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ABSTRACT

This paper presents a reflection about being terminally ill and the various ways that the
subject has at its disposal to deal with this event. The objective is to understand the ex-
perience of palliation for patients undergoing no therapeutic possibilities of cure. The
methodology of this study has the instruments to semi-structured interview, the partici-
pant observation and the field diary, and the Descriptive Analysis of Foucault’s inspira-
tion how the narratives of the subjects were perceived. The Results of paper there was the
possibility of looking at the experience of illness through the eyes of a subject position
assumed by the very sick. As conclusion we have than when choosing palliative care, the
terminally ill opts for a way to feel more comfortable and resists the impositions of the
medical model of prolonging life.
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INTRODUCTION

Being affected by a serious, chronic, progressive and de-
generative illness can cause the subject to reflect about his/
her terminally process. And thinking about their own dea-
th, or even experience the finitude process, provokes diffe-
rent sensations and reactions, depending on how this event
is experienced. At first, the feelings of surprise and shock
before a diagnosis of poor prognosis is quite common, whi-
ch in itself already brings grief over the possibility of dying.
Regarding the cultural notion about death, Aries says:

1t isn't easy to deal with death, but it awaits for all of
us... not thinking about death does not slows it down
or prevents it. Thinking about death can help us to
accept it and realize that it is such an important and
valuable experience as any other™2%.

However, thinking about death does not usually cause
good feelings. Because it represents the end of a life, the
end of the relationship made for life, and more, distance
from loved ones and achievements made, the proximity of
death may trigger unpleasant feelings. Dying, then, can be
seen as bad and should not be desired, but avoided. The
contradiction is that, for being rational, human beings are
the only ones who have death as primordial certainty of
life. Since childhood, the individual makes plans for life.
Studying, working, marrying, having children, traveling,
living alone, not getting married, having no children, but
these are all plans, desires that the subject is not sure if he/
she will carry them out. However, he/she knows that he/
she will die®.

Despite all the denial and escape from death, this event
is present uninterruptedly for life. We lose loved ones, whe-
ther through accident, disease, old age; we witness deaths
of neighbors, acquaintances, public figures, both in a close
manner or through news and/or informal conversations.
And almost always, death is accompanied by grief, sadness,
pain and, therefore, the need to distance ourselves from it®.
'This distance can be achieved in the case of a disease, from
the futility to the therapeutic obstinacy, treatment aimed at
curing the sick.

But the relationship with death, before being ill, was
not always of avoidance, denial and fear. Dying has been
experienced as a natural event, at a time when there was
no knowledge about illness. This shows us that we must
understand death from the effects related to the historical
and cultural moment that we live and the society of whi-
ch we belong. The concept of death, as well as the concept
of illness, to name a few, are social constructions that are
built from the knowledge of each society. Thus, ancient so-
cieties of the fifteenth century understood and explained
the origin of death through stories and/or myths, different
explanations of this topic came up in the centuries that
followed. Thus, each society develops one or more funeral
systems through which they can understand death in their
personal and social aspects™.

Bearing in mind the fifteenth century perspective, de-
ath was experienced naturally, it happened at home, and
the funeral and the last respects to the dead were also ex-

perienced there. The cause of death was often illness, epi-
demics and infections that did not have diagnostic, because
the medical clinic had not been invented yet. There were
high rates of newborn deaths, also for lack of adequate as-
sistance, which made the society of that century wait a ye-
ar, sometimes two, for the child to “grow” and be baptized
only then®.

Dying at that time had a direct relationship with no
knowledge of medical practice and so there was not a ne-
gative view of the possibility of death. In the seventeenth
century, with the increase of epidemics, Christianity began
to worry about patients to avoid contamination. Thus, it
was determined that patients should be referred to shelters
that were referred as hospitals or “last resort”, where peo-
ple would die. The term hospital emerged from the hospice
movement of religious connotation, these places admitted
and cared for the sick or injured pilgrims, until they were
recovered or died from it®,

In the late eighteenth century, medical practice began
to settle. Diseases and infections were diagnosed and trea-
ted, allowing, from the twentieth century, death to be de-
layed®. However, medical clinic is limited in its curative
action, especially to chronic, progressive, degenerative dise-
ases that cause a painful, uncomfortable, undignified death.
And on the inevitability of death and the need to care for
the dying process, the palliative care, based on the hospice
philosophy, was created.

