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Abstract
Background Whilst euthanasia and assisted suicide are forbidden by French Law, patients at the end of
life, hospitalized in Palliative Care Units, sometimes express the Wish to Hasten their Death. Few Studies
have analyzed the formulation of these patient requests in interviews and the associated death-related
representations. The DESA study analyzed the expression of patients’ requests, focusing on the terms
and how patients worded their wishes. The aim is to identify from the “raw wording” of the patients’
requests, the means of expressing them in all its singularity and evolution. 

Methods This is a qualitative study that took place in 11 French Palliative care Units during on year and
included adult patients who had made an explicit request (euthanasia or physician assisted suicide) to a
health care provider. Semi-structured interviews were conducted within 48 hours of the initial request (D0),
then a week later (D7). 

Results At DO, the initial request is a request for euthanasia and it calls a third person urgently. This
request is related to physical and psychological suffering, trauma and representations of death. At D7, we
observe a semantic change; the request is less explicit and requires less intervention by a third party. The
quest remains that of a death without suffering. 

Conclusions These patients express themselves easily on their request and listening is necessary to be
able to hear the meaning of the words but also their functions. It is their nuance, variety and evolution
that help to understand what the requirements mean. 

Trial registration number : ClinicalTrials.gov Identi�er: NCT02845817

Background
Regardless of whether or not the legislative framework allows euthanasia and medically assisted suicide,
patients at the end of life sometimes express the wish to hasten their death (WTHD). Recent studies into
requests for preemptive death reveal the realities and the relative frequency of such requests1. The data
which attempts to quantify WTHD appear approximative most probably due to variabilities in the
declarations, de�nitions and interpretations of a WTHD. One study published in 20162attempts to de�ne
the meaning of WTHD by international consensus. Whilst beyond those de�nitions produced by experts,
several articles concentrate on the points of view of the patients expressing a WTHD3 4. The �ndings of a
number of qualitative studies on the subject reveal the heterogeneity of the expression of the WTHD, as
well as that of the meaning to the patients of their requests5 6. Furthermore, the expression of the WTHD
evolves over time (Guirimand et al., 2014; Ohnsorge et al 2014). This explains the need for a thorough
qualitative analysis of the terms patients use and of the way they evolve. Our study (DESA Study7)

analysed the expressions of patients’ WTHD in palliative care unit (PCU), focusing on the terms and the
way patients worded their requests for euthanasia or assisted suicide. The aim of this article is to identify



Page 3/16

from the “raw wording” of the patients’ requests, the means of expressing their WTHD in all its plurality,
singularity and evolution.

The analysis additionally shows evidence of the representations of the act of euthanasia as well as those
of death in the patients encountered.

Methods
The study took place in 11 PCU: 151 beds in two different regions of France (REF—Region Est France, the
east of France, and RIF—Ile de France, Paris and the surrounding region). This study received the
favorable opinion of the committee for the Protection of Persons (CPP Est II) on 15/05/2014 and the
National Agency for the Safety of Medicines and Health Products (ANSM) on 09/05/2014, in accordance
with the legislation in force.

The study involved adult patients who had made a Requests for Euthanasia and Assisted Suicide (REAS)
to a health care provider, that is to say an explicit request for euthanasia or physician assisted suicide8.
The requests that were de�ned as ‘explicit’ were those made verbally using direct terms of reference such
as: “give me an injection” or “help me to end it all”. Patients who expressed a desire to be dead without
implying an explicit action from a third party (such as: “I don’t want to be here anymore”) were excluded.
The health care provider who received the request transcribed the patient’s initial wording in their medical
records, as faithfully as possible. These data enabled an initial analysis of the occurrence of terms.

A qualitative study was carried out on the initial wording. Semi-structured interviews were carried out
within 48 hours of the initial request (�rst interview, D0), then a week later (second interview, D7). When a
patient had expressed an explicit request for help in dying, the health care provider would contact the
researcher, after having obtained informed consent from the patient (to participate and for publications)
and con�rmation that their condition permitted them to be interviewed. Generally, the interviews with
these patients at the end of life began with an open question in reference to the initial terms used by the
patient in their request, urging them to describe the request, to name the WTHD, then express themselves
on the meaning of their request and what had motivated it. The interviews were recorded and re-
transcribed word for word, anonymously and con�dentially. The interviews were directed by four
researchers (three psychologists and a socio-anthropologist).

The period of data collection, from October 2014 to November 2015, enabled the sample prede�ned from
two preliminary studies9 10to be obtained.

