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Abstract

Through narrative bioethics, this article presents the results of a study of the narratives of six people di-
rectly involved in the routine of the palliative care unit at the Hospital de Apoio de Brasilia, with the aim
of contributing to the study of the complex problems faced by palliative care in daily practice. Focusing on
the relationship between spirituality and bioethics, interviews with professionals, patients and families were
conducted, seeking answers to the question of the meaning of life and its relationship to suffering. It was con-
cluded that narrative bioethics applied to palliative care can provide important input to clarify issues related
to the understanding of the spiritual realm by providing analytical frameworks that take into account human
beings which express, feel, say and make sense of what is said.
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Resumo
Cuidados paliativos, espiritualidade e bioética narrativa em unidade de satide especializada

Por meio da bioética narrativa, este artigo apresenta os resultados de estudo de narrativas de seis pessoas
diretamente envolvidas na rotina da Unidade de Cuidados Paliativos do Hospital de Apoio de Brasilia. O ob-
jetivo foi contribuir para a investigacdo dos complexos problemas enfrentados pelos cuidados paliativos na
pratica profissional diaria, com foco na relagdo entre espiritualidade e bioética. Foram realizadas entrevistas
com profissionais, pacientes e familiares, buscando respostas a questdo do sentido da vida e sua relagdo com
o sofrimento. Conclui-se que a bioética narrativa aplicada aos cuidados paliativos pode oferecer importantes
subsidios para elucidar as questdes ligadas a compreensdo da esfera espiritual, ao prover marcos analiticos
voltados para o ser humano, que expressa, sente, diz e cria sentido no que é dito.

Palavras-chave: Bioética. Cuidados paliativos. Espiritualidade.

Resumen
Cuidados paliativos, espiritualidad y bioética narrativa en una unidad de salud especializada

Por medio de la bioética narrativa, el presente articulo presenta los resultados del estudio de las narrativas
de seis personas directamente involucradas en la rutina de la unidad de cuidados paliativos del Hospital de
Apoyo de Brasilia, con el objetivo de contribuir al estudio de los complejos problemas enfrentados por los
cuidados paliativos en la practica profesional diaria. Enfocandose en la relacidn entre espiritualidad y bioética,
se realizaron entrevistas con profesionales, pacientes y familiares, buscando respuestas a la cuestion del sen-
tido de la vida y su relacién con el sufrimiento. Se concluye que la bioética narrativa aplicada a los cuidados
paliativos puede proporcionar importantes aportes para aclarar cuestiones relacionadas con la comprensién
de la esfera espiritual, al proveer marcos analiticos que toman en cuenta al ser humano que expresa, siente,
dice y crea sentido en lo que es dicho.

Palabras-clave: Bioética. Cuidados paliativos. Espiritualidad.
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Palliative care, spirituality and narrative bioethics in a Specialized Health Care Unit

Even today, in the academic and profession-
al world, there is a degree of ignorance and denial
regarding the complex nature of spirituality and its
role in people’s lives. A practical example can be
found in health care, in which the frequent differ-
entiation and separation between the material and
the transcendental results in the dichotomy of hu-
manity.

In fact, the widespread ignorance regarding
the importance of spirituality in the formation and
activities of human beings in the spheres of health,
education, politics and citizenship has produced a
reductionist approach, jettisoned its own nature,
and is, therefore, inappropriate for addressing its
complexity.

However, parallel to this scenario, there are
some lines of thoughts in the academic and profes-
sional circles that contemplate, since their creation,
the physical, social, emotional and spiritual spheres
as relatively tangible dimensions of each individual,
having as an objective the care of human beings and
respect for their integrity. Among these, two lines of
thoughts stand out, bioethics, in the academic cir-
cle, and palliative care, in the practical field.

This study aims to discuss the elements that
narrative bioethics provides for the analysis of is-
sues relevant to palliative care, in particular those
related to spirituality as the meaning of life. For this
purpose, the study took advantage of conducting
semi-structured interviews with six people who are
involved in the routine of a palliative care unit.

