Belar et al. BMC Palliative Care (2024) 23:57 BMC Palliative Care
https://doi.org/10.1186/512904-024-01380-z

The state of transience, and its influence
on the wish to die of advanced disease
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Abstract

Background The experience of Wish to Die is common in patients living with Advanced Disease. It has been studied
worldwide and qualitative studies have contributed to the understanding of the complexity of the phenomenon

of the WTD but a deeper understanding on the individual’s views is still needed. The objective of this study was to
identify common characteristics of the experience of wish to die in advanced disease.

Methods A phenomenological study was carried out with multicenter participation of patients with advanced
disease who had expressed their wish to die to health professionals. Semi-structured interviews were employed to
obtain an in-depth perspective of each patient’s lived experience. A phenomenological analysis of the data collected
was performed to describe and explore the characteristic aspects of the phenomenon under study.

Results Fourteen patients with advanced disease were interviewed. Most of them had cancer. In the analysis of

the patients’accounts of their experiences, three common characteristics were identified: a) experiencing a state of
transience; b) the attempt to reconnect with oneself; and ¢) additional disease-related aspects that influence the wish
to die. Patients expressed the need for a safe space to address the wish to die and the importance of receiving care
that considers both ‘being’and ‘doing’

Conclusions Patients with advanced disease and wish to die experience a state of transience where the patient lives
and ephemeral state of existence. Interventions focused on reinforcing the intrinsic value of the individual emerge as
essential components of a compassionate accompaniment of those facing the wish to die.

Keywords Wish to die, Desire to die, Qualitative research, Phenomenological approach, Living experience

*Correspondence: “Palliative and Supportive care service, University Hospital of Lausanne
Alazne Belar and University of Lausanne, Lausanne, Switzerland

abelar@unav.es 30SI ARABA, Osakidetza, Vitoria-Gasteiz, Spain

Maria Arantzamendi “Hospital San Juan de Dios, Obra Social “La Caixa’, Pamplona, Spain
marantz@unav.es °Clinica Universidad de Navarra, IdiSNA, Pamplona, Spain

'Institute for Culture and Society, University of NavarraldiSNA, Pamplona, SInstitute for Culture and Society, University of Navarra, Clinica

Spain Universidad de Navarra, IdiSNA, Pamplona, Spain

©The Author(s) 2024. Open Access This article is licensed under a Creative Commons Attribution 4.0 International License, which permits use,
sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the original author(s) and
the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or other third party material in this

article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line to the material. If material is not included
in the article’s Creative Commons licence and your intended use is not permitted by statutory regulation or exceeds the permitted use, you will
need to obtain permission directly from the copyright holder. To view a copy of this licence, visit http://creativecommons.org/licenses/by/4.0/. The
Creative Commons Public Domain Dedication waiver (http://creativecommons.org/publicdomain/zero/1.0/) applies to the data made available
in this article, unless otherwise stated in a credit line to the data.


http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s12904-024-01380-z&domain=pdf&date_stamp=2024-2-24

Belar et al. BMC Palliative Care (2024) 23:57

Background

The experience of the wish to die (WTD) in patients with
advanced disease is a phenomenon that has been studied
worldwide. This is not surprising considering that 11%
and 55% patients present it occasionally [1-3], while in
8-17% of the cases these feelings or thoughts are more
persistent [1, 4, 5]. Furthermore, between 4 and 11% of
seriously ill patients experiencing such phenomenon
present real or hypothetical intention to hasten death [1,
6]. Therefore, this phenomenon ranges from mere experi-
ences of WTD to the explicit request for euthanasia.

Studies have identified factors associated with the
WTD. These factors come from different spheres of the
person: the existential sphere (e.g. lack of meaning in
life, lack of dignity, demoralization), the physical sphere
(e.g. symptom burden, drowsiness), the social sphere (e.g.
feeling a sense of shame), or the psychological sphere
(e.g. anxiety, depression) [1, 7-12].

Initial qualitative studies have been conducted in Can-
ada, Australia, China and the USA [13]. A recent meta-
ethnographic has revealed that, in the last decade, several
European investigations have incorporated diverse cul-
tural and social context information, reinforcing the need
for a comprehensive view of suffering. Such studies have
considered not only physical distress but also psychologi-
cal, social, or existential aspects as crucial in expressions
of the WTD [14] although this is not always the case
[15]. Until now, qualitative studies have focused mainly
on understanding what the patients want to say and the
meaning they attribute to the WTD expressions that they
have used.

