Patient’s rights to advance directives

Maria Aparecida Scottini, José Eduardo de Siqueira?, Rachel Duarte Moritz*

Abstract

This research identified the knowledge that 55 patients with terminal diseases had about their diagnosis,
prognosis, and the option to register their end-of-life will in advanced directives. Among the studied subjects,
only one had already registered their advance directives; three of them expressed their interest in registering
them after dialogue with the researcher. All the others subjects stated that they did not have the opportunity to
discuss the matter. Decisions regarding patients’ end of life invariably make evident the lack of clarifying dialogue
between doctor and patient. The study data suggest that advance directives, although constituting an instrument
for the respect for the autonomy of will of patients with terminal diseases, are far from being effective in practice,
which leads to the need to improve the communication between doctors and patients regarding the process of
reaching the end of life.
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Resumo
Direito dos pacientes as diretivas antecipadas de vontade

Este estudo investigou o conhecimento que 55 pacientes com doengas terminais tinham sobre seu diagndstico,
progndstico e a possibilidade de registrar seus desejos no final de vida sob a forma de diretivas antecipadas de
vontade. Dos sujeitos da pesquisa, apenas um as havia registrado, e trés deles, apds didlogo com a pesquisadora,
manifestaram interesse em formaliza-las. Os demais declararam nao ter tido oportunidade de conversar sobre
o tema. As decisdes sobre o final da vida do enfermo invariavelmente evidenciam a subestimagdo de didlogo
esclarecedor entre médico e paciente. Os dados do estudo sugerem que as diretivas antecipadas, embora fagam
parte do respeito a autonomia de vontade dos pacientes com doengas terminais, estao longe de serem efetivadas
na pratica, o que leva a necessidade de melhorar a comunicagdo entre médicos e pacientes sobre o processo de
terminalidade da vida.

Palavras-chave: Cuidados paliativos na terminalidade da vida. Diretivas antecipadas. Bioética.

Resumen
Derecho de los pacientes a las directivas anticipadas de voluntad

Este estudio investigd el conocimiento que 55 pacientes con enfermedades terminales tenian sobre su diagnds-
tico, su prondstico y sobre la posibilidad de registrar sus deseos en el final de la vida bajo la forma de directivas
anticipadas de voluntad. De los sujetos estudiados, sélo uno habia registrado su directiva anticipada vy, tres de
ellos, después de dialogar con la investigadora, manifestaron interés en formalizarla. Los demas declararon que
no habian tenido la oportunidad de conversar sobre el tema. Las decisiones sobre el final de la vida del enfermo
evidencian invariablemente la subestimacion del didlogo esclarecedor entre médico y paciente. Los datos del
estudio sugieren que las directivas anticipadas, aunque formen parte del respeto a la autonomia de voluntad de
los pacientes con enfermedades terminales, estan lejos de aplicarse en la practica, lo que conduce a la necesidad
de perfeccionar la comunicacidon entre médicos y pacientes sobre el proceso de terminalidad de la vida.
Palabras clave: Cuidados paliativos al final de la vida. Directivas anticipadas. Bioética.

Aprovacgdo CEP-Unisul 1.193.273

N =
(9]
-
©
()]
(7]
(<))
oc

1. Mestre mascottini@gmail.com — Universidade do Sul de Santa Catarina (Unisul), Palhoga/SC 2. Doutor eduardo.jose@pucpr.br —
Pontificia Universidade Catdlica do Parana (PUCPR), Curitiba/PR 3. Doutora racheldmoritz@gmail.com — Universidade Federal de Santa
Catarina (UFSC), Florianépolis/SC, Brasil.

Correspondéncia
Maria Aparecida Scottini — Rua General Bittencourt, 502, apt. 904 CEP 88020-100. Florianépolis/SC, Brasil.

Declaram ndo haver conflito de interesse.