Analysis of the wording used by patients to express their request for help in dying was applied to the
initial statements reported in the medical records, as well as on the words obtained during the two rounds
of interviews with the patients.

The wordings were cross-analysed between different researchers during regular working meetings.
Various patient situations were coded by all the researchers to ensure harmonisation between the codes’
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descriptions and their de�nitions. From these codings, a thematic tree was designed and completed, and
later re�ned as the analyses progressed. In the subsequent meetings, various analytical concepts �nally
emerged.

Results
I / Inclusions.

Thirty-one initial responses were reported verbatim in the medical records of patients by health
care providers; 27 semi-structured interviews were carried out and re-transcribed. Eighteen patients were
encountered on D0 for a �rst interview (within 48 hours of the initial request), nine of whom took part in a
second interview on D7 (a week later). In the intervening period between the two sets of interviews, six
patients died, whilst three were either too fatigued or too disorientated to be interviewed a second time.

 

Twelve patients were suffering from terminal cancer, three from a neurodegenerative disorder
(amyotrophic lateral sclerosis), one from severe arterial and pulmonary hypertension and two had
cardiovascular or hepatic disorders. Their average age was 76 years (from 38 to 95 years) with a median
of 79 years.

 

Number of patients identi�ed from medical records 31
   

Number of patients encountered during 1st round of interviews 18
(D 0)  

   

Number of patients encountered during 2nd round of interviews 9
(D7)  

   

Total number of interviews 27
   

 

II / The words used to express the request.

A – The initial request reported by the health care provider in the patient's medical records (31 records).

 

Request for euthanasia

The terms of the initial request were primarily requests for euthanasia: “Yes, it's a request for
euthanasia” [RIF9]. Only one initial request related to assisted suicide: “If only I could just swallow
something and then go” [REF8]. Two statements referred to euthanasia whilst mixing the representations
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of euthanasia with those of assisted suicide: “I want to have euthanasia in Switzerland” [REF1], “Can you
put me down, can you inject me with some stuff so I can die” [REF10].

 

The injection as a dominant picture.

The predominate image is of injection or intravenous infusion (“injection”, “inject me”, “drip”): “if
you were to give me an injection, that would be good” [REF4], “give me an (gesture an sound of injection)”
[REF6], “for the drug to be injected” [REF9], “When are you going to give me the injection, will I have to
wait long?” [REF11], “I want to be helped to die, I want a drip” [RIF19]. This method of carrying out the act
can even serve as metonymy for the wording of the request: “for the drug to be injected” [REF9], “When
are you going to give me the injection, will I have to wait long?”[REF11].

 

Request for help and demand for ful�lment.

Some words expressed a request for help, since the situation was frequently described as
unbearable: “I really can't go on, I'm going to have a ciggy with my partner, and then I'd like you to inject
the drug” [REF9].

 

Eleven occurrences of words stated a clear request for help: “help me”, “help”, “the help”. Other requests
come in the form of demands: “If you could put me down” [REF7]; “Could you give me some more
morphine, if so give me a (gesture and sound of injection) at the same time” [REF6]. Words which state a
demand appear eight times: “Give me”, “Do” and terms relating to the wish appear ten times: “I want”.

 

The time imperative is seen as urgent.

A third of the requests express the idea of expediency, “that's enough of this, I'm fed up with it,
nothing's being done to relieve me, it's time to put an end to my life” [RIF6], “It's got to be done as quick as
possible” [RIF8]. The analysis of the number of times each of the patient's words occurs revealed 12 uses
of time adverbials: “quick”, “rapidly”, “immediately”, or time requisites which situate the action in the very
near-future: “this afternoon”, “tomorrow”.

 

B - The request for help to die in the interviews.

1 – First interview (D0): The request for help to die associated with the altered relationship with the body
and the request for a third party to actively intervene.

 

An alteration of the body and the lived experience of the body
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The active request for help to die was frequently expressed as justi�ed or legitimate in the light of
a state of suffering which had gone beyond what could be reasonably endured: “I can't move anymore,
nor get up, I can't do anything anymore. At 89, you should be able to put us down […] A vegetable, I'm
nothing more than a vegetable” [REF7]. Preemptive death was likewise expressed as justi�able when
there was no more hope of cure or when “there's nothing more at the end” [REF8]. Being denied their
request was perceived as inhuman: “It's inhuman to let people suffer like this” [REF5]. Self determination
was asserted particularly in relation to the body: “It's my body, they can't say what they want or don't want
for me” [REF9].