For sharing multi-inter-disciplinary nature,
concrete and complex, Latin American bioethics and
palliative care were the inspiration for this study.
This is evident in palliative care, which focuses on
improving the quality of life of patients diagnosed
with life threatening disease as well as in providing
assistance to their families®. This concept is made
all the clearer by addressing not only the definition
but also the palliative actions, which range from
therapeutic measures of controlling physical and
psychological discomforts to social and spiritual
support. Thus, this view takes into account the com-
plexity of the care of pain and suffering, with “eyes”
looking at the “person” and not at the “disease.” In
addition, palliative care addresses the connection
between spirituality and the meaning of life, con-
cepts that transcend the Cartesian and biomedical
training current prevailing in academia.

The recent development of important
literature that links bioethics, spirituality and palli-
ative care, which is particularly concerned with the
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promotion of epistemological frameworks aimed at
the understanding of palliative care, demonstrates
this relationship. However, this literature has not
caught a glimpse of the potential relevance of the
narrative dimension for the understanding and
improvement of day-to-day palliative care. In this
specific case, we will study the narratives of six
people directly involved in the routine of the Palli-
ative Care Unit of the Hospital de Apoio de Brasilia
(Brasilia Support Hospital).

It is expected, thereby, to stimulate the con-
struction of practical post-positivist humanized,
complex and transdisciplinary knowledge, which is
necessary and relevant to the topic under discus-
sion. Considering the issues that concern palliative
care — the meaning of life, suffering, death, etcetera
— methodological assumptions regarding qualitative
epistemology will be used, since they emphasize the
narrative and the history of those involved in the
practice of palliative care.

This paper is organized into six key sections:
the first presents the theoretical framework that
links palliative care, spirituality and bioethics; the
second discusses narrative bioethics; the third ex-
plains the methodological framework used; the
fourth collates the obtained results; the fifth pro-
vides a critical analysis of these results, and the final
section suggests overcoming the Cartesian dichoto-
my to achieve the construction of a perspective that
considers human beings as a whole, dealing inclu-
sively with their spiritual yearnings.

Theoretical framework

Palliative care
Suffering is only intolerable when nobody cares?.

Speaking of the origin of healthcare and the
relief of physical and spiritual suffering is to talk of
human history, where pain and suffering are inher-
ent conditions of human nature3. Historically, the
term hospice is confused with “palliative care”. Hos-
pices were hostels in Europe at the beginning of the
Christian era that housed and cared for pilgrims and
travellers®.

The term “palliative” derives from the Lat-
in pallium, whose meaning is “blanket”, “cape” or
“covering”. It was used to denote the cloaks offered
to the pilgrims when they left the hospices. The pur-
pose of this clothing was to protect them from the
weather during their journeys. Currently, the term
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“palliative” conveys, not only the idea of shelter and
protection, but also incorporates the appreciation of
care for human beings based on a holistic approach.

Two women occupy a prominent place in
creating the philosophy of what is called palliative
care and the modern Hospice Movement, which
refers to the care of the terminally ill. The first is
Cicely Saunders. Born in London in 1918, she gradu-
ated in nursing, social administration and medicine,
dedicated her life and career to the care of the ter-
minally ill, and founded the St Christopher’s Hospice
in 1967, which would become the world center of
excellence in palliative care teaching, research and
assistance. Sanders also developed the concept of
total pain, which translates the idea that caring for
the person will only be effective if their physical,
mental, social and spiritual dimensions are valued,
thus rescuing the integrity of humanity and the
complexity of dealing with pain and suffering.

Saunders work began the Hospice Movement
and the so called pursuit of “good death.” With-
out treatments and practices considered futile or
stubborn, good death presupposes the search for a
peaceful end of life, close to family, marked by re-
spect for the patients’ wishes, in a space where they
can make their farewells. For patients this means,
therefore, to be cared for with attention, living their
last days as fully as possible and with maximum
comfort, to finally die with dignity.

In the same period, Elisabeth Kibler-Ross, a
Swiss psychiatrist naturalized in the United States,
took care of people with advanced illness and fac-
ing impending death. In 1969 she released her
first book, “On death and dying”. As a result of her
research and studies, the Western medical and sci-
entific community began to discuss issues related to
Thanatology — the study of death — and the psycho-
logical states of the dying, which were identified by
Kubler-Ross as denial, anger, bargaining, depression
and acceptance?® .

