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Abstract

Background: Discussing end-of-life care with people with dementia and their family soon after diagnosis is a crucial aspect of
professional care. Research in the hospital setting is scarce.

Aim: To investigate how often end-of-life issues and euthanasia are discussed during hospital consultations with people with dementia;
identify who initiates these conversations; explore physicians’ perceptions of their own role in these conversations compared to
actual practice and physicians’ views on the family’s involvement.

Design: Convergent mixed-method study.

Setting/participant: 11 Dutch hospitals involving 31 physicians.

Results: End-of-life topics were discussed in 36% of consultations (in regional hospitals, 53%; in academic settings, 27%), and
predominantly during diagnostic consultations (54%). Euthanasia was discussed in 21%, often initiated by the patient (60%) or the
family (31%). Family members were present in 96% of consultations. We identified 3 themes. (1) Struggle to initiate end-of-life
conversations. Physicians acknowledged the importance of timely end-of-life discussions, but struggled to initiate those discussions.
Introducing euthanasia is considered undesirable. (2) Appreciation and concern about family input. Physicians’ experiences of family
involvement were positive in both end-of-life and euthanasia conversations, yet the latter also raised concerns. (3) Moral concerns
regarding euthanasia for dementia. Physicians emphasized the importance of raising patient awareness about other end-of-life options.
Conclusions and relevance: End-of-life conversations with patients with dementia are not standard practice in the hospital setting.
The availability of euthanasia can narrow patients’ perspective on other end-of-life options. This hinders physicians from initiating
end-of-life conversations and possibly end-of-life decision making and care.
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What we already know about this topic?

e End-of-life conversations with patients are widely recognized as important in dementia care, particularly during the
early stages of dementia.

e Healthcare professionals, patients, and their families view initiating end-of-life conversations as mostly the responsibil-
ity of healthcare professionals.

e People with dementia often rely on their family to express end-of-life and euthanasia wishes, which can pressure physi-
cians and lead to moral dilemmas.

6Radboudumc Alzheimer Center, Nijmegen, The Netherlands

1Protestant Theological University, Utrecht, The Netherlands TCicelv Saunders Institute. King’s Coll London. UK
icely Saunders Institute, King’s College London,

2Department of Public Health and Primary Care, Leiden University

Medical Center, The Netherlands

3Hanze, University of Applied Sciences, Groningen, The Netherlands
4Department of Geriatrics, Amphia Hospital, Breda, The Netherlands
SDepartment of Primary and Community Care, Radboud university
medical center, Nijmegen, The Netherlands

Corresponding author:

Trijntje M. Scheeres-Feitsma, Protestant Theological University,
Jansdam 14, Utrecht, HB 3512, The Netherlands.

Emails: t.m.scheeres-feitsma@lumc.nl; Tmscheeresfeitsmal@pthu.nl


https://uk.sagepub.com/en-gb/journals-permissions
http://journals.sagepub.com/home/pmj
mailto:t.m.scheeres-feitsma@lumc.nl
mailto:Tmscheeresfeitsma1@pthu.nl
http://crossmark.crossref.org/dialog/?doi=10.1177%2F02692163261416275&domain=pdf&date_stamp=2026-02-14

Palliative Medicine 00(0)

What this study adds

e End-of-life issues were discussed in 36% of hospital consultations for patients with dementia in this study in the
Netherlands, and euthanasia was discussed in 21% of consultations usually at the initiative of the patient or a family

member.

e Physicians generally have positive experiences with families in end-of-life and euthanasia discussions with minimal

reports of familial pressure.

e Physicians struggle to initiate end-of-life conversations due to concerns that (the availability of) euthanasia narrows the
patient’s perspective, which can hinder end-of-life care and decision making.

Implications for practice, theory or policy

e Policy must clarify whether hospital doctors or general practitioners hold responsibility for initiating end-of-life conver-

sations in dementia care

e Healthcare should remove barriers by providing time, training and structured formats to embed these conversations

into routine dementia care.

e Furtherresearch is needed into the influence of euthanasia on the perceptions of death and the acceptability of natural

dying in particular for people with dementia.

