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Abstract

Background: Terminological problems concerning sedation in palliative care and consequences for research
and clinical decision making have been reported frequently.

Objectives: To gather data on the application of definitions of sedation practices in palliative care to clinical
cases and to analyze implications for high-quality definitions.

Design: We conducted an online survey with a convenience sample of international experts involved in the
development of guidelines on sedation in palliative care and members of the European Association for Pal-
liative Care (EAPC). Participants were asked to apply four published definitions to four case vignettes. Data
were analyzed using descriptive statistics.

Results: A total of 32 experts and 271 EAPC members completed the survey. The definitions were applied
correctly in n=2200/4848 cases (45.4%). The mean number of correct applications of the definitions (4 points
max.) was 2.2t 1.14 for the definition of the SedPall study group, 1.8 +1.03 for the EAPC definition, 1.7+0.98
for the definition of the Norwegian Medical Association, and 1.6+ 1.01 for the definition of the Japanese
Society of Palliative Medicine. The rate of correct applications for the 16 vignette-definition pairs varied
between 70/303 (23.1%) and 227/303 (74.9%). The content of definitions and vignettes together with free-text
comments explains participants’ decisions and misunderstandings.

Conclusions: Definitions of sedation in palliative care are frequently incorrectly applied to clinical case
scenarios under simplified conditions. This suggests that clinical communication and research might be neg-
atively influenced by misunderstandings and inconsistent labeling or reporting of data.

Clinical Trial Registration Number: DRKS00015047.
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Background

ERMINOLOGICAL PROBLEMS concerning sedation in pal-

liative care have been frequently reported: authors have
discussed terminological confusion as a plausible cause of
strikingly variable frequencies of the practice, which have
been reported in empirical studies,' = called for more uniform
definitions,*”’ and debated the neutrality of terms.> 10 We
identified 29 definitions differing in the term defined as well
as the content and structure of the definition in a recent sys-
tematic literature review of definitions in guidelines on se-
dation in palliative care.'!

Studies with case vignettes in Germany demonstrated
considerable differences in the intuitive attribution of the
most commonly used term “palliative sedation.””'? A retro-
spective chart review revealed ‘‘no consistent pattern re-
garding labelling.””'®> A qualitative study indicated that the
term ‘‘palliative sedation’ is used inconsistently and some-
times misinterpreted as deep continuous sedation.'* This
might impede decision making and transparent communica-
tion with patients and within care teams.

What counts as a, for example, “‘palliative sedation” de-
pends on the logical inclusion and exclusion criteria in its
definition. What counts as a ‘“‘good palliative sedation,”” that
is, one that fulfils standards of good palliative care, depends
on practical requirements care that can be stated separately,
for example, in guidelines. Sometimes, practical require-
ments such as refractoriness or intolerability of suffering are
part of the definition. The content of the definitions varies in
this respect.'' We wanted to know how well professionals
can identify these differences and how this affects the way
they apply them to cases.

Problems in applying specific definitions have not been
studied so far, despite plausible hypotheses, and termino-
logical decisions or misunderstandings have not been at-
tributed to the content of the definitions on an empirical basis.
There are no data on the false/correct application of defini-
tions and it is not clear which parts of which definitions are
problematic. The evidence on problems of applying defini-
tions to clinical cases is necessary to develop better concepts
and conceptually sound study designs. Good evidence could
help to identify better definitions, highlight specific problems
of definitions, and indicate measures to improve conceptual
understanding for practice and research.

Therefore, the aim of this study was to determine how well
experts involved in the development of guidelines on seda-
tion in palliative care and members of the European Asso-
ciation for Palliative Care (EAPC) can apply definitions of
sedation practices in palliative care to concrete clinical case
vignettes and to compare different definitions and cases.

Methods
Study design

We conducted a vignette-based, cross-sectional online
survey among experts on sedation in palliative care and
EAPC members from July to August 2021.