In 1982, the World Health Organization (WHO),
through its Cancer Committee, formed a working
group with the aim of proposing policies for hospice
and pain relief care for cancer patients. The term
“palliative care” in use in Canada, has been adopted
by WHO to replace the term hospice, which is diffi-
cult to translate in certain languages. Later, in 1987,
the UK was the first country to recognize palliative
medicine as a medical specialty®.

In the early 2000s, the agency published new
documents recognizing the importance of palliative
care as a strategic health policy. Thus, palliative care,
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once restricted to the oncological sphere, was ex-
tended to other areas such as paediatrics, geriatrics,
HIV/AIDS and chronic diseases®.

In 2002, WHO published its current definition
of palliative care, as follows: Palliative care is an ap-
proach that improves the quality of life of patients
and their families facing the problem associated
with life threatening illness, through the prevention
and relief of suffering by means of early identifica-
tion and impeccable assessment and treatment of
pain and other problems, physical, psychosocial and
spiritual . The same document defined nine guiding
principles in the areas of expertise of the multidisci-
plinary palliative care team:

e Provides relief from pain and other distressing
symptoms.

e Affirms life and regards death as a normal pro-
cess.

e Intends neither to hasten or postpone death.

e Integrates the psychological and spiritual aspects
of patient care.

e Offers a support system to help patients live as
active as possible until death.

e Offers a support system to help the family cope
during the patient’s illness and in their own be-
reavement.

e Uses a team approach to address the needs of
patients and their families, including bereave-
ment counselling, if indicated.

e Will enhance quality of life, and may also positi-
vely influence the course of illness.

e |s applicable early in the course of iliness, in con-
junction with other treatments that are intended
to prolong life, such as chemotherapy and radia-
tion therapy, and includes those investigations
needed to better understand and manage dis-
tressing clinical complications’.

In Brazil, the practice of palliative care is very
recent. The first scattered records regarding health
services of this nature arose in the 1980s but the
Brazilian Association of Palliative Care was only
established in 1997 and the National Academy of
Palliative Care in 2005. The first book on palliative
care published in Brazil was published 20048,

It was only from 2000 that the country would
see a significant development of practice and stud-
ies regarding palliative care, as shown by the recent
academic publications available®', as well as by
the federal regulations set by the Brazilian Ministry
of Health, such as the Politica Nacional de Atenc¢do
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Oncoldgica — Portaria 2439/2005 (National Onco-
logical Care Policy — Ordinance 2439/2005), which
provides, in section Il of Article 1, the organization
of a care line that encompasses all levels of health
care'?.

Another important initiative of the Ministry of
Health is the issue of Portaria 140/2014 (Ordinance
140/2014) 3, which deals with the empowerment of
the oncological network, regulating the mandato-
ry provision of oncological palliative care services,
properly structured and referenced by the Centros
de Alta Complexidade em Oncologia (CACON — High
Complexity Oncology Centres) and the Unidades de
Alta Complexidade em Oncologia (UNACON — High
Complexity Oncology Units).

In 2006, the Conselho Federal de Medicina
(CFM — Brazilian Federal Council of Medicine), by
establishing criteria for the practice of orthotha-
nasia through Resolution 1805, highlighted the
importance of palliative care in the terminal phase
of critical and incurable diseases (...) doctors are al-
lowed to limit or suspend procedures and treatments
that prolong the life of patients, assuring them the
necessary care to alleviate the symptoms that lead
to suffering, from the perspective of comprehensive
care, respecting the will of patients or their legal
representative.

In 2009, CFM included palliative care as a fun-
damental principle in the Cédigo de Etica Médica
(CEM - Code of Medical Ethics)**. Subsequently, on
the 1%t August 20117, palliative medicine was reg-
ulated as a practice area, allowing the creation of
residency programs in palliative medicine in Bra-
zil. The following year, CFM adopted Resolution
1995/2012 Y, which provides for a living will, ensur-
ing the patient the opportunity to state in advance
the care and treatment they want to receive when
they are unable to express themselves.