440 Rev. bioét. (Impr.). 2018; 26 (3): 440-50 http://dx.doi.org/10.1590/1983-80422018263264



Population aging, related to the demographic
transition, is related to the increase in the
complexity of chronic degenerative diseases,
conditions that require more follow-up, evaluation
and long-term interventions *2. This condition
requires new proposals for the home care and
palliative care (PC) of these patients?3.

Another necessary approach in health care
is the humanization of care. Due to the scientific
and technological advances to diagnose and
treat diseases, patients have often been reduced
to their biological dimension, not having their
subjectivity considered.

In this context, home care presents itself as
an alternative to rescue this dimension of care.
The humanization of this aspect requires that
allied technoscientific competence and integral
patient care of the patient as a biopsychosocial
being*. PC aims to offer this humanized care
in order to improve patients’ quality of life,
especially in the terminal phase of their lives®.

In the context of the ethical foundations
of the PC, actions must override those who seek
impossible healing. There is also a commitment
to the goal of allowing the patient to decide
on the treatment that best suits him. Based on
the principle of autonomy, the patient must be
correctly informed about all possible clinical
complications in the course of the disease, thus
favoring the attendance of his personal desires in
relation to the therapeutic alternatives offered by
the professional team ®.

The major challenge of palliative care is to
reconcile the autonomy of patients with terminal
illnesses with the therapeutic expectations of
the health team 4, considering that in this case
the adequate prognosis proves to be an issue as
delicate as it is essential. Important instruments
for this evaluation are the Palliative Performance
Scale (PPS) 5 and the Mini Mental State Exam
(MM), which allow the assessment of the mental
functional capacity of the patient, an essential
condition for making rational decisions 72,

Concomitant to the appearance of PC,
there was a change in the physician-patient
relationship. Traditionally, the professional made
all the therapeutic decisions, the patient only had
to fulfill them. Coupled with this paternalistic
model of the practice of medicine, the second half
of the twentieth century recorded extraordinary
biotechnological advances, which allowed the
indiscriminate use of therapeutic procedures,
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which turned the process of dying into an endless
suffering for the patient and her/his relatives®.

In 1973, the American Hospital Association
issued the universally accepted Patient’s Bill of
Rights °, which guarantees every patient the right
to be fully informed about their illness. In 2009, the
new code of medical ethics (CME) !, which went
into force in 2010, began to recognize the patient as
an autonomous person with the capacity to make
decisions. As a result, all institutions involved in
health care began to adopt as mandatory practice
the obtaining of free and informed consent Form
(FICF), preceding any diagnostic or therapeutic
procedures performed in humans 2,

More recently, due to the disproportionate
use of medical procedures to keep vital data on
patients with terminal illnesses and hospitalized
in intensive care units (ICUs), the debate has
expanded to the adoption of a new instrument
called Advance Written Directives (AWD)” 3.
This document registers the desires of how sick
people would like to be treated in conditions of
termination of their life, allowing the patient to
lead his/her process of dying and have dignity in
that unique moment of one’s existence 3.

The AWD, according to Dadalto !, are a
kind of expression of will which regards future
medical care that a person wants to receive and
comprehends two documents: the living will and
the durable mandate. Patients under PC should be
advised of the possibility of having both .

The living will originated in the United States
and was proposed by Luis Kutner as a document
that would allow the patient to refuse certain
medical treatments. According to the author,
this would protect his rights when his clinical
condition was irreversible or in a persistent
vegetative state . In 1991, the American Congress
approved the Patient Self-Determination Act
(PSDA), recognizing the patient’s right to self-
determination and instituting two types of
Advance Directives, Living Will (LW) and the
Durable Power of Attorney for Health Care
(DPAHC) 5.

LW is a document restricted to end-of-
life decisions and prevents the performance
of treatments when the person is most able to
decide. The DPAHC, translated as a “durable
mandate,” allows the appointment of the person
to be consulted in the event of temporary or
definitive incapacity to make decisions on medical
treatment **. According to Dadalto, Tupinambas
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and Greco *®, this mandate has a broader scope;
however, nothing prevents the two documents
from coexisting.

