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End-of-life care in children: the Brazilian and the
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Abstract
Objective: To analyze the medical practices and the end-of-life care provided to children admitted to pediatric
intensive care units in different parts of the globe.

Sources: Articles on end-of-life care published during the last 20 years were selected from the PubMed, MEDLINE
and LILACS databases, with emphasis on studies of death in pediatric intensive care units in Brazil, Latin America,
Europe and North America, using the following keywords: death, bioethics, pediatricintensive care, cardiopulmonary
resuscitation and life support limitation.

Summary of the findings: Publications on life support limitation (LSL) are concentrated in North America and
Europe. In North American pediatric intensive care units there is a greater incidence of LSL (~ 60%) than in Europe or
Latin America (30-40%). These differences appear to be related to cultural, religious, legal and economic factors. Over
the last decade, LSL in Brazilian pediatric intensive care units has increased from 6 to 40%, with do not resuscitate
orders as the most common method. Also of note is the low level of family participation in the decision-making process.
A recent resolution adopted by the Federal Medical Council (Conselho Federal de Medicina) regulated LSL in our
country, demystifying a certain apprehension of a legal nature. The authors present a proposal for a protocol to be
followed in these cases.

Conclusions: The adoption of LSL with children in the final phases of irreversible diseases has ethical, moral and
legal support. In Brazil, these measures are still being adopted in a timid manner, demanding a change in behavior,
especially in the involvement of families in the decision-making process.

J Pediatr (Rio J). 2007;83(2 Suppl):S109-116. Death, limitation of life support, pediatric intensive care, medical ethics.

Introduction The technological advances in medicine have made it
possible to save the lives of critically ill patients as long as

The second half of the twentieth century saw enormous there is some chance of reversibility. Nevertheless, for those
medical advances, resulting in an increase in life expectancy, patients with no possibility of recovery, the use of curative
but also bringing new ethical, moral and economic issues, in measures, in addition to being expensive with no benefit, end
consequence of exaggerated use of technological resources up causing only pain and suffering. In such cases, by
with terminal patients.! prolonging life, medical technology makes the process of
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dying slow and painful. The major challengeis to define which
patients will benefit from full technological support. In other
words, to distinguish between those whose conditions are
potentially curable, from those for whom, due to the
irreversibility of their course, therapeutic measures are
useless, classifiable as futile.?

This identification of irreversibility is particularly difficult
with children. Since pediatric intensive care unit (PICU)
mortality rates in oscillates between 5 and 15%, there is
every expectation that the great majority of children
admitted will be cured. Therefore, the dominant attitude
within the medical team, irrespective of the severity of the
case, is to adopt measures aimed at saving life. To determine
terminal status in these situations requires a certain amount
of time, to establish with absolute confidence that a child isin
an irrecoverable situation.>

In intensive care units (ICU), the moment of death, in
many cases, is determined by the decision to limit the support
that is keeping the patient alive. Life support limitation (LSL)
can be defined as the process by which the physician either
does not provide or withdraws treatments that will not alter
the final outcome, but are just prolonging the process of
death.*®

The worldwide incidence of LSL is variable and
multifactor, and has exhibited a dramatic increase over the
last 15 years.” Several different studies have demonstrated
that, currently, more patients in ICU die from LSL than aftera
failed cardiopulmonary resuscitation (CPR). Among adults,
the incidence of LSL varies from 40 to 90%, with the
frequency in PICUs being lower.”8

Life support limitation in pediatric practice

It is estimated that approximately 6 million children die
every year worldwide, and many of these will diein a PICU. In
Western culture, the death of children results in an extremely
painful process of mourning. It is, however, intriguing that
this is very little studied or discussed by a large portion of
intensive care pediatricians.®

At least two interlinked factors contribute to the fact that
research publications into death in PICUs should be so few in
number: the low mortality in PICUs (around 10%) and the
high expectation of a cure. The large potential for cure means
that the medical team and the family will only concern
themselves with the quality of death once all possibilities for
recovery have run out.'® It could, therefore, be stated that
definition of irreversibility in children is a more complex
process and one which demands more time.