Palliative care came to rescue, in health care,
the holistic perspective of humanity, taking into
account patients’ physical, mental, social and spir-
itual dimensions. Palliative care takes care of the
“person” rather than the “illness” through a multi-
inter-trans-disciplinary approach. This approach,
apart from caring for people in pain, suffering and
near death, aims at reinterpreting life and values, as
well as the perception of the meaning and purpose
of life. Kiibler-Ross makes the comparison that, peo-
ple are like stained-glass windows: they sparkle and
shine when the sun is out; but when the darkness
sets in, their true beauty is revealed only if there is a
light from within*8,
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Palliative care and spirituality

Gerald May describes spirituality as awareness
of relationships with all creation, an appreciation of
presence and purpose that includes a sense of mean-
ing*®, or purpose, which is understood by Frankl as
the purpose or reason for one’s existence ?°. In oth-
er words, it is the search for meaning in what one
does and the conviction that each individual has
a purpose. Note that, in this study, the concept of
spirituality is related to the meaning or significance
that life takes for people who deal with palliative
care. Therefore, the study does not consider other
aspects of spirituality, such as a belief or religion.

Assuming that human beings bring with them
several dimensions — physical, psychological, fami-
ly, financial, socio-cultural, existential, spiritual and
transcendental ! —the belief in an extracorporeal di-
mension and its survival after death give individuals
the ability to enjoy life despite the severity of their
illness. This belief provides a sense of peace and
strength to face even the most acute physical pain.

Spirituality is the bridge between the existen-
tial and transcendental, it is what brings meaning
to one’s life. It is all that represents the relationship
between each individual and what they consider sa-
cred, and it manifests itself in various ways, through
religious practices, or otherwise. This relationship,
made by the individuals themselves, comes from
the need to bring meaning to their existence and to
maintain hope in the face of aniiliness that threatens
life. Statements of gratitude, love and forgiveness
epitomise, in general, spirituality and the search for
peace at the end of life 2%

Observing the social habits currently shared by
the so-called Western world, the relentless pursuit
of happiness as a “mandatory attribute” becomes
clear. However, the meaning of this happiness for a
person diagnosed with advanced cancer, for exam-
ple, is questionable. Can a person in the face of pain
and imminent death “be happy”?

Discussing happiness in a scenario of full
health, abundant material wealth and longevity is,
of course, simple. However, if basic human neces-
sities are removed, then the meaning of happiness
diminishes. The awareness and the feeling of exis-
tential brevity lead human beings to question life
itself and create the need to give some meaning
to the time they have left and to all that is around
them: people, goods and/or experiences. In short,
the question of spirituality is part of the essence of
palliative approach: At the end of “saying yes to life
in spite of everything” (...) presupposes that poten-
tially life has a meaning in any circumstances .
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This ability of human beings to rise again in the
face of the greatest adversity demonstrates some of
their best potential, namely, to turning suffering into
a human achievement and accomplishment; deriv-
ing from guilt the opportunity to change oneself for
the better; and deriving from life’s transitoriness an
incentive to take responsible action?2. It is in this way
that human beings find the strength to face suffer-
ing in the success of their quest for meaning, since
to find it also brings comfort and tranquillity.

Spirituality and bioethics

When reviewing scientific literature with the
descriptors “bioethics” and “spirituality” in the da-
tabases of BVS/Bireme and PubMed, it was possible
to find more than 800 documents dealing with spir-
ituality and bioethics. However, when the search
was restricted to the existence of these terms in the
title, only ten articles were identified, which shows
little interest of researchers in the subject. It is also
notable that all these texts address the issue from a
biomedical and biotechnological perspective. In the
case of bioethics, there has been a religious bias,
except for one text, which defends the necessary
distinction between religion and spirituality %.

Many of the articles evaluate the relationship
between spirituality and bioethics, and one of them
ventures to propose the acceptance of spirituality in
the doctor-patient relationship and the doctor’s in-
volvement with the beliefs of their patients, as the
only way to contribute to better clinical decision
making?4. In response to the article, other authors
see this relationship as conflictual, problematic and
difficult. Despite some differing views 2, spiritual-
ity, focused on the virtues, is considered a subarea
of humanities that is essential in medical training?’
because it determines the proper development of
science in general and medicine in particular 2. In this
same context, Alves and Selli give it the status of cul-
tural rights, including it among the human rights *.