From the North American initiatives,
European and Latin American countries began to
implement similar legislation aimed at protecting
the right to autonomy of patients *. Although the
Conselho Federal de Medicina — CFM (Brazilian
Federal Council of Medicine) approved Resolution
CFM 1995/2012 ¢, which provides for the AWD,
there is no specific legislation on the theme 6,

The CFM understands as sufficient statement
made by the patient to his physician, and it is
up to the professional to register in the medical
record the decisions verbalized by the patient,
that can not undergo any modification, even if
they come from family members . The CME !
in force in our country protects the right of the
patient by ensuring that he/she is adequately
informed about his/her illness and the possibility
of deciding on treatment, specifying that in cases
of incurable and terminal illnesses the physician
should offer all available PCs to spare him/her
futile or disproportionate procedures .

This guideline to suspend treatments that
unnecessarily prolong the life of the patient with
severe and/or incurable iliness given to the physician
is also provided for in Resolution CFM 1,805/2006 Y7,
a guideline already incorporated in the current CME.
In short, there are sufficient indications that support
respect for patients’ autonomy, which is the ethical
guiding principle of AWD .

Admittedly, death came to be seen
differently in post-modernity. The transfer of
the articulo mortis to the hospitals, turned it
into inconvenience that needs to be hidden.
The fact that it was a taboo meant that talking
or even thinking about death was a source of
shame . This change in behavior is also related
to the advance of biomedical technology that has
displaced the death of households to hospitals,
excluding the process of dying of the social sphere
and making it solitary .

The physician also moved away from the
patient, overwhelmed by the feeling of failure to
save lives. Therefore, it is imperative to recognize
the finitude of life and allow the patient as a
biographical being to have a dignified death and
“live it” according to her/his own personal values
and beliefs?°. Driven by these challenges, this
study aimed to identify the knowledge of patients
under home PC of their own disease and the
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possibility of recording their end-of-life wishes
from AWDs.

Methods

A cross-sectional and descriptive study in
which adult patients over 18 years of age enrolled in
a health plan offered by a medical cooperative were
evaluated under home PC in the city of Floriandpolis,
Santa Catarina, Brazil, in 2016. In this plan, PCs are
provided at the request of the attending physician
and carried out by a multiprofessional team, through
home visits, stipulated according to the periodicity
established by the professional responsible for the
case. At the time of the study, the total number of
adult patients under this type of care was 215.

A total of 65 patients were randomly selected
to be visited by the researcher in charge. This
number was reached from the sampling margin of
10%, with a confidence level of 95% and a maximum
percentage of 40%. During the study, 10 patients
were excluded either for death and discharge given
by the attending physician, thus, 55 patients were
evaluated. All the interviews were made by the
author of this study between March and August
2016. Assuming the condition of observer, at no time
did she provide professional services, a condition
that was previously known by all study participants.

All patients signed FICF reporting information
that the data collected by the study would be
kept confidential. Prior to the initial interview, the
researcher phoned all patients to find out whether they
would be willing to participate in the study when the
visits were scheduled, always at the patient’s home. At
the first visit, to obtain the FICF of the interviewees,
the questionnaire was applied with objective questions
about demographic and clinical data. In addition, data
were collected for the Palliative Performance Scale
(PPS) and Mini Mental State Exam (MM).

The studied variables were knowledge
about diagnosis, prognosis and life expectancy
of the current disease; patients’ opinion about
the importance of dialogue with their relatives,
physician and care team about the disease and
what procedures, according to their personal
understanding and values, should be adopted at the
end of their lives.

Participants were asked about information
they might have received about the possibility
of registering end-of-life desires, through the
elaboration of personal AWD. Other factors were also
questioned, such as whether there was preference
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for ICU admission; desire to be reanimated or not in
the occurrence of cardiorespiratory arrest; preferably
at the time of death (at home or in a hospital setting).

