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Abstract

Background: Palliative care teams face complex medical situations on a daily basis. These situations require joint
reflection and decision making to propose appropriate patient care. Sometimes, sedation is one of the options to
be considered. In addition to medical and technical criteria justifying the use of sedation, multiple psychosocial criteria
impact the decision making of palliative care teams and guide, give sense to, and legitimize professional practices.
Objective: The main goal of this study was to explore perceptions, experiences, and beliefs of palliative care
teams about sedation practices in a legislative context (Claeys-Leonetti law, 2016; France), which authorizes con-
tinuous deep sedation (CDS) until death.

Methods: This is a qualitative study using 28 semistructured interviews with physicians and nurses working in a
palliative care team in France (PACA region). All verbal productions produced during interviews were fully tran-
scribed and the contents analyzed.

Findings: Content analysis revealed four themes: (1) sedation as a “good death,” (2) emotional experiences of
sedations, (3) the practice of CDS, and (4) the ambiguous relationship with the Claeys—Leonetti law.
Conclusions: This qualitative study provides evidence of a form of “naturalization” of the practice of sedation. How-
ever, the Claeys—Leonetti law exacerbates differences of opinion between palliative caregivers on sedation and
questions the interest of this law for society and palliative care practices.
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Introduction are used in some complex end-of-life situations and

There is a consensus that physicians have an ethical ob-
ligation to relieve pain and other distressing symptoms
in patients in an end-of-life condition.' In the majority
of cases, the severe symptoms can be controlled suc-
cessfully. But in some cases, patients are faced with re-
fractory symptoms: severe symptoms for which
treatment is ineffective, or for which treatment will
lead to unacceptable side effects.” Sedation practices

is one of the options when patients are faced with re-
fractory suffering.’ Sedation in a palliative situation is
defined as the attempt, by medicinal means, to induce
a decrease in consciousness that may lead to a loss of
consciousness. Its aim is to reduce or eliminate the per-
ception of a situation experienced as unbearable by the
patient, when all other means available and appropriate
for this situation that could be proposed and/or
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implemented would not provide the expected relief.
Sedation may be applied intermittently, transiently,
or continuously.*

Sedation practices are the subject of extensive debate
at international level.” For example, there is a difference
of perception regarding the hastening of a patient’s
death with continuous deep sedation (CDS).>” Some
authors argue that it is morally wrong to decrease a pa-
tient’s consciousness® and that deep sedation causes the
“social death” of the patient by altering his or her ca-
pacity to communicate. These debates illustrate the
fact that despite extended theoretical or ethical discus-
sion in the medical literature, the question of sedation
practices remains a sensitive subject. Decision-making
situations concerning sedation practices are often “de-
cisive junctures” that bring together not only technical
and medical but also psychological, social, relational,
ethical, and even ideological criteria. Indeed, the pa-
tient’s social context and personal preferences influ-
ence many professionals regarding sedation decisions
and practices.'*"”

Despite the important development of international
studies in this field, we can observe a lack of research
in France.'® Despite the long-standing development of
palliative care in France, end-of-life conditions have
been the subject of numerous ideological debates, polit-
ical demands, and ethical and professional reflections. In
2005, the Leonetti law'® for end-of-life patients was
adopted in France. It prohibits unreasonable obstinacy,
obliges physicians to respect the patient’s refusal to re-
ceive treatment, and asks that everything be done to re-
lieve the patient’s suffering (including sedation). In
2016, the Claeys-Leonetti law*® created new rights, in
some cases granting terminally ill patients who refuse
life-sustaining treatment the right to CDS until death.
This new concept of CDS raises many questions espe-
cially at a time when public debate around the possibility
of choosing conditions of death is ever present. This
right to CDS was presented as a “French exception.””'
France is thus the first country to legislate on CDS
and no study has been conducted so far concerning pro-
fessional perception and experience in the context of the
new Claeys-Leonetti law. Recognizing that sedation
practice is situated in different legal contexts, the values
and histories associated with palliative and end-of-life
care may inform what are frequently contentious discus-
sions about practice and policy on sedation.® Moreover,
sedation raises many questions for palliative care teams
and involves emotionally engaging decision making and
practice, regardless of the type of sedation practiced.”* >’
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The main purpose of this study was to clarify the role
given to sedation practices in palliative care in France
according to the new legal framework that authorizes
CDS. This study was specifically aimed at:

Exploring the perceptions, experiences, and beliefs
concerning the use of sedation practices and its
contribution to the dying process.