By reviewing the literature on spirituality and
health care, two articles conclude that the health
crisis is a clear response to the lack of doctors con-
cerned about the spirituality of patients*°, therefore
supporting its reinterpretation and legitimacy in
the clinical context3!. Muldoon and King3? address
spirituality based on its connection with bioethics,
as well as on its difference with respect to religion.
The authors begin by defining the topic: Spirituality
is understood here in its wide but increasingly fre-
quent usage as the experiential integration of one’s
life in terms of one’s ultima values and meaning. It
is in the light of this understanding and orientation
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of their lives that persons decide, act, and respond
to life-situations. And then conclude: the spirituality
of a person’s spirituality, so defined, influences his or
her morality in general and response to health care
issues in particular. For this reason, it is of interest to
some health-care workers and bioethicists. In fact,
references to spirituality do occur periodically in
health-care practice, where it is differentiated both
from religion and from medical treatment *.

The narrative bioethics

Humankind is a literary genus and a narrative spe-
cies. Human life consists of history or biography. This
is the etymological bios of bioethics, which refers to
the good life or to wellbeing (from the ancient Greek
biota). As Garcia Mdrquez said, life is not what one
lived, but what one remembers and how one re-
members it in order to recount it3,

Although the neologism “bioethics” was cre-
ated by the German biologist Fritz Jahr in 19273,
bioethics only begin to be widely developed as a sci-
entific field from the 1970s, with the publication of
the article “Bioethics, the science of survival,” by the
North American scientist Van Rensselaer Potter . A
new discipline emerged that, according to the au-
thor, would contribute to the future of humankind,
given its ability to build a bridge between the two
major areas of knowledge: science and the human-
ities. Even today, bioethics has travelled different
paths, some closer, others less close to the original
proposal by Potter. Thus, it can be said that there
are more inclusive bioethics, post-positivist, that
are therefore closer to Potter’s theory than others,
which are considered more rationalist and positiv-
ist. Amongst the latter, which included Principlist
bioethics or biomedics®’, and, among the first, Latin
American bioethics, which is also called anti-hege-
monic.

Intensely politicized, Latin American bioeth-
ics 3 advocates overcame the isolation between the
two major areas and, at the same time, questioned
the neutral character of scientific interpretation,
proposing instead a complex, multi-disciplinary and
concrete analysis of reality. Thus, anti-hegemonic
bioethics postulates the collective construction of
a thought and the creation of a practical bioethics
that takes into account the specifics and peculiari-
ties of social, cultural, and historical context®, and a
theory of knowledge that is a spiritual reproduction
of reality*°.
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Within the context of Latin American bioeth-
ics, lies narrative bioethics (BEN)*!, which was the
first attempt to substantiate bioethics in the region.
It emerged in Argentina in 1993 %2, with José Alberto
Mainetti“3, a disciple of Paul Ricoeur, as a product
of the dialogue between narrative medicine, ethical
hermeneutic and deliberative ethics. In its origin,
BEN is eminently Ricoeurian and, therefore, Aristo-
telian. For Aristotle, discussions are, par excellence,
the method used by practical rational thinking and
is therefore ideal for an ethical practice such as bio-
ethics. Currently, the Ricoeurian groundwork has
been complemented by references to Ortega y Gas-
set (reason is a narrative**), Hanna Arendt, Alasdair
Mac Intyre, Martha Nussbaum, Wilhelm Schaap,
Clifford Geertz and Jerome Bruner.

The bioethics narrative makes use of resourc-
es from narrative analysis, which cover storytelling,
imagination, interpretation and contextualization,
referring to the casuistry, hermeneutical and literary
dimensions — the latter is perceived as a restorer of
literature, as well as a teacher would be in relation
to moral knowledge3*. Thus, BEN becomes a new
theoretical, epistemological and methodological
theory for a field in search of human consciousness,
through a humanitarian approach towards the in-
dividual and their circumstances®. It also comes
from the appreciation of the role of imagination in
ethics and in moral reasoning, unlike the rationalist
tradition of moral absolutism, which prevents the
incorruptible subjectivity of human understanding*.

Epistemologically, narrative bioethics propos-
es a new paradigm to the world of knowledge, a
paradigm of narrative, which differs from the others
because its rationality is not classical or positivist,
but a narrative-descriptive-argumentative-herme-
neutic-deliberative. In addition, BEB advocates a
method of knowledge resulting from inductive anal-
ysis, wherein the unique, concrete and situational
are contextualized, once they respond to the com-
plexity of the moral world*.