In addition, the researcher encouraged
the patients to talk freely about open questions:
“were you informed about the diagnosis of your
illness?”; “Did you have the opportunity to talk to
your physician about the treatment and to see if it
could lead to a cure, the evolution of the disease
and the life expectancy of the future?”; “Did you
talk to anyone about your willingness to define your
own treatment in case of incurable disease and the
possibility of dying as a result of it?”; if so, “did you
make any written or verbal record of how you would
like to be treated under that circumstance?”; “In
case your illness is severe and incurable, would you
wish to be admitted to the ICU?”; “Would you wish
to be admitted to the ICU or would you rather die
at home?”; “In the event of suffering cardiac arrest
would you wish to be revived?”

For the purpose of the statistical analysis of
the information obtained, the database was created
from the questionnaires applied and exported to the
program Statistical Package for the Social Sciences
(SPSS), version 18.0. In the descriptive analysis, the
gualitative data will be presented in the form of
simple and relative frequency. In the comparative
analysis of the mental status (MM> 24 or <24),
Fisher’s exact test with prevalence ratio (PR) and
95% confidence interval were used in relation to
patients’ perception of end-of-life conducts. The
significance level considered was 95% (p <0.05).

Results and discussion

The clinical-demographic characteristics of the
patients that make up the sample are presented in
Table 1.

Analyzing the demographic characteristics of
the studied group, we noticed that the majority of
respondents were women, over 75 years old and with
a full elementary school degree. Regarding the PPS,
which evaluated the degree of functionality of the
patients and prognosis, 46 (84%) were below 50, which
means a prognosis of 104 days of life, considering a
referential study that investigated the average survival
of patients with neoplasia and chronic degenerative
diseases %. Another study that analyzed only patients
with neoplasia revealed survival less than 34 days %,
that is, a very short prognosis of life, which emphasizes
the need for respectful and responsible dialogue with
patients about their final desires.
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Table 1. Clinical-demographic characteristics of the
patients enrolled in the home service of the specific
health plan, Floriandpolis/2016

Clinical-d hic characteristi Patients
Inical-aemographic characteristcs n %

Female 35 64
Male 20 36
Age

25-50y.0. 8 14.5
51-70y.0. 14 25.5
71-90 y.0. 25 45.5
91-105 y.o. 8 14.5
1-3 years 5 9
4-8 years 15 27
Over 8 years 35 64
MM<24 16 29
MM2>24 39 71
PPS<50 46 84
PPS>60 9 16

Disease Diagnostic
Neoplastic 12 22
Chronic degenerative non-neoplastic 43 78
*MM — Mini Mental **PPS — Palliative Performance Scale

Regarding the evaluation of cognitive function,
MM, a cut grade of 24 was established, and it was
verified that 39 (71%) of the patients were above this
value, which shows a satisfactory preservation of their
cognitive abilities and adequate mental functional
capacity to make decisions. Considering the diagnosis
of the underlying disease, it was found that 43 (78%)
of the patients had chronic degenerative diseases,
which is in accordance with the literature, which, in
turn, has also shown an increase in the prevalence of
these diseases with the increased human longevity *.

The results obtained by the research, together
with the significant degree of physical impairment
of the patients, constitute an interesting scenario
for bioethical analysis, considering the autonomy of
will and extreme vulnerability of these people at the
threshold of life. They are individuals who need medical
attention that prioritizes their well-being and respect
their histories, a condition that will only be adequately
met if the PC has specialized professionals 2.

The degree of knowledge of the patients about
diagnosis and prognosis of the diseases that afflict
them, as well as the fulfilment of their desires
regarding therapeutic procedures and clarifications
that they had about AWD are in Table 2.
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Table 2. Relationship between end-of-life desires
and mental functional capacity

End-of-life Patients Patients
e MM*<24 MM>24
n(%) n(%)
Knows the diagnosis
Yes 12 (75) 39 (100)
No 4 (25) =
Knows the prognosis
Yes 7 (44) 37(95)
No 9 (56) 2(5)
Dialogue with family about directives
Yes - 12 (31)
No 16 (100) 27 (69)
Desire to be admitted to ICU**
Yes 4 (25) 8(21)
No 7 (44) 30 (77)
Does not know 5(31) 1(2)
At home 8 (50) 22 (56)
At the hospital 5(31) 9 (23)
Does not know 3(19) 8(21)
Yes 11 (69) 32(82)
No 2(12) 5(13)
Does not know 3(19) 2 (5)

*MM — Mini Mental **ICU — Intensive Care unit ***CRP — Car-
diorespiratory Arrest

The comparative analysis between the mental
functional capacity (MM) of the patients and their
perceptions about the end-of-life behaviors, from
the Fischer test, are presented in Table 3.

