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Abstract

Child death is a difficult issue to deal with, even for healthcare professionals. This paper discusses the atti-
tude of health professionals on the child patient with a poor prognosis and its communication. A narrative
bibliographic review with national and international articles besides book chapters on the themes of death,
children patients with terminal illnesses, breaking bad news and poor prognosis was made. It was observed
that a more emphatic communication, considering and validating the emotions of the patient, tends to bring
better results. It was noticed that many professionals feel stressed and have difficulties dealing with this kind
of communication, which can be overcome by professional training and early contact with such discussions.
Keywords: Death. Terminally ill. Prognosis. Child.

Resumo
Comunicagao de progndstico reservado ao paciente infantil

A morte de uma crianga é um assunto dificil de ser abordado, mesmo para equipes de saude. Este trabalho
discute sobre a postura do profissional da saude diante da necessidade de comunicagdo sobre um paciente in-
fantil com progndstico reservado. Para tanto, foi realizada revisdo narrativa de artigos nacionais e internacio-
nais, além de capitulos de livro sobre os temas morte, pacientes infantis com doengas terminais, comunicagdo
de mas noticias e progndstico reservado. Observou-se que uma postura mais enfatica, atentando e validando
as emogdes do paciente, costuma trazer melhores resultados. Encontraram-se também estresse e dificuldade
de muitos profissionais em lidar com esse tipo de comunicagao, o que pode ser contornado com capacita¢do
e contato mais precoce com tais discussées.

Palavras-chave: Morte. Doente terminal. Progndstico. Crianga.

Resumen
La comunicacién del prondstico reservado al paciente infantil

La muerte de un nifo es un tema dificil de abordar, incluso para los profesionales de la salud. En este tra-
bajo se discute la actitud del profesional de la salud ante la necesidad de comunicar al paciente infantil con
prondstico reservado. Para este fin, se llevd a cabo una revisién narrativa con articulos nacionales e interna-
cionales, ademas de capitulos de libros sobre el tema de la muerte, pacientes infantiles con enfermedades
terminales, comunicacién de malas noticias y prondstico reservado. Se observé que una posicion mas enfati-
ca, teniendo en cuenta y validando las emociones del paciente tiende a traer mejores resultados. También se
encontro el estrés y la dificultad de muchos profesionales en el manejo de este tipo de comunicacion, lo que
se puede superar con la formacién y el contacto temprano con tales discusiones.

Palabras-clave: Muerte. Enfermo terminal. Pronéstico. Nifio.
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Communicating of poor prognosis to child patients

The contact with death often difficult for pa-
tients and even to the health team, arousing their
anguish, helplessness, guilt and denial, which can
often interfere with the professional / patient rela-
tionship. Such difficulties increase when the patient
is a child, which intensifies dilemmas and questions
among these professionals. On the one hand, the
team has the urge to save the child from suffering,
to be a painful and difficult process. On the other,
there are professionals who advocate open dia-
logue, citing the need for the children and their fam-
ilies organize themselves psychologically, elaborate
rites, performing last wishes and desires, and the
right to know the truth.

According to religion, culture or family tradi-
tion, each person believes, gives meaning or cre-
ate a different representation for death. Are them
charged embodiment, qualities and shapes. Death
can be seen as loss, breakage, disintegration, de-
generation, or also as allure, seduction, delivery,
rest and relief. Can be defined as the state in which
the signs of life, as consciousness, breathing, heart
activity and reflexes, cease, but all these vital func-
tions can be replaced by machines, prolonging life
indefinitely. Thus, the dying process is completed
when there is destruction of organs and cells as
brain and eyes .

Despite being a common phenomenon, our
unconscious can not create the end of the image of
our lives, that is, for him, can only be killed, but nev-
er die of natural causes or old age. Therefore, death
is represented as something bad, fearful that leads
us to reward or punishment 2. Freud says that, in
fact, it is impossible to imagine our own death and,
whenever we try to do it, we can see that we are still
present as spectators [...] no one believes in his own
death, or saying the same thing in another way, in
the unconscious every one of us is convinced of his
own immortality 3.

