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Abstract

Purpose End-of-life sedation, though increasingly prevalent
and widespread internationally, remains one of the most high-
ly debated medical practices in the context of palliative med-
icine. This qualitative study aims to elicit and record the
perspectives of leading international palliative care experts
on current debates.

Methods Twenty-one professionals from diverse back-
grounds, sharing field-specific knowledge/expertise defined
by significant scholarly contribution on end-of-life sedation,
were recruited. Open-ended, semi-structured interviews, fol-
lowing a topic-oriented structure reflecting on current debates,
were conducted. Results were analysed using thematic content
analysis.

Results Three main aspects of sedation were identified and
discussed as potentially problematic: (a) continuous deep
sedation as an extreme facet of end-of-life sedation, (b)
psycho-existential suffering as an ambivalent indication for
sedation and (c) withdrawal or withholding of artificial nutri-
tion and hydration as potentially life-shortening. On these
grounds, concerns were reported over end-of-life sedation
being morally equivalent to euthanasia. Considerable empha-
sis was placed on intentions as the distinguishing factor be-
tween end-of-life acts, and protective safeguards were intro-
duced to distance sedation from euthanasia.

Conclusions This study shows that, despite the safeguards
introduced, certain aspects of sedation, including the
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intentions associated with the practice, are still under question,
parallels being drawn between end-of-life sedation and eutha-
nasia. This reaffirms the existence of a grey area surrounding
the two practices, already evidenced in countries where eu-
thanasia is legalized. More clarity over the issues that generate
this grey area, with their causes being uncovered and elimi-
nated, is imperative to resolve current debates and effectively
inform research, policy and practice of end-of-life sedation.

Keywords End-of-life sedation - Palliative care experts -
Artificial nutrition and hydration - Psycho-existential
suffering - Grey area

Introduction

End-of-life sedation is a last resort treatment strategy intro-
duced to alleviate unbearable suffering, which is unresponsive
to conventional therapies, in terminally ill patients with limit-
ed life expectancy. This can be achieved via the monitored use
of sedative medication, leading to an intentional decrease in
consciousness, occasionally to the point of complete loss, with
no intention of causing or hastening death [1].

This decrease in consciousness has been argued to be
concomitant with minimizing or removing the ability to think,
feel or interact during the last days of life [2]. As a result, the
ethical appropriateness of the practice has been questioned,
parallels being drawn between end-of-life sedation and other
end-of-life acts, particularly euthanasia [3—5]. Beyond the
ethical or moral dilemmas, controversy also seems to have
reached clinical practice, with discussions being raised about
the extent to which end-of-life sedation is medically indicated
[6]. A series of clinical characteristics of the practice, mainly
time of initiation, clinical indications, drug administration and
artificial nutrition and hydration (ANH) have been frequently
debated [7]. Even at a purely conceptual level, end-of-life
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sedation appears to be rather problematic since no standard
term or definition seems to have gained wider acceptance [8].

Research on end-of-life sedation has aimed to address and
explore these issues. Prospective and retrospective studies
have been undertaken to elicit and record detailed accounts
of experiences, attitudes and viewpoints of various individuals
directly (physicians, nurses, patients) or indirectly (relatives,
medical house officers, general population) involved in the
practice of sedation [9—14]. Evidence indicates that confusion
and inconsistency persist in almost every aspect of the practice
[15] leading to an increase in current debates over end-of-life
sedation.

This study aims to explore current debates and seek an-
swers to a series of critical conceptual, medical and ethical
issues underpinning the practice of end-of-life sedation. This
is the first study to recruit experts, defined as professionals
sharing field-specific knowledge established by significant
scholarly contribution on end-of-life sedation. The primary
aim of the study is to elicit and record the perspectives of
experts on the issues under question, explore commonalities
and differences in reported perspectives and provide a basis to
potentially account for the difficulty in reaching consensus.

Methods
Study design and data generation

This qualitative study is part of a European Commission
Seventh Framework Programme project aimed at optimizing
the quality of palliative care in Europe (EUROIMPACT). On
the basis of a bibliometric analysis (1945-2011) conducted to
map the scientific output on end-of-life sedation [16], litera-
ture searches were repeated, and results were updated. Data
sources were expanded to include two additional databases
(AMED and CINAHL) and two high-impact-factor journals
(BMJ and NEJM). The timeline was also extended to account
for new entries up to June 2012. In total, 352 published
outputs comprised the pool of available participants for sam-
pling to be initiated.