Studying the process of accommodation that could
occur for palliative caregivers confronted with
new professional practices and their ethical
issues.

Methods

Subjects

Our study involved caregivers working in palliative care
teams in five hospitals in the Provence-Alpes-Cote
d’Azur region (France). We included all genders, nurses,
and physicians involved in sedation decision making
or/and practices and agreeing to take part. Participants
were selected at random from lists of the team’s mem-
bers provided by department heads. All caregivers
were informed about the objectives and the design of
the research and signed a consent form. They were
asked to complete a sociodemographic questionnaire.
Ethical approval for this research was obtained from
the Ile de France VII Committee for the Protection of
Persons (reference number: 2019-A00193-54).

Method

Qualitative research involving semidirective interviews
was carried out. This method helps to access the mean-
ing given by the participants to the object studied.
Interviews were led by health psychologists using a dis-
cussion guide containing focus guidelines and open
questions (Table 1). The recorded interviews were tran-
scribed verbatim. We conducted a content analysis of
the data.*®*” The aim was to analyze the content of
the interviews, divide it into units of meaning, and clas-
sify these units into categories according to analogical
groupings. The units corresponded to themes and sub-
themes (Table 2). We obtained data saturation from
the 16th interview. By means of interjudge evaluation,
interviews were coded again with the thematic analysis
structure stabilized. We found links between the differ-
ent themes, through their subthemes, and we identified
relationships between the different issues raised by the
participants. The consolidated criteria for reporting
qualitative research (COREQ) and checklist were
used in the reporting of this study.”®
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Table 1. Interview Guide
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Topics Subtopics Questions asked Discussion aids
Sedation, Perception about What do you think about sedation? ~ What does sedation mean to you?
emotions, sedation What is your experience of sedation ~ What do you think of sedation in palliative care? Of continuous
and death  Sedation and emotions situations? deep sedation?
Sedation in practice How do you approach sedation in What is a good death for you?
your professional practice? What do you feel?
What is your experience of the different sedation practices?
Which sedation practices are easier to live with?
What causes a different experience of sedation?
What kind of sedation do you administer?
How do you discuss sedation as a team?
What is said to the patient? And how?
How do you manage patient sedation requests?
The Claeys— Law perception What do you think about this law? ~ What comparison do you make with the Leonetti law?
Leonetti Law benefits What is the interest of this law for How do patients and their families understand the law?
law and obstacles your practice? How is it interesting? For patients? For relatives? For caregivers?
On what points does it help you?
How is it an obstacle to your practice? In what aspects?
Findings when everything else has been tried (“Sedation is ex-

A total of 28 caregivers (14 physicians and 14 nurses)
agreed to participate and gave informed consent. In
our sample, we observed a large proportion of
women (n=25). The average age of participants was
40.9 years [standard deviation (SD=8.40)], ranging
from 26 to 60 years. The average length of service
was 12.6 years (SD=8.73), ranging from 1 to 32
years, and the average length of service in palliative
care was 6.52 years (SD=5.05), ranging from
1 month to 20 years (Table 3).

Sedation: The “good death”

Professionals seem to perceive sedation as a way of
allowing patients to die in good conditions. Some par-
ticipants (11/28) describe sedation as a therapy that re-
duces the patient’s state of consciousness by medicinal
means, either temporarily or deeply. By inducing this
temporary or deep sleep, they (17/28) explain that
they seek to reduce or relieve patients’ suffering (“per-
sonally, I think it’s an alternative that provides relief for
patients” [physician, E25]). Some professionals associ-
ate words such as “dying,” “going away,” or “leaving”
with the existence of the risks of dying while falling
asleep (“it’s certain that... it’s leaving quietly, without
pain” [physician, E24]). But professionals specify that
it is not an induced and not an intentional death. For
these professionals (10/28), it is important to associate
sedation with a “natural death” (“Sedation doesn’t kill
the patient. It’s a natural death. He/she is going to
die a natural death, that’s the big difference!” [nurse,
E27]). Finally, for some participants, it is important
to describe sedation as a therapy of last resort (8/28),

ceptional! I always start my class by saying ‘sedation
is an exceptional practice,” because that’s the reality”
[physician, E21]).