Palliative care, then, “is the set of practical assistance
to incurable patients, which aims to provide dignity and
reduction of suffering”®*®). According to the World Heal-
th Organization (WHO), palliative care is “the active and
total care of patients whose disease no longer responds to
curative treatments. The goal is to achieve the best possi-
ble quality of life for patients and their families”“2®). Thus,
palliative care shall be defined as a treatment of comfort.

'Thus, pain relief is considered as the main principle
of palliative care. For this reason, the concept Total Pain
involves: the physical pain, the discomfort of the body;
psychological pain felt by the loss of being healthy; social
pain, represented by the loss of privacy, autonomy and so-
cial life; and spiritual pain, doubts about the after-death®.

As the focus of palliative care is not cure, palliative tea-
ms must have the ability to deal with the various moments
of instability of the patient who experiences the threat of
life due to an illness. Then, the team “offers a comprehen-
sive care, special attention, enriched by the discussion that
transcends the knowledge of each professional”®32). This
to allow a greater comfort from the discomfort felt by the
sick subject, understanding that they are unique, personal
and not transferable, that is, palliative care is a unique ex-
perience for every human being.

In this study, the objective was to understand the ex-
perience of palliation for ill subjects without therapeutic
possibilities of cure. For this, we investigated: the construc-
tion of the meaning of the term palliation at the time they
discovered the impossibility of cure; which led to the choi-
ce for patients undergoing palliative care as a way to care
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for themselves and style to exist; and the impacts of palliate
care about the existence of these subjects.

METHOD

This study was inspired by a post-structuralism pers-
pective. This paradigm considers language as a first ins-
tance that does not contain a hidden or absolute truth.
Its representatives assume that the analysis of a particular
phenomenon is only one possibility among many others to
perceive it.

The analysis method of this study is the descriptive
analysis based on Foucault’s perspective, through the belief
that the subject is crossed by discourse, rather, the subject
is constructed through discourse. The construction of dis-
course is made from the manner in which the utterance is
composed. So, there is not one unit in discourse, as the sha-
pe and type of utterance depends on which subject trans-
mits this utterance, based on knowledge that the subject
builds his/her perspective, and what context the speaking
subject appears. Utterances, then, are related to discourse
analysis, as it includes the subject of the statement by their
language.

'Thus, utterances should be understood as fully histo-
rical, that is, they should be related to the rules of forma-
tion, not the typical specificities of historical knowledge.
Utterances functions in network and, therefore, should not
be understood in the sense of continuity, but in a circula-
rity among other utterances, as they are in relation to each
other. Describing these utterances relationship, however,
means putting them in sets, which are called discursive for-
mations.

'This discursive formation is the correlation with the ut-
terances. And in this way, Foucault defines discursive prac-
tices as the “set of anonymous and historical rules, always
determined in time and space, which defined at a given ti-
me and a given social, economic, geographical, or linguistic
areas, conditions to exercise the enunciation function”7-139),

Regarding the perception of how the subjects ill deal
with palliative care, we understand palliation as experien-
ce. And understanding a particular concept as experience
implies “distancing ourselves, circulating familiar evidence,
analyzing the theoretical and practical context to which
it is associated”??. That is, appropriating ourselves of the
knowledge that composes this concept, the power systems
that enable the realization of their practice and the ways
in which the subject is recognized as a subject in pallia-
tion. Thus, the experience does not base the subject, it do-
es not pre-exist to him/her, it operates in the possibilities
of subjective process, from “... a correlation of a domain of
knowledge, a type of normativity, one way of relationship
within(...)”7-208),

It is consistent to say that palliation as an experience
is related to the principle of “man of desire”, Foucault’s
expression, which means the particularity of each subject
observed in the actions taken by him/her before his/her ex-
periences. And even more, “the study of experience, that is,
of practical reason, implies something distinct from a stric-
tly epistemological study on the conceptualization of this

reason”®1%2), In this notion of “man of desire”, it is possible
to understand from the “practices of the self”, replacing “a
story of moral systems, made from barriers, by a history of
ethical problems, made from the practices of the self”7-1).