The analysis of the data shows that all patients
with MM2>24, that is, with preserved mental
functions, were fully aware of the diagnosis of
the disease that affected them and 95% had been

Patients

Table 3. Comparison between the MM and perceptions about end-of-life conducts

informed about the unfavorable prognosis of their
diseases.

Of the patients with MM < 24, compromised
mental functional capacity, only 12 (75%) knew the
diagnosis and 7 (44%) knew the prognosis. These
facts allow us to conclude that patients with MM > 24
were fully aware of their diagnosis (p = 0.010) and
prognosis (p < 0.001) when compared to patients
with MM <24. Regarding any dialogues about their
wills in the dying process, 12 (31%) of the patients
with MM2>24 reported having talked to relatives.

Considering the patients with MM < 24, none of
them had a dialogue with the family, which leads us to
assume that, although the index of those who talked
about it is low, 12 (31%), being in a better mental
state predisposes patient to discuss the AWD with
relatives (p = 0.017). Another point worth mentioning
is the index of 27 (69%) patients who, even with more
lucidity and prognostic science of their diseases, were
not motivated to perform their AWDs.

This situation demonstrates that our society is
still not ready to address the issue of the finitude of
life, an issue that is still very present in contemporary
culture known as the “denial of death.” We must
overcome this taboo and, for that, it is imperative
to involve all health professionals and encourage
respectful dialogue with the patients’ families, to
guarantee dignity to the dying process. Why, even in
the face of the imminence of death, patients, family
members and doctors do not talk about it? Only
one patient in our study had requested AWDs, and
three had expressed an interest in them after being
informed by the researcher.

Although most patients were aware of the
limited prognosis of their lives, they reported
that none of their health care providers, including
physicians, had informed them about the possibility
of expressing personal desires in end-of-life care (in
the form of AWD).

Patients

MM224 MM'<24 RP (IC)
n (%) n (%)
Knows the diagnosis 39 (100) 12 (75) 1.333 (1.005 -1.769) 0.010
Knows the prognosis 37 (95) 7 (44) 2,168 (1,238-3,798) <0.001
No dialogue with family about directives 27 (69) 16 (100) 0.692 (0.561- 0.853) 0.017
No desire to be admitted to ICU** 30 (77) 7 (44) 1.758 (0.983-3.145) 0.041
Wishes to die ate home 22 (56) 8 (50) 1.128 (0.643-1.981) 0.889
Wishes to be revived In case of CRP™ 32(82) 11 (69) 1.193 (0.831-1.713) 0.460

*MM: Mini Mental; **ICU: Intensive Care unit; ***CRP: Cardiorespiratory Arrest
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According to Drane and Pessini, the physician
must do what comes from the patient’s needs and
that the patient is frightened, incapacitated and
seeks the physician’s help for a human relationship,
not just a technical one?*. The physician and the PC
team should strive to show the patient that death
gives meaning to existence and that his end of life
can occur with dignity, without suffering, surrounded
by relatives and friends who want to say goodbye %°.