Within some qualitative studies, the reasons for the
WTD may include physical, psychological, social and/
or existential aspects [14, 15]. Patients weigh up reasons
differently, some of which may be in the present moment
while others may refer to hypothetical events in the
future. Moreover, it seems that these reasons do not fully
explain the WTD [15].

It is necessary to understand what the person wishes
for (intention) and the meaning it attributes to these
expressions. The intentions reported in the literature
include a wide variety of typologies including the wish
to live, the acceptance of dying and the will to die [16].
There may even be multiple coexisting wishes [16] that
may seem contradictory from the outside, but that may
be compatible for the person as they are situated on a
larger framework of personal values [17]. Patients have
reported that their prioritization of wishes may change
over time due to an inner progress or thinking, or to the
changing conditions of the disease and/or care [16] which
is in line with a dynamic idea of the WTD [17].

There is also a variety of meanings attributed to the
WTD expressions such as cry for help, triggering inter-
personal interaction, allowing a life-ending process to
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take its course, to spare others from the burden of one-
self, or to move on to another reality (afterlife) [14, 15].
Patients’ expressions of the WTD may even have differ-
ent functions, either as a means of communicating or as a
form of control [14].

A recent study has examined similarities and differ-
ences on the reasons, intentions, and the social interac-
tions of the WTD on patients with four different types of
diseases: neurological conditions, organ failure, cancer,
and frailty due to age [3]. This investigation identified
that in all patient groups there were clear moments where
a wish to die was triggered by specific conditions and
transitional points that affected agency and self-under-
standing [3]. Furthermore, in the same way that there are
commonalities according to different disease trajectories,
these may equally be expected to exist among individuals’
lived experiences. In this respect, although a more recent
study has studied the lived experience of older people
with the WTD [18] this topic has not yet been explored
in patients with advanced disease.

Qualitative studies have contributed to the understand-
ing of the complexity of the phenomenon of the WTD by
yielding insight into patients’ perspectives, as they con-
sider that the many aspects that make up a particular
WTD may be bounded to the patients’ personal experi-
ences, moral values, and preferences. Nevertheless, there
is still a need for complementary deeper understanding
on the individual’s views [15].

Moreover, some authors suggest that data from other
cultural settings could add additional important evidence
to understand this complex phenomenon [15]. In the
Spanish context, to date, no qualitative study has been
carried out to investigate the wish to die; studies have
focused on its prevalence, its associated factors, or on the
effects of proactively exploring WTD [1, 6, 7, 11, 18].

Therefore, the present study intends to help to address
this gap by delving deeper into the common characteris-
tics of the patients’ lived experience and focusing more
on understanding the experience itself and not so much
on the intentions, reasons, or meanings of it. Further-
more, our intention was to investigate the experience of
wish to die in patients with advanced disease within the
Spanish context as well as the preferences of Spanish
patients on how their professionals should approach the
subject in clinical encounters and what they expect from
them.

Methods

A hermeneutic phenomenology was conducted, tak-
ing into account Max van Manen approach’s underlying
ideas, to comprehensively explore the common charac-
teristics of patients’ lived experiences. Phenomenology,
defined as the science of the phenomenon [19] represents
both a philosophical attitude and a research perspective
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that delves into essential questions of the person or indi-
vidual [19-22]. This method is particularly interested
in uncovering the defining nature of lived experiences.
Employing a hermeneutic-phenomenological approach,
we aim to delve into these shared characteristics by iden-
tifying the common thread links all those persons’ lived
experiences. Furthermore, we seek to understand how
these individuals, shaped by their lived experiences,
express their preferences regarding the acknowledgment
and addressing of this shared experience.

Setting and sample

Study participants were recruited and interviews were
conducted between February and August 2021 in three
hospitals: the Clinica Universidad de Navarra (CUN),
the Hospital San Juan de Dios (HSJD), and OSI ARABA.
The CUN is a private hospital that treats patients from all
over Spain (64% of patients come from other regions), the
HSJD is a state-contracted hospital, and the OSI Araba is
an integrated, hospital-based, and Primary Care organi-
zation of the Basque Health Service-Osakidetza.

Purposive sampling was employed to obtain greater
variability in the sample. Study participants met the fol-
lowing inclusion criteria: (a) expression of any type of
WTD experience (from a sporadic WTD to a persistent
experience, including the intentionality of hasten death
or not [1]); (b) advanced, progressive and incurable dis-
ease; (c) awareness of having a life-threatening disease;
(d) no contraindication from the corresponding physi-
cian; (e) consent to be interviewed; (f) in hospital or care
setting requiring clinical monitoring or follow up, such
as an out-patient clinic or at home; (g) ability to speak
Spanish.

