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Abstract

Background: The incidence of continuous deep sedation (CDS) has more than
doubled over the last decade in The Netherlands, while reasons for this increase are
not fully understood. Patients and relatives have an essential role in deciding on
CDS. We hypothesize that the increase in CDS practice is related to the changing
role of patients and relatives in deciding on CDS.

Objective: To describe perceptions and experiences of patients and relatives with
regard to CDS. This insight may help professionals and policymakers to better
understand and respond to the evolving practice of CDS.

Methods: Qualitative interviews were held with patients and relatives who had
either personal experience with CDS as a relative or had contemplated CDS for
themselves.

Results: The vast majority of respondents appreciated CDS as a palliative care
option, and none of the respondents reported (moral) objections to CDS. The
majority of respondents prioritized avoiding suffering at the end of life. The patients
and families generally considered CDS a palliative care option for which they can
choose. Likewise, according to our respondents, the decision to start CDS was made
by them, instead of the physician. Negative experiences with CDS care were mostly
related to loss of sense of agency, due to insufficient communication or information
provision by healthcare professionals. Lack of continuity of care was also a source of
distress. We observed a variety in the respondents' understanding of the distinction
between CDS and other end-of-life care decisions, including euthanasia. Some
perceived CDS as hastening death.

Conclusion: The traditional view of CDS as a last resort option for a physician to
relieve a patient's suffering at the end of life is not explicit among patients and

relatives. Instead, our results show that they perceive CDS as a regular palliative care
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option. Along with this normalization of CDS, patients and relatives claim a
substantial say in the decision-making and are mainly motivated by a wish to avoid
suffering and exercise control at the end of life. These distinct views on CDS of
patients, their relatives and healthcare providers should be reconciled in guidelines
and protocols for CDS.

Patient or Public Contribution: One of the authors in our team (G. H.) has
experience with CDS as a relative and ensured that the patient/relative viewpoint
was adequately reflected in the design and conduct of our study. In the preliminary
phase of our study, G. H. adjusted the topic list so it was better adapted to the
current practice of CDS. During the data analysis, G. H. read several interviews and
took part in the open and critical discussion on central themes and core concepts as
an important member of the author team, thereby guaranteeing the central position

KEYWORDS

relative

1 | INTRODUCTION

Continuous deep sedation (CDS) is a form of palliative sedation that
relieves suffering at the end-stage of life by continuously lowering
the consciousness of the terminally ill patient until death.! According
to the Dutch guideline—of which core elements are presented in
Table 1—the indication for CDS is the presence of refractory
symptoms causing intolerable suffering in the last weeks or days of
life. Symptoms are deemed refractory when they cannot be
controlled to an acceptable degree within a reasonable time or
without unacceptable side effects.>* Classic examples of refractory
symptoms are severe dyspnea, pain and delirium.” It is internationally
viewed primarily as a last resort medical decision, and the patient
cannot opt for CDS unless the preconditions are fulfilled in the
opinion of the physician.2"%¢

In recent years, the practice of CDS in The Netherlands has
expanded significantly from 8.2% of all deaths in 2005 to 18.3% in
2015. This increase was observed in all age groups and for all causes
of death. However, the increase was most prominent in patients over
80 years of age and patients dying from cancer or cardiovascular
disease.” CDS is a far-reaching intervention and many have argued
that it can only be justified on serious and proportionate grounds.8~1!
The increase in its use calls for a profound understanding of current
practice.

European research on CDS has mainly focused on the percep-

12-17 \whereas the experience of

tions of healthcare providers (HCPs),
patients and relatives has received less attention. Their role in the
decision-making on end-of-life care has, however, been recognized as
indispensable.18 Indeed, over the last decade research shows an
increasing concern of HCPs for the wishes of patients and relatives

with respect to CDS, and patients desire a more active role in end-of-

of the patient/relative perspective in our final research outcome.

continuous deep sedation, end of life, family, palliative sedation, patient, qualitative research,

life decisions.*®”* This stands in contrast with the ‘last resort’ view
of CDS in which its indication is solely a medical one and the decision
about its use should be made by the physician. The rise in the
frequency of CDS could be associated with a change in the role of the
patient in decision-making. Better insight into the views and
experiences of patients and relatives may contribute to the under-
standing of the increase in the use of CDS in The Netherlands and
may help professionals and policymakers to adequately respond to

the evolving practice of CDS.