Questionnaire

Definitions. We selected four definitions to cover defi-
nitional options and keep the length of the survey manageable
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(Table 1): the definition published by the Norwegian Medical
Association represents reduced and simple definitions. It in-
cludes only the sedative effect, an intention (to alleviate
suffering) and one ‘“‘good practice’ restriction (refractory
nature of the suffering).'> Second, we chose the definition
provided by the EAPC, since it is the most prominent and part
of the EAPC’s framework for the development of guidelines
on sedation.'® Third, we chose the Japanese definition re-
ported by Morita et al. because it was published recently and
explicitly formulated to resolve confusion about intentions.'’
Fourth, we developed a definitional paragraph according to a
terminology table consented in the SedPall project (‘‘From
anxiolysis to deep continuous sedation—the development of
a recommendation for sedation in specialized palliative
care’’). This terminology was constructed explicitly to reduce
previously identified misunderstandings by a step-by-step
descriptive definition of key terms.'®

Vignettes. We followed published guidance for vignette
construction'®?® and used four published case vignettes as
starting points.'**"*? An expert panel of four members of the
SedPall research group with expertise in oncology, palliative
medicine, medical ethics, and philosophy adapted the vignettes

TABLE 1. DEFINITIONS

Source Definition

Norway'’ By palliative sedation is meant
pharmacological depression of
the level of consciousness to
alleviate suffering that cannot be
relieved in any other way.

European Association Therapeutic (or palliative) sedation
for Palliative Care in the context of palliative
medicine is the monitored use of
medications intended to induce a
state of decreased or absent
awareness (unconsciousness) to
relieve the burden of otherwise
intractable suffering in a manner
that is ethically acceptable to the
patient, family, and health care
providers.

Palliative sedation is defined as
“‘administration of sedatives for
the purpose of alleviating
refractory suffering.”” It does not
depend on whether the physician
intends to reduce the patient’s
consciousness.

Intentional sedation to alleviate
suffering: sedation is the process
or result of inducing a state of
consciousness scoring <0
(=below normal alertness) on the
Richmond Agitation-Sedation
Scale modified for palliative care
inpatients (RASS-PAL) scale. It
is intentional if it is used as a
means to achieve a previously
defined treatment goal. It is
performed to alleviate suffering
when the treatment goal is to
alleviate a patient’s suffering.

Japan17

SedPall study group
(Germany) !
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concerning clinical plausibility and the possibility of an un-
ambiguous answer regarding the (non-)presence of treatment
as defined in the four definitions. We adapted the vignettes
until consensus was achieved regarding the correct answers
(Table 4) according to the wording of the definition, that is,
independent of recommendations for good practice (Table 2).

Questions. The survey consisted of 24 nonrandomized,
nonadaptive questions on 17 pages (8 on one page to describe
the sample plus one page for each terminological question,

see the Supplementary Appendix). Eight sociodemographic
questions were asked concerning age, sex, country, profes-
sion, professional experience in years, setting of work, and
experience in (1) research in palliative care and (2) research
on sedation in palliative care. Participants were asked to
apply each of the four definitions to each of the four vignettes
and decide whether the vignette represented a case of the
sedation term defined, resulting in 16 questions, which we
announced at the beginning of the survey (Supplementary
Appendix). We did not provide information about the source

TABLE 2. VIGNETTES AND RATIONALE FOR SELECTION

Vignette

1 A patient’s unmanageable nausea is treated with 2.5 mg lorazepam every eight hours. The patient is sleepy due to
this medication. The patient wakes up when being addressed during visits from her family. The team attending
does not set up any further monitoring. The life expectancy of the patient is estimated to be hours to a few days.
The patient states that she is still feeling nauseous during two attempts to reduce the dose. In response, the dose
is increased again to the initial 2.5 mg after consultation with the patient, so that she would not feel the nausea
because of a lower state of vigilance. The patient dies a few hours after the medication has been adjusted.
Rationale: In vignette 1, a low dose of lorazepam which, nevertheless, has a sedative effect is finally
administered with the intention of reducing consciousness of the patient to treat unmanageable nausea but
without any monitoring measures installed. We wanted to know whether the small dose would influence the

decisions.