Healthcare professionals in the palliative care teams in
these hospitals were invited to actively collaborate in the
recruitment process, a usual procedure in previous stud-
ies on the subject, since the protection of particularly vul-
nerable patients was considered more important than any
possible risk of selection bias [15]. These practitioners
identified those patients who might meet the inclusion
criteria, explained the project to them, and handed out
the corresponding information sheet. If a patient were
willing to participate in the study, they were offered the
option of either contacting the research team themselves
or being contacted by her. In this subsequent contact, the
researcher explained the study in detail and answered
any possible doubts the patient might have. Then, if they
expressed their wish to participate, a suitable date and
place for the interview was arranged, according to the
patient’s needs. The researcher facilitated their contact
details in case the participant decided to change their
mind and did not want to participate. On the day of the
interview, if necessary, possible doubts were clarified and
the interview began once the informed consent had been
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given and signed. Patients could carry out the interview
either alone or accompanied by their relatives, according
to their preferences.

Interviews

The same member of the research team conducted all
the interviews with the patients. A semi-structured guide
(supplementary file 1) was developed for conducting the
interviews with each patient, all of which were audio-
taped and later transcribed. They began by referring to
the experience of the patient’s WTD, mentioning that it is
a common experience in patients with advanced disease,
and that according to their physician or psychologist they
had experienced this at some point in the trajectory of
their condition. This was followed by showing interest in
the patient’s own lived experience, inviting them to share
it with the researcher. The researcher showed through-
out the whole interview openness and interest to listen
their detailed experience regardless what it was. Sub-
sequent questions were flexible to the responses of the
interviewee and helped the patient to go into more detail
about their experience to derive their lived account.
Finally, patients were asked about what was important
when sharing this experience and what they considered
to be helpful for patients who may feel the same as them.

Data analysis

Data analysis was led by the same researcher who had
conducted the patient interviews (AB) and used NVivo
V.12 software for data management. During the data col-
lection period, the researcher began to read the already
conducted interviews and initiate the analysis process
by identifying categories and codes in them. This initial
analysis allowed for exploration and verification of the
themes emerging from the patients’ accounts.

Once all the interviews with the patients had been
conducted, the researcher continued the data analysis
together with two experts in qualitative research (PL and
MA). Each transcript was read in-depth, initially estab-
lishing a general or macro understanding of each patient
lived experience. Subsequently a micro-thematic analysis
was performed for each one, allowing the identification
and coding of every relevant detail. This process was car-
ried out for all patient accounts.

Throughout the analysis, we engaged in reflection and
interpretation of both common and uncommon aspects
identified. We continuously compared the common
thread within these interpretations to discern the char-
acteristic elements of this experience, without which the
experience would cease to be what it is.

Weekly meetings were held to discuss the codes and
categories that had been found during the data analysis,
leading to the identification of the common characteris-
tics of the experience.
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The process of data collection ceased when the addi-
tional data did not lead to any new emerging themes and
there were enough recurring patterns to illustrate the
phenomenon [23].

A total of ten main subthemes were clustered during
the analysis, which led to the study results (Table 1).

Subthemes >

1. Loosing my life
2. Loosing me

3. Loosing hope to live —
4. Loosing the meaning of my life

5. Thinking about my situation

6. Frecuency of wish to die
7. Hastening death

8. Individual reflection
9. Physical deterioration
a. Autonomy

b. Wellbeing

10. Triggering moments

Additional data

11. Exploration or expression of WTD
a. To professionals
12. Therapeutic Presence

13. Relieving associated factors

Table 1 Clustering subthemes into main themes
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Results

Sample

The 14 patients who had been invited to participate in
the study (seven from the CUN, two from the HSJD, and
five from OSI ORABA) accepted the invitation. Their
sociodemographic characteristics are shown in Table 2.
The interviews, with a mean duration of 40 min (range
25-60 min), were conducted either in the outpatient

Main theme

State of Transience

Shades of Transience and WTD

Attempt to reconnect with own identity

Disease-related aspects influencing experience

Asking professionals
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Table 2 Sociodemographic and clinical characteristics

Total patients (N=14) N (%)
Age (n, range) 71 (39-88)
Sex: Female 7 (50)
Marital status

Married or with a partner 11(79)

Widower 2 (14)

Single 1(7)
Patients self-reported spirituality

Yes 11 (79)

No 321
Disease

Oncological disease 12 (86)

Other 2(14)
Disease duration (number of years, range) 5(04-16)

clinic (n=2), at home (n=4), or in the hospital setting
(n=8).