 

Living the formidable experience of changes in the relationship to their body brought the patient face to
face with their own individuality. No one could suffer like them and assess what they were really feeling.
This state of intense suffering isolated them and made them feel as though they were in “another world”:
“I'm not on the same planet anymore. I look at them, I'm not part of their world anymore […] this death is
going to happen so you just have to accept it” [REF5].

 

The determined quest for euthanasia.

Words can express the wish: “I'd like euthanasia […] I'm certain” [REF8], “I want”, “I've made up my
mind”, “I won't go back on my decision”, “I'm still determined”. These verbatim also conveyed a desire to
convince the third party of their determination, which was illustrated by the frequent use of the pronoun
“I”. Some patients expressed their resolution by asserting it as a long held opinion, as opposed to a
�eeting reaction: they had “always been for” or they had never wanted to suffer: “I've always thought
about euthanasia but now it's worse than anything ever” [REF8].

 

The request for euthanasia was concrete and expressed either as a request for help or as an act to be
performed by a third party: “do...” or “help me to go”,“Give me an injection”. The patients were aware that
it would be illegal for the health care provider to intervene by granting their request: “It'll have to be a
doctor who's 100% in favour, of course. As whoever does it, well you mustn't shout it from the rooftops, as
they'll risk their job” [REF8].

 

2 – Second interview (D7): Maintaining the request but a shift towards the question of suicide.

 

The request persisted, but less explicitly.

Two thirds of the patients encountered a week later persisted in their WTHD: “I haven't changed my
mind, I should be free to decide […] every day I think about ending it” [REF8]. Whilst the request still
featured implicitly in the dialogues, it was less prevalent in spontaneous speech and appeared less
agonistic than previously. However, when the patient was questioned about previous conversations, the
desire was still present: “If you ask me, yes I think about it every day […] and if tomorrow you say
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euthanasia's on, it's yes” [REF3]. The issue of legitimacy, or personal autonomy, of the act was still
doggedly upheld. The patients were convinced of their right to death-on-demand: “You should be allowed
to choose […] You should be free” [REF8].

 

The wish to shorten their lifespan was still expressed but no longer in the form of an injunction. The
appeal for help, which was explicit in the �rst round of interviews, was not evident in the second round.
Words occurred which indicated a form of resignation in the face of death: “There's no hope left, I'm
going to die, I know I am” [REF6]. The meaning of life was also in queried: “What purpose does my life
serve with all that? It's not a life” [REF3].

 

A shift towards the issue of suicide and the fear of not succeeding.

At D7, only 2 patients still clung to the idea of euthanasia. The word suicide appeared more often,
presented as a means of attaining their aims: “It'll have to be by pill” [REF3], “I think a lot about suicide”
[REF8].

 

This was also associated with fear: “If I go home, I'm scared I'll do something stupid [tears] The stupid
thing would be to kill myself” [REF3].

 

One female patient even worded a request for assisted suicide in such a way as to ensure the act was
carried out 'safely'; “It would have to be someone who'd give me...a dose or whatever. But, I understand a
doctor couldn't carry out the act, yet it's not the act you're asking for, it's that he simply gives us what we
have to take, and then, just, well, that he supplies us” [REF8]. The relative thought of committing to the
action remained a source of anxiety. Whilst the majority of patients appeared determined, they mentioned
their fear of failing when carrying out the act of suicide: “You'd have to know what dose to take so you
don't mess it up or anything” [REF8]. Patients expressed fear of not succeeding or 'messing up': “I think
about it but I'm scared of messing it up, then I say to myself 'and what if I mess it up' ...[tears]” [REF3].
This notion of suicide was often stripped of any possible reality, as illustrated by the patient who said:
“Give me the syringe, I'll do the injection if you like” [RIF7], but who had been tetraplegic for many years
and would have been incapable of actually carrying out what she was implying.

 

C- Representations of death in the interviews.

1 – First interview (D0): a rapid death without suffering

 

A request expressing the wish for the act to be carried out rapidly
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The majority of patients expressed a wish for euthanasia, whilst for two of them it seemed to
�uctuate: the patient expressing that he could change his mind from one hour to the next: “in the midst of
an attack, there I am saying, 'give me the injection right now', then well, 5 minutes later, I'd be saying,
'what an idiot I was'” [RIF3]. Likewise, for patient REF1, who only communicated in writing showed the
thread of his thinking on his telephone: “12h24: I want to go to Switzerland to have euthanasia/ 17h28: I
don't want to die anymore”.