2 A 60-year-old patient had been suffering from cerebral corticobasal degeneration for 1 year. He was bedridden and
incontinent at admission to the palliative care unit. Furthermore, he had dysarthria with restricted ability to
communicate and visual impairment. He complained of pain and suffered from his immobility and loss of
autonomy, resulting in a state of depressed mood. An adjustment of relaxant physiotherapy and pain medication
showed good effects, however, treatment with antidepressants did not. The patient became calmer and opened
up after several conversations. He, nevertheless, described his suffering as being unbearable. A physician
applied midazolam (5 mg/h) without administering artificial hydration or nutrition, intending to help by making
the patient less aware of his situation. The patient slept deeply with this medication, and his condition was
monitored regularly. The treatment with midazolam was discontinued at the insistence of the surprised family.
The patient awoke and expressed his displeasure that nobody had consulted him about this kind of procedure and
that he, at least, would have wanted to say goodbye to his family.

Rationale: In vignette 2, we presented a case of clinical misconduct. The sedative effect is induced intentionally
in a situation of refractory and severe suffering, but without the patient’s consent. The sedation is stopped after
intervention of the family. We wanted to know how the misconduct influences the decisions, especially because
the EAPC definition formulates ethical acceptability as a definitional element, whereas the other definitions are

neutral in this respect.

3 A palliative care team was called in by the treating hemato-oncological team to care for a 58-year-old man with
relapsed acute myeloid leukemia after his second bone marrow transplant. He developed a graft versus host
disease and a hepatic fungal infection. His course was further complicated by chronic intestinal bleeding. The
patient suffered from severe pain despite treatment with morphine. He acknowledged his poor prognosis and
asked what could be done to ease his suffering. As a result of a joint team decision and consultation with the
relatives, no further attempts with a promising alternative pain medication were carried out. Instead, midazolam
was applied at a dose of up to 4 mg/h. The patient was sleeping quietly under this medication and was monitored

regularly.

Rationale: In vignette 3, we presented a case where a viable treatment option is omitted but the patient was
intentionally sedated anyway. Since refractoriness is part of most definitions and used in three of our chosen
definitions, we wanted to know whether participants would decide accordingly.

4 A 75-year-old female patient with an ulcerating carcinoma at the base of her mouth and mild dementia with signs
of delirium was admitted to the palliative care unit because of ‘‘exacerbation of pain and unrest.”” She claimed to
be in great pain, felt nauseous, and showed signs of unrest. Specific attempts targeted at her respective symptoms
were carried out separately at the beginning of her treatment. Neuroleptic medication did not have the desired
effect. After receiving her and her relatives’ agreement, it was attempted to treat her unrest with midazolam
(1 mg/h) without negatively influencing her ability to communicate. The dosage was increased to 2 mg/h.
Paradoxically, her unrest increased to a point of agitation. The treatment with midazolam was stopped
immediately and alternative treatment options were discussed.

Rationale: In vignette 4, we presented a case of paradox agitation following administration of midazolam. We
wanted to know whether participants noticed that there is no sedative effect at all and especially whether they
noticed that the Japanese definition only requires the “‘administration of sedatives’’ without mentioning a

sedative effect of the medication.

EAPC, European Association of Palliative Care.
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of the definitions or connected recommendations for practice,
so decisions had to be made based on the wording of the
definition only.

Answers were rated on a nominal level:

* Yes, this is a case of palliative sedation according to the
definition above.

¢ No, this is not a case of palliative sedation according to
the definition above.

* I’m not sure whether this is a case of palliative sedation
according to the definition above.

A mail address was provided to contact AK for questions
or remarks.

Participants could provide a free-text comment on each de-
cision and change previous answers via a back button until
submission. A completeness check was not possible. A cookie
was placed to prevent double participation after submission—no
IP check or further log file analysis was undertaken. The survey
was created with LimeSurvey, running on servers of the Martin
Luther University. The questionnaire was pretested internally by
the SedPall study group and members of the associated depart-
ments for usability, technical functionality, and clarity of vi-
gnettes, questions and answers provided. No adjustments were
necessary. Only replies with at least one answer were stored.
Calculation of the recruitment rate was, thus, not possible.