Human beings throughout history, seeking
immortality, challenging and trying to overcome
death. Trying to escape the terminally situation, al-
though they know that one hour will pass through
it. Still, life goes on, trying to postpone this meet-
ing, avoiding think, speak or ask questions about the
death while one is not forced to face it. But before
the inexorable, would not be wiser to face and think
about death? It would be much simpler, and less
fearful if we could admit the possibility of his own
death?*

What is sought is not only eternal life, but
eternal youth, the pleasures, strength, beauty; not
eternal old age, with losses, ugliness and pain. The
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detachment about death that prevails increasingly
in society is strengthened by the cult of the body.
With the commitment to achieve the ideal body, the
aesthetic dimensions and health, the human being
leaves no room for that death will enter in your daily
life, as this consciousness brings a sense of fragility
and shows human vulnerability .

So even being aware of their finitude, many
people act as if death did not exist, establishing
plans for the distant future in an attempt to ignore
that are deadly. Such cultural and psychological de-
vices protect us from the fear of death and are used
as defense mechanisms of denial, repression and
displacement ®. Although should not live thinking
only in death, human beings need to face her, even
to cherish life .

This work discusses the health professional at-
titude towards child seriously ill patients with a poor
prognosis, and the communication of this state to
them. After reflection, indicate subsidies to health
professionals to deal with these issues in their daily
lives with the child patient with terminal illness.

Material and method

We conducted a literature review to support
narrative stage of practice in health psychology in a
pediatric unit, they were selected from exploratory
search, 16 national and international articles, and
book chapters and other documents of interest,
dealing with the problem raised. From the catego-
ries identified after reviewing the material, were
discussed important aspects of the approach to the
child, such as age, psychological and behavioral con-
ditions, both the child and the family, taking into ac-
count their perceptions, idealizations and maturity
level of cognition, among others.

Results

The results are arranged in topics in which will
be presented to death and their representations,
meanings, fears and beliefs in order to afford to
weave reflections and closing remarks.

Attitudes towards death

Death is always present, some rituals are part
of it, and in some cases there is a belief immortality,
regardless of awareness that death is real and nat-
ural. Each group, according to the season, culture



and the place has rituals to avoid death that end up
serving protection, as a language, amulets and talis-
mans. Signs and symbols are transmitted by various
materials, and sacred behaviors also serve to immu-
nity from death, as prayer and fasting *.

The representations of the human subject to
create death vary over time. Aries considers that, in
the Middle Ages, for example, death was “tamed” as
it was seen as a natural part of the evolutionary pro-
cess of all beings. The moment was expected in the
bed, as public ceremony, where relatives and friends
gathered in the sick room, disaffected came to ask
forgiveness or be forgiven and ecclesiastical bless-
ings were granted. The rituals were performed with
expressions of grief, sadness and pain. The greatest
fear of the patient was dying suddenly, without re-
ceiving homage from his loved ones °.

Currently, however, is not common this rela-
tionship with death. With the advancement of med-
icine, most people die in the hospital, it is the place
where you expect to receive the most appropriate
care. This family away from the bad aspects and
the disgust of the disease. Relatives are also further
away, so do not bother the sick and not hinder the
work of doctors. It, is what Aries > called inverted
death. It is the shameful death, hidden, what hap-
pens, but goes unnoticed, as if nothing had hap-
pened. It is no longer considered as the natural
end of life, but as failure, which reveals impotence,
and thus is shameful show it. For this, are also used
drugs that hide the disease, suffering, and produce
death in silence.

Fear of death

Despite various cultural views, death in many
people generates fear, apprehension and dread.
Fear, with its various aspects and dimensions, is
the word most psychologically well placed when it
comes to death. In addition to the fear of the own
finitude, there are fears the unworthy death, hid-
den, and prolonged suffering, pain, alienation and
abandonment. The current society excludes the
death as a form of protection, and the human being
was deprived of his dying process size the degree of
invasion of privacy 1.