Sedation: Emotions under stress

Although sedation is perceived as a “good way” to die,
it does not necessarily mean that it is a good emo-
tional experience for caregivers. Sedation practice gen-
erates a sense of responsibility for caregivers (10/28),
with sometimes a feeling of hastening the death of
the patient, like euthanasia (“Sometimes you feel like
you're killing someone, because deep inside us we’re
thinking, and we know it’s for their own well-being...
But it’s still you, at this moment, injecting a syringe
of Hypnovel...” [physician, E3]). The temporality of
the patient’s end of life can affect the caregiver’s experi-
ence (10/28). A quick or slow death leads to questions
and uneasiness among caregivers. A quick death after se-
dation induction may shorten contact with relatives or
prevent the introduction of a collective reflection. How-
ever, an extended sedation is also difficult, because death
becomes difficult to bear for caregivers and patients’ rel-
atives (“I said to myself ‘God... it’s hard to wait for the
death of your loved one. To wait a day, two days...ok.
But waiting a week, two weeks [...] I found it very pain-
ful and very difficult” [nurse, E28]). Loss of communi-
cation in deep sedation is another element that causes
caregivers to question the sense of patient’s end-of-life
conditions (9/28). Indeed, for caregivers, relationships
with patients are an essential ingredient of quality palli-
ative care. In the end, a majority of professionals (15/28)
explain that all sedative practices engage their emotions.



*(£173 ‘uepisAyd) ,Ajiwey Jay/siy yum Jo usned
31 Y}IM paaibe am jeym j,usem ey puy ‘dn axem Aay3 **"i93e| sinoy may e pue das|s 2dnpul 9 ‘dsiwoid asjej e s|
s1y1 ‘saulapInb uonepas ay1 buisn AJuo 1ng ‘Yieap [1uUN uonepas snonunuod pue dasp sesodoid me| syl se 1eyl puy |,
‘(23 ‘os4nu) ,ANje1b69)|0d> paau 3,uop | ‘snonbiquie
10U S} JI 9snedag sn uo Aylje1ba)j0d asodwi 0} ‘sn uo uonds|yas asodwi Ajjedyidads 01 anbea g e s uIyl |,
‘(913 ‘@sinu) ,Jyue
11 01 pajIIUL Buldq 10} BLIAIID 3Y) Buimouy| INOYIM INg ‘1eyl 31| 3 e pIes sem JI asnedag ,jUuoiiepas SNONUIIUO0d
pue dssp 011ybu 2yl aaey |, s juaned syl yum wajqoid sy ‘pazidignd usaq sey 3| "9jgnoJl buisned s| me| mau siy],
'(8¢3 ‘as4nu) , " "SIAISINO
21dsap suondsfoid ayew am “*-ieappun ‘Jespd ase sisanbai syusned pue ssljiWe) 9sneXG ‘)l PISU 9M 9snedIq
‘BUBjEW-UOISIDSP JNO SIISISA0 11 ‘SUOISIDSP INO s109304d Me| Syl ‘sn $129104d ME| SY1 3I3YM 3DIAISS B Ul 3Je SN,
"(z13 ‘uepisAyd) ,uonepas aleuoniodoid e pasdisiuiwpe
‘Aj21eU01I0dOId 210W pue AJUab a1ow sbulyl duop aaey pjnod am ‘adejd Ul U3 peY SSIJIE SNOUDA dY] JI USAS
‘uonepas JuUsbIN Ue 2J9M 11 JI USAT “*"31NUIW B EM USY] ‘OBul Z JSYloue usy) ‘Sxnuiw e Jiem usyl ‘bu g sAIb 01 oy
| ‘dw Ing [*'] Bw G ybiesis e wiy aAeb am ‘os puy ‘saAjey Aq sbuiyl op 01 bulob 10u 31,9M ‘A0 S 31, WIY P|o3 | pUY,,
‘(#23 ‘uepisAyd) ,sbunesw pey am jeyl pue UOISIDIP Wea) e sem i Jey) Jejndiued ul pue ‘31 Inoge
3UIY] 01 SW} SWOS 9ARY 0} Pey Os|e 3M 1ey] Ing ‘9210yD sIYy Sem 11 1Y) ‘suoilipuod [eba] ayi passnasip Ajjeal ||13s 9\,
*(£3 ‘uenisAyd) ,juenodui seyy Aljesodwal Jo uonou siyy s,219y] ‘bupjjel uaned ayy 196 01 swil sy} ey 01
9AeY NOA ‘OS|y “** 1P 01 JUBM | ‘)l JO pal1} W[, 9J1] JO PuUd 31 1e sAes Juaned syl asnedaq 10U S, 1.yl 9AS1|3q OS|e |,
"(zz3 ‘venisAyd) ,sbuisq uewny ussmiaq diysuonelas Aue sydnuaiul
11 ‘SIY3 Ul pue ‘eISeueyINg [BID0S S 3| ,'Y1eap [BID0S, B Se Me| 9y} A PaIapISUO0d S YdIYym ‘Uollepas snonuiuod pue dasq,
*(113 ‘uenisAyd) ,pa1edidwod sem 31 SUOAISAS 10}
‘SU0AIBNS 104 ‘P31eDI|dWO0D SEM 1 O "SH99M 334Y) P1Se| 1ey] UOIePaS B pey | ‘9duQ “*"Jayus buo| 0o11se| 3, upjnoys 1y,
(613 ‘@sinu) ,suepisAyd Jou ‘Dwiy 12y} 3B SNOIGSUOIUN JBY/WIY W OYM SN S 3| "SISINU J0} SANJLYIP INOYIM
10U [|115 S31 [**"] 9W01N0 3Y1 JO 21eMe 10U sem Judiied syl eyl pue Bulylswos 10y 3|qisuodsal sem | 1eyl JjasAw p|ol |,