2 | METHODS
2.1 | Design

We conducted a qualitative study using semistructured interviews.
The interviews were guided by a topic list based on CDS

literature?0-24

and input by author G. H. who experienced CDS as
a relative and provided us with a detailed description of her
experience on current CDS practice. The topic list was tested during
three pilot interviews and adjustments were made accordingly in
discussion with G. H. An English version of the topic list can be found
in Supporting Information: 1. All respondents were questioned on
their individual views of CDS and, if applicable, on their experience of
CDS as a relative.

In our study, CDS was defined according to the definition of the
Royal Dutch Medical Association (Table 1). However, respondents
may not always be aware of the exact definition of CDS. To ensure
respondents were discussing CDS and not another palliative care
intervention, they were questioned on their understanding of the

concept of CDS. In case a respondent understood CDS in ways
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TABLE 1 Core elements of the 2009 version of the RDMA
guideline on the use of CDS.?

e Continuous sedation is the practice of intentionally lowering the
consciousness of patients continually until death at the end stage of
life to reduce unbearable suffering.

e Continuous sedation is always administered in the final stage of life.
The patients concerned are dying and experiencing unbearable
suffering.

e Medical indications are present when one or more intractable or
‘refractory’ symptoms are causing the patient unbearable suffering.
A symptom is considered to be refractory if none of the
conventional modes of treatment is effective or fast-acting enough,
and/or if these modes of treatment are accompanied by
unacceptable side effects.

e A precondition for the use of continuous sedation is the expectation
that death will ensue in the reasonably near future—that is, within
1-2 weeks. Next to physical suffering, existential suffering can also
play a role in determining if suffering is unbearable and refractory.
However, existential suffering alone cannot be an indication to start
continuous sedation. When patients suffer from existential
problems, it is recommended to consult an expert in psychosocial
and spiritual care.

o Palliative sedation is a medical response to a serious medical
problem. A patient cannot opt for continuous sedation unless the
indications and preconditions for this option are fulfilled. Only if the
indications are present, in the physician's opinion, and the
preconditions have been met does continuous sedation become a
right that the patient may choose to exercise.

e The general rule is that palliative sedation should not be initiated
without the consent either of the patient himself or, if he is
decisionally incompetent, his representative. The patient's condition
may make it necessary to administer acute sedation. This means
sedating a patient in a situation in which a complication (frequently
one, i.e., life-threatening) suddenly occurs that causes unbearable
suffering. In that case, the physician may decide that acute sedation
is the only sound option for alleviating the patient's suffering at the
point in time.

e Where a physician has doubts regarding his own expertise or has
difficulty balancing the different considerations involved in deciding
whether to start CDS, it is standard professional practice to consult
the appropriate expert in good time.

e Midazolam is the drug of choice, the use of morphine as a sedative is
bad practice.

e In principle, there is no artificial administration of fluids during the
provision of continuous sedation.

e Continuous deep sedation differs from euthanasia in that its aim is
not to shorten life.

Abbreviations: CDS, continuous deep sedation; RDMA, Royal Dutch
Medical Association.

2The 2009 version of the RDMA guideline was the actual version during
the time of the interviews.

contrary to the general definition of CDS, this was corrected during

the interview using teach-back.
2.2 | Study sample
We recruited a sample from an existing panel of laypersons at the

University Medical Center Utrecht, The Netherlands (UMCU). This
panel consisted of patients who received care at the UMCU and

WILEY—>

indicated their willingness to partake in scientific research. Additional
respondents were recruited through the personal network of the
researchers. Potential respondents were included if they had
experienced CDS with a close relative or had contemplated CDS
for themselves. Respondents participating as relatives could be a
partner, family member or friend of a person who had received CDS,
but not someone who took care of the patient professionally. The
potential respondents were invited by email and people who
expressed their interest in participation received further information,
after which they were asked to give informed consent for use of their

data for the purposes of this research.