Sampling and recruitment

To select our panel of experts, purposive (expert) sampling
was employed. Expertise in this context was defined as schol-
arly expertise, i.e. extensive field-specific knowledge defined
by substantial scientific output. This was assessed on the basis
of authorship credits allocated by using the harmonic credit
counting model [17]. Inclusion criteria comprised authors (a)
holding a PhD and/or MD as a minimum qualification and (b)
scoring more than three authorship credits. Participants who
engaged in the development of procedural guidelines or have
published influential papers (>100 Citations) shaping research
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on the field were also included, regardless of their score. A
final sample of 33 eligible participants was identified.

Of the 33 eligible participants, five could not be recruited
into the study due to lack of contact details. The remaining 28
participants were sent an invitation email, including a written
informed consent form, which they were required to sign and
return to confirm participation. Twenty-one people consented
to participate in the research, a response rate of 75 %.

Ethical approval

The study protocol, participant information and consent pro-
cedures were approved by the Faculty of Health and Medicine
Research Ethics Committee of Lancaster University, UK.

Data collection and preparation

Data were collected from October 2012 through February
2013. Open-ended, semi-structured interviews were conduct-
ed. A flexible, topic-oriented interview guide including open-
ended questions was developed. Topics were informed by the
literature comprising frequently debated issues underpinning
the practice of end-of-life sedation: (a) conceptual (terms and
definitions), (b) medical (end-of-life suffering and patient
symptomatology) and (c) ethical (end-of-life sedation vs.
physician-assisted death). Open-ended questions were de-
signed to reflect on such issues. Interviews sought to elicit
and record participants’ perspectives on the topics under ques-
tion. To facilitate response, prompts were formulated for each
question. All interviews were conducted in English (via tele-
phone or Skype), were audio-recorded with permission and
lasted approximately 30 min.

Upon completion of the interviews, audio-recordings were
transcribed verbatim by professional transcribers. Each tran-
script was reviewed for quality, and all identifiers were re-
moved. These transcripts comprised the study data.

Data analysis and procedures

Transcripts were analysed using thematic content analysis, as
described by Strauss and Corbin [18]. This inductive approach
involves open coding, clustering and category formation. An
initial coding framework was developed. Results were com-
pared, and the initial coding framework was refined to its final
version through discussion and consensus. This final coding
framework comprising four main themes (description and
classification of end-of-life sedation, end-of-life suffering
and qualifying clinical characteristics, the use of ANH at the
end of life, and the role of intentions in end-of-life acts) was
submitted and approved by all the authors.

The final framework was applied to all data, and the con-
tents of each transcript were coded under the appropriate
themes. Data were inserted into a spreadsheet, providing a
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visual summary of the dataset that allowed for explanations
and patterns to be identified. This was a means of connecting
the data with the primary research aim to elicit, record and
explore commonalities and differences in reported perspec-
tives on current debates over end-of-life sedation.

To ensure explicit and comprehensive reporting, the
COREQ (consolidated criteria for reporting qualitative re-
search) checklist was used [19]. Direct quotations were select-
ed to represent a significant body of data or to illustrate views
and perceptions which were contrary to the majority.

Results

The demographic characteristics of the 21 participants are
shown in Table 1. Most participants were male. The ages
ranged from 31 to 69 with a median of 53. They all had
substantial research and/or practice experience in end-of-life
sedation (a median of 16 years). Their professional

Table 1 Characteristics of study participants

Characteristics Value®
Gender
Male 17 (81.0)
Female 4 (19.0)
Age (years)
Median (range) 53 (31-69)
Years in research and/or practice
Median (range) 16 (4-30)
Professional background
Physicians 13 (61.9)°
Ethicists 3(14.3)
Medical sociologists 2(9.5)
Nurses 2(9.5)
Health scientist 1(4.7)
Country of origin
USA 5(23.8)°
Belgium 5(23.8)
Netherlands 2(9.5)
Germany 2(9.95)
Italy 2(9.5)
Norway 1 (4.8)
UK 1(4.8)
Israel 1 (4.8)
Japan 1(4.8)
Canada 1 (4.8)

“Data are given as numbers (percentage) of study participants unless
otherwise indicated

b Percentages may not amount to 100 % due to rounding

backgrounds were diverse, and they originated from ten coun-
tries worldwide.