Findings

Three common characteristics with respect to the expe-
rience of the WTD in the study participants: the state
of transience, the attempt to reconnect with their own
identity, and disease-related aspects that influence the
lived experience. In addition, three subthemes containing
patients’ recommendations for exploring and managing
the WTD were identified.

Common characteristics of the experience of wish to die
Patients are in a state of transience The patient with an
advanced disease perceives their life threatened and initi-
ates an introspective process, from which arises the expe-
rience of wish to die. This introspective exercise is carried
out from a state of transience, defined as an ephemeral
state of existence where things once considered perma-
nent have changed [24]. Thus, the connection between the
wish to die and transience is based on the perception of
life’s potential finiteness. Thereafter, the patient reflects
on the meaning of their own life by reviewing their life’s
journey, and perceives the ephemerality of life itself. This
reflection extends beyond the finiteness of their life. The
patient contemplates their life within the overall frame-
work of their values, questioning and even feeling uncer-
tainties that sometimes they themselves are not able to
specify or understand. The patient may even experience a
sense of rootlessness because they have to cope with the
unknown.

This is when you start to rethink your life. I'm single,
many times 1 find myself alone, I find myself useless,
although, thank God, I have many friends, but that’s
when you raise a lot of issues. (R.0S)
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Lately it has become more intense (the experience of
WTD,)... I see it (my future) very badly. Besides, now
I am thinking about it, I don’t want to be like this,
I don’t want to suffer, I want to leave, I've already
lived. I want to leave without suffering. And I think
about it and I say: “Well, what do I know how I'm
going to end up? (P01)

It’s just that I realize I can’t live a normal life. And
yes... I don’t think it's worth living just to suffer.
After all, my life has been a great suffering, I have
had good moments, but many of them have been
bad (due to the disease) and you think: Is it worth
living“(P.06).

For me it is a process. It is not to say: <<I am well
and suddenly, from one day to the next, I want to
commit suicide because I am not well>>. I don’t
think so. At least not in my case. In my case it was to
say: Damn, I don’t know about this, and there comes
a moment and you say: “There’s no point in being
like this” There comes a moment, but after time and
time you see that you have no solution. That's when
you say: “Is it worth it?” You start to think about
those little things at that moment (P.05).

In this situation, the patient experiences sadness and
other painful feelings [24] such as demoralization or
hopelessness. The attributes that emerge in this state are
the patient’s fragility, the feeling of impermanence and
irreversibility, and stasis. There is not so much in pro-
cess, it is a sense of stasis [24], a limitation in their abil-
ity to move forward. This limitation renders the patient
immobile in the face of the disease situation and causes a
tunnel vision, which makes it difficult to envision a better
future.

Somehow, to get out of the way and say: “Let’s see,
I'm going to be beating myself up for two, three, four,
five, as long as the disease lasts, if there is no solu-
tion and my quality of life is going to be like this, I
cannot ruin their lives.” (P.05).

I do not do anything here, there is no hope for any-
thing... what I have left is this... is to be bedridden
and that’s it” (P07).

Their experience of the disease and their situation
becomes so important that they feel powerless and some-
times it is difficult to focus on what is really important to
them.

It is difficult... Being aware of your illness all day
distracts you from other things that are very impor-
tant. For example, my wife, we have been together
for 50 years... we have done many things together,
but I no longer feel capable of anything, I do not
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feel capable of taking her anywhere because I have
no strength. So, I feel that this is an extension of a
meaningless life (...) Those things we have enjoyed
together are not possible now. (P.03)

Shades of transience and the different experiences of wish

to die

The common aspects of transience have been described
above, but nuances are also observed in some of the
patients interviewed. On the one hand, the WTD experi-
ence reflects the current state of the person, not a con-
cluded process. In other words, this state of transience is
experienced at a specific moment. But this sensation that
everything changes, that everything is ephemeral, is not
constant and its intensity can oscillate depending on the
patient’s moment. Therefore, the patient can move from
that state of transience in various directions. The WTD
experience might disappear if the situation improves; and
it may reappear when the circumstances that triggered
such experience in the patient occur again.

1 told her (my wife) that if this pain does not go away
and is so strong and continuous, because most of the
time it hurts for 24 h, it is not worth continuing to
live with this pain. It would be preferable, as soon as
possible, to end this suffering. (P. 02).

Let’s see... that day was the toughest day I have
ever experienced WTD, but I had the idea of leav-
ing (referring to WTD) before when I got out of
there, from Barcelona, from that hospital, because I
thought “Well, if I'm so bad - because I was really
bad - I'll just leave. (R0O1).