2.3 | Data collection

The interviews were conducted by L. A. Jonker, at that time a senior
medical student, and M. T. Heijltjes, a physician working as a PhD
student, who was trained in qualitative research. L. A. Jonker was
supervised by M. T. Heijltjes and G. J. M. W. van Thiel, an experienced
qualitative researcher. The interviews were held between November
2019 and June 2021. The interviews took place at a location suitable
to the respondent, but from March 2020 onwards interviews were
exclusively conducted through telephone or an online video connec-
tion, due to official regulations related to the COVID-19 pandemic.
The inclusion of respondents continued until the research group

concluded that conceptual saturation was reached.

2.4 | Data analysis

We conducted a thematic analysis of the data that was partly
deductive and partly inductive in nature. Experiences with cases were
analyzed when they had occurred after the—at the time—most recent
guideline on CDS by the RMDA (2009). We excluded reports of
intermittent sedation and a case in which the respondent was
involved in a professional role.

The data analysis consisted of four phases; as a first step, L. A.
Jonker read and reread all transcripts thoroughly. Subsequently, L. A.
Jonker coded all transcripts in light of the research aim using NVivo
software version 12.6. Additionally, G. J. M. W. van Thiel and M. T.
Heijltjes individually read and coded four transcripts. The coding was
then discussed and refined. In the third phase, the codes were
categorized and bundled into overarching concepts, to create an
overview of the results. Lastly, using several open and critical
conversations with all authors, central themes and core categories
were identified with the main purpose of answering the research

question. lllustrative quotes were translated from Dutch into English.

2.5 | Ethics approval and reporting

The medical research ethics committee METC Utrecht confirmed that
under Dutch Law, this research is exempt from review by a medical
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research ethics committee (protocol number 19-435/C). This study is
reported according to the COmprehensive consolidated criteria for

REporting Qualitative research.?®

3 | RESULTS

Two-hundred members of the patient panel were invited to
participate. In total, 34 panel members responded of which six were
excluded. Five additional respondents were added through personal
network. In total, 33 respondents were interviewed. During data
analysis two respondents were excluded as we were not able to
determine with certainty that the interviews were about CDS: these
respondents did not demonstrate adequate understanding of CDS
and did not receive a teach-back from the interviewer. All of the 31
remaining respondents displayed a correct understanding of CDS
either by their own knowledge or after the teach-back
provision (Figure 1).

All respondents recruited via the UMCU patient panel (26) were
included as patients, as they all received care for a variety of serious
ilinesses at the UMCU and therefore in a situation in which they had
contemplated or discussed the option of CDS. Twenty-six respon-
dents had experience as a relative of a patient for whom CDS was
considered (5) or performed (31) and some respondents reported on
more than one CDS case. Characteristics of the respondents and of
the cases are listed in Table 2. The majority of the discussed CDS
cases dated back less than five years. The duration of the interviews
was between 30 and 90 min. We identified six themes relevant to our
research question.

3.1 | Reasons for starting CDS

None of the respondents reported (ethical) objections to CDS. All
respondents indicated the importance of a peaceful and painless
deathbed. Suffering was considered unacceptable by most respon-
dents and was the main reason for starting CDS in the discussed
cases. Pain was the major source of intolerable suffering, followed by
delirium, dyspnea and nausea. Existential suffering, due to fear, loss
of identity, and a sense of pointlessness, was also considered

unacceptable suffering and a motivation to start CDS in several cases.
Interviewer: What made her so uncomfortable?

Respondent: Well, | think a sort of fear of death. |
think not knowing what will happen, and how long it

will take.

Sometimes the relative asked to reduce suffering, which led to
the decision of an HCP to initiate CDS:

Respondent: Well, after we specifically asked for
something to calm her down, the health care workers
decided to give her a butterfly needle which was used

to administer morphine and midazolam.