Introduction

Talking about the end of life is a crucial aspect in profes-
sional care for people with dementia, particularly in the
early stages of dementia.’™ This is reflected in the interna-
tional guidelines of the European Association for Palliative
Care® and in the recently updated dementia guidelines
from the Dutch Federation of Medical Specialists. The lat-
ter states that healthcare professionals in the clinical out-
patient setting should actively ensure that end-of-life
conversations are initiated shortly after diagnosis of
dementia rather than merely inquiring after information
needs regarding end-of-life care.” Research shows that
patients, families and healthcare professionals mostly see
initiating end-of-life conversations as the professional’s

responsibility.58° However, reluctance from all parties to
initiate these conversations is hindering advance care
planning.1® Other studies point out the difficulty of end-of-
life conversations as a result of the moral sensitivity of the
subject.1%12 Also physicians feel unprepared due to limita-
tions in  training, communication  skills, and
self-confidence.314

In countries where euthanasia or medically assisted
dying is legal such as in the Netherlands, end-of-life dis-
cussions often involve considering euthanasia. However,
euthanasia for people with dementia remains controver-
sial in many of these countries. Legal requirements (Box 1)
add complexity, as patients must personally initiate the
conversation to ensure their wishes are expressed with-
out external influence.1%.15.16

Box 1. Euthanasia in the Dutch context.

In euthanasia, the lethal medication is administered by the physician, whereas in physician assisted suicide the
patient, under the supervision of the physician, takes the lethal medication themselves. Both are governed by the
same legislation and are subject to identical rules and procedures.

Euthanasia or physician assisted suicide can be requested by the patient only, it cannot be requested on the patients
behalf. The following six rules of due care must be met:

1. The request is voluntary and free of external pressure.

2. There must be unbearable suffering with no prospect of improvement.

3. The patient is informed and understands the information.

4. There is no reasonable alternative (e.g. surgery, medication, therapy).

5. At least one other independent physicians has seen the patient to assess the due care criteria.

6. It must be carried out in accordance with the guideline of good medical care.

All cases of euthanasia and physician assisted suicide must be reported and will be reviewed by an independent
committee.

Euthanasia based on an advance directive is legally possible, but unbearable suffering remains a requirement; in
practice, euthanasia in advanced dementia is rare (6—8 times per year).

Complex cases such as dementia or psychiatric disorders, are often referred to the specialized national ‘euthanasia
expertise center’. They advise, support and guide physicians who provide euthanasia to a patient. They also provide
euthanasia for patients whose own physician does not wish to perform euthanasia. The euthanasia expertise center
operates within the same legal framework described above.
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Another important and under investigated factor in
these conversations concerns the role of informal caregiv-
ers, usually family. Research shows that as dementia pro-
gresses, their involvement in end-of-life decision making
increases.3 In countries that permit euthanasia family is
also involved®17 in, for example, expressing the patient’s
euthanasia wish and subsequently determining the right
moment for euthanasia.'®-2% Involvement of family mem-
bers in conversations about the end of life or euthanasia
may be desirable or necessary but it can also lead to moral
dilemmas for physicians in distinguishing between the
patient’s and the family’s wishes.11,14.21

Unlike research in long-term care and hospice settings,
research on end-of-life conversations with people with
dementia in the hospital setting is sparse. Therefore, the
aim of this study is to investigate! how often end-of-life
issues and euthanasia are discussed during hospital con-
sultations with people with dementiaZ; who initiated these
discussions3; how physicians’ view their role in these con-
versations and whether actual practice is in line with this
view; and* physicians’ views on family involvement.

Method
Design

The study employed a mixed-method approach with a
convergent design, in which qualitative and quantitative
data were collected in parallel, analyzed separately, and
subsequently integrated to compare results and provide a
comprehensive response to the research questions.??
First, we conducted a prospective survey among physi-
cians to examine the frequency of discussing the end of
life during consultations, who initiated the discussions,
and the main focus of discussions, including whether
euthanasia was discussed. Second, we interviewed these
physicians on their perceptions of their role and the fam-
ily’s role in end-of-life and euthanasia conversations. The
guantitative data report on actual practice, which we inte-
grated with the qualitative interview data for deeper
insights into physicians’ opinions. A weaving approach to
the discussion ensured a coherent and unified analysis.??