Sampling and administration

We used different contact modes for experts involved in
guideline development on sedation in palliative care and
members of the EAPC via convenience sampling in both groups.

Expert sample. The sampling frame was the set of authors
identified in a systematic review of definitions in guidelines on
the topic."' Every author or (if unknown) associated institutions
were contacted and invited to participate. We asked for contact
information about coauthors and ongoing guideline or revision
projects. Experts were asked not to participate in the EAPC
survey if they were also members of the EAPC to avoid double
participation. Finally, we sent out 169 individual invitations with
anonymized single access tokens (closed survey). After com-
pleting the survey, an error message was displayed in case of a
renewed access.

EAPC members’ sample. Participants consisted of in-
dividual members of the national associations listed on the
EAPC website (individual members of each EAPC mem-
bership association are associated members of the EAPC).>
Due to our research focus, we excluded pediatric associa-
tions. We also excluded German and Austrian associations,
because we conducted a separate survey in German. The
chairs or chief executive officers of the associations were
contacted and invited to distribute the survey. We asked for a
member count. The link was distributed by the societies via
mailing lists or in a newsletter (open survey). A reminder was
sent to both groups after two and three weeks.

Data processing and analysis

We did not intend a representative sample and generaliz-
able conclusions. Therefore, we did not conduct an a priori
power analysis or apply inferential statistical methods. We
used descriptive statistics and calculated absolute and relative
frequencies instead. We created a dichotomous variable for
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each vignette-definition pair with the characteristics “‘cor-
rect”” and ‘“‘incorrect.”” Questions that were answered with “‘I
am not sure’’ were assigned to the category ‘“‘incorrect.”

We calculated mean and standard deviation (SD) for each
definition (4 points max), case (4 points max), and overall
number of correct answers (four definitions with four ques-
tions each: 16 points max) to analyze correct answers. Cross-
tabulations were used to examine the results regarding the
influence of sociodemographic variables.

We reported the completion rate (Supplementary Appen-
dix) and excluded questionnaires that had missing values in
the terminological questions to avoid bias. Consequently, we
did not impute missing values or any further statistical cor-
rection method. We excluded participants from the open
(EAPC) survey who reported that they were not working in
palliative care. Analysis was conducted with IBM SPSS
Statistics Version 24.

We also analyzed the four vignette-definition pairs with
the highest/lowest rate of correct answers qualitatively. One
author and one research assistant (AK, KW) paraphrased and
grouped comments and analyzed them for possible expla-
nations of the participants’ decisions.

Research ethics

The anonymous, nonmandatory survey was approved by
the research ethics committee of the Martin Luther Uni-
versity (no. 2021-019). No IP addresses, cookies, or time
stamps were saved. Only one author (AK) had access to the
password-protected raw data in LimeSurvey. Study infor-
mation was provided on the first page of the survey. No in-
centives were paid.

Results

A total of 735 participants started the survey. The com-
pletion rate was 42.4% (n=312). Consequently, 423 partici-
pants did not complete the survey; 166 of these (39.2%)
abandoned the survey during the sociodemographic ques-
tions; 50/423 (11.8%) participants left the survey after the first
vignette-definition pair, and 362/423 left after the first four
questions (the first vignette). We did not receive a member
count from two societies (Supplementary Appendix).

Of the 312 completed surveys, 303 were included in the
analysis. See the Supplementary Appendix for the flow of
participants in the expert and EAPC group.

The majority of participants were female, about two-thirds
were physicians and the mean age was 51 years. Participants
worked predominantly in the hospital and community setting.
See Table 3 for detailed sociodemographic data.