When discussing their own death, several respondents brought
up that they would consider CDS for themselves to reduce the
suffering of their relatives as a consequence of their own suffering.
Other respondents mentioned the wish for CDS in case they would

200 panelmembers
approached for
participation

34 panelmembers
responded

6 panelmembers excluded

. 5 members not willing
- to participate
. 1 member did not meet

28 panelmembers
included for interview

inclusion criteria

5 respondents added trough
personal network

33 respondents
interviewed

2 respondents excluded at
data analysis

31 respondents
included in qualitative
data synthesis

FIGURE 1 Inclusion diagram.
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TABLE 2 Respondent and case characteristics.
N (%)

Respondent characteristics (n = 31)

Age
40-49 2(e)
50-59 6 (19)
60-69 15 (48)
70-79 8 (26)
Gender
Female 19 (61)
Male 12 (39)

Level of education®

Higher 25 (81)

Lower 6 (19)
Religion

None 20 (65)

Christian 9 (29)

Unspecified 1(3)

Buddhist 1(3)

Contemplated CDS as a patient
Yes 26 (84)
No 5 (16)
Experience with CDS as a relative
Yes 26 (84)
No 5(16)
Case characteristics (n = 36°)
CDS was provided
Yes 31 (86)
No® 5 (14)

Medication used to achieve CDS according to respondent

Midazolam 17 (55)
Morphine 6 (19)
Unclear 8 (26)

Respondent present during CDS care provision
Yes 31 (86)
No 5(14)

Abbreviations: CDS, continuous deep sedation; HCP, healthcare
providers.

?Level of education was defined according to the International Standard
Classification of Education 2011: higher education included all individuals
who had a university degree (bachelor, master or doctoral) and lower
education included all individuals who had either no education, primary
education alone, secondary education alone or postsecondary nontertiary
education.

bSome respondents discussed more than one CDS case.

“In these cases CDS was discussed by the family with an HCP, but
eventually, CDS was not provided due to a variety of reasons.

WILEY—>

become severely dependent on care. For example, when admission to
a nursing home is inevitable, or when there is a necessity for life

supporting measures such as mechanical ventilation.

3.2 | The decision-making process towards CDS

The respondents in our study generally believed that the decision for
CDS was made by the patient, and not the physician. They regarded
starting CDS as a matter of choice between other end-of-life care
options, such as euthanasia. Physicians were valued as advisors, and
guided the decision-making process but were not seen as the one
making the final decision to start CDS.

Respondent: Yes, we discussed this with him, the
doctor and me. | mean, he [the patient] had to make a

decision, but we discussed it together at home.

In case the patient was cognitively impaired, relatives made the
decision together with the physician. In a few cases, the respondent
reported that the physician initiated CDS without involving relatives
in the decision. This was mostly experienced as frustrating by the

relatives.

Respondent: At a certain moment it [CDS] was started,
and then my youngest sister became very angry
because it wasn't discussed with us as family. She
said: this can't just be a statement [starting CDS], |
want to discuss this with the treating physician!

Several respondents had asked an HCP involved in the care of
their relative for measures to reduce the patient's suffering and some
had explicitly asked for CDS, which was subsequently granted by the
attending physician. Incidentally, relatives or HCPs convinced
patients to start with CDS, as they thought that the suffering had
become too intense.

Respondent: But eventually the doctor, together with
her [the patient's] husband, kind of convinced her. She
of course knew that things were ending. | think
eventually she also felt, well, very tired. But, and I'm
not saying it was against her will because then the
doctor wouldn't do it of course, but they had to

convince her.

The vast majority of respondents indicated that they wanted to
make the decision to start CDS for themselves, in case they would
need it in the future. If this were impossible, for example, due to
cognitive impairment, most respondents stated that their relatives

should make the decision for them.

Respondent: Look, when you're somewhat able to

decide for yourself, | think you do this together with
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everyone involved. Well, and if that isn't an option, |
have the impression that it's a decision that is made in
agreement with the family and doctors. (...) But, in

principle the decision is mine.