On the other hand, it is also observed that from that state
of transience, where the patient is in a period of stasis
experiencing painful feelings, some patients carry out a
transition, understood as a process that involves a move-
ment of the patient facing this situation, who moves on.
The patient who carries out such a transition undergoes
a process of becoming [25], arriving, in this particular
case, at a way of being. This desire to die fills the patient’s
daily life and could rarely be modified because they seem
to have lost the ephemeral state that characterizes tran-
sience. It is observed that the time factor, specifically, that
this state has been maintained for a long time, has a rel-
evant effect on whether this state has become an attitude
or a way of leading their everyday life.

It’s not that I don’t want it, it's that I'm asking for
it, do you understand me? I don’t want to be suf-
fering, what for? If I know what I have, the disease
I have, that I have cancer and I know that I can’t go
as far as I have to go. I have been like this for a long
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time, and I have made the most of it (the time I have
lived), I have been with it for eight years, and I have
gone through these times that I have had, sometimes
bad times, life is like that, nothing more. (P.03)

I'm telling you, and the thing is that maybe, really,
really, from the truth of my heart, maybe you don’t
want to live. I know that I'm going to be in heaven
more time than here, but there are times when I say:
“I'd go to sleep and not wake up at dawn’. Lately I've
got it into my head that no, I don’t know what I'm
doing here. (P.09).

My daughter tells me that if I'm here it's because 1
have to be. I say: “no, no, no. I don’t have to be here
because I don’t, because sometimes I get bored, 1 feel
like going to heaven. No, no, no, no, no, I see that
here I don’t... No, I'm not, I'm not doing well. Lately
I've been doing it badly. I have it stuck in my head
there, going round and round in circles. I want to
forget about it, but no, it’s there. (P12)

There is another nuance that sometimes appears in the
WTD experience and that has to do with hastening
death. Patients who report a more sporadic (less persis-
tent) experience, of wish to die, sometimes mention the
idea of doing something (e.g. asking for euthanasia) for
hastening death. This thought is presented as an ide-
ation, as something possible that could come true. These
patients are in that period of transience in which the
experience might not be constant or even reversible, so
the way in which they live the idea of hastening death is
hypothetical.

I pray to God to take me now, to take me with him as
soon as possible (P. 11).

... but of course, it’s not that easy. If I said “Look, I'll
let myself and that’s it’] but of course, what happens?
Imagine that you do it and you have all this time
ahead of you, like now (P. 01).

Those patients who transmit a more persistent or con-
tinuous experience of desire to die, suggesting that they
have already made the transition that has been termed
‘desire to die, may or may not experience the desire to
hasten death. In those cases, in which the actual idea of
hastening death appears, it is presented as something
intentional and more structured.

If I could have had a final solution, which was noth-
ing more than taking a pill and sleeping. I would
have taken it. (P. 03).

I'm going to ask for euthanasia sooner rather than
later. (P. 13).
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The patient’s attempt to reconnect with their own identity

In the state of transience, the patient performs an exer-
cise of introspection in their attempt to reconnect with
their own being. They reflect on the meaning of their
own lives by looking back at them. As they want to feel
a desire to live, they try to find aspects in their lives
that might help them in this respect, but these are not
enough. There is a sense of wanting to hold on to some-
thing from their own life when it is difficult due to the
change in circumstances.

I have taken all the paths that could give me satis-
faction: work, my children and my grandchildren.
All that is in order, but now the only one that I think
is left over in this whole setup is me... So, I tell you
that I don’t mind dying. I don’t mind because I think
that my life, in general terms, has been satisfactory,
good and, at the same time, I have achieved goals
far superior to those achieved by my parents and my
siblings. (P03)

Disease-related aspects that influence the lived experience of
wish to die

When patients narrate their experiences, they refer to the
impact that the disease, its symptoms, and possible com-
plications have on their WTD experience.

Progressive deterioration due to disease

Progressive deterioration appears as key in the experi-
ences of the WTD. Study participants report a progres-
sive deterioration of their functional status that causes
losses in different aspects such as their perceived well-
being, the meaning of their own lives, their sense of hope,
the autonomy they enjoy, or the feeling of being in con-
trol of their own lives.

I can’t do anything by myself... 1 need help with
everything... my husband has to take care of me.
Sometimes I can’t take things by myself... you feel a
lot of helplessness. I see myself locked up. (P.04)

The patients themselves experience their deterioration by
comparing their current lives with their previous ones.
The result of this comparison is negative as these losses
become more evident due to the course of the disease.