elRID
sisouboid |eup
|eornodAH

me| Alessadauun
uo11d9101d
Anjeibajjod

uolnepas aeuoiodoid
sjuawWissasse pajeaday
uoISSNISIP Wea} aied)
sisAjeue 3sanbay
Aujesodwa)

J4iesp [ebos,
uondesanul sydnaLul
pajedidwo)

Uieap pidel/mojs

.Me| [edonuodAy, v ()
suoisnjuod

[B13120S 10} d|qisuodsas meT ()
sad10ead pue bupjew uolsap

S93519A0 "sA s1ed||dwo)) (7)
asnge aAlepas

pue eiseueyina o} Jaleg (1)

91euoluodoid

pue aalssaiboid :uonepas |eap ()

UOI1D3|J34 DAIID9|[0D J0) PIdN (2)
1s9nbai

sjuaned jo Adewniba) ayenjea (1)
suonow?

abebua sad11oesd uonepss ||V ()
uonepas

daap pue uoeIIUNWWOD JO SSOT (€)
ssadoud

Bulkp jo 1pedwi Ayjesodwsa] (7)

M| 1113U097
-skaeD ay3 0}
diysuone|a.

snonbiquiy

2d10eud ul

uonepas dasp

Snonuuod
Buipuelsiapun

SSol1s Jopun

*(1Z3 ‘uenisAyd) Aujiqisuodsay uopeyuswa|dwi uonepss suonowsa
LSIUSWOW 3S0Y] Ul uaping AAeay e s,219Y1 ‘si911ew eyl buiylawos s, ‘Dw Joj asnedag "9|dwis J9A3U SI uonepas, juedyiubis ur Ayjiqisuodsal Janibased (1) :uonepas
'(013 ‘ueisAyd) ,a1p 01 bulob aie oym siusned uno |je 21epas 01 PI3U 1,UOP M “°"UOIIepPas Yum alp o} bulob
Jle 30U 21,9\ suonenyis [euolidadxa 4oy uondo dnnadelayl e ‘aied JO WOy e A|[eas S| UOIIePaS 1By} PIDUIAUOD W], J31]91 uled
*(§3 ‘@sinu) ,uondNpul ou si dYy ] ssadoud 1I0sal ise posal ise| jo Adesay] ()
|einieu e ulewsl [[IM 1l puy “*"dwil BUo| B J0j SNUNRUOD JOU [|IM 11 1Byl MOUY 9M ***||9M ‘uoiuinu [epyiue dois s, AjleameN uonepas yum yiesp |esniep () JYresp
‘(13 ‘uenisAyd) ,'suoipuod y1eap JO SUOIpUOd PoooD Ja1131 uled (7) poob, ayx
poob ui bulAp s31 -0 ‘uo Bulob si snouas A1aA Buiylswos 1eyl mouy am Ing ‘Jaijal spiroid 0] Juem am asnedag, juswiealy yum dasjse buijjeq dasjse buijjey jo uonsanp (1) :uonepss
spenxa |edrdA] SMDIAIDUI JO SPIOMAD)Y| paJojdxa sawayigns saway |

SM3IAIRU] Jo sisKjeuy dneway] jo Alewwns °g ajqeL

163



Vieille et al.; Palliative Medicine Reports 2021, 2.1
http://online.liebertpub.com/doi/10.1089/pmr.2021.0022

