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Abstract

This article aims to outline some questions about death with dignity in the XXI century. To do so, five items are
considered: 1. Death portraits in the XXI century: Interdiction death, over exposure death and some examples
of undignified deaths nowadays; 2. Patients’ needs at the end of life, and how the concept of terminal patient
promotes generic care; 3. Definitions, clarifications and bioethical issues involving euthanasia, dysthanasia
and orthothanasia; 4. Living wills and Anticipatory Guidelines of Will are presented as a possibility of rescuing
patients autonomy and a tool which facilitates families decisions about treatment when patients are not able
to; 5. Reflections about ways to promote death with dignity in the XXI century, emphasizing the development
of palliative care programs in Brazil.
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A caminho da morte com dignidade no século XXI

Este artigo objetiva tracgar reflexdes sobre a morte com dignidade no século XXI. Para tanto, cinco itens sao
considerados: 1. Retratos da morte no século XXI: morte interdita, morte escancarada e algumas formas de
morte indignas presentes na atualidade; 2. Necessidades do paciente no final da vida e como o conceito de
paciente terminal torna genéricas as formas de cuidado; 3. Defini¢Ges, esclarecimentos e questdes bioéticas
envolvendo eutanasia, distandsia e ortotanasia; 4. Testamento vital e diretivas antecipadas de vontade sdo
os documentos apresentados como possibilidade de resgate da autonomia dos pacientes e instrumentos
que facilitam a decisdo de familiares sobre tratamentos, na incapacidade do paciente; 5. Reflexdes sobre os
caminhos da morte no século XXI, enfatizando a importancia do desenvolvimento de programas de cuidados
paliativos no Brasil.

Palavras-chave: Morte. Dignidade. Cuidados paliativos. Bioética.

Resumen
A camino de la muerte con dignidad en el siglo XXI

En este articulo se pretende esbozar algunas reflexiones acerca de la muerte con dignidad en el siglo XXI.
Cinco items se consideran: 1. Los retratos de la muerte en el siglo XXI: la interdiccion de la muerte y la expo-
sicién exagerada y algunas formas de la muerte indigna hoy presente; 2. Necesidades del paciente al final de
la vida y como el concepto de paciente terminal componen formas genéricas de atencidn; 3. Aclaraciones y
cuestiones bioéticas que implican la eutanasia, distanasia y ortotanasia; 4. Testigos de voluntad y Directrices
Anticipadas de Voluntad se presentan como la posibilidad de redencién de la autonomia y de los instrumentos
que facilitan la decisidn de la familia acerca de los tratamientos, frente a la incapacidad del paciente; 5. Refle-
xiones sobre los caminos de la muerte con dignidad en el siglo XXI con énfasis en el desarrollo de programas
de cuidados paliativos en Brasil.

Palabras-clave: Muerte. Dignidad. Cuidados paliativos. Bioética.
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Portraits of death in the XXI Century: forbid-
den, open and re-humanized death

I’'m very afraid of dying. It may be accompanied by
pain, humiliation, apparatus and tubes stuck in my
body, against my will, unless | can do nothing, be-
cause | am no longer my own master: loneliness, no
one has the courage or words to, with hand in hand
to me, talking about my death, fear that the passage
is delayed. It would be good if, after the announce-
ment, it happened gently and without pain, away
from hospitals, amid people who you love, amid vi-
sions of beauty .

Banning the death is related to the advance-
ment of medical technology, fascinating patients,
families and health professionals. There is the dis-
placement of the place of death: from houses to
hospitals. Currently, medical error is linked to the
loss limits, to prolong the process of dying with grief.
Death became distant, aseptic, silent and lonely. If
death is seen as failure or unworthiness, the profes-
sional finds himself losing battles and defeated. The
patient who survives is warrior, but when he wors-
ens, he is seen as a loser.

Death can become solitary moment out of
space for the expression of grief and rituals. The
caricature that represents it is that the patient who
cannot die with tubes in orifices of the body, with
the pointers as company and noises of machines,
expropriated from his death. Silence reigns, making
activity of professionals with critically ill patients
painful. Prolongation of life and disease expands the
interaction between patients, families and care staff
with stress and risk of collapse.

