these scanty data, it is nevertheless evident that none
of these cases concerned an elderly patient with typical
symptoms of late onset Alzheimer disease. Yet, the latter
is not only the most frequent, but also the paradigmatic
form of the dementia of old age, the one most feared by
the elderly and the main reason for them to draw up
a living will. Furthermore, in common parlance as well
as in the public debate on dementia, the words dementia
and Alzheimer’s disease are used interchangeably. For these
reasons and in view of the exceptionality of the four existing
cases, the question becomes all the more probing why there
are no (reported) requests from this by and large biggest
group of people with dementia? This question gives rise to
the following considerations.

1. Specify the Diagnosis

Good clinical practice is based on diagnostic scrutiny, which
also applies in relation to EAS. Any serious request for
EAS from an allegedly demented patient should prompt
physicians to check and recheck the solidity of their di-
agnosis, to determine the specific disease process underly-
ing the clinical syndrome and to exclude reversible causes
of dementia and other neurodegenerative disorders. The
same holds—mutatis mutandis—for the public dementia de-
bate. The societal “Alzheimerization” of this debate causes
much confusion and creates a wrong picture. In view of
the complexity of the issue and the importance of dealing
with it judiciously it would be advisable, in our opinion,
to avoid the umbrella term dementia and instead specify
the disease process in question. This approach might help
to prevent the lumping together of all causes and types
of dementia, with all subsequent inaccuracies and misun-
derstandings. The medical community partly has itself to
blame for these misunderstandings due to the long-lasting
tradition of mere syndromal diagnosis in dementia. Only
recently new diagnostic guidelines were adopted that de-
mand nosological sub-typing of the dementia syndrome
(CBO Kwaliteitsinstituut voor de gezondheidszorg 2005).
Hopefully these guidelines will contribute to a more careful
usage of terms such as dementia and Alzheimer’s in the debate.

2. Limited Possibilities for Early Diagnosis

The opportunity to make a request for physician-assisted
death is a totally novel motive for seeking an early diagnosis.
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Apart from the ethical questions this motive raises, it also
remains to be seen how realistic this option really is, specifi-
cally in the case of Alzheimer’s disease. Not only do people
with (early) symptoms of the disease seldom take the ini-
tiative to seek diagnostic disclosure by themselves, there
are also inherent technical and conceptual limitations here.
First of all, to date real preclinical or presymptomatic diag-
nosis is only feasible in some rare heritable cognitive disor-
ders such as Huntington’s disease. Due to its heterogeneity,
there is still a long way to go before this ideal will be re-
alized with regard to Alzheimer’s disease. Next, there are
still no methods to predict with sufficient accuracy which
patients with subjective memory complaints or mild cogni-
tive impairment will become demented in the near future.
Conversely, there are indications that awareness may be
equally impaired in ”amnestic” mild cognitive impairment
and Alzheimer’s disease, a finding that significantly reduces
the potential “benefit” of early diagnosis in view of the fea-
sibility of a self-determined death (Vogel et al. 2004; Vogel
et al. 2005). Finally, mandatory to the clinical diagnosis of de-
mentia is a combination of memory disturbance and defects
in at least one other cognitive domain. Furthermore, these
combined disturbances must be severe enough to inter-
fere with normal social or professional functioning. Several
studies have demonstrated that concomitant leukoaraiosis
and other vascular lesions are very frequent in patients
with late onset Alzheimer’s disease. These often subcor-
tically located vascular changes may explain the less fo-
cal and more generalized symptomatology (compared to
early onset Alzheimer’s disease), characterized by mem-
ory disturbances in combination with impaired executive
function. (Blennow et al. 1994; CBO Kwaliteitsinstituut voor
de gezondheidszorg 2005) The latter, resulting in defective
planning, initiation, and regulation, offers one possible ex-
planation for the absence of EAS requests from elderly peo-
ple with Alzheimer’s disease. In this connection it should
also be noted that disturbances in executive functions are
held equally responsible for the relatively low incidence of
(attempted) suicide among demented elderly, whereas one
would expect an increased incidence if it were true that de-
mentia in its early stages involves severe suffering due to
a painful awareness of impending mental decline (De Leo
1996; Schneider et al. 2001).