Reported perspectives revealed patterns of convergence
and divergence illustrative of participants’ perceptions on
end-of-life sedation and of similarities and differences in
sedation practices. Such patterns were seen to underlie the
responses to all main four themes identified.

Description and classification of end-of-life sedation

Considerable variation was observed in the way the concept of
end-of-life sedation was approached. Our participants
employed several terms to describe the practice, a strong
preference being indicated for palliative sedation (n=13).
Arguments cited for and against certain terms were diverse,
mostly attributed to the circumstances under which end-of-life
sedation is to be initiated (Box 1, quotes 1 and 2). These
circumstances involved when, how and why end-of-life seda-
tion should be considered. Regardless of the variation in term
choice, however, reported perspectives seemed to coincide in
the classification of end-of-life sedation. Two main groups
(facets) of the practice were largely acknowledged, with most
participants (n=12) classifying end-of life sedation based on
level of consciousness (Box 1, quote 3). The first group, end-
of-life sedation leading to decreased consciousness, was wide-
ly recognized as part of normal medical practice. In contrast,
the second group, end-of-life sedation leading to complete
absence of consciousness (continuous deep sedation), was
referred to as being a distinct and extreme facet of seda-
tion that should be rarely used and restricted to certain
conditions. Presupposed conditions included the following:
timeframe (the patient being imminently dying), last resort
(all other alternatives having been exhausted) and in-
formed consent (having been obtained). No explicit rea-
soning was provided to account for its extreme nature
apart from that it could potentially associate end-of-life
sedation with euthanasia.

Box 1. Description and classification of end-of-life sedation

Description
In favor of ‘palliative sedation’ (13/21)

Quote 1: I saw several reasons why I would prefer the term
‘palliative sedation’. First of all, it shows why you are offering this
type of sedation—it’s for palliation, it’s for the control of
symptoms—that’s the first thing. It shows to whom you are
offering this type of sedation—palliative care patients—so the
terminally ill. It does not suggest that the idea of sedation is to
terminate life or to be permanent,... and then a fourth reason is
that, as the word, as we decided to talk about ‘palliative care’
instead of ‘terminal care’, I thought also in the case of sedation it
was better to talk about ‘palliative sedation’ because it has a much
more positive meaning. It’s not abandoning the patient; it’s trying
to help even in very difficult circumstances, and this positive
notion of palliation I wanted to add to the concept. So ‘palliative
sedation’. (P14)
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Against ‘palliative sedation’ (8/21)

Quote 2: Because ‘palliative sedation’ is a term that is—how should
1 put it—overly positive: it conveys the impression that it’s by
definition something good, it sounds good, ‘palliative sedation,’
when in some cases it might not be good at all. So this is what
ethicists would call sanitizing terminology, which I think we
should avoid. And at the beginning of my work, I used to use the
term ‘terminal sedation’, but after two papers, I also came to the
conclusion that this is overly negative and that, if [ was criticizing
other people for using sanitizing terminology, then I should also
criticize myself for putting it perhaps in too negative a light. So
that’s why from then on, I only used ‘continuous sedation at the
end of'life’ or ‘continuous deep sedation at the end of life,” because
that in my view is a purely descriptive term and doesn’t convey
that the practice is either necessarily good or necessarily bad. (P15)

Classification
Based on level of consciousness (12/21)

Quote 3: But of the two things that are relevant here, one would be...
well, the term we used was ‘proportionate palliative sedation’
where you basically use the least amount of sedation needed to
help the patient feel more comfortable. So it might be very mild
sedation; it might be medium sedation; it might be heavy sedation,
but you basically gradually increase the amount of sedation until
you get the right level. .. But the other common sedation is, I think,
more extreme and that would be “palliative sedation to
unconsciousness’ and that would be for use in severe cases where
people are near death and suffering is extreme and there is no other
way to escape. That should be relatively rare, in my opinion, and
should... you’d have second opinion, should have a lot of thought
go into as much as possible what you’re doing. (P12)

No reference to classification (9/21)