The incapacity to avoid, delay death or relieve
suffering can bring to the professional experience
of his limits, finitude and impotence 2. Physicians
should make decisions about treatments and they
often feel alone and with difficulty to address family
members who inquire about his evolution. Feelings
of failure and frustration are frequent, seeing death
as an opponent 3,

With the advancement of medical technology,
professionals are concerned with the maintenance
of life, with the duty to take care of pointers and
lights that monitor vital functions of patients. Talk,
listen to feelings and emotions are not priorities of
the battle against death “. Professionals are bom-
barded with technological innovations that difficult
decisions to be made about treatments. Doctors
and nurses, overworked, perform procedures with
which they do not always agree. Although deaths
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occur in hospitals, it is also there that it is realized
its banning ®.

Technical development in healthcare creates in-
human environment, leaving the dignity in the back-
ground. There was condemnation of death in the
modern era, people away from their dying process,
in a flagrant loss of autonomy and awareness °. Pro-
longing life, not considering the limits of treatments,
can lead to fear and suffering, supported in the inten-
sive care unit (ICU) in the company of machines and
without the presence of family and friends ”.

There are significant changes in the ratios of
death, especially in relation to the duration of the
process, due to the prevalence of chronic diseases,
heart diseases, cancer, neurological diseases and
AIDS. Fear is not the attention to certain symptoms
like pain and the inclusion of invasive procedures,
which prolongs death — which may be grounds for
debates on euthanasia and assisted suicide °.

In the United States of America (USA), medical
care late in life is expensive: 25% of the costs involve
patients with advanced disease. The treatments are
sophisticated and difficult to break. The ICUs are oc-
cupied by people over 80 years old suffering from ir-
reversible chronic diseases for a long time under inva-
sive and costly treatments. Family asks for the mainte-
nance of these treatments for lack of clarification, pro-
moting poor quality of death 2. In Brazil, we observe
similar situations with high hospital costs for elderly
people with chronic and degenerative diseases °.

Although it is not specific topic of this article,
the open death invades the lives of people with vi-
olence, unexpectedly, making the elaboration of
mourning difficult. It creates situations of vulnera-
bility without protection or care. There is the triv-
ialization of death on TV, flooding homes with im-
ages of death, either in the news, soap operas or
movies 4. It is the portrait of the twenty-first century
undignified death. Among unworthy open deaths
we include: murder, suicide and accidents. They are
collective, anonymous deaths and with mutilated
bodies, complicating the farewell process.

A humane death is approached by Kibler-Ross
and Saunders, who wrote about care to patients
and families in the approach of death, accepting
the suffering. The patient returns to the center of
action, rescuing their dying process 1, The devel-
opment of thanatology, as the study area proposed
by Kiibler-Ross, discusses death as signifier of exis-
tence, so it is treated with respect, humility, without
trivializing or banishment. Death is counselor, and
the professional is her apprentice.
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This author was also well known for the de-
scription of the five stages through which passes
when the patient is diagnosed with poor prognosis
disease: denial, anger, bargaining, depression and
acceptance. These are not coping models, but they
can help the practitioner to be aware on the lived
experience of the patient .

Saunders — who graduated in nursing, med-
icine and social services and in 1967 founded St.
Christopher’s Hospice, which is reference in the area
of palliative care * — suggests the scientific study in-
volving relief and symptom control, present in pal-
liative care programs in which the concern is not a
cure, but the patient and their needs, being offered
multidisciplinary treatment

Patients with advanced disease and their
needs

The aging population grows exponentially and
currently exceeds the number of elders of the chil-
dren. In 2030, one in eight people will be over 65
years old and in 2050 5% of people will have more
than 85 years old 2. Longevity increases the inci-
dence of complex and high costly diseases. Ilinesses
which had acute outcome became chronic. There is
a growing number of people with 90-100 years. Spe-
cialty care is provided to patients with cancer in its
various forms, also in palliative care programs.

Brazil follows the global trend. Data relevant to
2010, the Brazilian Institute of Geography and Sta-
tistics (IBGE) show significant increase in the popu-
lation aged over 65 years old, from 4.1% in 1991 to
7.4% in 2010. By 2020, it is expected that Brazil will
be the sixth largest world population, considering
the population of elderly °.