 

A �rst category of wording asserted the desire to shorten their lifespan: “get it over”, “quick”, “I don't want
it to linger on, I want to go quickly” [REF6], “Have it end as quick as possible, meaning not adding
anything, no drugs” [REF5]. The real wish that “it end”, “there's nothing can be done, what do you want to
do? Wait, wait. Just get on and give me the injection or whatever and have it end” [REF4] may have been
motivated by the loss of any meaning to existence.

 

Several wordings were formulated by designating “it” as death and/or the desired act: “It will have to
happen quickly” […] I want it to happen when I'm choking” [REF6]. It refereed to something
indistinguishable, similar to putting a name to an unknown phenomenon.

 

Aspiring to a gentle death

The majority of patients did not express the manner in which they wanted their request to be
executed. Generally, they wished for a gentle or unconscious death “to go to sleep and not wake up”
[RIF1], “like sleeping” [RIF10]. Many patients dreaded the episodes of intense pain and the choking �ts:
“What scares me is having moments of panic, suffocating […] I'm scared of going in terrible suffering”
[REF6]. This justi�ed the appropriate moment for carrying out the act: “It was when I was choking that
they should have ended it all” [REF5]. This anxiety was often associated with experiences related to the
violent death of a loved one: “I'm well aware of the reality of severe illness, I watched my mother die
suffering dreadfully” [REF5]. They mentioned that the ideal way to die would be to go to sleep, not wake
up and die painlessly.

 

Two patients, only, voiced the idea of an injection in this round of interviews: “that I'm given an injection
or whatever else and then it's over” [REF4] and one [REF5] contemplated deep, continuous sedation until
death.

 

2 – Second interview (D7) : Trauma of witnessing the conditions of a relative's death.

 

Encountering the suffering of a loved one prior to death
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During the second round of interviews, whilst the patients' request for help to die was no longer as
concrete, the memory of being confronted with the illness and subsequent death of a relative remained in
their words. It related to the fear of dying in the same suffering, in the same conditions as the person they
had cared for. The traumatic event came back to haunt them: “Dying doesn't frighten me, suffering like
my father did when he died, that frightens me. If death came to take me away, then it'd be a relief” [REF3].

Discussion
The fact that a patient’s inclusion in the study was reliant on the health care provider meant that access
to some situations was limited. Added to that, the requests concerned patients facing imminent death,
and therefore at their most vulnerable. Most of the patients died in the days following our encounters. It
would be interesting to extend this study beyond the palliative setting to other patient populations. By the
same token, it is not an easy task interviewing patients on this theme, yet it is important to emphasise
that all the interviews were well received by all parties concerned. Everyone mentioned how bene�cial it
was psychologically to be able to speak on this sensitive subject without being judged. These individuals
gave us the means to get to know them, acknowledge them and understand them.

A patient’s Request for Euthanasia or Assisted Suicide (REAS) was always directed at a health care
provider with an expectation, that of having them accomplish something forthem. It was therefore
grounded in an interaction.

Narration took on a real function; that of being able to attribute meaning to previously inconceived,
complex and challenging tribulations, which compromised the individual experiencing them. More
precisely, by putting it into words it became possible to organise the experience within a time frame.
Finally, beyond what the words and acts were actually stating, through the expression of their suffering,
there is also the question of precisely what was being vented by the grievances of these patients. The
discourse analysis shows that the patients, by speaking about something which is outlawed in France,
were attempting to signify a vitally important issue affecting them personally using their words.

The words translated at the same time the person’s sense of anxiety over an imminent event, which they
were powerless to prevent and which was leading them towards an unknown destination.
Representations of the act, particularly those in the initial statements reported by the health care
providers, adhered to everyday practices (“injection”, “give something”).

Metonyms used, such as “injection” for the act of bringing about death and “it” for death, are means of
avoiding something you do not wish to name or something which you are unable to apprehend. Anselm
Strauss11states that it is also a means of avoiding excessive emotional outbursts, to keep up
appearances. The unsaid is supposed to guard against the excesses, awkwardness and distress which a
preemptive death could allow to go unfettered12.

It can be seen that whilst the wording evolves over time, the will it expresses often persists. The
expression of the WTHD frequently translated into a will grounded in individual convictions derived from
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personal experiences. This could account for the extent to which the death of a loved one, or even more
so the conditions of their death, may have in�uenced the way a person visualised their own death.