The overall rate of correct answers was 45.4% (n=2200/
4848). The mean number of correct answers per definition (4
points max+SD) was 1.6x£1.01 for Japan, 1.7£0.98 for
Norway, 1.8 +1.03 for the EAPC, and 2.2+ 1.14 for SedPall
(Table 4). Correct answers for each vignette-definition pair
ranged from 84.4% (expert group applying the EAPC defi-
nition to vignette 2) to 21.8% (EAPC members applying the
EAPC definition to vignette 3). See Table 5 for answers for
each vignette-definition pair.

The participants achieved a mean of 7.3+2.64 correct
answers across all 16 questions. Mostly minor differences can
be seen regarding the sociodemographic data and affiliation
to the expert group (Supplementary Appendix). Notable
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TABLE 3. SOCIODEMOGRAPHIC CHARACTERISTICS (N=303)

Variable Values n (%)?

Age in years 18-25 1(0.3)
2644 89 (29.4)
45+ 209 (69.0)
Mean (SD) 50.7 (10.8)

Gender Female 213 (70.3)
Male 86 (28.4)
Diverse 1(0.3)

Profession Physician 203 (67.0)
Nurse 77 (25.4)
Other 19 (6.3)
Psychologist 4 (1.3)

Setting Hospital 161 (53.1)
Community 122 (40.3)
Other 16 (5.3)

Professional experience in years 0 4 (1.3)
1-5 69 (22.8)
6-10 66 (21.8)
10+ 163 (53.8)

Research experience in Yes 172 (56.8)

palliative care
Research experience in Yes 73 (24.1)
palliative sedation
Expert group Yes 32 (10.6)

“Due to occasional missing values, 100% may not always be
reached.

differences exist across all definitions and in the mean
number of correct answers between experts and nonexperts
(8.1 vs. 7.2), people with no professional experience and
more than 10 years of palliative care experience (6.2 vs. 7.3),
as well as between nurses and physicians (6.7 vs. 7.6).
Members of the expert group who reported that they were not
working in palliative care had 5.7 correct answers (compared
with 7.5 for those working in an inpatient setting and 7.2 for
those working in a home care setting).

In-depth analysis of high and low performing
definition-vignette pairs

We describe the two pairs with the highest rate of correct
answers (a, b) and the two pairs with the lowest rate of cor-
rects answers (c, d) in more detail using qualitative data from
free text (see the Supplementary Appendix for details): (a)
When applying the EAPC definition to vignette 2, 74.8% gave
the correct answer, which is the highest rate but less than
expected given the drastic example of misconduct. Partici-
pants identified the violations of good practice in the free-text

comments on the ““no’” and ‘“‘not sure” decisions as well as
the two comments on the ‘“‘yes’” decision.

(b) When applying the SedPall definition to vignette 4,
69.5% of participants applied the definition correctly, iden-
tifying mostly a “‘failed attempt” in comments on the (cor-
rect) “‘no’’ decision as well as the (incorrect) “‘yes’ decision.
Participants wondered about the increase of the dosage, the
cause of the delirium, and consented treatment goals in the
comments on ‘“‘not sure.” (c) When applying the EAPC
definition to vignette 3, only 22.8% of the participants (cor-
rectly) voted that no ““palliative (or therapeutic) sedation’
was carried out according to the EAPC, commenting that the
symptoms had not been refractory. Participants commented
regarding their “‘not sure’’ decisions that the symptoms might
not be refractory and requested titration. Participants com-
mented on several fulfilled conditions of good practice, such
as respect for patient’s wishes and monitoring, for the (in-
correct) “‘yes’’ decision.

(d) When applying the definition from Norway to vignette
2, only 32.5% of the participants correctly answered ‘‘yes.”
Regardless of the correctness of their answer, participants
commented on the violations of good practice described,
varying between bad communication, nonrefractoriness, and
missing consent. When commenting on a (correct) ‘‘yes’
decision, participants contrasted their comment with the de-
cision, for example, ‘It meets the definition, but since the
patient was not informed, the treatment isn’t justified.”