For some people, death is seen not only as the
end, but also as a loss of consciousness or control.
Fear is associated with loneliness, separation, judg-
ment by the attitudes when in life, there is the fear
of the strange, the unknown, and fears related to
people who are, objectives and plans unrealized.
According to the personality and personal history,
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each fears an aspect to think about death itself, and
is currently appearing a lot of insecurity and uncer-
tainty. Regarding the fear, Carvalho © lists:

e fear of dying: fear of suffering and personal in-
dignity;

e fear of what comes after death: fear of judg-
ment, divine punishment and rejection;

e fear of extinction: unknown threat, fear of finitu-
de, of ceasing to exist, to be forgotten;

e fear of dependence: fear of losing autonomy,
control, depend on other people to do some-
thing that was alone;

e afraid of what will happen to the family: fear of
suffering that the family will face, think about
how they will survive without the loved one;

e fear of not accomplish personal goals: fear of
dying early, not to complete something that was
planned or desired;

e fear of pain: fear not stand the pain, to be some-
thing very bad and painful, and not be careful,
do not be accepted for pain relief.

Although not are born with fear, its manifes-
tation begins in infancy. Early on, the child comes in
contact with gradual death, through family experi-
ences and, later, of his social circle. Before it was not
believed that children were afraid of death, not un-
derstand it and not know it. However, the fear may
arise at the time deny children’s parents vital im-
pulses, and thus children who are suffering a greater
negative experiences anxiety towards death 7.

The human being has the two fears: of life and
death. Not to suffer, some people choose to not
feel afraid to let go, of being, of life. To live is to risk,
and it is natural to go through situations that not all
times will please, that will not always be expected
or desired. Why fear death and the enormity of life,
the human being ends up creating a protection and
leaves to live it. This fear can be deadly if power-
ful and restrictive, and so the person ceases to live
thinking about not die .

Terminal patient

The term “terminal patient” is widely used in
the literature to refer to people who had changed
from the extension of their disease, with symptoms
and varying levels of intensity. Conveys the idea,
both for people in general and for health profes-
sionals, that nothing more can be done to overcome
the disease, so that the patient can die at any mo-
ment. The patient realizes that his life coming to an
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end usually live extreme concern and anxiety about
impending death and often tries to demonstrate to
others that is “strong” and can accept death without
fear, treating the situation calmly and tranquility,
even to save family members who are also worried
and distressed ’.

It is almost impossible to distinguish when a
patient ends the therapeutic procedure and starts
palliative, especially when it comes to children. But
the goals of short, medium or long-term treatment
should be established between the patient, profes-
sional and family, so it is not as impressive transition
from aggressive procedures for palliative care °.

The terminally ill patient goes through many
losses, considered as symbolic death, being part
of the grieving process, which involves feelings of
sadness, fear, anger and resignation. In addition, it
becomes strange to himself, losing autonomy, their
points of reference, and this makes the recognition
of signs of other people become essential. With the
approach of death, there is the risk of symbolically
kill the patient before he dies, taking his will, his de-
sires and the need to talk about what you want and
feel and eliminating its integrity as a human being.
He needs to talk of pain, not only physical but also
emotional: one that only he has property and right
to express °,

However, because death is still taboo, the
subject is avoided between patient, family and pro-
fessionals. It is believed that talk about the subject
can increase pain and suffering, depressing the pa-
tient. So often, the family, even with aspects of grief,
pretends to be all right with the patient, and this,
although it has many symptoms and suspicious of
your state, try to avoid worry the family. This situa-
tion is very common, but exacerbates the suffering
for both parties. This may also occur for only one
side, as when the patient does not know about your
state because you are withheld information by fam-
ily option. The situation is reproduced also in re-
verse, when the patient knows, but tries to save the
family, to avoid suffering and farewells 2.

Many patients in advanced stages of the dis-
ease, even without them said anything, know that
they will die and talk about death for messages,
signals and gestures. Therefore, mutual listening is
always important, communication with the patient,
so that their wishes and desires are met when possi-
ble, which reduces the anxiety, suffering, and brings
tranquility to the patient.
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Children facing death

Such care terminal patients are even more del-
icate when it comes to children, because depending
on cultural and age factors, each will have unique
understanding of death. Thus, it is for the health
professional when confronted with this situation,
also pay attention to the child’s cognitive maturity.

Relate the concept of death with the following
cognitive structures: children 1-3 years do not have
the capacity to draw up a formal concept of death;
between 3 and 5 years, have no notion of death as
final and can associate only to sleep or separation,
and the perception of death as something tempo-
rary, gradual and reversible; between 5 and 9 years
may see death as a personality, as someone who
comes for the dead person and is already perceived
as irreversible, but not universal **.