Subjects of discourse are crossed by their historicity,
their culturalism, and society to which they belong to. We
understand the subject constructed from these crossings, as
they influence and act directly in their training. This makes
the subject to produce and to be produced by discourses,
that “build objects and a variety of subject positions”® 112,
And by subject position we understand and assume a po-
sition from possibilities updates, without the exhaustion of
the possibilities of being. Thus:

Discourse, thus conceived, is not a manifestation,
majestically developed, from a subject who thinks,
knows, and says, instead, discourse is a set in which
the dispersion of the subject and discontinuity with
respect to oneself can be determined. It is an external
space where a network of different places is develo-
ped10:6162),

Subjects who use the discourse should be perceived
from their individuality and may, in their way, upgrade
possibilities and undergo changes. “These constructions,
in turn, provide certain modes-of-view of the world and
certain modes-of-being in the world. Discourses offer
subject positions, that, when taken, have implications for
subjectivity and experience”® 11, Taking the example of an
ill subject, the medical discourse puts him/her in a patient
position, someone who is “a passive recipient of specialized
care in a healing path”112),

However, this is not the only discourse that goes throu-
gh the subject. Although challenged to take on this posi-
tion-of-subject, there are a few more ways in which he/
she can invest. Discourses can describe a particular cons-
truction of being ill, at a certain historical moment, ‘but
they do not explain what are the investment that individu-
als make in particular positions and the attachments they
develop due to these positions (...) To occupy a specific
position-of-subject (...) is not a matter of conscious perso-

nal choice”1-5%60

). Discourses challenge us to take certain
positions, but the investment that we do in them is private

and is not restricted to conscious choices.

A) PARTICIPANTS

"The participants were five patients who experienced the
palliative treatment. They were hospitalized in a large hos-
pital in the city of Recife/PE and chose this type of care
after the finding of therapeutic impossibility of cure. The
names of these subjects in the study are fictitious, to main-
tain their anonymity.

B) INSTRUMENTS

To produce the material for this study, the instruments
used were the Narrative interview, the Participant Obser-
vation and the Field Diary. The choice of these instruments
was due to the fact that we seek to understand the expe-
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rience of being in palliative care before a serious, chronic,
progressive, degenerative illness, in which subjects were
free to speak about their experience.

The Narrative Interview allows a freer contact on the
topic between researcher and researched, without follo-
wing a previous rigor and without losing the objective of
the research. “There appears to be a need to tell on all for-
ms of human life; storytelling is a basic form of human
communication and, regardless of the performance of the
stratified language, it is a universal capacity”**. The Par-
ticipant Observation is the entrance of the researcher in
the field of research, in order to communicate to the sub-
jects of the study and broaden the perception of their ex-
periences during the observation®. And the Field Diary is
a registration form of the participant observation in which
all the impressions and feelings of the researcher are repor-
ted, any comments on the research subjects can be noted in
this diary, while the researcher is in the field®.

C) INFORMATION ProDUCTION PROCESS

The research project was sent to the Brazil Platform
under the CAAE number: 23953313.9.0000.5206 and ap-
proved by the Research Ethics Committee in 11/29/2013.
For being a study with human, we set out the principles of
prescriptive ethics and ethical dialogue, which involves the
protection of anonymity, the guard of the abuse of power
by the researcher and the Consent Form®). The latter was
obtained by the participants’ signature, the Consent Form
(CF), in which they agreed to participate in the study.

After an initial rapport, the researcher began the in-
terview with the following question: How are you feeling?
As they started talking, each subject expressed his/her way
of experiencing palliative care. Given the need to further
explore the topic, the researcher provoked the subject in a
mild and careful way.

Everything that was observed during the entire period
in which the researcher was close to participants, as well
as their own emotions when hearing them, was recorded
in a Field Diary. This record took place at the end of ea-
ch observation period, to avoid interference in the field,
and everything that could be perceived on the subject in
palliative care was noted, as well as their relationship with
the health team and with their families. The feelings of the
researcher during the listening of subjects and observations
in the field were also recorded. Impressions and interven-
tions of the health team, which drew the attention of the
researcher, were also noted.