Table 3. Sociodemographic Characteristics
of the Population (N=28)

Physicians (n=14) Nurses (n=14) Total (n=28)
Characteristic Frequency (%)
Gender
Female 13 (46.4) 12 (42.85) 25 (89.3)
Male 1(3.57) 2 (7.14) 3(10.7)
Age (years)
<30 1(3.57) 1(3.57) 2 (7.14)
30-49 10 (35.7) 11 (39.28) 21 (75)
>50 3(10.7) 2 (7.14) 5(17.85)
Length of service (years)
<10 7 (25) 4 (14.28) 11 (39.28)
10-25 5 (17.85) 8 (28.6) 13 (46.4)
>25 2(7.14) 2 (7.14) 4 (14.28)
Length of service in palliative care (years)
<1 1(3.57) 2 (7.14) 3(10.7)
1-5 4 (14.28) 5(17.85) 9 (32.14)
6-10 6 (21.4) 6 (21.4) 12 (42.85)
>10 3(10.7) 1(3.57) 4 (14.28)

Understanding CDS in practice

A key feature of the Claeys—Leonetti law is that patients
have the right to request a CDS from the palliative care
team. Half of the caregivers express the need to discuss
as a team each patient’s request (regardless of the nature
of this request), and wonder whether this request is jus-
tified. This reflection can lead to the development of al-
ternative reasons (pain, isolation) at the request of the
patient. Ten caregivers report the necessity to make
time for a collective reflection even if it means not
responding immediately to the request (“We have the
right to say to the patient ‘T have heard about your suffer-
ing or your request but the team has to take time to see if
we can access this.” And here, this introduces another
issue of temporality into sedation, which is collegial re-
flection” [physician, E25]). Finally, in practice, regardless
of the type of sedation, caregivers explain that they prefer
to administrate proportionate and progressive sedation
(9/28) (“I know that for me it’s complicated to administer
deep sedation... it’s true that I tend to sedate rather pro-
gressively” [physician, E24]). These sedation practices
seem to have to comply with some professional norms
to be perceived as good practice. Progressive sedation
seems to be an ideal sedation. However, this sedation is
not a new practice for these professionals, and it has al-
ready complied with the conditions for a “good death.”

Ambiguous relationship

with the Claeys-Leonetti law

When professionals talk about this law and especially
about the French exception concerning CDS, their
opinions differ. For 9 of 28 caregivers, this law has
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helped to avoid the legalization of euthanasia in France,
while overseeing some sedation practices to avoid some
abuses, such as passive euthanasia. (“I think this law is
trying to save time before a pro-euthanasia law” [phy-
sician, E17]). Some professionals (18/28) explain that
this law oversees or complicates sedation decision mak-
ing and practice. This law provides protection for care-
givers, requires teams to think about some situations,
and guides their practices (“It’s even good that it’s over-
seen from a legislative point of view because it has en-
abled us to work with more peace of mind” [physician,
E4]). However, for some professionals, this law compli-
cates practices. Five caregivers express the opinion that
the previous law'® was sufficient (“We didn’t need that.
The 2005 law was good enough” [physician, E15]). For
others, criteria of short-term vital prognosis are diffi-
cult to evaluate, a collegial procedure can be difficult
to implement in some situations and this law does
not answer real patients’ requests (“We'll explain the
law, but in other words, so, we’ll change the patient’s
mind. Sometimes, we are spectators of this” [nurse,
E19]). In addition, this law is described as “hypocriti-
cal” (7/28) for several reasons: the lack of conviction,
the patient’s social death, not being the answer to a re-
quest to die, and the attitude of ignoring the impact of
some medications. Finally, this law creates societal con-
fusions over sedation and euthanasia (14/28) (“We had
a patient who came with his family, and who told us
“the law allows me to be sedated, I want to be sedated.
We realized that the patient had not understood the
law” [nurse, E8]).