Setting

The study is conducted across the five regions of Dutch
memory clinics in academic hospitals, which primarily
focus on diagnostics and second opinions, and in regional
hospitals in the same area, which mainly provide follow-
up care after diagnoses.

Population

The study targeted physicians with a specialty in either geri-
atrics or neurology or internal medicine who specialize in

geriatric medicine as well as their physician assistants.
Below we refer to all groups as ‘physicians’.

Sampling and recruiting

We recruited the participants through personal contacts,
snowballing and emailing heads of relevant hospital
departments in the selected region. If they expressed
interest, we sent an information letter with a consent
form. If they were unresponsive after 2 weeks, we
reminded them by email or telephone, which frequently
resulted in (digital) meetings explaining the study’s goals
and procedures.

Survey

Participating physicians each received a set of 10 links to a
consultation survey landing page. Two participants
requested additional links. Over 2 months, the participants
were invited to completed a survey after each consultation
with a patient with dementia (Supplemental 1). The survey
took 3-5 min and was administered digitally using Castor
electronic data capture (Castor edc, Amsterdam). The data
were collected between July and December 2024.

Interviews

The first author (TSF, female ethicist and PhD candidate)
conducted  semi-structured interviews  between
September and December 2024, on location or digitally
(Microsoft Teams) following an interview guide
(Supplemental 2). All interviews were audio recorded and
then deleted immediately after double-checking the tran-
scription. Names of participants were replaced by codes.
Participants received interview summaries for verifica-
tion; three had minor remarks.

Analysis

The quantitative data were analyzed with descriptive sta-
tistics using SPSS version 30 (IBM, 2024). TSF, PS (female
ethicist) and JvK (female geriatrician) analyzed the inter-
view data using a reflexive thematic analysis following the
six steps of Braun and Clarke.?32* Atlas.ti 25 (2024) was
used to manage and analyze the qualitative data. Codes
were identified using an open coding and inductive analy-
sis. PS and JvK independently coded five interviews, while
TSF coded all interviews. All authors compared, discussed
and revised the codes until consensus was reached, after
which TSF recoded all interviews accordingly.

Ethics

The Medical Research Ethics Committee Leiden Den Haag
Delft decided the study was exempt from the Medical
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Research Involving Humans Subjects Act (WMO, refer-
ence number 24-3032, 14 May 2024). No patient identify-
ing information or identifying information on family
members was collected.

Results

Survey

Of the 5 academic memory clinics, 4 participated with 14
physicians and 1 physician assistant. Of 20 regional hospi-
tals, 7 participated with 17 physicians. Five hospitals did
not respond, eight declined due to time constraints or
treating a limited number of patients with dementia. We
interviewed one physician who initially declined, indicat-
ing the department policy was to refer patients with
dementia to general practitioners or case managers to
discuss euthanasia.

A total of 220 surveys were completed by 31 physi-
cians: 141 surveys at academic hospitals with a median of
6.5 (IQR 8) per physician and 79 surveys at regional hospi-
tals with a median of 4 (IQR 5). Family or other care part-
ners were present in 96% of the consultations, mostly
(67%) the patient’s partner (Table 1).

The reported consultations concerned dementia diag-
nosis (51%), routine consultations (34%) or other (15%;
Table 2). End of life was addressed in 36% of these consul-
tations. In academic hospitals the topic was addressed in
27%; compared to 53% in regional hospitals.

Euthanasia was discussed in 21% of consultations
(Table 3). In these consultations, 62% of patients in aca-
demic hospitals expressed a wish for euthanasia, while in
regional hospitals, 38% expressed a wish for euthanasia. A
follow-up conversation on euthanasia with either a nurse
practitioner (42%) or the patient’s general practitioner
(36%) was advised in the majority of consultations, usu-
ally at a regional hospital. Physicians referred 13% of
patients to the euthanasia expertise center (academic
hospitals,7%; regional hospitals, 25%). There were no
other appreciable differences between academic and
regional hospitals.

Interviewees

27 of the 31 survey participants were interviewed (14 aca-
demic, 13 regional). Three participants declined due to time
constraints and one was on leave. The interviews lasted
30-45 min. Participants provided additional information
about their age, years of work experience, experience with
euthanasia and euthanasia with dementia (Table 4).