The maxim thata child “is not justa small adult”is notonly
applicable to pharmacology or medical pathophysiology; itis
also true with relation to end-of-life care. Children’s
relationships with their families and their psychological and
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spiritual requirements differ from those of adults, and this
has an influence at the moment of death.®

Pediatric end-of-life practices are aimed to meet the best
interests of the child and their family. However, in a majority
of cases, the patient does not have the capacity to participate
in the decision-making process. Medical practices during the
moments preceding the death of a child include defining
irreversibility, communication and discussion on treatment
plans, shared decision-making, support for the family and,
definition of palliative care, including analgesia and
sedation.t:1°

The first studies of LSL in children were carried out with
very low birth weight infants. It was only at the beginning of
the 1990s that the first studies into end of life in PICUs were
published in the USA,>** reporting that more than 30% of
deaths were preceded by some form of LSL.

This concern with defining the limits of investment in
pediatric patients has become ever greater worldwide during
the last decade. Currently, the incidence of LSL in PICUs
varies from 30 to 80%, depending on the region

assessed. /81213

Variations between countries in life support
limitation

There are significant differences between countries in
terms of intensive care unit end-of-life practices. These
differences have been well documented in international
retrospective and prospective studies involving adults
children and newborn infants.14-1°
Differences between countries

Several different studies!*1° have demonstrated marked
differences not just between different regions on the planet,
but also within each country, even in the same city.?%:2* These
differences exist in all phases of the LSL decision: from the
initial process to its conclusions, ending with the withdrawal
or withholding of life support treatment.

With relation to decision making, the principal difference
between countries is in the degree of involvement of the
patient and/or their family in the decision-making process.
The question of who should be responsible for this
decision-making is difficult to answer. In a PICU the patient is
incapable of participating in the decision, and the degree of
participation of the family, the medical team and the legal
system in this process is highly variable around the
world.17-2°

The American Academy of Pediatrics has published
guidelines on this theme, defining the responsibility for
taking this decision for the child as lying with the family.22-24
this attitude is fundamentally based on the concept of
autonomy, which is an important principle of medical ethics

and one of the pillars of United States society.2® some studies
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have shown that this directive is not followed in Europe.2® one
of these studies demonstrated that in France it is the doctors
that take the leading role in decision-making. The argument
for this practice is based on the fact that French doctors
believe that the parents of children who are in PICUs had a
compromised decision making capacity because of the stress
they are under. In this case the doctors prefer to protect
parents from a feeling of guilt resulting from taking a decision
at the inevitable end of the life of their child.2® of course, this
paternalistic attitude, which does not consider the principle of
autonomy, is contested by intensive care specialists from the
United States.

Differences between countries also appear at the point of
taking the final decision before death. The incidence of LSL is
highly variable. In the USA, the first study into LSL in PICUs
demonstrated that life support was limited in 32% of 300
children who died,® although this incidence has increased
greatly during the last decade, reaching 60% in some
services.'2” In Europe, withdrawal of life support is more
common in northern countries (47%) than in southern ones,
and families also have greater participation in decision-
making process in the North.*”

In Israel, LSL is rare and, when it does occur is limited to
withholding support, since withdrawal is not permitted by the
religion. In India, support limitation practices vary from
20 to 50% in private hospitals, however, in ICUs in deprived
areas and poorer cities, LSL practices are completely

unacceptable.?28

This large inequality between countries can be explained
by cultural and religious differences that influence medical
practices in different regions, but also by features specific to
each medical team, including their academic training and the
characteristics of the institution where they work, in addition

to economic factors.20:28

The way in which end-of-life decisions are taken also
varies fromone ICU to another. One study in the United States
showed that, after the helpdesk and decision, withdrawal of
support immediately applied. The interval between decision
and action taken is 30 minutes, which is much lower than
interval described in European countries, which is 2
days.'7-18:20 The reason for this may be the way in which the
decision is taken. In the USA, when a decision is taken to
suspend treatment, the doctors immediately take this action
in the presence of the family. In contrast, in a European ICU,
the decision is essentially taken by the medical team, and so
time is needed to communicate and discuss with the family
and prepare them.