A minority of respondents thought that the physician should
decide about starting CDS, as medical expertise was considered to be

fundamental.

Respondent: So, his [the doctor's] medical knowledge
is always decisive. And to be fair, when | think it's time,
and he doesn't, well we have to discuss this because |
don't want to overrule his medical knowledge. But yes,
if you ask me explicitly, | think the doctor should make

the assessment. Whether providing it [CDS] is rational.

The timing of conversations about CDS was also important.
Respondents with experience as a relative were generally positive
about early discussions on CDS, as this provided them with clear
information and provided a sense of preparedness. However, in many
cases, respondents said that CDS was discussed when a situation of
refractory suffering was already at hand, and that it had not been a
topic of conversation before that moment. According to some,
conversations on death and treatment options in the dying phase
were avoided in its entirety by both patients and HCPs. In these
cases, the suggestion of CDS by the treating HCP sometimes came as

a surprise.

Respondent: In the end, we weren't included in the
discussion about her treatment. At a certain point,
several persons who didn't know me or my mother
entered the room and injected a sedative into her. To
me, this was all very disrespectful. Because this is
her... well her last. and this was not specified. They
never clearly discussed her dying phase with us.

Interviewer: So you weren't included in the decision-

making process?

Respondent: No, while | was aware of what was
happening due to my own knowledge. But | wasn't

involved, no.

3.3 | Experiences with the provision of CDS care

All respondents mentioned the importance of adequate communica-
tion and clear information by the involved HCPs. Several respondents
with experience as a relative said that inadequate information
provision and communication on CDS led to distressing situations.
However, when expectations were managed by the HCP and patients
and families were well informed on CDS care and potential

complications—such as waking up—less distress was experienced.

Respondent: Well, | didn't know what it [CDS] entailed
and neither did my father. My father said: ‘The doctor
will be here soon, shall | lie down on the couch
downstairs? In that way they don't have to carry me
down the stairs when I'm gone’. But eventually, it took
three days before he died. He just imagined it [CDS] to
be something else than it was in reality. Well, the
doctor administered the injections, and the home care
nurses were supposed to ensure the medication would
be repeated in time. But he woke up - which shouldn't
have happened - and my father thought that he was
gone but he wasn't. | thought that was horrible. To me,

this was, very, very awful.

Taking time to connect with the patient and relatives, listening
carefully and being receptive towards their input were considered to
be essential aspects of communication by HCPs. Additionally, it was
considered important that the HCP ensured that both relatives and
patients understood the situation and were addressed in an

appropriate manner, without the use of medical jargon.

Respondent: Well, that was a good conversation. She
was accompanied by a physician in training. And my
husband asked for careful explanation because he
thought it resembled euthanasia. No, it is not
euthanasia, it is helping with the dying process, and

she would explain it a hundred times to him.

Most respondents who experienced CDS as a relative said that
closely involved and available HCPs were of paramount importance
to both the patient and themselves. In particular, mutual trust and
understanding were important qualities in the relationship with the
HCPs. Therefore, patients and relatives mostly preferred that their
treating physician, with whom such a relationship was already
established, provided CDS care.

Respondent: And when she was in a very poor
condition, her physician went on a holiday for a week
before she died. Well, we didn't like that, because we
had a very good relationship with this man, and he was
also the one she confided in. And on Wednesday
another physician came to see her, and he said: well,
we can start the palliative sedation. We can give you
the sedation now. At that point, she already had
morphine and such. But she didn't want that at all,
because, well, she wanted to wait until her own

physician returned from holiday.

Several respondents experienced that continuity of care was
compromised when care had to be transferred from one provider to
another and when staffing levels were low, for example outside
regular working hours. Relatives repeatedly had to ask for care, as

this was not timely provided in their view.