End-of-life suffering and qualifying clinical characteristics

Certain inconsistencies were observed in the way our partici-
pants perceived and described end-of-life suffering. While
symptom nature (intractable) was cited by all (n=21) as a
prerequisite for sedation to be considered, symptom intensity
(unbearable) was highlighted by some (n=7) as subjective
(Box 2, quote 1). Distinctions were drawn between intractable
and difficult symptoms as well as between symptom nature and
symptom intensity. Several participants (n=10) provided com-
plementary aspects such as timeframe and the last resort option
to facilitate understanding of intractable end-of-life suffering.
However, the main inconsistency lay in symptom classification,
more specifically, in the types of symptoms that could be
considered sufficient for sedation to be initiated. Though most
participants (n=15) acknowledged end-of-life suffering as
multi-dimensional including physical and psycho-existential
suffering (Box 2, quote 2), concerns were expressed over the
appropriateness of using end-of-life sedation to relieve the
latter. Despite physical suffering being widely perceived as a
clear-cut indication for sedation to be initiated, psycho-
existential suffering attracted a wide range of responses (Box
2, quotes 3 to 6). Some participants (#=4) made no reference to
it, and others (n=4) clearly rejected it while one (n=1) would
only agree to it being considered as a qualifying indication for
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end-of-life sedation if directly related to physical suffering.
Several participants (n=8) recognized this type of suffering as
a possible reason to initiate sedation, delineating the need for
protective safeguards. These involved the presence of a multi-
disciplinary team and consultation with experts to ensure opti-
mal clinical assessment of symptom severity and establish the
nature of such suffering as intractable, before proceeding with
end-of-life sedation. Few participants (n=2) responded indi-
rectly by citing evidence from the literature, while there were
also cases (n=2) where participants refused to provide a re-
sponse by calling upon their non-clinical status.

Box 2. End-of-life suffering and qualifying clinical
characteristics

End-of-life suffering
Subjectivity of end-of-life suffering (7/21)

Quote 1: Well, I think suffering is something which is subjectively
experienced, isn’t it? It’s a bit like pain is what the patient says it is;
suffering is what the patient says it is... to some extent suffering is
going to be in the eye of the beholder, and particular places,
particular practitioners and particular cultures may respond to
different types of suffering in a variety of ways. And some people
may see a sort of loss of dignity to be far more important than any
physical suffering. (P20)

End-of-life suffering perceived multi-dimensionally (15/21)

Quote 2: Well, you have refractory symptoms of whatever type...
[Investigator: So basically it’s more of a combination of psychical
and existential?] Of course, because it’s so difficult when you want
to be too much analytical, but when you suffer, you suffer with
your mind and your body together. (PO1)

Qualifying clinical characteristics
In favour of psycho-existential suffering (8/21)

Quote 3: In fact, every symptom can cause an intractable situation. It
can be pain, it can be delirium, it can be nausea and vomiting, it
can be itching, it can be tiredness, the fatigue... yeah, so all this
kind of symptoms can be at a certain moment for a patient
intractable and insupportable... so it depends a little bit on the case
and, there are also situations where it’s not only a somatic reason
because you have to consider also psychological or existential
problems. (P16)

Against psycho-existential suffering (4/21)

Quote 4: My bias is that it should be focused on physical symptoms,
not psychosocial or existential intractable suffering. Well, in our
experience, the most common reasons in order of frequency would
be delirium, dyspnea. .. pain being very further down in the list and
nausea very infrequently. So delirium and dyspnea would be
relatively common; pain and nausea would be very rare reasons.
(P09)

No reference to psycho-existential suffering (4/21)

Psycho-existential suffering accepted only if directly related to physical
suffering (1/21)

Quote 5: ... suffering is often a mix, as you know, physical and
psychological, social and spiritual issues, and it’s usually a mix,
but as long as it’s anchored in a severe, physical illness, again I
think we’re on solid ground. (P12)

No (or indirect) response to qualifying clinical characteristics (4/21)

Quote 6: [Investigator: in your opinion, what symptoms you would
consider sufficient to justify the prescription of sedation at the end
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of life?] Well, I’ve not been in clinical practice for a long time, so I
think I’m probably not that well equipped to answer that question.
I think that’s something that you’d have to ask your medical
respondents. (P20)

The use of artificial nutrition and hydration at the end of life

Special attention was drawn to the use of ANH at the end of
life and the direct association between this and ethical con-
cerns and dilemmas. Some of our participants (n=5) perceived
the decision to withdraw or withhold ANH during end-of-life
sedation as potentially life-shortening (Box 3, quote 1). These
participants clearly stated that forgoing food and fluids, espe-
cially in patients to whom continuous deep sedation is pre-
scribed, might result in a hastened death. There was concern
that crossing the line of intentions between alleviating suffer-
ing and hastening death could bring end-of-life sedation one
step closer to euthanasia (Box 3, quote 2). On this basis, in
cases where ANH is withheld or withdrawn, these participants
perceived end-of-life sedation as a covert form of euthanasia.