Given what has been expounded, narrative
bioethics requires the development of linguistical,
interpretive, critical, reflective, communicative ca-
pabilities and negotiation skills. Moreover, it fills
the gaps of positivism, by providing a human sense
to bioethics and to human life in general, taking
advantage of an approach that moves away from
Manichaeism, reductionism and belief in absolute
and definitive truths. In the words of Ricoeur, cited
by Domingo Moratalla and Feito Grande, the narra-
tion can be a laboratory of moral judgment .

Rev. bioét. (Impr.). 2016; 24 (1): 165-75

Methodological references

This study was conducted at the Cancer Care
Unit of the Brasilia Support Hospital (Hospital de
Apoio de Brasilia — HAB), which belongs to the Fed-
eral District public health network. The hospital has
five ambulatory specialties: acupuncture; neonatal
screening; medical clinic; physical and rehabilitation
medicine and palliative care.

The Palliative Care Unit, where the interviews
were held, currently has a multiprofessional and
interdisciplinary team of health professionals from
different specialties. The unit also features the
work of employees in the dining, cooking, cleaning,
security, and voluntary cooperation services in nu-
merous activities designed to alleviate the suffering
of patients and hospitalized families.

The unit is a benchmark in the public and pri-
vate system of the Federal District. Despite promoting
multiprofessional care for cancer patients without
purpose of applying disease modifying treatment,
the unit adopts the concrete proposal to humanize
the relationship with patients and families.

The turnover of patients in this unit is high,
considering the condition in which they are ad-
mitted. In the terminal phase, the average stay of
patients is one week; hence the great importance
given to the quality and completeness of care pro-
vided to them and their families.

The study conducted interviews with six people
directly involved in the HAB palliative care routine:
a doctor, a patient, a patient’s family member, a so-
cial worker, an employee of a cleaning service and
a nursing assistant. Interviewees were indicated by
the palliative care team, taking into account their
level of knowledge, experience and involvement in
the studied context.

The study was approved by the Comité de Eti-
ca em Pesquisa (CEP — Research Ethics Committee)
of the Federal District Health Department on 20
October 2014, according to the norms established
by Resolution 466/2012 of the Conselho Nacion-
al de Saude (National Health Council). All persons
selected were informed, invited to participate, vol-
untarily, and to sign the free and informed consent
forms (ICF). The principle of autonomous participa-
tion and the privacy of participants were respected,
as were the confidentiality and the secrecy of data.

Given that the research was of a basic nature,
took a qualitative approach and had a descriptive
purpose, the study was based on the methodolog-
ical principles of qualitative epistemology“¢, which
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emphasizes the role of the researcher and the re-
search participant, and retrieves the value of history
as theory?’.

As research tools, we then used un-validated
semi-structured interviews, based on the tools used
by Silva in the study related to palliative care*, that
is, conversational dynamics and completing sentenc-
es. According to qualitative epistemology, research
tools do not have the objective of reaching truths
or specific information, but moments of reflection
between researchers and participants.

Therefore, the following guiding questions
were developed: “what is the meaning of life?”;
“what is suffering?” and “what is the relationship
between the meaning of life and suffering?”. Other
questions arose naturally during dynamic conver-
sations with the participants, so that other content
was added in the development of the research.
These questions were posed to initiate the conver-
sation and encourage participant involvement with
the object of study of this research.

The completing sentences method refers to a
list of deliberately incomplete sentences developed
by the researchers for this research. Participants
could respond according to what came to mind
when reading the statements. The phrases used for
this purpose were, among others, “my life project
.., “death ..”, “when | die ...”, “my greatest fear ...”
and “my family ...”.

The analysis of the responses received used a
hermeneutic, deliberative and narrative approach,
which, according to Domingo Moratalla and Feito
Grande *, offers valuable resources to enhance the
deliberation regarding the key narrative; that is, al-
lows the understanding of the reasons, purposes
and contents that are part of the participants’ nar-
ratives. Thus, we sought to identify the reasons in
the narrative reports (moral arguments based on an
argumentative logic model) that valued communica-
tion and the construction of meaning based on the
narrative model.