Discussion

We tested each participant’s ability to apply published
definitions of guidelines on sedation in palliative care to cases
based on the wording of the definition only. The overall rate of
correct answers is low and strengthens the concerns raised in
the literature about a problematic terminological situation.'?
The cases were often not labeled correctly on the basis of the
wording of a given definition. This is different compared with
checking whether a practice satisfies the requirements estab-
lished in a guideline or personal opinions about good care.
Such tasks would have required a different setup of the survey
and would probably yield different results.

The range of correct answers for the different pairs dem-
onstrates that overall ‘‘performance’” of a definition cannot
be generalized but depends on the crucial aspects of the vi-
gnettes or, in real life, on the aspects of the clinical situation.
Some quantitative results for definition-vignette pairs can be
explained by the content of the vignette and the definition as
well as free-text comments, for example, for the aforemen-
tioned pairs (a—d):

TABLE 4. CORRECT ANSWERS PER DEFINITION (4 POINT MAX)

Norwegian definition EAPC definition Japanese definition SedPall definition
Median Median Median Median
Groups Mean*SD (min—-max) MeanxSD (min—max) MeanxSD (min—-max) MeantSD (min—-max)
Expert group (n=32) 2.1£098 2 (04) 2.0%1.11 2 (0-4) 1.8+£0.81 2(0-3) 22+£1.11 2 (0-4)
EAPC member group 1.7+0.98 2 (0-4) 1.8£1.02 2 (0-4) 1.5+1.03 1(0-4) 22+1.15 204
(n=271)
Total (n=303) 1.7£098 2 (0-4) 1.8£1.03 2 (0-4) 1.6+1.01 1(04) 22+1.14 204

Min-Max, minimum to maximum value; SD, standard deviation.
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TABLE 5. ANSWERS FOR EACH VIGNETTE-DEFINITION PAIR (CORRECT ANSWERS HIGHLIGHTED)
Correct answer (reason for correct
Vignette negative answer) Yes (%, experts, EAPC members, total) Not sure (%) No (%)
Norwegian definition
1 Yes 50.0 46.7 28.1 185 219 3438
47.0 19.5 33.4
2 Yes 37.5 31.9 12.5 13.3 500 54.8
32.5 13.3 54.3
3 No (not refractory) 31.3 58.1 12.5 119 563 30.0
55.3 11.9 32.8
4 No (no sedation) 31.3 27.4 6.3 133 625 593
27.8 12.6 59.6
EAPC definition
1 No (no monitoring) 344 49.6 31.3 152 344 35.2
48.0 16.9 351
2 No (not acceptable) 9.4 17.8 8.0 85 844 737
16.9 8.3 74.8
3 No (not refractory) 50.0 70.0 15.6 85 344 21.5
67.9 9.3 22.8
4 No (no intention to sedate) 43.8 40.7 9.4 119 469 474
41.1 11.6 47.4
Japanese definition
1 Yes 46.9 45.2 28.1 219 250 330
454 22.5 32.1
2 Yes 34.4 311 6.3 204 594 485
31.5 18.9 49.7
3 No (not refractory) 28.1 46.7 25.0 19.3 469 34.1
44.7 19.9 34.4
4 Yes 56.3 43.3 94 196 344 370
44.7 18.5 36.8
SedPall definition
1 Yes 53.1 54.8 25.0 204 219 2438
54.6 20.9 24.5
2 Yes 43.8 41.1 9.4 204 469 385
41.4 19.2 39.4
3 Yes 75.0 68.9 12.5 152 125 159
69.5 14.9 15.6
4 No (no sedative effect) 37.5 31.5 18.8 170 43.8 51.5
32.1 17.2 50.7

(a) About three-quarters of the participants gave the cor-
rect answer, probably because the EAPC definition in-
cludes a condition of ethical acceptability and the
vignette describes a violation of patient rights. Never-
theless, even in this case, one out of four participants
voted that this is a case of ““palliative (or therapeutic)
sedation” according to the EAPC or expressed uncer-
tainty. In these two groups, the violation of principles of
good care was either not identified or identified but not
considered to be relevant to the terminological decision.