Box 3. The use of ANH at the end-of-life

Against withholding or withdrawing artificial support (5/21)

Quote 1: Of course, you can point to, if you remove hydration, nutrition
and all that kind of stuff and then you expect the patient to die in let’s
say two or three weeks, then you may... will think well, this is
probably causing the patient to die because without those... I mean
without hydration, without nutrition and all those things, there are a
lot of processes going on in the body that is likely to cause death or
you may begin to expect death to happen from that removal of
support treatments. (P06)

Quote 2: I’m always very surprised when I read for example in
guidelines, in a lot of the guidelines it is claimed that, since they have
this limit usually of, you know, one or two weeks’ life expectancy,
they then say, ‘Oh, it’s no problem to withdraw nutrition and
hydration’ or to withhold nutrition and hydration ‘because, well, it’s
not going to be life-shortening anyway.” That may well be true for
nutrition but that is certainly not true for hydration and I think that...
what some people even label as ‘palliative care philosophy’—namely
that you withdraw hydration and nutrition because you don’t want to
extend life—well, that is the same as saying that by not continuing it,
you’re in fact shortening life. If by continuing it the person would
have a life expectancy of x and you withdraw it and you say, ‘Oh, so
we’re not extending life.” Okay, fine, but then you are shortening it.
Just be open and honest about it. And there may be good reasons to
do so, but I have a problem with this. .. again these desperate attempts
to emphasize the difference between sedation and euthanasia, when I
think sedation without nutrition and hydration, or in any case without
hydration, morally speaking is very similar to shortening life. (P15)

No reference to the use of artificial support (16/21)

The role of intentions in end-of-life acts

End-of-life sedation was widely perceived as part of normal
medical practice, comprising part of the medical armamentar-
ium available at the end of life. However, whenever responses

focused on continuous deep sedation, psycho-existential suf-
fering and withdrawal or withholding of ANH, this perception
noticeably changed, and associations were drawn between
end-of-life sedation and euthanasia. In such cases, the vast
majority of our participants (n=16) focused on intentions as
the key distinguishing factor, with the intention of sedation
being to relieve end-of-life suffering while, in contrast, the
intention of euthanasia is to end suffering (Box 4, quote 1). To
facilitate understanding of this distinction, some participants
(n=5) called upon the principle of double effect. This entails
that an act which may have a good or bad effect is ethical if the
nature of the act is morally good or neutral. However, some
participants (n=3) voiced concerns over end-of-life sedation
being ethically problematic since intentions cannot be always
objectified while others (n=2) pointed out that, in countries
where euthanasia is legalized, this lack of clarity on intentions
has resulted in a grey area between the two practices (Box 4,
quotes 2 and 3).

Box 4. The role of intentions in end-of-life acts

Intentions: drawing the line between end-of-life sedation and euthanasia
(16/21)

Quote 1: I think, first, the intention is very different: the intention is to
relieve suffering or in a most extreme version of terminal sedation, to
erase it, if you like, and so that... the intention in euthanasia is to kill
the patient as fast as possible, and thus it is to hasten death in a matter
of minutes. (P06)

Intentions: an impractical criterion to distinguish between end-of-life
sedation and euthanasia (5/21)

Subjectivity of intentions (3/21)

Quote 2: One of the challenges is that some of the patients who get this
are really prepared to die, they’re ready to die, they would prefer to
have euthanasia but that is illegal and not available, so they might
choose this as an alternative or as the best available alternative, and I
think then for some people that would make it too close to euthanasia,
but again I think... you know, requiring that patient have pure
intentions in this situation is a tall order, so I don’t know that you can
ever require that. (P12)

Ambiguity of intentions: the ‘grey area’ (2/21)