85U8017 SUOWWOD AIT1D) 8]qel(dde aup Aq peusenob ae S9pie YO ‘9Sn J0 SN 10j AreiqT 8UlUQ A8]1/MW UO (SUONIPUOD-PUE-SWRIALICO" A3 1M Alelq Ul Uo//SdnL) SUORIPUOD pue swie | 8y} 89S *[£20z/0T/c2] Uo Ariqiiauliuo A8|im ‘Head AisieAun [eouyos | Aq 698€T ¥eU/TTTT 0T/I0p/Wod 48| im AIq1puljuo//Stiy WOy pepeoumod ‘0 ‘SZ9/69€T



JONKER ET AL.

WILEY—

Respondent: But in the weekend... yes that's horrible.
When you're in labor during weekends, everything
carries on, but when you die you must wait until

Monday.

3.4 | Quality of dying with CDS

In almost all cases reported by the respondents, the patient died
within one week after starting CDS. Respondents were largely
satisfied with the quality of dying of their relatives under CDS; ‘a
relief’ was frequently the word used to describe what they had
experienced when CDS had commenced. The main reason for this
was that CDS allowed the patient to die calmly, without any pain,
restlessness or other suffering. Respondents often compared the
dying of their relative to sleeping, which was considered comforting,
and they were also appreciative of the idea of a gradual dying process
during which the patient gently slides away into death.

Respondent: The whole night she just slept very well,
and that last part was so good. You just see that she
doesn't have to suffer anymore and that she was
asleep, and was also not gone at once.

In various reported cases the patient showed signs of restless-
ness, which was considered to be undesirable. Incidentally, the
patients woke up from sedation, and this was appreciated with mixed
emotions by our respondents. For some, it was not upsetting, as they
were aware that this could occur. However, others were very

distressed when it happened.

Respondent: She moved her head restlessly from side
to side, and she made fists with her hands. And her
one leg moved restlessly. And her right hand was
paralyzed, so we put a piece of cloth in her hand so
she wouldn't hurt herself with her nails. Those kinds of
things. She was just too agitated. For me, this was very
difficult.

The fact that CDS implies loss of the patient's ability to
communicate was not considered problematic by the respondents.
Comfort for themselves or their relative was more important.
However, when relatives were not counseled properly that commu-
nication is not possible after commencing sedation, this was a source

of distress.

3.5 | Distinction between euthanasia and CDS

In multiple cases, relatives reported experiences of hastening the
patient's death by CDS. In some cases, this was explicitly discussed
with the attending HCP, and in other instances, this was the
perception of the relative or of the patient themselves. Hastening

death was mostly considered a desirable effect of CDS in light of the

patient's terminal condition.

Respondent: So, my husband woke up when the
doctor prepared the sedative. And my brother-in-law
and | said goodbye to him. And then the medication
was administered, but nothing happened. He just
stayed alive. And the doctor thought that he would
have died while administering the morphine. But that
didn't happen. He [the doctor] said: sometimes that
happens. And then he gave him the sedative. And my
husband still didn't die. And then our doctor said: well,

| don't know how he does it, but he's still alive.

When discussing their views on palliative care for themselves,
many respondents held the opinion that it was a matter of choice
or preference whether euthanasia or CDS should be used to
relieve their suffering. Respondents who preferred CDS over
euthanasia mentioned that they appreciated CDS as this is a more
gradual process allowing them to calmly die without needless
suffering. They also thought that CDS would be more acceptable
to relatives, and less difficult for physicians compared to
euthanasia. Additionally, multiple respondents indicated that CDS
is acceptable from a religious standpoint. Respondents who
preferred euthanasia over CDS brought up that euthanasia
accommodates more personal agency and avoids a potentially
long and burdensome terminal phase.

Several respondents indicated that, although in general they
preferred euthanasia, in certain circumstances CDS would be
preferential to them. Mainly when the procedure towards euthanasia
would be too time-consuming, for example, when suffering was a
result of an acute situation, or when cognitive problems would make
euthanasia impossible. These were also important reasons in several
of the discussed cases to revert from euthanasia to CDS. In most of
these cases, the clinical situation deteriorated rapidly, leaving no time
to start up the euthanasia protocol. In other cases, euthanasia was no
option due to a lack of competence on the part of the patient, for

example, due to stroke or dementia.