Interview findings

Three themes were identified regarding physicians per-
ceptions of their own role and that of family in end-of-life
and euthanasia conversations involving dementia.

Struggle to initiate end-of-life conversations. The physi-
cians emphasized the importance of discussing end-of-life
care with patients with dementia to determine their pref-
erences regarding, for example, intensive care admission,
do-not-resuscitate orders, and treatment refusal. When
patients or their families bring up such topics, physicians
would engage in conversations, address concerns, and
provide support.

However, in practice, physicians found it challenging to
initiate these conversations themselves. Many indicated
feeling hindered by time constraints and found diagnostic
consultations too overwhelming and stressful for the
patient. Since physicians typically interact with the patient
once or twice, and only for diagnostic purposes, they
often stated that general practitioners should conduct
advance care planning conversations.

‘Yes, | find that very difficult. In an ideal world we should
definitely do that (. ..) In practice | don’t discuss it much
because | see people in the outpatient clinic and | make a
diagnosis, that is very emotional and then also to talk about
the end-of-life. . . That is too intense for them, so | don’t do
that. But | don’t let them come back either. But | do think that
there should be more attention on this’ (P27)

In an emergency situation where decisions must be made
quickly and there had not been a timely end-of-life discus-
sion, physicians reported feelings of stress, anger, and
powerlessness. The physicians considered end-of-life care
a sensitive subject, which they said they discuss in indirect
terms. Some reported that the subject was insufficiently
covered in their medical training and that they learned it
‘on the job’. Older physicians, in particular, indicated that
having more experience enabled them to emphasize end-
of-life care and adopt a more thoughtful approach to
treatment.

‘You have to be a bit more seasoned and have a bit more
flying hours because it is difficult. You avoid it more easily
when you are young. | did that when | had just graduated.
Then you are inclined to treat everything. (. . .) | myself have
already lost both my parents and you also notice that this
does something to you. How you look at what is still humane
and what is quality and that kind of thing. (P25)

All physicians were aware of the guidelines of the Dutch
Federation of Medical Specialists. When asked to reflect
on a specific section regarding the physician’s role in dis-
cussing end-of-life topics, most stated that they agree
with it, as long as it aligns with the relationship they have
with their patient and when end-of-life is not a mandatory
topic during a diagnostic consultation.

Regarding euthanasia, most physicians said they do
not want to initiate the conversation because this can give
patients the impression that euthanasia is a reasonable
option. The few who do initiate a discussion on euthana-
sia said they use indirect or veiled language. When
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Table 1. Presence of family at consultations.

% n Academic hospital Regional hospital
Consultation % n % n
Presence (n =220 consultations) 64 141 36 79
Person only 4 8 6 8 0 0
Person and family member 72 158 75 106 66 52
Person and multiple family 24 54 19 27 34 27
members
Family presence (n =236 family members in 212 consultations)
Partner 67 143 73 97 58 46
Child(ren) 37 78 28 37 52 41
Daughter-in-law or son-in-law 4 9 2 3 8 6
Brother or sister 4 9 5 7 3 2
Friend 5 10 5 7 4 3
Neighbor 0 1 1 1 0 0
Someone else e.g. cousin, 3 6 3 4 3 2

niece, grandchild

Table 2. End-of-life discussions during consultations.

In regional hospitals

Total in 11 hospitals In academic hospitals (n = 4) (n=7)
Consultation % n % n % n
Number of consultations 100 220 64 141 36 79
with surveys completed
Participants who completed 100 31 45 14 55 17
surveys on consultations,
gender
Male 29 9 36 5 24 4
Female 71 22 64 9 76 13
Type of consultation (n = 220)
A diagnostic consultation 51 111 50 70 52 41
A routine consultation 34 75 37 52 29 23
Other, e.g. supervision, 15 34 13 19 19 15
screening, hospital
admission
Duration of the consultations (n = 220 consultations)
5-29 min 22 49 28 40 11 9
30-59 min 52 114 47 66 61 48
60—-89 min 11 24 11 15 11 9
90 min or more 15 33 14 20 17 13
End of life was discussed (n = 220)
Yes 36 80 27 38 53 42
No 64 140 73 103 47 37
Type of consultation in which end of life was addressed (n = 80)
A diagnostic consultation 54 43 58 22 50 21
A routine consultation 29 23 34 13 24 10
Other, e.g. supervision, 17 14 8 3 26 11
screening, hospital
admission
Duration of consultations addressing end of life (n = 80)
5-29 min 15 12 13 5 17 7
30-59 min 60 48 66 25 54 23
60—-89 min 10 8 8 3 12 5
90 min or more 15 12 13 5 17 7
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Table 3. Euthanasia discussion during consultations.