D) INFORMATION ANALYSIS PROCESS

In order to understand the narrative of the subjects he-
ard about their experiences on palliative care before a se-
rious, chronic, progressive and degenerative illness, we used
descriptive analysis inspired by Foucault. “Foucault’s dis-
course analysis focuses on the availability of discursive re-
sources within a culture - something like a discursive eco-
nomy - and its implications for those who live in it”112),

Foucault, with respect to discourse analysis, assumes

that it is necessary to “reject the unambiguous explana-
tions, easy interpretation and also the persistent pursuit
of the ultimate meaning or the hidden meaning of thin-
gs”16189) This means that what the subject means is alrea-
dy said in the discourse delivered by him/her, there are no
questions to be revealed, there is nothing to be interpre-
ted. In Foucault’s perspective, when this is done in order
to explain the position of the subject in front of a reality
experienced by him/her, there is a decreased sense of his/
her experience due to the value given to science rather than
his/her experience.

Discourse is constituted as the truth, as, in expressed
words, we can notice history, culture, the principles of
whom is producing the discourse, and it should not be dis-
regarded when one wants to understand it. Still part of the
discourse, we have the knowledge that allows it to exist as
well, the place where it is being produced, who is being
targeted and what is to achieve. Therefore, there is also a
controlled action, a power system which produces discour-
se and, at the same time produced by them.

Every society of discourse production is simultaneously
controlled, selected, organized and redistributed by certain
numbers of procedures which are designed to conjure its
powers and dangers, master their uncertain, dodge their
heavy and fearsome materiality® 5,

'Thus, the discourse is taken from a discursive field, dis-
cursive practices, it is built beyond the merely linguistic
sphere, setting a limit to the social, because discourses are
constructed in social relationships. In this study, the discur-
sive field is palliative care, since it is the field of knowledge
where the construction of the subject position circulates,
the acting mode, the illness patient discourse. In the face of
illness and the possibility of imminent death that he/she is
dedicated to his/her conditions of possibilities to live this
experience in one way or another.

RESULTS

The reports presented by the patients experiencing
palliative care allow us to say that the choice for palliative
care was given from not only the established clinical pictu-
re, but the moment of life of each individual, of their needs
before what they were experiencing, their life expectancy

and also the history of life that each one had.

DISCUSSION

Given any reality experienced, there are various possi-
bilities to exist and to assume ways of being a subject. The
finitude process is no different. Dying is a determination,
but the way a subject experiences his/her finitude process
is always singular, although it is crossed by the discourse of
existing on a particular historical time. Thus, as the subjects
in palliative care were listened and observed, the informa-
tion produced was analyzed from three aspects: the me-
anings of palliative care before the impossibility of being
cured, the choice for palliative care, and the impact of this
choice.
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A) THE MEANINGS OF PALLIATIVE CARE

Palliative care, treatment aimed to comfort the dis-
comforts of an illness, may be an update of possibilities, in
front of the subject severe, chronic, progressive, degenerati-
ve ill state. To understand the meanings given to palliative
care by ill individuals, it is essential to look at the context
where these subjects are found. The moment of life they
are in, future prospects they had for themselves, the reper-
cussions of being sick, the possibilities involving both the
treatment of the disease as palliative care, the existence of
conditions that allow the patient undergoing palliative tre-
atment to understand it on one way or another. Gustavo
finds himself living with HIV/AIDS, additionally to a can-

cer in treatment. Therefore, he reports:

Before knowing I had HIV, I was treating a fumor
that appeared at the base of my penis... (crying). I did
15 sessions of chemotherapy, I went through a tough
process of reactions that included vomiting, nausea,
pain, hair loss, physical exhaustion ... So, now, the
cancer is back, it is in the testicles and initially should
be operated, but as it was presenting some changes in
the skin, the doctor said that HIV testing would be
necessary, but I did not expect it to be positive... So
now, initially, I have to take care of AIDS, improve
my immunity, improve my markers to use the drugs
again and treat cancer... (the patient sighs) I will not
do it all ... (crying) (crying).

Deciding for palliative care may be “the antithesis of
all torture, of all violent deaths in which human beings are
robbed not only for their lives but also their dignity”®72%.
In other words, when the patient does not invest in a tre-
atment that cannot achieve a cure, it may make more sense
to them as it allows less uncomfortable positions of being
ill. It is in the construction process of the identity of being
ill that the subject takes a position on the subject of what is
imposed on him/her as an event.