Discussion

Our findings show that participants have a common
representation about sedation, even though different
terms and practices exist. Sedation is described as a
therapy that has necessary criteria to guarantee patients
a good end of life, falling asleep, pain relief, and a nat-
ural death. This notion of “peaceful sedation” has been
found in other studies that have investigated English
and Belgian caregivers’ perceptions of sedation.'*'?
The criteria of a “natural” death helps to differentiate
sedation from other practices (euthanasia; assisted sui-
cide). As Seymour et al. wrote in a study about Dutch
caregivers,8 for our caregivers, sedation does not hasten
the patient’s end of life, the patient’s death is the result
of the evolution of the disease. Nevertheless, for others,
sedation is an alternative to euthanasia that facilitates a
natural and peaceful death.'’> Therefore, caregivers’
perceptions about the relationship between sedation
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and patient death are different regardless of the country
and its legal context. However, French caregivers em-
phasize the difference between sedation and other
practices, and especially the “natural” aspect of death
and the noninduction of death by sedation. In addition,
professionals insist on the fact that sedation is a therapy
of last resort. In a Swiss study,” palliative care profes-
sionals also highlighted the exceptional nature of this
therapy. This element illustrates the professional’s am-
biguity about the responsibility of using sedation in the
patient’s death: if sedation guarantees a natural process
and does not kill the patient, why do they need to un-
derline the exceptional aspect of this practice? These
findings show that caregivers need to think of the
end-of-life process as natural to legitimize their profes-
sional practices.

Even if the caregiver’s intention is not to hasten the
death of the patient, involvement in this act is not with-
out emotional consequences, and creates a sense of re-
sponsibility among caregivers in the patient’s end of
life."* This perceived responsibility is even greater
when the time between the implementation of sedation
and the patient’s death is short.”> In addition, emer-
gency sedation raises many moral concerns among
caregivers who feel they are administering it without
a time for collective reflection.*

In a way, we are witnessing the expression of a norm
concerning the “right temporality” for dying during
sedation. In France, the Claeys-Leonetti law pro-
poses CDS as a new therapeutic option. For caregivers,
CDS creates a patient’s “social death,” making it impos-
sible to communicate with others. This new situation
questions the sense of end-of-life conditions and palli-
ative practices. For caregivers, it is important to main-
tain interaction between patients and relatives because
communication is an essential element in palliative
care.?t?’ Therefore, to maintain contact, caregivers ex-
plain that they prefer progressive sedation to CDS. Leb-
oul" developed this idea: loss of communication is
experienced for caregivers as a failure, compared with
an ideal situation wherein the patient would die while
maintaining contact until the end of life.

As we highlighted in this study, Ziegler et al.** also
explained that it is necessary to make time for discus-
sion between professionals to reappraise this request.
Some caregivers perceived that a request for CDS
could cause them psychological discomfort.'* There-
fore, in our study, caregivers explained that they im-
pose a time for reflection on patients to validate
their decisions. Finally, despite the existence of a law
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proposing CDS, they explained that they prefer to im-
plement progressive sedation. These findings are close
to others (in countries with a different legislative con-
text) that observed that caregivers explain that they
are more comfortable with progressive sedation than
CDS.'*'2272% More specifically, for Swart et al.,**
deep sedation can be gradual and progressive, and
they report perceived death as more natural with pro-
gressive sedation. To conclude, progressive and pro-
portionate sedation is enough and perceived as the
“ideal” sedation. Progressive sedation meets the char-
acteristics of a “good death” by sedation.

The Claeys-Leonetti law is specific to the French
legislative context, and this country is the only one
to have legislated for CDS.*' A majority of French pal-
liative care professionals are opposed to the legaliza-
tion of euthanasia.'” CDS is an alternative because
the French population asked for new rights for pa-
tients” end of life. In that sense, for our caregivers,
this law has helped to regulate professional practices
by limiting the improper use of sedation and prevent-
ing a law on euthanasia. In addition, it helps to protect
health care teams in relation to certain decisions/
actions and imposes a time for ethical reflection. Con-
versely, for others, this law has complicated their pro-
fessional practices and their relations with patients
and relatives. These caregivers explain that it is im-
possible to follow guidelines, especially in an emer-
gency situation. For them, criteria such as a “short-
term vital prognosis” for implementing sedation are
difficult to evaluate. In addition, it is not always pos-
sible for caregivers to guarantee that patients will not
wake up during sedation. This element emerges in a
study®* that demonstrates the discomfort of Dutch
caregivers toward these awakenings. Our findings
show, as do those of Robijn et al,'’ that patients
and families often have a lack of knowledge about se-
dation legislation causing mistaken beliefs. Finally, re-
gardless of country and legislation, sedation creates
normative tensions and differences of opinion. Even
though, for a long time, sedation has legitimized the
practices and the expertise of palliative care profes-
sionals,'® this new French legalization weakens the
common identity that the community of palliative
care professionals are striving to maintain.>

These findings demonstrate the value of establish-
ing working groups for palliative care teams on emo-
tional management, so that they can experience these
practices better. But also, ethics training on sedation
practices could be proposed, so that caregivers can
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reflect together on the basis of lived practices. There
were limitations to our study. Participants were selected
from one geographic region, and their experiences and
opinions may not be generally applicable. Furthermore,
we only interviewed physicians and nurses without con-
sidering the point of view of other caregivers and our
sample interviewed was composed mainly of women.