Critically ill patients are stigmatized, named
terminals associated with “nothing more can be
done”. There is the expectation of suffering and
pain in death, coupled with diseases such as cancer,
which is partly true. Patients may be isolated. There
is fear of contagion by suffering and powerlessness
and they may resent the distance from the family,
the work; live financial, autonomy and healthy body
loss. They are afraid of addiction, pain, degeneration
and uncertainty; they experience a period of mourn-
ing the loss of themselves and those around them.

Serious patients go through stages of conscious-
ness and perception of death; social adjustment and
personal preparation; information to people about
the disease situation; delegation of responsibilities
to family, friends, professionals and goodbyes 3. De-
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pendence forward to everyday activities frightens
more than death. Dementia is difficult to be cared
for, prevents the understanding of disease and treat-
ments, requiring simplified explanations.

The disease process involves somatic problems,
isolation, feelings of abandonment, lack of meaning,
dependency for daily activities. They are situations
of distress for patients and families. Older people
feel “disinvested” by people nearby, they consider
that they ever lived and that care should be aimed at
young people, who have the existence ahead.

The specialized care for sick elderly with men-
tal disorders also have high costs in Brazil ° On the
bound, one can speak of “economic euthanasia”:
who have financial possibilities is cared. Few hospi-
tals are equipped to care for patients with chronic
diseases. For elderly, hospitalization involves sepa-
ration from family, strange place that do not respect
old habits. The ICU receive elderly with poor prog-
nosis, offering treatments that often do not provide
quality of life °.

Patients in agony phase mainly need comfort,
not invasive treatments. Signs of agony are, among
other multiple symptoms, confusion, agitation, cold
extremities, respiratory noise, blurred vision, de-
creased urine output, hallucinations, severe weak-
ness. When these signs are present, it is essential to
maintain proper medication mainly for the comfort
and relief of symptoms, and suspend treatments
with side effects, which increase the suffering. You
must ensure these measures at home and open ac-
cess for 24 hours of connection or hospital palliative
care programs 4,

Euthanasia, dysthanasia, orthotanasia, assist-
ed suicide — bioethical issues

Medical technology is present in the diagno-
ses and treatments, allowing significant progresses
in healing of diseases and life extension. However, it
should be considered eventual effects of prolonging
the life of sick people. In this context, bioethics com-
bines the path of technical and scientific knowledge of
health sciences and philosophical knowledge *°. There
are possible dialogues with clinics and ethics with re-
flection and deliberation, with many viewpoints.

Hellegers, from Joseph and Rose Kennedy
Center for the Human Reproduction and Bioethics,
Washington, created focus groups with physicians,
philosophers and theologians of many beliefs to dis-
cuss issues arising from the progress of medicine.
Clinical bioethics aims ethical discussions applied



to the care of sick, reflecting on dilemmas involving
diagnosis and treatment. We seek to respect for hu-
man dignity and their personal values 6, expressed
in the exercise of autonomy.

Schramm believes that the first systematic
formulation of autonomy was postulated by Kant.
The existentialist concept of freedom understood
by Sartre leads to responsibility, to respond to the
situation without subterfuge. Foucault denounces
submission of people in repressive institutions and
highlights the importance of respecting subjectiv-
ity and autonomy. One must consider the com-
plexity of this idea, given the diversity of human
beings and cultures in the exercise of freedom and
responsibility 7.

Diseases can be threats to patient’s autonomy,
facilitating the exercise of paternalism and over-
protection by family and health professionals. Im-
portant part of care at end of life is facilitating the
exercise of autonomy and decisions of sick people,
who bring with themselves their biography. What is
observed is that with increasing age and worsening
of the disease, decisions about life and death are no
longer allowed to patients *.

Bioethics of autonomous reflection seeks to
emphasize the autonomy and plurality of beliefs and
feelings in a deep respect for human beings. Recog-
nizing the presence of conflict, it seeks to discuss
it with reason and emotion in a multidisciplinary
setting 8. Without separating emotion, sympathy,
empathy and compassion before painful feelings, it
considers that act in society must involve personal
characteristics, freedom and possibility of choice,
demonstrating that the plurality of ideas is the
wealth of bioethical thinking.