The person who becomes seriously ill and for whom
there is no cure perspective, is not just a patient, but a being
of desires, wills, feelings that do not revolve only around
the illness, but that constitute him/her as a being of pos-
sibilities. The palliative care may mean, for some, a way of
experiencing a terminal illness, resisting a certain medical
discourse that challenges to prolong life that is presented
to them devoid of all modes of pleasure.

The meaning attributed to something, from a lived ex-
perience, is a one-way road, owned by who is going throu-
gh that, only of those who instituted it. “The body is one of
the sites involved in establishing the boundaries that define
who we are, serving as a foundation for identity”®%%). This
identity is related to the historical and cultural context that
through the symbols and meanings, produces subject po-
sitions™?, which were assumed to be the way the subjects’
experiences their illness. It is as subjects of experience that
the ill individual can choose the palliative treatment as a
way to experience his/her illness. As this subject invests in
his/her identity, not only his/her illness identity, but in all
his/her life possibilities.

B) THE CHOICE FOR PALLIATIVE CARE

Palliation also involves a variety of sensations, which
can, at the same time, hinder or facilitate decision making
for palliate care. When the subject decides for palliative
treatment, they “know” what led them to make that choice,
but that does not make them insensitive to its impact. Op-
ting for palliative care starts from the conditions of possi-
bilities that the ill person is in the process of being ill. Ana
is 80 years old, she has pancreatic cancer, and regarding the
decision for palliative treatment she states:

Today I see that I made the best choice I could have
made. I got back to work, went out with my friends,
got rid of the treatment discomforts and feel no dis-
comfort because pancreatic cancer is painless, at least
1 do not feel pain. According to my friends, I became
‘thinner” because when I want something fo drink,
wine is the least to danger my liver (laughs). So, 1
started feeling better... My reflection had not consi-
dered the side of quality of life, but really, I have a
better life today than when I was treating my illness.
1 feel lighter, happier.

Assuming palliative treatment as a way to deal with a
serious illness is to take a position against being ill. It is
considered in this process “the way that people think or
feel (subjectivity), what they can do (practice) and the
material conditions within such experiences can take pla-
ce”® 119 The choice for palliative care involves a set of oc-
cupations that can be understood as a care of the ill for
himself/herself. In this care practice, the subject takes on a
style to exist during illness.

Palliative treatment is difficult to be thought because it
is usually related to the death of the ill subject. Faced with
a diagnosis of a serious illness, the first action is contem-
plated treatment with therapeutic obstinacy, which may
not prove effective. The ill person will then consider his/her
ill condition and go on to look at the conditions likely to
be ill, and these conditions are built from their history and
culture. By understanding that this subject has possibilities,
he/she can update them and deal with the illness in a more
comfortable way and consistent with their feelings and the
illness.

C) IMPACTS OF THE PALLIATIVE TREATMENT

Worrying about themselves, looking at themselves,
taking care of themselves is to consider the whole context
where they are and to experience an event. This involves
looking at their own specific conditions of possibilities,
which allows a subject a position on the construction of the
patient identity. In the case of illness with no therapeutic
possibilities of cure, the ill patient can assume a position
of resistance to the family and doctor power, who tend to
manage the therapeutic treatment persistently. Jorge has a
brain tumor, he pointed out the difficulty of his family to
understand his position.

I'm not well... I cannot stand all of this... It has been
very difficult to make my family understand my choice.
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They want me to fight, to insist on treatment, but I
don’t want it. .. I know how it will end. When I found
out the tumor, it was already grown and surgery could
leave sequelae due to ifs location area ... I just want
conscience and autonomy over what they will do with
me, I think this is it. If you ask me if I want to die, the
answer is ‘no, I do not want it” But between dying
and vegetative state of life, I'd rather die.

"The way of understanding the finiteness does not address
only the subjectivity of the ill subject, but also their history,
culture, the society around them, allows them to understand
the terminality. In this sense, Foucault aimed to “create a
history of the different ways in which, in our culture, human
beings have become subjects”®Y and that means power
relations by the fact that “while the human subject is pla-
ced in production relations and significance, he/she is also
placed in very complex power relations”*¥23?. The discourses
of the subjects do not relate solely to the action of speaking
and writing, but also to the institutional practices of power,
medicine and family are examples of such practices.