(b) About 7 out of 10 participants applied the definition
correctly, probably because the structure of the def-
inition made clear that the definition requires a sed-
ative effect, whereas in the vignette, paradoxically,
agitation is induced.

(¢) Only every fifth participant voted that no “‘palliative
(or therapeutic) sedation’ was carried out according
to the EAPC, even though a promising therapeutic
option was mentioned, which violates the EAPC
definition. The participants seem to have neglected
the condition of refractoriness in the definition.

(d) Only a third of the participants gave the correct an-
swer, probably because the procedure was assessed as

inadequate from an ethical point of view. Participants
seem to have implicitly added an ethical condition to
the definition, ignoring the fact that the definition is
neutral regarding patient consent.

In accordance with our explanation for (b), we think that a
plausible explanation for the slightly better results of the
SedPall definition generally is that the conditions mentioned
in the definition are presented step by step and do not include
conditions of good care. This could be one way to realize a
descriptive and precise terminology for the spectrum of se-
dation situations and practices.®

Narrowing down the best explanations for the participants’
answers would require the more detailed testing of case
variation (e.g., case 1 with vs. without monitoring). This
would most probably result in a lower response and com-
pletion rate of the survey. We assume that this would be more
possible in an experimental setting with a systematic varia-
tion of vignette details.**

The survey results strengthen the hypothesis that the termi-
nology concerning sedation in palliative care and particularly
its application are problems with a possible negative impact
on research and daily practice that needs to be solved.”®
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Terminology should be as simple as possible. One possible
strategy is to not include standards of good care into the defi-
nition of the treatment but to clearly communicate them as
requirements about when to carry out the treatment. This re-
duces subtleties in the definitions that influence the consistency
of their application, as our survey shows. A possible way is a
descriptive terminology with a set of precisel?/ defined terms
instead of defining a separate treatment entity.'® Definitions in
new guidelines or future studies should be tested for logical
implications, misunderstandings, and consistency of use by the
respective target group to reduce negative effects.

Interestingly, 50% of the participants did not complete the
survey. This may be explained by the language barrier and
the fact that the survey was probably challenging for partic-
ipants, being more of a test than an attitude poll. Participants
who decided to complete the survey were possibly more
competent in English language skills and conceptual issues
and had a higher motivation to reflect upon the use of ter-
minology than average. This would imply that terminological
problems in everyday care could be even greater. At best, the
vignettes represent idealized situations with all the relevant
information for a correct decision given. In real life, clinical
situations are more complex, with possible disagreement
about whether symptoms are refractory or unbearable or if
changes in the level of consciousness can be attributed to
medication.

This makes terminological decisions in everyday practice
or retrospective chart reviews even more difficult and in-
creases the risk of varying terminological decisions.

Limitations

The study population is not representative of all EAPC
members or experts. However, quantitative generalizability
was not the intention, as we wanted to obtain an initial
overview of the topic to see how well participants were
performing. We, nevertheless, have a sample, including
various countries and different professional groups and levels
of experience. As discussed, we cannot rule out a biased
sample, but the most probable factors are indicative for even
better rates of correct answers in our sample.

We had no possibility to draw a random sample, since we
had no access to the EAPC members’ sociodemographic or
contact details. For this reason, we did not use methods of
inferential statistics. In addition, we cannot be certain of the
reasons for item- or unit-nonresponse since we do not have
any data on this.

Participants might have implicitly added information to
the vignettes. We cannot rule out that aspects in the vignettes
might still be considered vague, especially regarding re-
fractoriness. We, nevertheless, think that we reduced the
possibility of different understandings of the vignettes by our
process of vignette construction.

Conclusions

Terminology should be recognized as a probable source of
errors/misunderstandings in decision making, communica-
tion, and research. Providing definitions is not sufficient to
secure the reliable reporting of data in empirical surveys.
New terminology should be accompanied by illustrating
material on how to use it. The SedPall definition should be
considered a viable terminological alternative.
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