Among the main goals of clinics the search of
dignity, respect for the values of the person and the
reduction of suffering are included. Suffering is only
intolerable when it is not cared, leading to self-de-
structive processes '°. Currently, we observe discus-
sion on the humanization of care. This is at least a
semantic paradox. How to search humanization
when we are talking of care to humans? Why have
medicine and other health areas lost the quality to
deal with what is human?

What underlies this discussion is the need to
replace the person at the center of the process, fa-
voring the dignity and autonomy of their choices,
the sense of belonging — arrangements which be-
come even more urgent when it comes to vulner-
able people. Humanization involves solidarity, com-
passion, respect and approach.

Towards death with dignity in the XXI Century

Issues about the end of life — reflections and
debates

Euthanasia

Euthanasia was, in the original sense, the good
death. Then one wonders why euthanasia is cur-
rently labeled as acceleration of death and it turned
crime? Why the good death, pursued as balm, relief,
rest has become murder? Euthanasia is legalized in
three European countries: the Netherlands, Belgium
and Luxembourg. Even with proper legal support it
is always a conflict situation for the patient, family
members who accompany them and professionals
that perform it.

People with degenerative diseases or multiple
symptoms may express a desire to die. It is neces-
sary to clearly differentiate whether we are dealing
with request for euthanasia, orthotanasia or not
dysthanasia.

Requests to die may have a variety of reasons,
including the consideration that this is the end of
existence. It may also be the complaint that there
is unbearable suffering or that it is sought to save
the family. When the person asks to die, they wait
to be heard in their reasons and the commitment of
professionals to take care of what is needed. What it
does not mean killing this patient .

Sedation used in palliative care programs is
proposed procedure when symptoms are not re-
lieved by other treatments. It is indicated in specific
cases and may be used only upon authorization of
the patient and family 2.

The stolen death, by unauthorized sedation or
without explicit request of patient, may be because
their suffering assaults who takes care of it. This
procedure stops the contact, goodbyes and sharing
of feelings, which the proximity of death demands.
Hospitals are places where the stolen death is most
practiced 22

So why do we observe nowadays so many
debates about euthanasia in the media of mass
communication? May they be demands of relief of
a meaningless life with much suffering and, as hap-
pened with Ramon Sampedro, whose book Letters
from hell inspired the movie The Sea Inside? %

Would they be related to the prolongation of
life, without concern for its quality? ** There would
be fewer requests for euthanasia if patients did not
feel lonely and in pain, being welcomed on their
needs #. Healthcare professionals can struggle to
relieve pain and other disabling symptoms, moving
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away from the moment of death, feeling that they
are not doing their best.

Maybe for that reason treatments that pro-
long life are proposed in an attempt to alleviate the
feeling of helplessness before death 2°. Paradoxical-
ly, trying to preserve life at all costs may cause one
of the biggest fears of the human being nowadays:
having their life maintained with grief in solitude in
the ICU, in the company of tubes and machines —
the portrait of dysthanasia, dysfunctional death
with pain and suffering °.

Dysthanasia processes are performed with se-
verely ill patients to avoid what is erroneously de-
fined as euthanasia, understood as the acceleration
of death. When the dying process is extended, it
promotes dysthanasia. But avoiding dysthanasia is
not euthanasia. Fighting death with futile treatment
causes some of the unworthy deaths of our time,
prolonged, with suffering, and lonely ’.

Sometimes, patients who should not be in ICU,
which is an intended place to patients in critical con-
dition, require intensive treatments, which may not
be the case of patients with advanced disease, with
no possibility of recovery. Many families believe that
the ICU is the best place for the patient, even in this
condition. It should be clarified that this unit may
not be the best option in these cases and that the
patient would be better served by palliative care
programs.

Orthotanasia

As the opposite of dysthanasia, orthotanasia is
not euthanasia, although sometimes it can be mis-
takenly understood as acceleration of death. The dif-
ference between them, however, is significant: if the
main aim of euthanasia is leading to death to short-
en the pain and dysthanasia consists of preventing
death at any cost, orthothanasia seeks death with
dignity at the right time, with pain control and physi-
cal, emotional symptoms as well as issues relating to
social and spiritual dimensions. Because of its mul-
tidisciplinary nature it is sought to provide family
support in the preparation of anticipatory grief and
post-death. Orthotanasia is therefore an attitude of
deep respect for the dignity of the patient.