However, these explanations are both based on retro-
spective and indirect research. In fact, there is only one way
to really find out how people with early stage Alzheimer’s
disease experience their situation and to what extent they
do or do not suffer: one should simply ask them.

3. Taking the Patient Perspective Seriously

A remarkable feature of the ongoing public dementia de-
bate is that its participants are mainly vital seniors who are
fearful of developing dementia, while the voice of people
with dementia themselves is totally absent in this arena.
Consequently, those who take part in the debate are in a cer-
tain sense accountable for the prospect they actually fear,

namely to be ignored as a person whose views and opin-
ions are worth being heard and respected. Whereas one of
the pivotal questions in the whole debate should be that we
must learn from patients themselves what it is like to have
dementia, how they actually perceive and value their lives,
and what expectations they have for the future in terms
of care and medical treatment. An unprejudiced answer to
these and related questions can only be found if researchers
and clinicians are prepared to put prevailing concepts of
“capacity” and “(un)awareness of deficits” in brackets to
get access to the inner experience and emotions of people
with dementia.

Fortunately, thanks to the discovery of the “psychology
of dementia” in the 1980s, we are gradually discerning a
movement of the person with dementia from the margins
to the mainstream of research, policy and practice provi-
sion. In the Netherlands and Belgium, Ilse Warners and Rien
Verdult were the co-founders of the concept of “experience-
oriented care,” and, in the United Kingdom, Tom Kitwood’s
work on “person-centered care” became inextricably linked
with what has been characterized as “an alternative way of
knowing dementia, a shift away from pathology to people.”
(Nolan et al. 2002). This change marked a relevant emancipa-
tory process resulting in an increased openness with regard
to dementia and in the development of research into the
lived experience of dementia. Understanding the process of
living through, and with, a chronic illness such as dementia
is not only necessary to improve the quality of care provided
to people with dementia, but also to test the presuppositions
of the dementia debate with regard to their presumed suffer-
ing. What can already be learned in this respect from recent
studies is that awareness in early dementia is a very complex
phenomenon, not so much a simple symptom of neurologi-
cal deterioration, but an expression of adaptive psychologi-
cal responses, that are highly influenced by the social context
(Clare 2002, 2003, 2004; Pearce et al. 2002; Seiffer et al. 2005)
From this psychosocial point of view, people with demen-
tia are seen to be caught in an awful dilemma: they have to
either block out what is happening to them at the expense
of losing touch with reality or they must acknowledge the
changes that are occurring, which brings with it the aware-
ness of ”unbecoming” a self so eloquently—perhaps even
too eloquently—described by Bernlef (Bernlef 1988; Cheston
and Bender 1999; MacQuorrie 2005). For many people this
awareness is too painful to tolerate and they find no other
“solution” to this dilemma than to stay away from the full
experience of the impact of the disease. To that end they em-
ploy a variety of self-protective strategies, often mistakenly
interpreted as signs of incompetence or anosognosia, such
as rationalization, dissociation of affect, attribution, or even
denial. It should be emphasized, however, that these strate-
gies are part of a normal coping process. After all, people
often selectively focus on information that confirms their
self-image and is congruent with their expectations, partic-
ularly when they are confronted with new situations that
possibly undermine their identity. Thus, the effort to hold
on to a sense of self is often the first step in the process of
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coping with the onset of disease (Charmaz 1983; Sacks 1986).
The importance of these insights for the dementia debate is
that they yield an alternative psychological explanation for
the non-occurrence of requests for assisted suicide from peo-
ple in the early stage of Alzheimer’s disease: in view of the
coping phase they are in they simply are not ready yet for
an evaluation of their situation that might lead to such a re-
quest. Due to the progressive nature of the illness, however,
the moment for such an evaluation to become opportune is
never reached. But is this part of the tragedy of Alzheimer’s
disease—as the proponents of EAS see it—or is it perhaps a
wisdom of nature, be it a wisdom in disguise?