Results

All persons invited to participate in the survey
were responsive and answered all leading questions.
According to Gonzalez Rey“, in qualitative studies, it
is important to involve the subjects participating in
the research, so that the information obtained and
the theoretical research constructs have scientific
legitimacy.

http://dx.doi.org/10.1590/1983-80422016241118

In the question “what is the meaning of life?”,
the responses received included “seek spiritual evo-
lution”, “what gives meaning, what makes us grow”,
“for me, the meaning of life is love,” “leave an in-
heritance in feelings “and” help someone”, among

others.

When asked about the meaning of suffering,
respondents answered in different ways, “suffer-
ing is an opportunity for reflection (...) of reviewing
the path that you have been following”; “it is what
will feed us to reframe life, which will give it a new
meaning”; “it is part of this great sense of life”; “it is
the lack of love”; “I have been suffering a lot regard-
ing the disease; cancer is a disease that wills kill bit
by bit, but I'm not afraid of suffering, | deal with it
face-to-face, and it is not cancer makes me smaller; |
strive so that suffering ends and | mature.”

The third question - “do you think there is a
relationship between the meaning of life and suffer-
ing?” - received unanimously, affirmative answers.
In an attempt to explain and justify the answers,
the following constructs were collated, “they are
synonyms”; “one is linked to the other ‘; “they go in
parallel”; “the two things go together,” and “nothing

is by chance, everything has a meaning.”

However, the interviewed doctor, when put-
ting himself in the place of the terminal patient,
stressed that the environment of suffering is quite
intense and that this is often reflected in questions
from patients such as “what is the meaning of my
life?” “what am | doing here? “and “am | at peace
with myself?”. Following similar reasoning, the so-
cial worker reported that “even if a human being is
going through a moment like this, spiritual devel-
opment should be sought, because people cannot
live without this bigger dimension.” It is interesting
to highlight the response obtained from the out-
sourced staff — the cleaning assistant — according to
whom “the person suffering can always get an op-
portunity, everything has a meaning.”

The patient described the meaning of life, de-
spite his intense suffering, as “to leave a legacy for
my children, not a material one, but an inheritance
of feelings, that is, the meaning of it all.” He added
that his biggest fear was “not being able to pass this
on to the people who will remain.” During his stay in
hospital, the patient interviewed asked “forgiveness”
from two friends, because of a particular situation —
an attitude that was part of the preservation of his
dignity and a comfort during his goodbyes.

In the second round of questions, we used the
completing sentences tool, as shown above, and
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it was observed how the respondents portrayed
death and their dying. Through content analysis, it
was found that most reported fears regarding the
incomplete questions dealing with suffering, dying
and leaving their children. At the end of the inter-
view, they were asked about the family, and the
words that they used to define it were “all”, “support

base”, “safe haven” and “what brings me comfort,”
among other responses.

Discussion

Pain, suffering, spirituality and the meaning of
life are essential components to all the stakeholders
involved in a palliative care unit. The care given to
patients is not synonymous with religiosity or a lack
of scientific or medical rigor, but rather a holistic ap-
proach to life and the values of those who are part
of this unit32. In this sense, spirituality should be
seen as a kind of palliative care to be incorporated
and offered in health services, since it is an essen-
tial part of the processes of iliness, recovery, healing
and death faced daily by patients.

The answers of the respondents clearly show
the importance of palliative care, as they show that
the situation in which they experienced daily chal-
lenges caused them to rethink themselves, reflect on
the meaning of life and find purpose for what they
have been facing. Thus, it was observed that spiritu-
ality belongs to the routine of all participants, which
reinforces the argument that it should be taken into
account in the provision of palliative care, whether of
patients in the terminally ill phase of life, in particu-
lar, or of all those suffering from an illness, in general.
From this recognition of the patients themselves re-
garding the importance of considering the spiritual
dimension in health care, must start with the creation
of strategies to include this dimension in health care.

Following this reasoning, bioethics considers
it equally important to provide pain relief using the
technological means available and to offer spiritual
support to those admitted to palliative care units.
Thus, it is essential to pay attention to what patients,
families, nurses, doctors, volunteers and staff feel
and think about spirituality and the meaning of life.
And bioethics is a fundamental part of that context,
given its capacity, as few disciplines in the medical
field, to identify the problems arising from the ab-
sence of a complex and all-encompassing view of
reality, and to count on sufficient experience and
resources to defend the inclusion of this integrated
perspective in health services.
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It is understood, then, that addressing this
need is the role of bioethics, although based on
the assumption that this approach is facilitated by
direct contact and proximity with each other. Thus,
the adopted epistemological framework has proved
relevant to the objectives of this research. This was
the instrument that all participants used to express
their needs, thoughts and feelings. The role of bio-
ethics is therefore clearly as an inducer of reflection
regarding the importance of thinking about spir-
ituality as an essential type of palliative care. This
is a tool that allows one to defend and legitimate,
epistemologically and methodologically, the need
to include other dimensions of humanity in the pro-
cess of disease, death and healing.