It is essential to clarify the terms and ethically
correct attitudes as orthothanasia and incorrect as
dysthanasia. Besides the confusion between ortho-
tanasia and euthanasia, there are debates wheth-
er the latter should be legalized or not. Those who
condemn it fear that it is used without parameters,
causing the futile death the same way they accept
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futile procedures to maintain the existence at any
cost. In this context what is missing is depth discus-
sion on dysthanasia procedures that occur by way
of preserving life, causing dysfunctional death with
suffering and indignity .

The ICU, when it is not indicated for patients
with advanced disease, with no possibility of im-
provement, can make death an undignified and
lonely process; it can become cruel when depriving
the subject of his own death. U.S. Statistics show
that 63% of physicians overestimate the service life
of patients and 40% suggest treatments that they
would not recommend to themselves . Additionally,
the artificial prolongation of life leads to hypermed-
icalization of death 2°.

Palliative sedation is a treatment option when
other procedures are not effective, or cause so many
side effects that should not be used. Its goal should
be informed to the patient and family: decreasing
the patient’s consciousness and thus bringing re-
lief to refractory symptoms. Most sedation occurs
in hospitals and approximately 52% of agonizing
patients need it. The survival time of agonizing pa-
tients undergoing sedation is not lower when com-
pared to patients who continue with the treatment
that they had been receiving ?’.

It is also essential to observe the difference
between euthanasia, assisted suicide and palliative
sedation. The philosophy of Edmund Pellegrino,
cited by Rocha %, indicates that euthanasia and as-
sisted suicide are not considered beneficence, even
when there is request for death by the patient, as-
sociated with not cared suffering. There are moral
invariants related to the sacredness of life that can
never be traded. He advocates the established trust
in the doctor-patient relationship in palliative care
programs. Care may be excessive or inadequate and
therefore they should always be refurbished for life.
If orders to die are related to depression, it should
be treated carefully.

Sedation also has the character of beneficence
and euthanasia has the character of malfeasance,
the latter because death is seen as a proposal for
relieving suffering. Sedation leads to drowsiness,
decreased awareness and suffering. Conscious life is
finished, but not the biological life and the biggest
goal is always the welfare of the patient, the relief
of suffering by preventing the feeling that the best
was not done %.

Sedation should not be seen as a generic situ-
ation, its character is exceptional. Preventing thera-
peutic obstinacy, ensuring comfort and minimizing



suffering, even without eliminating it completely, is
a fundamental task of care at end of life.

Living wills, advance will directives: docu-
ments to orthotanasia

The so-called living wills were originated in the
U.S. in 1969, established as the right to refuse med-
ical treatment aimed at prolonging life in cases of a
terminal diagnosis or persistent vegetative stage %°.
It is a written declaration, which must be delivered
to the doctor, relatives or legal representatives. It is
related to the refusal of treatments realized as ther-
apeutic obstinacy.

The cases of Karen Ann Quinley, Nancy Cruzan
and Eluana Englaro sparked discussion about when
to prolong life, involving several court battles. In the
U.S., the Patient Self Determination Act was voted in
1990, proposing the determination of the patient to
refuse or accept treatment, based on the record —in
writing — of his will.

In Brazil, it was decided by advance will direc-
tives (DAV), which although they are not a law, they
have the support of the Resolution 1.995/12 of the
Federal Council of Medicine (CFM), recognizing the
right of the patient to express their will about medi-
cal treatments and designate representative for such
purpose, and the duty of the physician to fulfill it. In
this document there is the forecast in order to detail,
in writing, the desires and values that should sup-
port medical decisions about patient treatment %,

In Brazil, the Code of Medical Ethics, of 1988,
records that the doctors should never abandon their
patients. Euthanasia, in any case, is prohibited. In
2006, CFM launched CFM Resolution 1.805, which
allows the physician to limit or suspend procedures
and treatments that prolong the life of the termi-
nally ill patient, with serious and incurable illness,
respecting the wishes of the person or their legal
representative. The patient will continue to receive
all necessary care to alleviate the symptoms that
lead to suffering, assured full assistance, physical,
psychological, social and spiritual comfort *°.