It's that I have fatigue at all times... Right now,
tiredness... Eating, drinking... it tires me... it’s diffi-
cult... and you start thinking about it over and over
again...... my body is a decaying body. (P.08)
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Influence of incidents and complications in the disease
process

The complications of the disease experienced by the
patient can sometimes become unbearable and cause
exhaustion.

That’s where I've gotten to because, well, there comes
a time when you say you get treatment, it doesn’t
work, you get another one, it doesn’t work either. You
can'’t stand the pain. You start, in some way, to have
to rely on others... there are many times that I have
been very lonely when I have needed something, then
you start to ask yourself: “Is it worth it (to live) like
this to be constantly beaten down, so that I don’t
have enough quality (of life) to say: ‘Can I get by on
my own’? At least a little bit, don’t crush people so
much. For me the biggest problem is people being
crushed. (P.0S)

Boredom, too. The morning goes by easily because
I don’t get up early. I say: what's the point, but the
afternoons are... Some days we go out for a walk,
but I don’t feel well either, because I have been a
very busy person, I've moved here, I've gone there, I
have liked to go for a walk, to go into the stores to see
things. And all that weighs me down a bit. I can’t do
it anymore, although I know I have to make myself
aware that I can’t do it, but I feel bad... And very
bored. Boredom, and when the night comes, I can’t
cope with my life of boredom and tiredness. A tre-
mendous tiredness. I say to myself: but what am I
doing to be this way, so tired? I go from here to the
dining table and from taking a nap and from bed to
here. I do nothing else because I can’t do anything
else. (P09)

Pain changes your life, your behavior... I keep telling
my wife, ‘give me something, no matter what, but
something, this is impossible, it is inviable, there is
nobody who can stand it. (P. 02)

In other cases, patients report that the new symptoms or
complications that arise throughout the course of the dis-
ease result in a feeling of exhaustion and are perceived as
unbearable.

I am inside my body. My body is that of an idiot, a
body at the end of life going away. The bottom line is
that, life is not worth living because I have no chance
of this ending up well. I'm getting doing worse and
worse every day, and these last few months things
have gotten a little ugly. (P04)

I have always had a very bad time (referring to dis-
ease) with physical wear and tear, mental wear and
tear, especially of the system, mental system. I get all
these treatments, but I feel helpless... bad... and I
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told the doctor... to anyone... that what I desire is to
die. (P03)

What do patients experiencing a wish to die ask
professionals?

They ask for a context of trust and security to talk about
their WTD experience In sharing their stories and per-
ceptions, patients emphasize the importance of adequate
communication in the patient-professional relationship
about the experience. They mention two essential aspects
for such communication to take place.

First, they emphasize the need to feel in a safe space in
order to be able to express the experience of WTD. They
also stress the importance of having a relationship of trust
with the person with whom they discuss the WTD.

I talk about it with my mother and my wife. Also,
with some friends... they know me well and know
all my process... they understand me... For a person
who doesn’t know me it would be more difficult, but
for those who know me, those who know what life 1
have had... (P. 06).

In addition, they convey that the proactive exploration of
the WTD carried out by the professional should be done
at a time when the symptoms are not so acute, and when
essential aspects such as a relationship of trust and a safe
space are guaranteed.

It’s not good that anyone comes and asks you. When
the conversation comes up, you talk about it, but
when you are calm, don’t let them come looking for
it, what for? To cry? I have spent many hours crying,
and it doesn’t do any good. (P. 02)

I haven't talked much with the doctors about it.
More with people I trust... my wife, my mother and
my friends... it takes trust to talk about it... with
the health professionals I have also felt understood,
since they have been seeing how my disease is getting
more complicated. (P. 06)

At that moment I would have thrown myself out... I
would have thrown myself out of the window... when
the pain goes away you see everything from another
perspective, but at that moment, it was the only
thing I wanted. (P.05)

They expect a response from professionals regarding
what they have shared Patients who discuss their wish
to die expect a certain response from healthcare profes-
sionals. After establishing the conditions necessary to talk
about their wish to die, patients suggest how professionals
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might act when they share this experience. Patients dis-
cuss “being” and “doing” “Being” refers to feeling heard,
acknowledged and not judged when sharing their experi-
ence.

I don’t know, listen to them, and see what they want.
And take into account their opinion a bit, which is
also their life. It is your body, you are the one who
knows how you are. Doctors know, of course, but
you're suffering it (P. 01).