Reasons for the different end-of-life practices in
different countries

Despite being easily identifiable, the differences in
end-of-life practices between different countries are hard to
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explain. Cultural and religious philosophical and legal
diversity in addition to the attitudes of health professionals
themselves may all be involved.

Cultural influences

In the USA and Canada, medical practices are founded on
the autonomy of the patient or their family, and this is
profoundly rooted in their culture.?> A North American patient
has the undeniable right to refuse life extending treatments,
and it is the physician's duty to respect this wish. As
mentioned earlier, certain studies have demonstrated that
the European medical attitude is different. French doctors, for
example, play the leading role in decision-making at the end
of the lives of their patients, which is an attitude that is
frequently interpreted as paternalistic.?°-3°

Every patient should have the capacity of self
determination, including the right to refuse when treatment
is considered futile and undesirable. Recently, laws related to
patient rights were adopted in France and Belgium, making
explicit the duty of doctors to respect the right of competence
patients to refuse care, even when their families wish
treatment to be continued.®” these laws apply to
autonomous patients, primarily adult patients with their
decision making capacity intact. There is no reference made
to specific situations for neonates or children and their
families when in pediatric or neonatal ICUs.

Cultural influences have also been assessed in neonatal
ICUs.'® research carried out with neonatal intensive care
specialists found that the frequency with which ventilatory
support was withdrawn was greater in Holland, the United
Kingdom and Switzerland, intermediate in France and
Germany and lower in Spain and Italy. Only in Holland and
France did a substantial number of doctors admit to
administrating drugs in terminal cases with the objective of
hastening the death of the patient. The doctors who most
agreed with the idea of maintaining life at whatever price
were those in Hungary, Estonia, Lithuania and Italy. Those
who most considered quality of life as a priority for
decision-making were from the United Kingdom, Holland and
Switzerland.

Ethnic influences

Undoubtedly, culture is not static, and, even in well
defined ethnic groups there may be significant differences
depending on country of residence, sex, age, education,
social circumstances, generation and assimilation of a host
country's culture.>'® Stereotypes and generalizations are
almost always wrong. For example, significant differences
can be observed in the style of end-of-life decisions between
Japanese living in Japan, Japanese living in California but
speaking only Japanese ("partially westernized Japanese”)
and Japanese who speak English ("westernized Japanese").
Itisinteresting to note that the degree of assimilation into the
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western culture (here measured by the fact of using English
as the dominant language) influence the type of decision
taken.

Religious influence

The physician's religious background also has an
influence on end-of-life decision-making. Research has been
carried out in Europe demonstrating that Catholic doctors, in
contrast to Protestant and agnostic ones, find the most
difficulty with withdrawing or withholding treatment at the
end of life.'> However, it is extremely difficult to separate
religious background from other influences. In regions where
the religion is Islam, LSL practices are not permitted.
Similarly, the Jewish religion does not permit the withdrawal
of life support.

LSL in South America

There have been few studies in South America with strong
methodology that have studied LSL practices in PICUs.
Medicine in South American countries is characterized by a
strong paternalistic component, as in the South of Europe.
Associated with thisis the traditional concept that life must be
maintained at whatever price, which still remains rooted in
civil society and medical practice in these countries. There is
no tradition of finally winning valuing patient autonomy, and
end-of-life decisions end up being taken by the medical team
based on the concept of beneficence and influenced by the
cultural and moral values of each team of health
professionals.

An Argentine study published in 2003,3! evaluated the
mode of death of children in the PICUs of 16 hospitals and
demonstrated that 65% of the patients were given full CPR
before death and that the form of LSL most frequently used
was the do not resuscitate order. In that study attention is
drawn to the fact that, even after a diagnosis of brain death,
many of these patients continued to receive full care and
therapeutic intervention aimed at maintaining respiratory
and cardiocirculatory functions. Furthermore, the family
participated in the decision-making process in just 5% of
cases.