CONCLUSION

Finding out a severe, chronic, progressive and degene-
rative illness may allow the subject to experience frustra-
tion, anger, despair, sadness, feelings that increase when
they are told about the impossibility of reversing the cli-
nical picture, requiring them to experience their own fi-
nitude. The subject then can take it as an ill position from
the patient’s identity construction and at that time, offer
resistance to a medical power that is imposed.

Being positioned as “a patient” within a biomedical dis-
course means that the body becomes a legitimate interest ob-
ject to doctors and nurses, which may be exposed, touched
and invaded in the treatment process which is part of the me-
dical practice and their institutions (hospital, surgery)“ 11

Palliate care is to provide a treatment that allows the
patient to undergo a physical and emotional well-being,

RESUMO

before the impossibility of therapeutic cure. This feeling
can be obtained at the time these people assume a position
in the face of illness, not simply accepting the management
of the ill and dying, by the health team. For this, the sub-
ject should be considered ill, also consider the possibilities
that allow him/her to deal in one way or another with the
experience of being ill.

Assuming a position before being ill allows the sub-
ject to experience the process of illness and death from
the construction of an identity of being ill. That would be
thinking about the possibilities of action that palliative ca-
re opens in terms of quality of life. It is worth noting that
assuming a subject position, not necessarily means to be
experiencing a free subjectivity of bonds. It is possible, in
this movement, to reinforce roles, delimiting roles.

Regarding the term subject, there are two meanings.
'The first implies control and dependence; the second buil-
ds an identity through consciousness or self-awareness!®.
In this sense, the physician carries the power that his/her
operations allow him/her to have. This categorization of
subjects makes them subject to that identity. They become
subjects of will to medical knowledge, requiring follow-up
determinations. In return, the ill patient may assume an
identity of being ill and, from there, take a subject position
before his/her illness and finitude process.

The utterances presented of patients who experienced
palliation bring the perception that the choice for palliative
care was given from not only the clinical picture established,
but also at the moment of life of each individual, of their
needs given what they were experiencing, their life expec-
tancy and also the history of life that each one had. And so
they were constituted as subjects of their actions, updating
their possibilities and considering the context that produced
them from the production of their own discourses. With re-
spect to patient subject and their way of being in the world,
the following motto becomes valid: “Do not ask me who I
am and do not tell me to stay the same”*20.

O presente trabalho traz uma reflexdo a respeito do ser um doente terminal e das varias maneiras que o sujeito tem a seu dispor para lidar com esse
acontecimento. Nosso objetivo foi compreender a experiéncia da paliagdo por sujeitos doentes sem possibilidades terapéuticas de cura. A meto-
dologia deste estudo teve como instrumentos a Entrevista Narrativa, a Observagdo Participante e o Didrio de Campo, sendo a Analise Descritiva
de inspiragdo foucaultiana 0 modo como as narrativas dos sujeitos foram percebidas. O resultado do estudo mostrou a possibilidade de olhar a
experiéncia do adoecer através da dtica de uma posigao de sujeito assumida pelo préprio enfermo. E concluimos que ao escolher os cuidados pa-
liativos, o doente terminal opta por um modo de se sentir mais confortavel e resiste as imposi¢des do modelo médico de prolongamento da vida.

DESCRITORES
Paliagio, Adoecer, Finitude, Posi¢io de Sujeito, Identidade.

RESUMEN

Este articulo presenta una reflexion acerca de ser un enfermo terminal y las diversas formas que el sujeto tiene a su disposicién para hacer
frente a este evento. Nuestro objetivo fue comprender la experiencia de pacientes sin posibilidad terapéuticas de cura, sometidos a los
cuidados paliativos. La metodologia de este estudio cuenta con los instrumentos de entrevista semiestructurada, la observacién partici-
pante y el diario de campo. Las narrativas de los sujetos han sido analizadas bajo la analitica descriptiva de inspiracién foucaultiana. Os
Resultados nos dicen que la posibilidad de ver la experiencia de la enfermedad a través de la 6ptica de una posicién de sujeto asumida
por el propio enfermo. La conclusién es que es posible el sujeto enfermo terminal elegir los cuidados paliativos como una manera de
sentirse mds comodo y para resistir a las imposiciones del modelo médico de la prolongacién de la vida.

DESCRIPTORES
Paliacién, Enfermo, La Finitud, Posicién de Sujeto, de Identidad.
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