It seems to me that you are doing very well, at least
with me (referring to symptom relief and presence). I
have found such a good host (P. 03).

“Doing” relates to what patients expect from health pro-
fessionals in terms of actions and support during their
experience. Patients seek either therapeutic adjustments
that do not prolong their suffering and allow the disease
to follow its natural course, the alleviation of suffering-
causing factors, or, in some cases, the initiation of eutha-
nasia procedures.

I've thought about being in a place that can let you
go. Takes good care of me, and doesn’t let you suffer.
I always say that I want quality, not quantity. I don’t
want a long and bad life, of pain and this, no, no. 1
want to be like now, even if it’s shorter (P. 01).

To me personally taking away the pain doesn’t mean
that I do not desire to live. It is the pain that takes
away my will to live (P. 06).

Heal me. It is black or white. Either you cure me or
euthanasia. (P. 04).

Discussion

This study has identified common characteristics of the
WTD in a number of patients, providing an in-depth
look at the experience itself. In addition, insights into the
desired approach of patients with such experience have
emerged from the analysis of the interviews.

To the best of our knowledge, this is the first time that
the concept of “a state of transience” is addressed in the
WTD experience. This term refers to an ephemeral state
of existence, where the patient experiences the finite-
ness of life, accompanied by negative feelings such as
demoralization, hopelessness, or sadness [24]. During
this period, the patient reflects on themselves and tries
unsuccessfully to reconnect with their own selves, which
leads them to a state of stasis in the face of the situation
they are experiencing. Chochinov already described an
attempt to reconnect with oneself in near-death patients,
where the patient with a fractured personhood struggles
to get to the core of their being [26].
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In this state of transience, patients seek to cling to
something, such as the life they had before the disease
onset, but this is no longer possible [24]. This can create a
state of brokenness, where the patient feels that they are
no longer the person they used to be [26] which can lead
them to the experience of the WTD.

A previous phenomenological research in cancer has
mentioned the presence of “explicit finitude” where
patients think about the limited lifespan and death [27].
Similarly, William et al. talk about the “existential expe-
rience” in cancer patients, where they become aware of
their own mortality and death [28]. They describe that
once they have experienced this awareness, frailty and
the threat of illness become present in their lives. They
suggest that acknowledging these existential concerns
could encourage coping [28]. Patients with the WTD
might attempt to reconnect with their own self in the
coping process that results in a transition in the living
experience of their illness [24, 28, 29]. In this respect,
Ohnsorge suggests that the WTD may be part of a pro-
cess of acceptance of the terminal situation [3].

Furthermore, patients from this study were aware
that they had a life-threatening disease and it has been
observed that the patient perceives the threat that the
disease poses to their own integrity, which suggests a
state of suffering [30]. This suffering might persist until
the threat disappears or until the individual’s integrity
can be restored in some way [30]. Therefore, that suffer-
ing patient might be trying to restore their integrity with
the aim of making a transition, understood as a move on
[25], towards a state of adaptation to the new scenario
they are facing.

Previous research studies have described various pro-
cesses of adaptation and transition in patients with
advanced diseases [29, 31, 32]. However, in the case of
patients expressing the WTD, a profile characterized by
a state of transience is observed. In such state stagna-
tion prevails, hindering the transition in motion [33] that
could lead to future existential growth [34]. Furthermore,
the results of this study suggest that some WTD patients
experience a transition towards a process of becoming
individuals who DTD. Likewise, it is observed that the
patient in transience could also transition to a state where
the WTD experience disappears [1]. Therefore, the pres-
ent study suggests at least two directions in which the
patient in a state of transience could move: to a referral of
the WTD or to a state of being with the DTD. However,
it is emphasized that while DTD implies a completed
transition, in the case of WTD it is unknown whether
the patient has undergone a transition. This is due to the
inherent dynamics of WTD [17], which, combined with
the frailty of patients with advanced disease, makes it dif-
ficult to determine whether the remission of the WTD is
permanent.
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Likewise, the feelings that characterize this state of
transience such as demoralization, hopelessness or
sadness [24] have been historically described as fac-
tors related to the experience of wish to die [2, 7, 9, 14,
33-35].