3.6 | Perceptions of CDS
Most respondents were aware of the main principles of CDS.
However, some of the respondents did not display a correct
understanding of CDS before clarification by means of a teach-
back. For example, several respondents thought that CDS comprised
pain control without necessarily lowering the patient's consciousness.
In a few cases, CDS was confused with starvation in the absence of
lowering consciousness. In paricular, respondents who were included
as patients and who did not have lived experience with CDS as
relatives misunderstood the concept of CDS.

Almost all respondents were aware that palliative sedation is

distinguished from active life termination, but many believed that
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palliative sedation hastens death, for example by means of starvation or
highly dosed medication.

The respondents' initial perceptions of CDS were informed
through various sources, such as newspaper articles and the internet,
but also through personal contacts, earlier experience with CDS and
discussions with HCPs.

4 | DISCUSSION

Relatives were generally positive about their experience with CDS,
especially when their loved-one died peacefully. Situations of
unbearable suffering during the dying phase were considered
unacceptable by patients and relatives, and a calm and peaceful
death was seen as crucial. The suffering of a dying patient called for
intervention leading to the initiation of CDS. The reported suffering
of patients was mostly caused by pain, restlessness, and dyspnea.
However, in several cases, existential suffering or the prevention of
suffering was mentioned as the main motivation to start CDS. This
potential broadening of the indication is perhaps one reason for the
increased practice of CDS in end-of-life care.

In our interviews CDS was often thought of as a matter of choice
by the patients and families, in which the patient decides and the
physician serves as an advisor, reflecting the importance of self-
agency at the end stage of life. Distress often arose from a lack of
feeling in control, and especially a lack of involvement in decision-
making on CDS was a major concern for relatives. Tensions related to
communication and involvement may be caused by divergent views
on responsibility and decision-making about CDS among patients,
relatives and HCPs. On the one hand, CDS is traditionally regarded as
a ‘last resort’ medical decision, for which a physician is ultimately
responsible.2”*® On the other hand, there is strong agreement that
the key to improvement of end-of-life care is to make the care
consistent with patient preferences by an individualized process of
decision-making.2®?” In our study, respondents often said that the
decision was eventually made by the patient or relative, the latter in
the case of cognitive impairment of the patient. Many saw the role of
physicians mainly as advising on available end-of-life care options,
and on the right timing for CDS initiation. These results differ from
similar research conducted ten years ago when relatives reported
that the final decision was made by the attending physician.?!
Nevertheless, in recent years research has shown that HCPs put
more emphasis on the wishes of patients and relatives.2¢17'1? A study
involving HCPs from the United Kingdom, Belgium and The
Netherlands showed that the Belgian HCPs tend to frame CDS as a
regular end-of-life care option for which the patient can choose.?®
The dominant view among our respondents of CDS as a normal
palliative care option for which they can choose instead of a last
resort informed by a medical judgment on the refractory state of
symptoms may contribute to an increase in requests for CDS.

The wish for a calm and peaceful death was so important that
moral problems with CDS raised in the literature were of no concern

to our respondents. The difference between CDS and euthanasia was

recognized, but still, most respondents thought that CDS potentially
hastens death—which is usually considered key to the ethical
distinction between CDS and euthanasia.’™* However, the idea of
respondents that CDS potentially hastens death was actually viewed
as acceptable by them, as death was a better alternative than
unbearable suffering. This relates to another ethical concern
regarding the distinction between CDS and euthanasia. Namely, it
has been suggested that CDS results in the social death of the patient
due to loss of awareness and thus communication.® However, losing
the ability to communicate was mostly not experienced as
problematic by the relatives in our study.