In 2009 there is implied ratification of ortho-
tanasia as a dignified death without pain and suf-
fering (...) in the irreversible and terminal medical
conditions, the doctor will avoid performing unnec-
essary diagnostic and therapeutic procedures and
allow the patients under their care all appropriate
palliative care 3. The Code of Medical Ethics of 2010
prohibits euthanasia as a perspective for death with
dignity 32. It proposes orthothanasia in irreversible
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clinical situations linked to the quality of palliative
care offered, by presenting items on terminality of
life and palliative care, emphasizing the importance
of doctor-patient relationship.

The Code also spoke against dysthanasia: In
cases of incurable and terminal illness, the physician
should offer all palliative care available without un-
dertaking diagnostic or therapeutic useless or willful
actions, always taking into account the expressed
wishes of the patient or, in their absence, of their le-
gal representative (Art. 41, Sole paragraph).

The DAV suggested that patients should ac-
tively participate in the termination of treatments
which they do not want to be subjected. What is
still in debate whether the patient is competent to
make these decisions. In Sdo Paulo, the state law
10.241, of 17 March 1999, better known as “Law
Covas”, regulates the right of the user to refuse pain-
ful treatments which only offer precarious and bur-
densome prolongation of life 3. This is not suicide,
denied assistance or euthanasia, but respect for au-
tonomy and patient choice. However, this law is not
yet aware of the general population and should be
disclosed in several instances.

On 31 August 2012 CFM Resolution 1.995 was
published in Official Gazette of the Union 32, setting
the DAV about care and treatment that the patients
wish or do not wish to receive when they are unable
to express freely and autonomously their will. It is
the ability to register in advance their desire in writ-
ing, delivering this document to their reliable doctor
or designating a representative of their relationship,
from family or not.

The DAVs are performed when the person is
conscious and speaks or delegates to family or trust-
ed person their decision. The directives are antici-
pated, because there are doubts whether patients
with advanced disease are able to decide on their
lives. Hence the importance of this topic is spread
amongst patients, families and care staff. The pri-
mary objective is to emphasize patient autonomy,
and the respect for the values and choices of the
person. The document also supports the medical
practice in conflict situation, protecting professional
from prosecution of denied assistance or euthana-
sia, and one should register in the medical record
the procedure performed according to ethical prin-
ciples of the profession.

Decisions at the end of life are complex, of-
ten taken when the patient’s reasoning ability is
impaired or impossible. When death is close, two
paths may occur: measures to prolong life — fighting
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death in a futile way — or measures that allow the
dying process with a minimum of pain 3.

The patient’s wishes may;, at first, involve cure
or survival. With the worsening of the disease, it
may seek to maintain the functionality, quality of life
and independence. The comfort becomes a priority.
When death is close there are worsening of symp-
toms, cognitive deficits, and metabolic diseases —
deepening the vulnerable situation. However, family
denial of death does not change this situation 3.

Therefore, living wills and advance directives
seek to increase communication among physicians,
patients and families. These measures are pro-
posed to prevent families decide against the wish-
es of the patient, considering that they may not be
prepared to make decisions about treatment or its
discontinuation.

The way of death with dignity in the XXI cen-
tury

Each season has parameters which is the good
death. In the Middle Ages, deaths occurred with
different ways of current ones. At the time, large
amounts were the dying planning, with the prox-
imity of family, sharing wills, promoting continuity
of desires and distribution of goods — the sudden
isolated and death was feared *°. Nowadays, due to
prolonging and isolation that many patients are un-
dergone, the desire for a quick and painless death,
preferably in a familiar environment, resurfaces with
intensity. Dignity is dying with affirmation of values
and beliefs in one’s life 4.

When approach or intimacy with death is
sought, the differences among trajectories of dis-
eases should be considered. Neoplasms have certain
predictability when their aggravation occurs. Chron-
ic diseases can be complicated, leading to death,
unexpectedly. When there is cognitive impairment
with dementia or mental confusion, decisions about
the end of life become difficult ¥.