Quote 3: So I think, when you want to... when you want to compare
sedation to euthanasia, we must see that on a conceptual level, there is
quite a big difference between the two but in practical terms, when
you look at practice, especially in Flanders in Belgium where I did
my research, you could see a very, very dark grey zone between the
two practices—something that many people choose to ignore but I
think should be addressed. (P03)

Discussion
Summary of main findings
Current evidence indicates that debates over end-of-life seda-

tion still persist on multiple grounds (conceptual, medical and
ethical). However, concerns seem to be rather focused on
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specific aspects of the practice (Fig. 1). Three main aspects
were identified and discussed as potentially problematic: (a)
continuous deep sedation as an extreme facet of end-of-life
sedation, (b) psycho-existential suffering as an ambivalent
indication for end-of-life sedation and (c) withdrawal or with-
holding of ANH as potentially life shortening. There was
concern that these areas might compromise end-of-life seda-
tion as part of normal medical practice and result in a grey area
concerning what constitutes sedation or euthanasia. Intentions
were cited as the basis to distinguish between end-of-life acts,
and the use of certain criteria (protective safeguards) to dis-
tance end-of-life sedation from euthanasia was also described.

Interpretation of results

Conceptually, continuous deep sedation was widely perceived
as being a distinct, relatively rare and particularly extreme
type of sedation that should only be considered under specific
circumstances. This finding conforms to what part of the
literature suggests about continuous deep sedation. This type
of end-of-life sedation, frequently referred to as far-reaching,
has been heavily criticized for intentionally suppressing the
notion of personhood leading patients to social death and
predictably shortening their life by inducing a permanent

coma [20, 21]. As a result, patients rendered deeply and
irreversibly unconscious lack personhood and ought to be
considered ‘dead’ [22]. However, counterarguments comprise
three main elements. First, personhood is not solely dependent
upon the presence of consciousness-related features [22]. Sec-
ond, the loss of consciousness in CDS is neither permanent
nor irreversible. Indeed, it is the ongoing administration of
sedative drugs that results in the patient remaining uncon-
scious, but the potential for reversibility exists as long as the
patient is alive [23]. Third, losing consciousness is often an
inherent part of the dying process. Hence, having a low or
very low consciousness at the end of life should not be
perceived as an extraordinary or unnatural situation [2]. This
evidence denies concerns over an association between end-of-
life acts and distances continuous deep sedation from
euthanasia.

Medically, psycho-existential suffering was not considered
to be a sufficient indication for end-of-life sedation to be
initiated. This perspective seems to coincide with guideline
recommendations for extreme caution when there is evidence
of psycho-existential suffering [24-26]. Similarly, a wide
range of literature suggests that physical suffering is probably
the most apparent and recognizable type of suffering and is
likely to be a domain with which physicians are most familiar

[ END-OF-LIFE SEDATION ]

7

’’
2
\,
\
A
/

- - ~, .
! INTENTIONAL A /~ [oTHERWISE INTRACTABLE END-OF-LIFE| ™ e [ARTIFICIAL NUTRITION AND HYDHATION] ™
] ': ! SUFFERING ! I -~ i

P N 1 1 LIS 1
i ' “ i i ——~— i i , :
1 . 1 1 V3 ~ 1 1 1
1 1 ] ¢ 1 1 1
i Decrease of Ab £ i i ! ' 1
H ; sence of i i i ! Withheld i
i [ consciousness B nsciousncacll | |m Psycho- ! |m - i
1 Intermittent " 1 1 social/Existential | 1 1 Administered OR !
E Mild/Moderate Continuous Deep/ | ' - ! Withdrawn i
{ /Deep 1 ! \ ; ! ! i
\ / \ J Ly J

3,
N\
’

/

Protective Safeguards:

Timeframe
Last resort option
Informed consent

Optimal clinical assessment

Consultation with experts

Protective Safeguards:

Multi-disciplinary team

Protective Safeguards:

Administered until death

X7

\ /.