Especially from 8 years, the child is able to
develop a sense of his own death, which revolves
around physical loss. Death is the final separation of
the body. And children between 9 and 10 years un-
derstand death as closure activities occurring in the
body, leaving the vital behaviors, considered univer-
sal and natural phenomenon. The understanding of
health and disease, its onset and healing, matures
with age and the experiences that the child spends **.

According to Torres *, there are three levels of
death concept related to periods of cognitive devel-
opment presented by Piaget:

(a) pre-operational period: not distinguish animate
and inanimate beings, do not deny death, but
not see it as something definitive and irreversi-
ble;

(b) period of concrete operations: can distinguish
between animate and inanimate beings, but do
not give logical answers of death causality; per-
ceive it as irreversible;

(c) period of formal operations: recognize death as
universal, give logical explanations of causality
and define it as part of life.

Despite the seemingly naive, children have
great capacity for observation and perception of
everything that happens around him and his inner
world. May have anxiety attacks, which are present-
ed hidden in the form of symptoms, or expressed
in words. However, children demonstrate fear of
death, especially nonverbally, often with games,
drawings or mime, expressing his most painful fan-
tasies. These forms of communication also respond



to different possibilities of maturation and develop-
ment and should be taken into account, as indicated
Freud, quoted by Aberastury 2.

Faced with children of varying ages, including
newborn, which make up a complex reality that is
added to the specifics of palliative care, which set
out different care and treatment, whether at home,
hospital or hospice. Some children, usually in com-
plex chronic conditions, die in hospitals; other, with
genetic, congenital, neuromuscular and metabolic
diseases, more often die in their homes. In all these
situations, the child terminally ill may experience
grief in advance, due to his increasing isolation, loss
of function, withdrawal from social life and living at
school and with friends 7.

Ultimately, the problem of child about death is
the ultimate separation from the body, as it has di-
rect and close contact with your body, realizing thus
the deterioration that the disease causes them. Be-
sides the fear of death, fear suffering and the treat-
ment they face or are already facing. These fears are
exacerbated by the fact of having to go through con-
stant separations of families, especially in hospitals,
away from home, the known, welcome to the place
and people can give you all the time 2,

Thus, we see the harsh reality imposed on
the child to get in palliative care. In this reality, life
and death set is very difficult because, in their per-
ception, death is no movement, no expression, no
longer exists, interruption of vital functions. But, as
mentioned, for some children, death can also be
something reversible, which can be “fixed” or bro-
ken, a fact that can be seen in contact with pediatric
patients. Still, in these cases, contact with death is
accompanied by pain and grief, at which time the
child processes your losses, cry, despair and then
just conforming, as well as in adults 2.

Besides the peculiar understanding of each
age group, there are several other factors related
to children’s reaction to the death, such as stress,
physical pain due to illness, separation anxiety due
to hospitalization, aspects of personality, experience
and quality of their parental relationships 2 . Other
factors to consider are varied explanations about
death to a child in the most diverse cultures and
families, as there is wide variety of beliefs. Some of
them talk about reincarnation and divine intentions,
and others focus irreversibility of ideas of death and
the process of natural causes. Regardless of how
the process of death is taught, the important thing
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would be to talk about death with the child because
it facilitates their understanding from an early age,
leaving it ready when you have to approach it .

The health professional and the poor progno-
sis in children

The human being does not tend to face death
simply, only when forced to face it, so all we should
make it a habit to think and reflect on death and
dying, for when we are faced being more prepared
and not feel the extreme fear that this situation may
cause us. This serves both to reflect on your own
death, and upon the death of the other. However, of-
ten these reflections do not occur throughout life, or
vocational training and the theme of death itself aris-
es only when this is reality because of a serious acci-
dent or illness. This is also occurs when the patient
is informed of a terminal illness that ends the raising
awareness of their possible deaths of more scary.

The communication of difficult prognosis is also
a clinical decision that requires professional reflection,
deliberation and reflection . Studies show ** intense
experience of stress by doctors before and after this
time, extending in some cases for more than three
days. When the diagnosis in question is cancer re-
search ** points difficulties of clinical oncologists and
surgeons in communicating the diagnosis because
they feel a lack of ability on the symbolic weight and
fantasies related to this disease.