Progressive deterioration and complications arising
from the disease are influential elements in the WTD
experience. It is crucial, therefore, to identify how each
patient perceives the ongoing deterioration associated
with their disease. Coyle, in her phenomenological study,
has highlighted the debilitating progression of the dis-
ease and the perception of constant losses in different
aspects of the person, such as autonomy, dignity, self-
worth, or meaning in life [36]. She also claims that such
losses could be triggers for the experience of the WTD
[36]. Furthermore, another research study has claimed
that the influence of physical deterioration and losses as
factors of existential suffering might cause an increase
in requests for assisted suicide [37]. This study has also
highlighted that, in this state in which the patient finds
themselves, present and potential complications lead to
exhaustion, which creates a state of constant suffering.
Krikorian et al. have defined suffering as a multidimen-
sional and dynamic experience of severe stress that arises
in response to events that threaten the integrity of the
person. In this state, regulatory processes, which would
normally lead to adaptation, become insufficient and
result in exhaustion [38].

The present investigation poses an innovative perspec-
tive on the construct of state of transience that encour-
ages reflection on how healthcare professionals can
recognize such state and approach patients in that period
of their lives. To the best of our knowledge, this is the
first study to ask patients how they believe this experi-
ence should be explored. This inquiry about what to do
applies to patients with both a non-established (WTD)
and a persistent experience (DTD), as the goal of health
care professionals is always to provide personalized sup-
port, addressing their needs and seeking to alleviate their
suffering.

The most recent studies on this matter have indicated
that the proactive exploration of the WTD does not harm
the patient, is considered important by the patient and
does not increase the WTD in the patient [1, 6]. How-
ever, the participants in this study have emphasized the
importance of this proactive screening being carried out
in a context of safety and trust. These findings coincide
with the Therapeutic Effectiveness model proposed by
Chochinov, which advocates the creation of a safe space
conducive to the therapeutic encounter [39]. This space
is not limited exclusively to physical aspects; rather, it is a
private, quiet space that guarantees confidentiality, allow-
ing the patient to feel that it is their moment [39] and
where healthcare professionals respect the patient’s pace.
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On the other hand, patients have explained how their
care needs are centered on “being” and “doing” Being
focuses on responding to the existential suffering expe-
rienced by the patient. Providing care centered on the
patient’s existential sphere could facilitate transitions
related to illness and the end of life [28]. To this end, it
is essential to preserve the care tenor, ensuring that the
tone of care the patient receives affirms the dignity of the
individual.

This tenor of care translates into the “therapeutic pres-
ence” of the professional, and is considered a key inter-
vention within the WTD experience [39]. The concept
of therapeutic presence speaks of a state in which the
health professional, from their own being, is completely
immersed in the moment of encounter with the patient,
encompassing physical, emotional, cognitive, spiritual,
and relational aspects [40]. To achieve this, the profes-
sional must maintain contact with themselves while
remaining receptive to the process, showing openness
at the moment of the encounter. The intention is to be at
the service of each patient’s lived process [39—41] without
trying to avoid or change the patient’s WTD experience.
The therapeutic presence is described, among other attri-
butes, as being compassionate and empathic, respectful
and nonjudgmental, authentic, fully present, and valuing
the intrinsic worth of the patient [39].

Moreover, interventions designed to favor meaning
and purpose have been shown to alleviate depression,
demoralization, or the WTD in oncology patients with
existential distress [34, 42]. Considering the results of
the present study, interventions that promote the recon-
nection with oneself, as well as the affirmation of the
perceived dignity, could be key elements in the care of
patients experiencing the WTD. Among these interven-
tions, research studies have suggested Dignity Therapy
[43] and the Patient Dignity Question (PDQ) [44]. In the
PDQ patients review their lives, which allows them to
find the person they still are and to strengthen the per-
ception of their own dignity [43, 45]. On the other hand,
the PDQ can help the person to affirm their identity in
the face of the disease they have, contributing to the pro-
fessional’s recognition of the person they are caring for,
which might lead to a humanized tone of care [44].

Some limitations to the study are noted. It intended
to study the experience of patients with all types of
advanced disease and in different situations, but the sam-
ple included few non-cancer patients, and all participants
were supported by palliative care teams. For this reason,
it should not be generalized to all WTD experiences.
It might also be interesting to analyze experiences of
greater and lesser intensity (from a more sporadic WTD
to an established DTD) separately in an attempt to better
characterize each one.

Page 10 of 11

Conclusion

This study delves into the lived experience of the WTD
patient, identifying three fundamental characteristics
that refer to the state of transience, the attempt to recon-
nect with oneself with the aim of recognizing oneself and
disease-related aspects that influence the lived experi-
ence of the WTD. In addition, it reports on the needs of
patients in terms of how healthcare professionals should
approach and accompany them throughout this experi-
ence. Both therapeutic presence and interventions that
promote the perception of dignity are presented as key
elements in the care of patients with WTD.
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