Having technical competence is a minimum
and necessary obligation for the practice of
medicine, which, however, is not enough to meet
the demands presented by patients who are at the
end of life. In this circumstance it is necessary that
the professional be prepared to listen attentively
and respectfully to those who suffer in the physical,
psychic, social and spiritual dimensions, respecting
their personal values and beliefs. At the same time,
the professional must provide all the information
regarding the prognosis and the therapeutic
possibilities, so that the patient can make her/his
choices in the most autonomous way possible %,

The difficulty of physicians in maintaining
respectful and enlightening dialogue with patients
with incurable diseases occurs, among other
reasons, by the above mentioned culture of denial
of death. However, we can not fail to expose the
problems in undergraduate education in subjects
related to the medical humanities. In the nineteenth
century, Jose de Letamendi, a Spanish pathologist,
coined the phrase that expresses the limitations of
traditional medical teaching: the doctor who knows
only medicine, does not even know medicine *.

Death is an ever-present theme in our
culture. Ariés ¥ shows that human beings react to
death according to their historical period. In post-
modernity, death was excluded, being transferred
from the home to the hospital, partly due to
technological progress, but above all because
contemporary society illusively believes that
technoscience can overcome it. In this way, there
is the feeling of failure before death, especially on
the part of the doctor, who starts to fight it with a
disproportionate use of useless procedures, which
leads to dysthanasia (or therapeutic futility), that
is, the unreasonable prolongation of the process
that only increases the suffering of patients and
their families *°.

Elizabeth Kibler-Ross?® argues that death is
an integral part of our lives and gives meaning to
human existence. According to Kovacs ?°, humanized
death, surrounded by family and friends, should be
rescued, taking into account the values and beliefs of
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the patient. This is because, with the advancement
of medical technologies and a medical teaching that
privileges the diagnosis and treatment of diseases
and underestimates the biopsychosocial and
spiritual human reality, it can not be expected that
the student is prepared, at the end of the course,
to deal with this situation, since he/she was not
trained to face the issue of human finitude #’. About
this, Aries states that death must only become the
discreet but dignified exit of a serene living being
(...) without effort and suffering and finally, without
anguish %.

Bonamigo, Pazini and Putzel *° are categorical
in stating that, due to lack of undergraduate training,
physicians and other members of the care team
are likely to stop discussing and assisting patients
to draft documents that expose wills at this final
stage. In 1995 a study was published on medical
education in the United States, which proved the
lack of discussions on issues related to death and the
dying process, both in undergraduate and in medical
residency programs3°,

After a decade, Pinheiro3! published a study
on subjects not offered to medical students in the
last years of the medical school in Sdo Paulo (5th
and 6th years) and presented the following results:
83% stated that they had not received information
about the care of patients with terminal illnesses;
63% did not have any class or seminar on “how
to give bad news”; 76% were unaware of clinical
criteria for treating the pain of cancer patients; and
for 82% of them, at no point in medical school had
the parameter for opioid use been taught.

A study conducted with students from Pard
showed that only 8% of medical students had
knowledge about the living will. Several other studies
on the curriculum of these courses also show the
predominant tendency to include subjects related
to biotechnology and to leave aside psychological,
social and spiritual aspects 3234,

However, despite the results of these surveys,
which demonstrate the need to introduce a PC
course in medical education, little or nothing has
been done to change this in recent years. It is
enough to say that, of the 215 medical schools in
the country up to August 2015, only four offered this
discipline in their curricula .

Returning to the analysis of the data collected
by the study, 30 (77%) of the patients with MM > 24
(preserved mental capacity), when considering the
intention to be admitted to the ICU, showed to be
contrary to this proposal, while for individuals with
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MM < 24, the index was only 7 (44%). These figures
show that the desire not to be admitted to the ICU is
approximately twice as high in patients with better
mental status (p < 0.05).

Regarding the choice of place of death,
whether at home or in the hospital, and the desire
to be resuscitated in the event of cardiorespiratory
arrest (CRP), there was no difference between
the two groups. Although the majority of patients
preferred to die at home, paradoxically, in case of
cardiac arrest, they expressed their desire to receive
the resuscitation procedure, which can only be
performed in a hospital setting.

How to understand this apparent paradox? This
desire of the patients finds support in two realities:
the culture prevalent in our denial of the finitude of
life and the obvious lack of dialogue between doctor
and patient, since there should be frank and directed
conversation to clarify doubts and insecurities of the
patients. There are times in contemporary history
that medicine has been recognized as a mute art
(muta ars) *.