Still referring to this clinical picture, this family
of more frequent way it is observed that in other
diseases, often establishing protective relationship
with the patient, trying to spare him the suffering
caused by the treatment and the evolution of the
disease . This also occurs because it is not only the
risk of death that scares the family, but the suffering
resulting from treatment, as side symptoms, conse-
quences, secondary diseases and late effects *°.

In these circumstances, the patient’s life with
terminal illness can last for months, and ethical con-
flicts arise about the proper use of truth in commu-
nication: whether it would be a positive action to the
patient, or the most prudent would be a paternalistic
attitude that would interfere with patient autonomy
and to protect him, since there is the fear that the
knowledge of the psychologically difficult to predict
desorganize and interfering with the proper conduct
of the case Y. In fact, there is an emotional impact
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of the communication of bad news, but in the same
way that there can be negative (such as confusion,
suffering and resentment), if done properly, with
skill and sensitivity, can provide better driving treat-
ment ¥ |n this scenario, a recurring question is
how and when discussing a child with the difficulties
of treatment and terminal iliness of their disease %°.

Given this social interdict, which seeks to stave
off death and suffering, hide them and avoid talking
about, the health professional must be prepared to
address the issue when inevitable or even necessary
to discuss treatment. Therefore, beyond the partic-
ularities of each child, need to think in the factors
involved in each decision and its implications. How-
ever, given the difficulties highlighted previously,
most professionals prefer to communicate only to
parents, offering the child only part of the informa-
tion. So the family is often the decision maker to tell
or not, making an agreement for the patient to die
without knowing who will die, even if the body is
emitting death signals 2.

Some authors 7 point to the loss of a child as
the most dramatic event that a human being can
experience. This type of situation ends up interfer-
ing in family dynamics, passing through moments of
hope, fear, guilt, despair, denial and anger 2?, which
in turn affects the professional relationship with the
patient, either by an absence or excess interest 4.
provided parents, many prefer to hide the truth be-
hind a supposedly cheerful countenance, believing
be benefiting the child, but most of the time this
sees reality and seeks pretend too, trying to save the
family. This makes it more difficult to communicate
and prevents a greater clarification regarding the
disease, affecting family and patient 2.

In many cases, it is observed that, in clini-
cal practice, before the concealment of death for
adults, the small child can react with self-destruc-
tive actions such as rejecting food, sleep disorders,
accidents, falls, injuries, signs and symptoms that
progressively lead to physical and psychological de-
terioration, which may go unnoticed.

There are also cases where children are re-
moved by family members as a way to protect them
from the weight of death. But when the child realizes
that there is something wrong, it can be suspicious
of adults who avoid your questions and suspicions,
seeking ways to please them, distract them, making
their wills or even buying them gifts. However, the
child’s observation capacity is very large, and she
manages to capture what happens to be around.
Thus, the lie or omission of facts in these cases is
the worst way to try to protect her.
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In addition to this growing distrust also runs
up the risk of the child discover the truth, which will
result in irreversible lamentations, wrapped in fear,
mystery and trauma 2. Thus, the Trust is break she
had in adults. Often, children are asking questions,
in fact, clarification or confirmation of something
they already know, and the omission of the truth
may cause the child the feeling of being deceived,
or who consider it too naive, and this is harmful be-
cause it causes deep sense of loneliness 2.

On the one hand there are cases of avoidance
of the truth protection, on the other there are cas-
es in which ** family members move away from the
patient, leaving him in direct contact with the doc-
tor in charge. Thus, when dealing with patients in
these conditions and their families, especially when
the patient is a child, it is for the professional to be
prepared to communicate properly and motivate
families to participate actively in treatment when-
ever possible.

From an ethical point of view and moral Aber-
astury 12 believes that the truth must always prevail,
however difficult they are the news and the person
who should be informed. There are two rules to be
respected before the revelation of the prognosis:
the truth should not be presented in a cruel and as-
tonishing way; and the lie must be banned at this
point because, although it is often charitable and re-
assuring, it decreases the professional authority and
undermines the confidence placed in him. In this
sense, Pinto 2* warns that lying attacks the child’s
thinking ability and leaves harmful brands in its de-
velopment, although counted under the assumption
that deny the pain you can cancel it and thus cause
positive effect of short-term.