The concern is transferred from death to the
dying process that, despite technological advances,
or because of it, can occur with suffering. Depriving
the being of his humanity in favor of the technique
is not the best way to dignify human existence **.

Death is a fundamental part of existence, and
it may be planned and self-determined — a contro-
versial point that still requires discussion. People
have different desires and expectations: some pre-
fer the proximity of family and friends; others need
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to be alone, asleep or awake, feeding themselves or
not. We advocate the need to talk about death itself,
to inform people about upcoming desires, leading to
a final planning of existence *.

The principles of palliative care programs,
published by the World Health Organization in 1986
and reaffirmed in 2002, are: a) promoting the relief
of pain and other disabling symptoms; b) reaffirm-
ing life and see death as a normal process; c) do not
accelerate or postpone death; d) integrating psycho-
social and spiritual aspects with care; e) supporting
the patient in order to live as actively as possible
until death; f) supporting the family throughout the
illness trajectory. They should be initiated early, in
conjunction with other procedures, promoting bet-
ter understanding and management of symptoms ¢,

In July 2010, about the quality of death, The
Economist published an article whose title we trans-
lated as “Quality of death”. “Scaling care at end of
life around the world” 2. Article presents a study
conducted in 40 countries, including Brazil. Topics
related to care at end of life and the integration of
palliative care programs for seriously ill people were
considered. Pioneer and reference in this area, the
UK tops the list for having doctors who honestly
communicate prognosis, conduct effective analgesia
and prioritize palliative care at end of life. Brazil is at
38, what triggered discussions on the subject in our
community.

The items considered in the study were: 1) the
importance of palliative care programs for the qual-
ity of death; 2) training of health professionals for
the relief and control of symptoms and to overcome
the taboo around death, allowing non-prioritization
of innocuous curative treatments and prolonging life
at all costs. The study proves to be essential to seek
a new vision of palliative care as active treatments
and not as withdrawal or second-line procedures 2.

Public debates on euthanasia and assisted
suicide, while in the latter the patient performs
the final act, raise awareness about deaths and in-
directly open discussion about palliative care. The
availability of opioids is fundamental to dealing with
the pain, which undoubtedly influences the qual-
ity at the time of death. It is necessary to change
the mentality about palliative care, associated with
death and dropout and not the quality of life. Even
among professionals there are those who still relate,
erroneously, palliative care to euthanasia or assisted
suicide. Palliative sedation is not a euthanasia pro-
cedure, because the main goal is to relieve suffering,
which is refractory to other measures. The DAV and
orthotanasia are measures of deaths with dignity.



According to the above study, public money
is intended for care at the end of life only in a few
countries. Funding for palliative care programs in
most countries studied comes from sources such as
donations or philanthropy. Palliative care as a prior-
ity need to be integrated into public health policies
and professionals must have expertise in the area.
Of the 40 countries studied, only seven have policies
for palliative care: Australia, Mexico, New Zealand,
Poland, Switzerland, Turkey and United Kingdom.
Austria, Canada, Ireland and Italy are providing tools
for developing such policies. Others do not have
public policies, although they have palliative care
programs. Brazil is not included in countries with
good quality of death index.

The limits on treatment should be informed
and clarified to avoid dysthanasia processes. Note
that there is limit to treatments and not for care in
the various dimensions of human suffering. There is
no remedy for death, but one may help to die well,
with dignity.

Care at the end of life involves solidarity, com-
mitment and compassion and not authoritarian and
paternalistic positions. The great challenge is to en-
able people to live with quality death itself. Patients
who were able to speak with their physicians about
end of life were more likely to die in peace and take
control of the situation. Their family also managed
to better elaborate mourning.

To have dignity it is fundamental: to be aware
of the approach of death, control; privacy and in-
timacy; comfort for disabling symptoms; choice
of place of death; have information, clarification,
emotional and spiritual support; access to palliative
care; people with whom to share; access to DAV,
decision-making and power to say goodbye; leaving
without impediments .1t is possibility to recover
aspects of tamed death as a natural event and with
significant people .