All these contradictions reveal a lack of
adequate communication between physicians,
patients and the family, and it should be emphasized
that neither the attending physician nor the
professional responsible for the home care provided
conditions for dialogue that would allow the
discussion of issues related to the finitude of life or
the elaboration of AWD . In addition, the precarious
physician-patient relationship and the lack of
knowledge or insecurity in complying with CFM
resolutions and practicing orthothanasia or “good
death” are other factors that hinder communication
among those involved in this situation.

Marques Filho and Hossne?” consider that
the quality of the physician-patient relationship
represents the basis of clinical practice and the
most important element of the medical act, along
with respect for autonomy and the patient’s right
to receive all the necessary information, to make
decisions that fit their personal values. To that end,
trust and mutual respect are essential, especially
when it comes to such decisions, which require both
sides to have a frank dialogue about the risks and
benefits of therapeutic procedures. Obviously, family
members should participate in all these steps, which
requires the physician to play an important role in
solving doubts and questions 143839,

The American Hospital Association (AHA) %, in
a publication entitled “The patient care partnership”,
defines the rights and responsibilities of hospital
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inpatients in the country, such as to receive all
information about the treatment of their illness
from medical assistants and to have their personal
values and beliefs respected. The CME! in force
in Brazil, when dealing with the relationship with
relatives and patients, declares that it is forbidden
to the physician to disrespect the right of the patient
to decide on the treatment and to fail to inform the
patient about the diagnosis, prognosis, risks and
goals of the treatment.

In the section on human rights, the code of
ethics ** warns that the physician is prohibited from
not obtaining consent from the patient to intervene
or not guaranteeing the patient the right to decide
on procedures in his/her body.

The imminence of death favors reflection on
the meaning of personal existence. It is the duty of
the physician to show solidarity and disposition to
mitigate, as far as possible, the enormous suffering
experienced by the one who sees the approximation
of the inexorable end of his life?°. Kiibler-Ross 2°
points out that death is a part of life, like birth and
growth, and brings meaning to human life. According
to the author, death is the opportunity to know
oneself, grow as a human being and realize what is
really important in our personal life .

Thus, the doctor-patient relationship requires
a prudent balance between the autonomy of both,
in such a way that the pact is based on mutual
trust so that therapeutic procedures are preceded
by respectful dialogue and implemented with
consensual criteria ¥.

Cortina®°, referring to the ethics of the
professions, qualifies as “virtuous” the one who
seeks excellence and departs from mediocrity,
always taking into account the morality prevailing
in the society in which one is inserted. In this
perspective, it will be up to the entire team of
health professionals to establish a deliberative
process that also considers scientific knowledge
and the scale of moral values of patients and their
family environment. Thus, it becomes necessary to
treat briefly the different meanings that the medical
community attributes to the terms euthanasia,
dysthanasia and orthatanasia .

Euthanasia, a practice condemned by
Brazilian law, consists in using active procedures
to cause the death of the individual. In countries
where it is authorized, the legislation emphasizes
that, unlike a murder, it occurs at the request of
the patient who experiences extreme pain and
suffering °. Dysthanasia results from the use of
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medical procedures that artificially maintains the
patient’s life, without there being any possibility
of cure, since all the therapeutic efforts employed
are admittedly useless and serve only to prolong
the agony of terminally ill patients?°. Finally,
orthothanasia, a practice that is supported by ethics
and is recommended by almost all medical entities
in the contemporary world, consists in the use of
therapeutic procedures that aim to offer relief and
comfort to patients with incurable diseases . It is
under the seal of orthatanasia that PCs are enrolled.

The guidelines contained in the CME, as well
as the resolutions of the CFM on orthatanasia and
AWD, are enlightening to offer ethical support to
the conducts that must be adopted by physicians in
the conditions of incurable diseases and about the
respect to the autonomy of the patients. Likewise,
law scholars dealing with matter, such as Dadalto 4,
defend a thesis similar to the CFM proposal.