It is desirable and necessary to listen and
give voice to those in palliative care units, through
a bioethics focused on storytelling. In this sense,
the “narrative bioethics” of palliative care is an
approach that offers the possibility of promoting
discussions usually disregarded in academic and
biomedical circles. Thus BEN should be seen as a
technique of data collection and comprehension of
the intersubjectivity of survey participants, especial-
ly in the case of terminally ill patients; but it should
be seen as a moral reasoning technique designed to
assist both healthcare professionals as well as pa-
tients and families in difficult circumstances related
to the end of life.

Understanding the individual as belonging to
a context and as having a history, taking care of all
their dimensions in a practical and concrete way,
positively influences the reality of people living in
such complex situations as the terminal stages of life.

A narrative emphasis in ethics also maintains that
ethical decisions occur within the framework of
interacting life-stories, each of which embodies a
certain core vision and set of values. In each instance
it is the life stories of people, their lived narratives,
that provide a common thread. The telling of these
stories and the discernment of the lived spiritual-
ity they contain may assist persons in the process
of achieving understanding, making decisions, and
finding purpose in the experience of illness, injury,
or disability *.

Thus, given the specific characteristics that
the work of a palliative care unit presents, bioethics
should not be understood only as a framework for
analysis and reflection of the situations experienced
in this context. Rather, it is an instrument of action
that prioritizes the narrative role and highlights
the need and efforts of people to make sense of

http://dx.doi.org/10.1590/1983-80422016241118
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their lives in the face of illness, injury, or impending
death®:, as developed in this study.

Allowing family members, patients, pro-
fessionals and employees to voice their opinions
strengthened even further the understanding that
bioethics, due to its ability to create a bridge be-
tween science and the humanities, contributes to
the future of the human species, without losing the
evolution of the history of each individual narrative.
Moreover, it became clear that narrative bioethics,
as a technique, offers huge advantages to those
who deal with situations as delicate and complex as
those that the end of life implies.

In the context described above, the limitations
of the role of bioethics in the study, analysis and
practice of palliative care are revealed. This reality
can be remedied by an approach based on narrative
analysis, as adopted here, and also by the adoption
of research development proposals as in qualitative
epistemology. It is clear that narrative bioethics not
only legitimizes the incorporation of the spiritual
realm in the context of health care, but also offers
us tools for this integration to occur.

Final considerations

A bioethical and narrative approach has much
to offer in the analysis of situations that occur in
the context of palliative care. Such an approach,

which makes use of hermeneutical and deliberative
methodologies, provides major contributions to the
understanding of the spiritual dimension of human
beings, when analysing the “why”, “ what for” and
“how”, present in the narratives of human beings
who are faced with ultimate questions, such as
death, finitude, suffering, pain and transcorporeal

dimensions.

Therefore, narrative bioethics can provide im-
portant information to these questions, whether
by providing analytical frameworks that are able to
take into consideration human beings, who express
themselves, feel and create a sense of what is said,
or by revealing, in the narratives of people who deal
with suffering and the end of life, the reasons, pur-
pose and content that, supposedly, can enrich the
practice and the day to day of palliative care as an
academic discipline in the making.

In summary, the approach of palliative care
from the narrative bioethics gives rise to three fun-
damental events necessary for such care. The first,
concerning the definition of spirituality as a kind
of palliative care to be incorporated and offered in
health services. The second, concerning the role of
bioethics as an inducer of reflection regarding the
importance of such care. And the third, and last,
regarding the relevance of narrative bioethics as a
data collection technique and an understanding of
the inter-subjectivity of research participants, espe-
cially in the case of terminally ill patients.

Work carried out was based on research developed in the XVI Specialization Course in Bioethics at the University of Brasilia

(UNB).
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