Palliative care rescue death with dignity, one
of the goals of palliativist professionals. The follow-
ing points for the good dying are important 3: with
respiratory comfort; without pain; in the presence
of family members; with the wishes fulfilled; with
emotional and spiritual support; without hospital
suffering (avoiding, as previously said, dysthanasia
processes).

It is essential that a harmonious multidisci-
plinary team is present, with as work the full care
of the person through listening and acceptance of
stories, feelings, by using the senses, the look and
feel. People express their final wishes that must be
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met, which are important to provide comfort and
dignity — but those who cannot express themselves
also need to be heard and welcomed.

In Brazil, Menezes writes about the good death
involving four conditions: reducing internal conflict
with death; be in line with the ego; repair or pre-
serve meaningful relationships; meet the wishes of
the person 4. Dying with dignity promotes import-
ant discussions to the present days. Quality of life in
the dying process should not mean incompatibility,
but complementarity with the maintenance of life.

The best care should also involve stopping
within the limits of reasonableness. Many people
ask for executing the possible treatments, because
the fear, when it stops them, is that when care is
left. It is important to set priorities, take care of
symptoms, if the cure is not possible, avoiding sur-
gery or invasive treatments that do not bring bene-
fits. The goals of palliative care is quality of life, relief
of pain and other symptoms, maintenance of con-
sciousness and dignity at end of life, composing the
contemporary ars moriendi *.

Care involves particularization, understanding
of the meaning and personal senses 2. Pain and suf-
fering have individual and cultural connotations. We
live in a society that cannot stand to see and deal
with the suffering that needs to be eliminated im-
mediately, even if it is necessary to dope the patient.
Caring is not only eliminating symptoms, but provid-
ing relief, comfort and well-being °.

Pain and suffering can become intolerable
when there is fear, misunderstanding or depression.
The art is to find a channel for their expression. Suf-
fering must awaken in the professional the desire
for caring, empathy and compassion; leading to es-
trangement, indifference or technicality, it means
that something is wrong 3°. For caring one must let
themselves to be touched, open the sensitivity an-
tenna to capture the signals emitted by those who
are under their care.

It is necessary to perform the differential diag-
nosis of depression, which should not be naturally
associated with the dying process. Dying role 34 in-
cludes physical and psychological burdens that need
to be cared for — sometimes they are ignored by the
physician and society.

For this reason, a therapy related to dignity, in-
cluding tasks is proposed for this phase: blessing their
beloved ones, spreading life wisdom, resuming and
reviewing meaningful relationships, remembering
and sharing stories and memories of life. It is an in-
timacy with death, as proposed by Hennezel in her
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book Intimate Death *°. Some people never enter in
this paper, in a culture that denies death. This is not
about accelerating death, but respecting it. Prevent-
ing it by invasive treatments can be regarded as a se-
rious side effect of medical approach.

People with existential maturity can reach
peace and die with tranquility, possibly in palliative
care programs, in a process of acceptance of fini-
tude. Those who do not accept it ask the continuity
of invasive treatments that prolong life, causing suf-
fering for themselves and family. Respect for human
dignity, however, implies understand and meet the
needs of each one.

More than science or law, discussions about
dying seek to understand what human dignity is. A
life driven by principles and values should end with
them. Good care is always linked to a tuned and har-
monic multidisciplinary team of which the psycholo-
gist is an integral part. The institutionalization of the
good death is in palliative care programs, a counter-
point to an overly technical medicine or abandon-
ment of the “nothing to do”.

Death with dignity is the goal of palliative care
programs. One seeks to facilitate patient autonomy
in making decisions about their life. One resumes the
concept of good death without pain, with respect to
the wishes of the patient, establishing channels of
communication with family and health professionals.

The kalothanasia is related to the good death
in palliative care programs, emphasizing aesthetic
and ritualistic aspects. According to Floriani 3, or-
thothanasia is the right, correct and on time death,
kalothanasia adds cultural and aesthetic aspects to
the correct death, considering the emphasis of the
active participation of those who are dying, with the
distribution of goods, presence of family members
at the time death, farewell scenes, among other im-
portant values to ensure a good death in the per-
spective of patient. The term kalds refers to beauty,
aesthetics and dignity at end of life journey with no-
bility, virtue and meaning..
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