Conclusion

This is the first qualitative interview-based research car-
ried out in France, exploring the perceptions, experi-
ence, and beliefs of palliative care professionals about
sedation practices, particularly about CDS. This analysis
shows that in practice, progressive and proportionate se-
dation remains the most often administered, despite the
existence of CDS, because, in the opinion of caregivers,
this type of sedation fulfills the criteria of a “good death”
with sedation. The recent Claeys-Leonetti law exacer-
bates differences of opinion between palliative caregivers
about sedation and questions the interest of this law for
society and palliative care practices. This study has pro-
ven the existence of a subgroup in the French palliative
care community, in which a collective identity and ideol-
ogy are highlighted.

Authors’ Contributions

Conception and design were carried out by L.D., M.V,
and C.B. Study coordination was done by L.D. and C.B.
Acquisition of data was carried out by M.V,, S.A., and
C.K. Analysis of data was carried out by M.V,, LD,
S.A,, and CK. Drafting and writing of the article
were done by L.D. and M.V. Revision and approval
of final version of the article were done by L.D.,
M.V, PLC, SA, CK,SS., and CB.

Acknowledgments

The authors thank the partner institutions for their col-
laboration and the palliative care teams who partici-
pated in our research (Marseille Timone University
Hospital, Marseille Nord University Hospital, La Mai-
son in Gardanne, Seyne-sur-Mer Hospital, Allauch
Hospital, Marseille Saint Joseph Hospital, Salon-de-
Provence Hospital and Avignon Hospital).

Funding Information

This study received external funding (Grant No. SHS-
E-SP 18-038) from the French National Cancer Insti-
tute (INCA). The sponsor has no role in the design,
collection, analysis, and interpretation of data, or in
writing this article.

166

Author Disclosure Statement
No competing financial interests exist.

References

1. Cherny NI, Portenoy RK: Sedation in the management of refractory symp-
toms: Guidelines for evaluation and treatment. J Palliat Care 1994;10:31-38.

2. van Dooren S, vanVeluw HT, van Zuylen L, et al.: Exploration of concerns
of relatives during continuous palliative sedation of their family members
with cancer. J Pain Symptom Manage 2009;38:452-459.

3. Quill TE, Byock IR: Responding to intractable terminal suffering: The role
of terminal sedation and voluntary refusal of food and fluids. Ann Intern
Med 2000;132:408-414.

4. Sedation for terminal distress and in specific and complex situations:
Recommendations in adults and specificities at home and in geriatrics.
Société francaise d’accompagnement et de soins palliatifs (SFAP). 2014.
http://www.sfap.org/system/files/sedation-phase-terminale.pdf (Last
accessed September 5, 2020).

5. Booker R, Bruce A: Palliative sedation and medical assistance in dying:
Distinctly different or simply semantics? Nurs Inq 2020;27:e12321.

6. Maeda |, Morita T, Yamaguchi T, et al.: Effect of continuous deep sedation
on survival in patients with advanced cancer (J-Proval): A propensity
score-weighted analysis of a prospective cohort study. Lancet Oncol
2016;17:115-122.

7. Raus K, Chambaere K, Sterckx S: Controversies surrounding continuous
deep sedation at the end of life: The parliamentary and societal debates
in France. BMC Med Ethics 2016;17:36.

8. Seymour J, Rietjens J, Bruinsma S, et al.: UNBIASED consortium: Using
continuous sedation until death for cancer patients: A qualitative inter-
view study of physicians’ and nurses’ practice in three European coun-
tries. Palliat Med 2015;29:48-59.

9. Glaser BG, Strauss AL: Time for Dying. Chicago: Aldine, 1980.

10. Robijn L, Chambaere K, Raus K, et al.: Reasons for continuous sedation
until death in cancer patients: A qualitative interview study. Eur J Cancer
Care 2017;26:e12405.

11. Blondeau D, Dumont S, Roy L, Martineau I: Attitudes of Quebec doctors
toward sedation at the end of life: An exploratory study. Palliat Support
Care 2009;7:331-337.