This is, again according to the same author %,
because adults fear, more than children, the confron-
tation with death, since design them your children’s
party who fears death and rejects the knowledge of
the truth. Thus, the loss of control of fear takes care of
everyone, including the child, which can react regress-
ing to earlier and early stages of development, marked
by dependence and need for family protection.

Despite this reality, one must understand that
talking about death can relieve and help the child
develop their losses. For the professional inform
some news, you must understand how children of
a certain age understand the health-disease process
and know what is the best way to provide them with
information %,

According to Kiibler-Ross 2, the most important
in medical communication is to convey to the patient



and the family always the truth and security that will
not abandon them, stating that it is a battle that will
face together - physicians, patients and family - giv-
ing no importance for the final result. This commu-
nication is essential because patients and families
come to feel more confidence in the doctor and help
you face more calmly this time. It is also important
to talk about death with the patient in an open and
clear way, through a debate, allowing the total ne-
gation patient or talk about fears and concerns that
are facing. It is the patient’s choice into the matter or
not, but it is important that the professional is open
to it. About family, Constantine and Hirschheimer °
show the need for the health team to pay attention
to physical, affective and emotional comfort of the
patient and his family. Espinosa et al V7 state that par-
ents or guardians must have good interaction with
the doctor and, where possible, include children in
decision-making and to see that steps are taken to-
wards a worthy experience of illness.

As regard to the sincerity of the health profes-
sional about the prognosis, Piva and colleagues ?°
also recommend careful dialogue, adding that treat-
ment should be centered child welfare and the in-
volvement of the family, while the team driving an
open dialogue. One should take into account an indi-
vidual child, respecting his moment of development,
your chances of intellectual apprehension, their de-
mands, their “time” and your wishes 2. Each child
has a reaction that varies according to their level of
understanding and maturity: the older, larger, com-
plex and realistic is his understanding 2.

Pinto 2* adds that the demand for these chil-
dren is for attention and affection, need opportuni-
ties to talk about their fears, anxieties and fantasies
about death. In this sense, Barbosa, Lecussan and
Oliveira 8 suggest that is recommended and indis-
pensable participation terminals children in some
therapy, either individual or collective.

In this regard, the American Academy of Pe-
diatrics 2 recommends a always direct, clear and
realistic with parents, involving, where possible,
the child in the discussions. This, in turn, should
be encouraged to talk about their feelings of fear,
sadness, loneliness and guilt. In Brazil, the debate
on the duty to report or not the prognosis can be
extended, taking into consideration that the Statute
of Children and Adolescents (ECA) reinforces the
right to freedom, dignity, preservation of identity
and autonomy, ensuring for their dignity, personal
space and physical, mental and moral. Your article
18 says: It is the duty of all to watch the dignity of
the child and adolescent, preserving them safe from
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any inhuman, violent, terrifying, harassing or em-
barrassing .

Also in Brazil, the Resolution 41/1995 of the
National Council for the Rights of Children and Ado-
lescents (Conanda) deals with the rights of children
and adolescents hospitalized, prepared and submit-
ted by the Brazilian Society of Pediatrics, reinforcing
the protection of rights life, health, to be accompa-
nied by parents or guardians during hospitalization,
as well as to have a dignified death. We highlight the
Article 8 which refers to the right to have adequate
knowledge of their illness, therapeutic care and
diagnoses to be used, prognosis, respecting their
cognitive phase, and receive psychological support,
when necessary .

However, before the recommendations to be
open dialogue and stress experienced in contact
with death, communication can be a major chal-
lenge for health professionals *>178, Studies point to
the existence of concern to physicians be empathet-
ic while indicate difficulty in dealing with communi-
cation difficult prognostic .

Therefore, several authors make recommen-
dations 413182030 to assist in the communication
strategy of difficult news to patients and families.
We pay special attention to the Spikes *® protocol,
which stands out for its emphatic use of empathy
and the care with understanding and feelings of pa-
tients 3L, It is defined by its authors 8 as approach to
strategy, not script to be followed categorically that
highlights the most important features of the bad
news and suggests methods to deal with the situ-
ation. The letters appointing the protocol relate to
each strategy:

S - setting (context / environment): prioritize
place to ensure privacy, such as room or bed with
curtains; communicate the patient in a situation
where it is properly sanitized and dress, addressing
the attentive and calm manner;