SUMMARY AND CONCLUSION

In spite of the still increasing public support, AEDs of pa-
tients with advanced dementia create insuperable moral and
practical dilemmas. They confront physicians and family
members with the problem of a “death wish in writing”
while its author has long since forgotten completing such a
document, so there is neither a possibility to communicate
with the patient about formerly held ideas (and fears!) con-
cerning a life with dementia, nor is there a way to explain
to the patient what the execution of the AED will mean.
Moreover, as the patient’s current preferences and quality
of life often appear to differ from the imagined suffering
of the competent patient who completes the AED, physi-
cians cannot but experience a profound reluctance to per-
form euthanasia. This reluctance is substantiated by recent
research into the practice of end-of-life care in the Nether-
lands. Thus we have to conclude that—for both clinical and
ethical reasons—the condition of advanced dementia can
never be a reason to perform euthanasia based on an AED.
Further, what can be gathered from this part of the Dutch
dementia debate for the agenda of healthcare ethics is the
urgency of a careful discussion on the limits of precedent
autonomy and anticipatory choices.

As yet, the recent shift in the public debate towards a
focus on assisted suicide in early dementia does not seem
to open a “window of opportunity” for those who hope to
make physician-assisted death possible for people with de-
mentia. This expectation appears to be based on some excep-
tional cases that are far from representative of (late onset)
Alzheimer’s disease, the most common form of dementia
and the one most feared by the elderly in our society. The
lack of requests for EAS from patients in the early stages of
Alzheimer’s disease is quite intriguing in this respect. Im-
paired insight, whether as a specific symptom or as a feature
of early executive dysfunction offers one possible explana-
tion, but recent research into the inner experience of people
with dementia suggests that the absence of such requests
could also be explained as related to the specific adaptive
challenges the dementia sufferer has to answer. Further ex-
ploration of the lived experience of dementia is urgently in-
dicated in order to counterbalance the natural, but nonethe-
less one-sided ideas of elderly people who are scared of
dementia. After all, fear is always a bad counselor. Relevant
in this respect is to explicitly include the patient perspec-

tive in developing research with regard to treatment and
caregiving, including end-of-life care. People with demen-
tia insist on this themselves, people such as Cary Henderson
(1998), one of the very few Alzheimer patients who wrote
down their experiences. He not only insists on a more re-
spectful treatment of people with dementia, but also calls
on his fellow-sufferers to come forward with their experi-
ences. “I would love to see some people with Alzheimer’s
not trying to stay in the shadows all the time, but to say,
damn it we’re people too. And we want to be talked to
and respected as if we were honest to God real people”
(Henderson 1998).

As Henderson (1998) suggests, people with dementia
are often more deeply affected by the negative treatment
they oppose, by the effects of social exclusion and by the
dominant social representation of dementia as a devastat-
ing and humiliating state of life worse than death. Kitwood
(1997) created the ominous term malignant social psychology
to qualify these kinds of attitudes and interactions and esti-
mated its effect to be more damaging to the self-esteem and
personhood of people with dementia than the underlying
neurological impairment. Indeed, people with dementia are
very vulnerable and a lack of obligingness and support in
their contact with others easily results in painful and humili-
ating confrontations. Euthanasia offers no solution here, but
surely a more focused attention to the patient perspective in
research and treatment will.

POSTSCRIPT

Recently, the 2005 annual report of the Review Committees
for Euthanasia and Assisted Suicide—published after this
paper was submitted—reported on a fifth case of EAS in
early dementia (Regionale toetsingscommissies euthanasie.
2006). The patient concerned was a woman who was diag-
nosed with Lewy body disease, characterized by Parkinson-
ism, progressive dependence for activities of daily living,
incontinence, and nocturnal delusions. She was taking ri-
vastigmine which had a positive overall effect on her cogni-
tion and she was very aware of her symptoms and outlook.
Due to lack of detail, it cannot be readily deduced from the
report whether the symptoms of this patient actually met
the diagnostic criteria for dementia. However, marked fluc-
tuation in cognitive impairment is characteristic of diffuse
Lewy body dementia. To our opinion, this latest case offers
additional support to the argument developed in our article
with regard to the exceptionality of EAS in dementia.
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