The speci�c vulnerability of patients in PCU we encountered accounted for the fact that of the 31 REAS
situations reported, only 9 patients were able to participate in an interview at D7; the others had died or
were incapable of communicating. Whilst the request to die persisted in the majority of the interviews at
D7, the words used to say it had changed from a request for euthanasia to a request for assisted suicide,
which was more explicit and less euphemistic.So our �ndings partially reproduce the results of Van der
Maas et al. which indicated a �uctuation in the wish to die13following a palliative intervention, with 67%
of patients renouncing their intention to hasten death following a palliative intervention. Whilst the
patients’ wordings in our study were not �xed, the majority adhered to a stable time-frame and the
patients had not given up on their intention to hasten death. It could be considered that the development
over time towards a request for assisted suicide re�ects a veritable psychological development by the
patients. Thus the patient would appear to reassert themselves, and �nd autonomy.

Furthermore, we observed that a concrete ful�lment of the request for help to die was primarily
associated with a rapid, gentle death. Dying unaware was considered the ideal preemptive death. It was
even considered an imperative for an end to suffering. Several studies have shown that pain crises,14 15,
the fear of choking16, and panic are events which cause patients the most intense mental distress and
provoke growing anxiety. Most patients found justi�cation for their request to hasten death in the relief of
not having to experience and re-experience these traumatic events. As indicated by R. Gamlin and M.
Bondier et al, our �ndings showed that ultimately patients wished to have the capacity to choose, to
reclaim a sense of self-ownership17, to have power over their own decisions18and their own body as the
ultimate space of freedom.

We also found in the patients we encountered at the end of life that they wanted the time remaining to
them to be steeped in quality. In fact, they were aspiring to the conditions of a "good death”.. This
question relates to P. Hintermeyer’s inquiry into the issue of dignity and the dimension of human
meaning19. This aspect relating to the question of the good death and the consequential relief from
suffering is central: the patients viewed the practice of euthanasia not as killing, but as relieving.
Therefore, the requests were embedded in time and constructed from representations of the conditions of
death, acceptable or unacceptable.

Conclusion
Whilst euthanasia and assisted suicide are forbidden by French law, the desire to hasten death is a reality
in palliative care in France20. In order to help the individual put meaning to what they are feeling, it is
essential to really listen to and attempt to understand precisely, and in all its uniqueness, what it is they
are saying. If patients speak of their request for help to die, it is because they need a third party to listen
to and hear them. Conducting interviews on this delicate topic is not easy but attentive listening and a
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real will to understand makes for a favourable encounter with the unique other and enables complex
issues to be addressed.

The words used are the keys to understanding for the health care providers. The individuals are thus
compelled to �nd common concerns in the dialogue. The dialogue then becomes the space where the
answers can be found, the appropriate space for understanding the common construction. The danger
resides in a third party overinterpreting what the person is attempting to express with their words.

The utterances of a person who asks to die is an attempt to express the unutterable, an attempt at
expressing individual suffering. It is vital to question the purpose of the utterance, the very thing which is
at issue. The expectation is both diverse and ambiguous, if not ambivalent. This approach reinforces the
possibility of not focusing exclusively on the act to be undertaken but also on communication and the
relationship between caregiver and patient.

Annex
Due to technical limitations, the Annex section could not be displayed here. Please see the supplementary
�les to access it.
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Consort
DESA study adheres to CONSORT guidelines.

Key Statements
What is already known about the topic?

No studies have analyzed the wording of these patient requests in interviews and representations
associated with death.

Patients in palliative care may express a desire to hasten their death.
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Empirical studies (in countries where euthanasia or assisted suicide is possible) focus mainly on the
frequency of these requests as well as their reasons and meaning.

These requests may change over time.

Requests for euthanasia can be related to pain, suffering, loss of hope, loss of control, feeling
unworthy and being a burden to others

 

What this paper adds?

The request for death assistance explicitly requires the intervention of a third party in the �rst place:
these are requests for euthanasia.

Secondly, the request is less explicit and requires less intervention by a third party

This study highlights the representations of the act of euthanasia or assisted suicide as well as the
representations of death in the patients met.

This study sheds light on the lexical �eld to express the request for euthanasia or assisted suicide,
the modalities and the meaning.

The picture of the injection is predominant among patients and the relationship to time is
experienced as an emergency.

 

Implications for practice, theory or policy

For health care providers, the words used are the keys to understanding and help to �nd common
concerns. Dialogue then becomes the space where answers can be found.

This approach reinforces the possibility of not focusing exclusively on the act to be performed, but
also on communication and the relationship between the caregiver and the patient.

To help the individual to give meaning to what he or she feels, it is essential to listen and try to
understand precisely, and in all its uniqueness, what he or she is saying.
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