12. De Vries K, Plaskota M: Ethical dilemmas faced by hospice nurses when
administering palliative sedation to patients with terminal cancer. Palliat
Support Care 2017;15:148-157.

13. Sercu M, Pype P, Christiaens T, et al.: Belgian general practitioners’ per-
spectives on the use of palliative sedation in end-of-life home care: A
qualitative study. J Pain Symptom Manage 2014;47:1054-1063.

14. Leboul D: Sedation in palliative care. Opportunity to think about the
ethics of a clinic of uncertainty? In: Jacquemin D (ed): Sedation, Eutha-
nasia: Ethics and Spirituality for Thinking. Namur, Paris: Lumen vitae, Col-
lection Trajectoires n°30, éditions jésuites, 2017, pp. 199-217.

15. Dany L, Baumstarck K, Dudoit E, et al.: Determinants of favourable opin-
ions about euthanasia in a sample of French physicians. BMC Palliat Care
2015;14:59.

16. Peretti-Watel P, Bendiane MK, Moatti JP: Attitudes toward palliative care,
conceptions of euthanasia and opinions about its legalization among
French physicians. Soc Sci Med 2005;60:1781-1793.

17. Swart SJ, van der Heide A, van Zuylen L, et al.: Continuous palliative se-
dation: Not only a response to physical suffering. J Palliat Med 2014;17:
27-36.

18. Claessens P, Menten J, Schotsmans P, Broeckaert B: Palliative sedation: A
review of the research literature. J Pain Symptom Manage 2008;36:310—
333.

19. Loi n° 2005-370 du 22 avril 2005 relative aux droits des malades et a la fin
de vie. www.legifrance.gouv.fr (Last accessed April 15, 2019).

20. Loi n®2016-87 du 2 février 2016 créant de nouveaux droits en faveur des
malades et des personnes en fin de vie. www.legifrance.gouv.fr (Last
accessed April 15, 2019).

21. Horn R: The “French exception”: The right to continuous deep sedation at
the end of life. J Med Ethics 2018;44:204-205.

22. Ziegler S, Merker H, Schmid M, Puhan MA: The impact of the inpatient
practice of continuous deep sedation until death on health care profes-
sionals’ emotional well-being: A systematic review. BMC Palliat Care 2017;
16:30.



Vieille et al.; Palliative Medicine Reports 2021, 2.1
http://online.liebertpub.com/doi/10.1089/pmr.2021.0022

23.

24,

25.

26.

27.

28.

29.

Raus K, Brown J, Seale C, et al.: Continuous sedation until death: The
everyday moral reasoning of physicians, nurses and family caregivers in
the UK, The Netherlands and Belgium. BMC Med Ethics 2014;15:14.
Swart SJ, van der Heide A, van Zuylen L, et al.: Considerations of physi-
cians about the depth of palliative sedation at the end of life. CMAJ 2012;
184:E360-E366.

Abarshi EA, Papavasiliou ES, Preston N, et al.: The complexity of nurses’
attitudes and practice of sedation at the end of life: A systematic literature
review. J Pain Symptom Manage 2014;47:915-925.e11.

Bauer MW: Classical content analysis: A review. In: Qualitative Researching
with Text, Image and Sound: A pratical Handbook. London: SAGE, 2000,
pp. 131-151.

Flick U: Thematic coding and content analysis. In: An Introduction to
Qualiative Research. London: SAGE, 2014, pp. 420-438.

Tong A, Sainsbury P, Craig J: Consolidated criteria for reporting qualitative
research (COREQ): A 32-item checklist for interviews and focus groups. Int
J Qual Health Care 2007;19:349-357.

Castra M: Dying Well: Sociology of Palliative Care. Paris: PUF, 2003.

167

Cite this article as: Vieille M, Dany L, Le Coz P, Avon S, Keraval C, Salas
S, and Bernard C (2021) Perception, beliefs, and attitudes regarding
sedation practices among palliative care nurses and physicians: A
qualitative study, Palliative Medicine Reports 2:1, 160-167, DOL:
10.1089/pmr.2021.0022

Abbreviations Used

CDS = continuous deep sedation
COREQ = consolidated criteria for reporting qualitative research
PACA = Provence-Alpes-Cote d'Azur
SD = standard deviation

Publish in Palliative Medicine Reports

= Immediate, unrestricted online access
= Rigorous peer review

= Compliance with open access mandates
= Authors retain copyright

= Highly indexed

Palliative
Medicine
Reports

= Targeted email marketing

liebertpub.com/pmr