In academic hospitals In regional hospitals

Total in 11 hospitals (n=4) (n=7)
Consultation % n % n % n
Euthanasia was discussed (n = 220)
Yes 21 46 21 30 20 16
No 79 174 79 111 80 63
A request for information about euthanasia was made* (N =220)
No 89 197 88 125 91 72
Yes, initiated by the patient 5 12 6 8 5 4
Yes, initiated by the family 5 12 4 6 8 6
No, information provision by the 1 3 1 2 1 1
physician
Who initiated talking about euthanasia (n = 45; 1 missing)
Patient 60 27 62 18 56 9
Family 31 14 31 9 31 5
Physician 9 4 7 2 13 2
A euthanasia wish was expressed (n = 45; 1 missing)
No 13 6 7 2 25 4
Yes, by the patient 54 24 62 18 38 6
Yes, by the family and 11 5 7 2 19 3
immediately confirmed by the
patient
Yes, by the family and was not 9 4 7 2 12 2
confirmed by the patient ~
Something else, e.g. fading 13 6 17 5 6 1
euthanasia wish, not yet
concrete
Patient/family stated to have an advance euthanasia directive (n = 45; 1 missing)
Yes 29 13 31 9 25 4
No 47 21 48 14 44 7
Patient stated to want to write 13 6 17 5 6 1
such directive
Family stated wanting to write 11 5 4 1 25 4
such directive with the patient
The patient had already talked to family about euthanasia (n = 45; 1 missing)
Yes 67 30 62 18 75 12
No 33 15 38 11 25 4
A follow-up consultation was planned to discuss euthanasia further* (n = 45; 1 missing)
No 36 16 41 12 25 4
Yes with the physician 13 6 17 5 6 1
Yes with a nurse practitioner 42 19 34 10 56 9
The patient is referred to a nurse 36 16 28 8 50 8
The patient is referred to the 13 6 7 2 25 4
euthanasia expertise center
The patient is referred to the 36 16 28 8 50 8

general practitioner

*More than one answer possible.

patients bring up the topic, the physicians provided infor-
mation, advised on legislation, and referred them to their
general practitioner or the euthanasia expertise center.

Appreciation and concern about family input. The physi-
cians’ experience with family in end-of-life conversations
was positive. They felt that family are mostly supportive

and give essential insight into the patient’s life story, val-
ues and wishes regarding end-of-life care, especially when
a patient reaches a more advanced stage of dementia.
The physicians were concerned that family might not act
in the patient’s best interest or pressure them to accept or
refuse treatment. However, most had not actually experi-
enced this.
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Table 4. Characteristics of the interviewees.

Academic Regional
N =27 hospital (n=13) hospital (n = 14)
Age, mean number of 40 (SD 8) 45 (SD 10)
years (SD)
Work experience, 15(SD 7) 19 (SD 8)
mean number of
years (SD)
Experience with euthanasia in general
No 10 10
Yes 3 4
Experience with
euthanasia and
dementia
No 11 14
Yes 2 0

Physicians generally found it helpful or even desirable
when family mentions euthanasia, but they emphasized
the importance of refocusing the conversation to the
patient. Some physicians felt pressured by the family to
end the life of the patient. Nevertheless, these physicians
displayed empathy with the distress that arises from wit-
nessing a loved one’s suffering and the desire to do some-
thing about it.

‘Yes, of course there is sometimes a fuss about it, in the sense
that for example it takes too long for the family member to
reach the natural end of life. That they can no longer bear it.
(P8)

The physicians noticed that patients and family often have
limited or incorrect knowledge about end-of-life care and
available medical interventions. They reported common
misconceptions that euthanasia on the mere basis of an
advance directive is possible or that family can request
euthanasia on the patient’s behalf. They indicated that
this can lead to disappointment when euthanasia cannot
be effectuated.