EUTHANASIA

Fig. 1 Results framework

@ Springer



Support Care Cancer

[27]. In contrast, psycho-existential suffering is considered
subjective, hard to define and difficult to evaluate and manage
given the lack of well-established tools or strategies [28—30].
However, making a medical distinction between the person
and the body, relating suffering only to the latter, has been also
criticized since the patient (person) is to be understood as a
complex social and psychological entity whose suffering can
include pain or other physical symptoms but is by no means
limited to it [30]. This is probably why our participants ac-
knowledged all facets of end-of-life suffering but, being most-
ly physicians, were hesitant to accept psycho-existential suf-
fering as a clear indication for end-of-life sedation. However,
in contrast to the concerns voiced over psychosocial/
existential suffering being not a sufficient indication in itself
for end-of-life sedation, literature reports that the practice is
increasingly being administered to treat psycho-existential
rather than physical symptoms [31, 32].

Withdrawing or withholding ANH at the end of life was
perceived as life shortening. This finding seems to contradict
guideline recommendations, whereby the continued adminis-
tration of ANH is not encouraged unless the benefits outweigh
the harm [33]. However, no strong evidence exists to support
its use for the majority of terminally ill patients. Though
retrospective studies on artificial nutrition in advanced illness
have shown a consistent lack of benefit [34, 35], the role of
artificial hydration still remains controversial. There have
been arguments on both clinical and ethical grounds, for and
against providing parenteral fluids in dying patients [36]. The
impact of artificial hydration, however, on both quality and
length of life cannot be determined due to the lack of sufficient
good quality studies to allow for recommendations to be made
[34]. Literature also suggests that discontinuation of ANH can
occasionally result in distress for patients, family members
and health-care providers [37]. Despite this, the decision to
continue the administration of artificial support solely as a
protective safeguard to avoid such distress or avert associa-
tions between end-of-life sedation and euthanasia might not
always be the best choice.

Finally, intentions were widely used as the basis to distin-
guish between end-of-life acts. This evidence seems to com-
ply with a wide part of the literature focusing on intentions and
the principle of double effect to draw the line between end-of-
life sedation and euthanasia. However, intentions have been
widely argued to be an impractical criterion to distinguish end-
of-life acts. Not only can they be highly personal, locked
within the mind of the physician or the patient, and difficult
to validate externally, but they may also be multi-layered,
ambiguous and, in some cases, even contradictory [38, 39].
Similarly, the application of the double-effect principle to
clinical situations has been criticized on the basis of
preconceived ideas of what constitutes ‘good’ and ‘bad’ acts
and the challenges posed by determining intentions [40].
Several studies examining end-of-life sedation confirm such

criticisms by reporting subjectivity, confusion and consider-
able ambiguity of intentions [41-43]. This lack of clarity
comprises the source of a grey area between alleviating symp-
toms and hastening death, where the intention stops being
merely to palliate. In this context, end-of-life sedation begins
to resemble euthanasia. Our findings indicate that this grey
area, already evidenced in countries where euthanasia is offi-
cially legalized [44, 45], seems to exist internationally regard-
less of the legal framework on end-of-life acts.

Strengths and limitations

The major strengths of this study lie in its international scope
and its sample of experts. This is the first study to recruit
participants, from ten different countries, sharing expertise on
end-of-life sedation stemming from diverse professional back-
grounds, which allowed for a wider range and greater varia-
tion in reported perspectives. Still, this study suffers a number
of limitations. First, our panel of experts was quite restrictive
in terms of gender and age, most participants being male and
over 50 years. This might have confounded a broader and
potentially more diverse input of perspectives. Second, our
participants’ professional status might have influenced the
validity of their responses, being overly firm or patronizing
on the basis of their expertise. Third, the researcher’s personal
opinions and beliefs could have interfered with the interpre-
tation of results. This, however, was counterbalanced by re-
search team discussions.

Conclusion

This study adds new information about how current debates
on end-of-life sedation should be approached and addressed.
Our data show that, despite the protective safeguards intro-
duced, certain aspects of the practice including the role of
intentions associated with it are still open to criticism and
questioning. As a result, space is allowed for parallels to be
drawn between end-of-life sedation and euthanasia. This
reaffirms the existence of a grey area surrounding the two
practices, already evidenced in countries where euthanasia is
legalized. This grey area might compromise end-of-life seda-
tion as part of normal medical practice resulting in confusion,
inconsistency and conflict concerning the extent to which end-
of-life sedation is medically indicated and ethically permissi-
ble. More clarity over the issues that generate this grey area,
with their causes being uncovered and eliminated, is impera-
tive for current debates over end-of-life sedation to be brought
to a close.
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