In general, our respondents were satisfied with the quality of
CDS and the care they received. We identified several determinants
of good quality of death with CDS. First and foremost, respondents
appreciated CDS when it allowed the patient to die a calm and
peaceful death. It was considered ‘a relieve’ when the suffering of
their loved one had ended due to CDS. The gradual nature of CDS, in
which the patient slides away into death while seemingly asleep, was
considered comforting for both patient and relative and added to a
positive experience of CDS. This was often contrasted with
euthanasia, which some thought to be too abrupt. Respondents
valued it when continuity of care was guaranteed and when CDS was
attended by their own physician. Many of our respondents reported
that CDS was appropriately discussed by HCPs, which was
appreciated as it enhanced understanding and managed expectations
of CDS. However, for several respondents, CDS was also a source of
distress. Unmet expectations, inadequate communication and infor-
mation provision, and difficulties in understanding CDS contributed
to the distress and reduced the experienced quality of CDS. Adverse
experiences regarding communication and information provision
were also reported in other studies.?%?32730 Thjs underlines the
importance of timely and adequate communication on end-of-life
decisions including CDS with both patients and relatives.

Most respondents were able to give an accurate description of
palliative sedation and CDS, and were informed through media
exposure, earlier experiences of end-of-life care, and advance care
discussion with HCPs. Improved attention on end-of-life care in the
public may partly explain the increase in CDS, as patients and
relatives are better aware of palliative care options. However, some
respondents misunderstood CDS: starvation, pain reduction and
abstaining from life-prolonging measures in the absence of lowering a
patient's consciousness were also considered to be palliative sedation
by some. This finding corresponds with earlier research among the
general public in The Netherlands, in which the term palliative
sedation was also indistinct.3* The misunderstanding was most
prominent in the respondent group without lived experience of CDS
as a relative. The group that experienced CDS as a relative, was
mostly aware of the important principles of CDS.

When situating our results within the evolving practice of CDS,
several explanations from the perspective of patients and relatives for the
increase of CDS can be suggested. First, there seems to be a shift in
indication assessment, as experienced patients and relatives sometimes

report that CDS is currently used to relieve existential suffering. Second,
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patients and relatives emphasize the importance of comfort at the end-
stage of life, and desire agency over the decision-making on palliative care
options in this phase. Lastly, CDS may be requested more often as

respondents were better informed on end-of-life care.

4.1 | Strengths and limitations

The main strength of this study is that the in-depth interviews
allowed uncensored insight into the experiences and perceptions of
CDS of both patients and relatives within an evolving practice of
CDS. However, several limitations may have influenced our results.
Most importantly, some respondents—especially those without lived
experience with relatives—initially misunderstood the term CDS/
palliative sedation, although we corrected this in our interviews and
excluded respondents who did not receive a teach-back it could be
that this influenced our results. Secondly, our respondents were
mainly highly educated Caucasian patients at a tertiary care center in
the middle of The Netherlands. These respondents are more likely to
emphasize the importance of open communication and good quality
of dying. Whereas it is known that people from non-Western cultures
often have different ideas on good palliative care.>?32 Unfortunately,
we were not able to include respondents with non-Western cultural
backgrounds. This raises questions on the generalizability to non-
Western populations as their perceptions of CDS are probably not
reflected in this study. Thirdly, potential respondents were not
selected randomly, and therefore selection bias is possible, especially
respondents with an interest in end-of-life may be more likely to
apply for participation. Lastly, recall bias may have played a role, as

the first case occurred in 2009.

5 | CONCLUSION

The traditional view of CDS as a last resort option for a physician to
relieve a patient's suffering at the end of life is not present among
patients and relatives in our study. Instead, our results show that they
perceive CDS as a regular—and not an exceptional—palliative care
option. Along with this normalization of CDS, patients and relatives
claim a substantial say in the decision-making and are mainly
motivated by a wish to avoid suffering and exercise control at the
end of life. This may result in an increase in CDS requests. The
distinct views on CDS should be reconciled in guidelines and
protocols for CDS. This can be done by introducing a shared-
decision model in which the HCP, the patient and relatives are
responsible for deciding on CDS, and not primarily the physician. By
doing so, guidelines will better reflect the current practice of CDS.
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