‘Some family members made a promise to the patient. [The
patient] said: ‘if | can no longer do this, | want euthanasia’. So
family members sometimes feel responsible for carrying out
or initiating the wishes of the patient and are sometimes
powerless in that.” (P30)

Moral concerns regarding euthanasia in dementia. The
physicians expressed having moral problems with eutha-
nasia in dementia, because of the difficulty in assessing,
as dementia progresses, the following: (1) unbearable suf-
fering, (2) decision-making competences and (3) changes
in personality and wishes. Some physicians indicated a

change in their own moral evaluation from a permissive to
a more reserved perspective.

‘I found it quite difficult, especially when it first came up.
Because | was always quite an advocate of euthanasia. | still
am in some cases, but also in many cases not.’ (P19)

All respondents stated euthanasia, in principle, should be
accessible for people with dementia; however, only a few
were willing to perform it themselves. Several physicians
expressed concern that the original intention of euthana-
sia as a last resort is gradually shifting in society to nor-
malizing euthanasia as a reasonable option in medical
care.

‘I find euthanasia really complicated because personally,
(.. .)it would truly be a last resort, only if there’s absolutely
no other option. But of course, that’s entirely shaped by my
perspective on life. (P10)

Several physicians highlighted that while the media
encourage open discussions about euthanasia, it also
spreads inaccurate information and distorted portrayals.
Other concerns included society’s lack of attention to the
intrinsic value of people with dementia, tendencies to
want to control all aspects of life and death, and lack of
awareness of the complexity and pressure for those who
actually have to perform euthanasia.

‘It is not normal medical practice. Legally not, but of course
also ethically. | would find it really sad if euthanasia were to
become an easy access, threshold-free option. | think that it
does not do justice to the value of the life of a patient with
dementia or any other disease, but above all it does not do
justice to the pressure, the burden and the complexity that it
places on the healthcare professional who has to do it.” (P1)

Some physicians emphasized the importance of increas-
ing patients’ awareness about less invasive and compli-
cated options for dying, such as refusing treatment or
food. This was illustrated in a case in which the son of an
older patient with dementia who was hospitalized with
pneumonia insisted on euthanasia immediately after
admission to relieve his father’s suffering. The physician
explained that euthanasia is not an option in this case
because the rules of due care cannot be met.

‘But then that man [the patient] suddenly went into
pulmonary decline, so his lungs deteriorated. And then |
talked to the patient and his son about whether he wanted to
be treated for the pneumonia or not. Well, then they chose
not to treat and the man died within a day. And this was an
easier way than going down the euthanasia path. That is
something that is often forgotten by ordinary people, that it
can also be done that way.” (P14)
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Discussion

Main findings and comparison with other
studies

The physicians who were interviewed agree that timely
advance care planning or end-of-life conversations are
important in the hospital, as recommended in current
medical guidelines.378 Our quantitative shows, however
that in practice, these conversations occur in approxi-
mately one-third of the consultations. The interview data
offer explanations for this as physicians mention feeling
constrained to actually initiate the conversations by time
pressure and insufficient training. They consider the diag-
nostic consultation an inappropriate time for such a sensi-
tive topic. However, our quantitative findings show that
diagnostic consultations in which the end of life is dis-
cussed last no longer than standard consultations.
Moreover, in the regional hospitals, end of life topics were
addressed more frequently than in academic hospitals
(53% vs 27%). This might be explained by a more long-
standing doctor-patient relationship in the regional hospi-
tal. Expressions of a wish for euthanasia were more
frequent in the academic hospitals (62% vs 38%), possibly
triggered by the shock of a diagnosis,2> which is more
often delivered in those settings. Physicians appreciate
the involvement of family and feel responsible for their
well-being. The quantitative data confirms this. Family is
present in almost all (96%) consultations and they are
sometimes (31%) the ones to initiate the end-of-life dis-
cussions. In 67% of the consultations on euthanasia, the
patient and family had already discussed euthanasia
together beforehand.