The lack of preparation of the health
professionals to deal with terminal patients is
revealed in the daily routine of intensive care
physicians, as demonstrated by Forte* in a study
with physicians of the 11 ICUs of the medical complex
of the Clinical Hospital of the Faculdade de Medicina
da Universidade de Sdo Paulo — FMUSP (University
of Sdo Paulo Medical School). The author analyzed
the medical conduct defended by physicians of
these units in the face of two hypothetical cases
of terminal patients. The results showed that 58%
of physicians would not engage in dialogue with
patients about their therapeutic decisions, even
if these patients are lucid, considering these to be
solely of personal competence.

In one case, in which the patient had
already expressed a desire not to receive invasive
procedures, 19% of the physicians considered
it unnecessary to attend to the patient’s prior
manifestation and instituted procedures that, in
their view, would be the most appropriate, based on
the best clinical practices.

These results point to the difficulty of
physicians to accept their limitations as “healers”
and also as communicators in situations of
conflict **4. It should be emphasized that physicians’
fear of legal proceedings directly interferes with
end-of-life decisions. On the other hand, the
problems faced by patients and family members are
directly related to the difficulty of dialogue about
the termination of life 44,

Forte *! identified, in a previously mentioned
study, that several intensive care physicians would
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prolong the patient’s life, claiming that they would
do so for fear of legal proceedings on the part of
the patient’s relatives, accusing them of omission
of relief. However, although there is no specific
legislation, there is an understanding in the legal
environment that, by limiting or suspending a
procedure considered unnecessary or useless, the
physician can not be accused of murder 40,

Silveira, Kim and Langa®! published a survey
to assess the importance of AWD formulated by
3,746 people and concluded that they had their
preferences met by the medical team. However,
despite the wide recognition and dissemination of
directives, especially in countries with Anglo-Saxon
culture, a study carried out in 2013 showed that only
26.3% of US citizens had formalized their AWD *2,
In summary, although the skills needed to provide
adequate medical care and less suffering at the end
of life, cultural barriers and professional education
are the main impediments to the realization of the
human right to die with dignity.

Final considerations

It can be inferred that doctors providing end-
of-life care are not prepared to address issues of
death and human finitude, nor to provide guidance
to their patients about the right to autonomy
through AWD.

Although there is an ethical definition for these
procedures in the resolutions of the CFM, a body
recognized by law to control professional practice
and give guidance to professionals, physicians
feel insecure to adopt measures that prevent the
practice of dysthanasia, which often prevents the
dignified death of patients in this situation.

It is worth mentioning that, although the
present study has a small sample, these are people
with a private health plan and a satisfactory degree
of education, being attended by professionals
trained to provide home care, and this presupposes
capacity to understand the importance of this prior
deliberation.

It would then be necessary to ask: how to
change this reality? The apparent contradictions
observed in patients’ responses, as well as the lack
of dialogue with the physician, represent a broader
phenomenon of a cultural nature that points to
human vulnerability in relation the finitude of life.
Kibler-Ross % shows how difficult it is to face death
and dying and all the existential issues we carry
throughout our lives.
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Faced with these difficulties, the results of this
study suggest that health plans should invest more
in the training of physicians, aiming at rebuilding the
doctor-patient relationship, distanced for different
reasons, and encouraging the family to talk more
about death. Courses that offer communication
skills can help create professional medical skills that
result in decisions that respect the human being in
biopsychosocial and spiritual aspects.

These trainings and capacity-building courses
can motivate clinicians to consider patients’ values
and attitude toward serious illnesses, assisting them
in conducting and understanding the importance
of AWDs so that their end-of-life desires are met.
Finally, we believe that more robust studies on
the subject should be performed, especially with
patients assisted by the Sistema Unico de Satde —
SUS (Unified Health System).

Paper presented to the PUCPR graduate program in Curitiba, in order to obtain a master’s degree in bioethics.
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