P - perception (perception): see if patients ad-
equately understand the symptoms and, if neces-
sary, provide further explanation before you report
the news;

| - invitation (invitation): inviting the patient to
dialogue, respecting their right to know or not know
the disease and prognosis;

K - knowledge (knowledge): before passing
the prognosis, prepare the patient for what he shall
hear, talking quietly, transmitting information grad-
ually, avoiding breaking the news of sudden way, al-
lowing time for it to prepare psychologically;
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E - empathy (empathy): listen to him and try
to identify and embrace emotions, validating their
feelings;

S - strategy and summary (strategy and sum-
mary): check what was understood, summarize the
information and give you opportunity for questions
and clarifications, before talking about the possible
treatment strategies.

Although there are proposals such as Spikes #
protocol, they are not always known or used, as
shown in the literature 1%, often for little contact
or concern with the possible reductionist systemat-
ic procedures. It is also reported lack of investment
in skills enhancement for communication in under-
graduate medical curricula 3. According to studies
by Perosa and Ranzani 25, 48% of the physicians
discussed the matter at graduation, and only 30%
reported having received specific training. Knowl-
edge of appropriate communication strategies can
be acquired through appropriate training, so it is
recommended to invest in it in undergraduate and
continuing education programs 422, The methods
of learning, studies ¥ suggest the use of drama as
it allows training in a protected environment, er-
ror-prone and learning from our difficulties and fail-
ures. In addition, studies with Spikes protocol, which
can be used as a reference in drama, are in favor
of an approach to professional early, enabling him
properly for reporting bad news 32,

In addition to these care in the formation of
health professional, it should be noted the impor-
tance of dialogue with other areas of knowledge
and other members of the multidisciplinary team
who have specialized training in emotional and
subjective aspects, especially psychiatrists and psy-
chologists, favoring the overall care the children and
their families 3¢, indispensable resource for taking
joint decisions and resolving ethical conflicts.

Final considerations

Says the adage that death is the only certain-
ties. Still, it is subject often avoided and almost
ubiquitous in serious illness and hospitalization,
especially with difficult to predict. Even for teams
accustomed to dealing with this reality, communi-
cation is a challenge, since the subjectivity before
death varies according to religion, culture, society,
family tradition or personal experience. These diffi-
culties in establishing an appropriate dialogue often
marked before children. Thus, this research aimed
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to discuss the attitude to communication to children
critically ill patients on difficult and terminally pre-
dictions.

The fear of death brings with it many other
fears. It is feared suffer, lose dignity, control and au-
tonomy, having to depend on other people as well,
according to religious beliefs, the fear of postmor-
tem events as divine judgments and punishments.
For children, there are other variables to the sub-
jective experience of terminal illness, such as life
history, how these issues are addressed previously
by parents and cognitive abilities to understand the
phenomenon of death.

Each child has a specific universe, with the
health professional to prevent certain types of stan-
dard procedures for certain medical diagnoses. On
the one hand, there is the interest in protecting the
child patient, mentioning only promises of healing
and omitting important information about the treat-
ment of their difficulties, or even the risk of death.
On the other, there are professionals who bolster
the idea of a free speech, free of obstacles, argu-
ing with the child openly about the disease and its
prognosis. Such a stance that values truth, is strong-
ly encouraged, provided that take due care. It is
recommended to listen first, seeking to know the
children and their families, taking into account the
child’s understanding about their clinical, emotion-
al maturity, cognitive maturity and cultural factors.
Many may, in some way, already be in contact with
his death, within their limitations, without having
voiced it, and may even be in the grieving process,
with intense emotional and psychological distress.

Despite careful to have empathy and proper
etiquette when communicating bad news, many
professionals report difficulties and stress present
in these situations. This, as observed in studies, can
best be overcome by recent research recommen-
dations, strategizing, like Spikes 15 protocol, and
implementation of training for specific skills in un-
dergraduate and continuing education courses.

Health professionals already formed, it is rec-
ommended to seek training if they feel is unfit to
handle this type of event. They can also count on
the support of psychiatrists and psychologists, who
could assist in the overall understanding of the pa-
tient and the development of strategies to realize
the communication.

Understanding children’s experience and his
family before the disease helps them cope better
and to intervene in this reality, bringing more quali-
ty of life and preserving the dignity of child patient.
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