Another explanation of the discrepancy between the
qualitative data that shows the alleged importance of
end-of-life conversations in dementia care and the quanti-
tative data that shows the actual practice seems the pre-
vailing division of medical tasks between hospital doctors
(diagnosis) and general practitioners (care after diagno-
sis). The brevity of contact with patients in the hospital
would hinder discussion of sensitive topics. However, in
other research, general practitioners also mention these
asinhibiting factorsin talking about end-of-life care.?12.26:27
In our study, the physicians described being confronted
with the negative consequences of this limited discussion
in emergency care: families an patients experience stress,
powerlessness and sometimes anger. This observation
reinforces the conclusions in other studies that end-of-life
communication in high-pressure, acute settings is
extremely challenging, due to for example, complex fam-
ily dynamics and a reluctance to address end-of-life
issues.?8 This results in lower patient and family satisfac-
tion, fragmented information and limited understanding
of the dying process among families.??

Together, these studies point to the urgency for policy-
makers to move from awareness to action. Clearer

agreements are needed about the division of tasks
between hospital doctors and general practitioners.
Obstacles such as lack of time or training should be taken
away by, for example, developing a dedicated type of con-
sultation for end-of-life topics, that is separate from the
diagnostic consultation® and aligns with the doctor-
patient relationship, or making end-of-life conversations a
default topic in collegial consultations.

In the Netherlands, euthanasia is legal under strict con-
ditions. It is an established, and for most people, accepted
practice. Talking about the end of life with people with
dementia implies talking about euthanasia.?>3° However,
our interviews show this results in a delicate balancing act
for physicians. They feel responsible for discussing of the
end of life, but they avoid initiating conversations about
euthanasia because this could be perceived as encourage-
ment, which they find undesirable. All physicians in our
study stated that euthanasia, in principle, should be acces-
sible to people with dementia. However, euthanasia in hos-
pitals is rare (2.2% in 2024), it mostly occurs at home.3! This
may explain why only 7 out of 27 respondents had per-
formed euthanasia themselves. Moreover, most respond-
ents indicated they were hesitant to perform euthanasia
for people with dementia and reluctant to bring up eutha-
nasia in cases of patients with dementia. This corresponds
with other research that shows 40% of Dutch physicians
would consider euthanasia for a patient with early-stage
dementia, and 29%—-33% would consider it for patients at
an advanced stage.?132 In our study, physicians observed a
societal shift from euthanasia as a last resort to a reasona-
ble option, sometimes leading to less attention to natural
dying. Although refuted and still requiring further research,
a common argument is that euthanasia legislation hinders
the development of, and access to palliative care.?® The
legalization of euthanasia influences people’s views of a
‘good death’ and end-of-life care, as it introduces an option
that requires consideration. Having this option may result
in less reflection on the option of natural dying. More
research is needed on these ethical implications, particu-
larly for people with dementia.

Strengths and limitations

A strength of this study is its first-hand data from physi-
cians about their consultations. However, this also implies
that the physicians who agreed to participate may repre-
sent a select sample of those interested in end-of-life
issues. Despite instructions to complete a survey for every
dementia patient, time constraints or study prompts
might have led some participants to only fill out surveys
when end-of-life themes were discussed. This could mean
that we overestimated the frequency of end-of-life discus-
sion in consultations.

Research on sensitive issues in end-of-life care is often
predominantly qualitative, with limited studies on the
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actual practice of initiating end-of-life conversations.
Research on advance care planning or end-of-life commu-
nications in cases of dementia within hospital settings is
particularly scarce.?® Furthermore, studies specifically
focused on the role of family in euthanasia situations
involving people with dementia are sparse.l73* Our
research is therefore crucial for gaining a deeper under-
standing of how end-of-life care operates in practice with
various discussion partners, ultimately aiming to improve
this care.

Conclusion

End-of-life discussions with patients with dementia in
hospitals are not standard practice, despite hospital doc-
tors feeling responsible for these discussions and empha-
sizing the importance of these discussions. Regarding
euthanasia, physicians have moral reservations about ini-
tiating this discussion with patients with dementia. They
also express concerns about how the topic is addressed in
society. The involvement of family sometimes brings spe-
cific challenges but is generally perceived and experienced
as positive. Future research could focus on comparing the
perspectives of hospitalists, patients and their families
across countries with a view to identifying best practices.
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