In Brazil, three studies are very similar to the Argentine
one evaluated the mode of death of children in PICUs. Kipper
published research involving three PICUs in the South region
of Brazil, with a 10 year interval, and demonstrated a
significant increase in LSL (from six to 30%) between 1988
and 1998.2° In 2005, Lago et al.?? and Tonelli et al.,33 in
simultaneous studies, described an increase in the adoption
of LSL in PICUs in the South and Southeast regions of Brazil.
These three studies demonstrated that the increase in LSL
practices has basically been the result of do not resuscitate
orders. In other words, a large proportion of children who
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have died in these PICUs have continued to receive full life
support (even when considered futile) until cardiorespiratory
arrest occurs.

In 2003, Moritz published a study of adults in ICUs in
Brazil, assessing the incidence of LSL preceding the deaths of
155 patients and found 32% of limitation practices. In that
research, in addition to do not resuscitate orders also being
the most common conduct, ventilatory support was not
withdrawn in any cases, with only reduction or suspension of
inotropic drugs being observed.3*

In all of the studies on death in Brazil and South America
the lack of medical commitments to end-of-life care is
evident. Despite the increase in LSL practices during the
period preceding death, do not resuscitate orders are still the
most common mode of death. The majority of studies
attempts to justify this preference, when compared with
northern hemisphere countries, as being related to cultural
characteristics of the region. However, itis difficult to quantify
what extent this is a reflection of religious cultural and legal
traditions of South American countries as to what extent it is
the consequence of a lack of medical knowledge on
end-of-life care, associated with a low level of interest in
offering the patient and their family a more dignified death.
Continuation of treatment considered futile can be,
depending on the situation, considered medical malpractice.®

The creation of end-of-life care protocols

Western countries have developed specific end-of-life
care protocols. The protocols developed in the USA are
different from those published in Europe. It has been
demonstrated that French intensive care specialists do not
apply United States recommendations with respect to LSL
decisions.3>3¢ North American physicians insist on the
participation of the patient or their family in end-of-life
practices, whereas French doctors believe that it is they
themselves who should decide what is best for the
patient.2®:3°% In many Western countries, legal authorities
have recognized end-of-life care as a public health problem.

The great variability in LSL practices between different
countries raises questions on the globalization of bioethics.
Even if it were desirable, it appears to us impractical and
disconnected from reality to develop universal standards and
protocols to guide in end-of-life practice dilemmas which
could be applied in all locations. It should be recognized that
pluralism, the local culture basis, interactions and practices
between patients and professionals can result in different
solutions to the same. Rather than defining the recipe of how
and what to do, it is necessary to know what we are looking
for, i.e., avoid patients with irreversible diseases and no
chance of cure being subjected to treatments that only
prolong their agony.
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Medical attitudes are not always compatible with the
desires of patients and their families, despite wide ranging
discussions of the theme and the publications of
recommendations all over the world. It is of fundamental
importance that each service creates its own protocols based
on global experience, and also on the context and
characteristics peculiar to each institution.

It is important to point out that convergence of protocols
can only involve developed western countries which have
available the same treatments and advanced technology for
intensive care.

Standardization of end-of-life practices

A consensus appears to be developing on what
constitutes good end-of-life practices between professionals
in Europe and North and South America. Standardization of
end-of-life practices in PICUs implies the adoption of a series
of measures and procedures which could generate confusion
and anxiety for all those involved (doctors, families, medical
team etc.). These are complex decisions which involve
cultural conflicts, emotional trauma, the questioning of
personal values and, even, concerns of a legal nature. This is
exactly why every definition or major should be described in
an objective manner, in great detail and in as transparent a
way as possible, with discussion continuing until consensus is
achieved. Therefore, when opting for LSL majors with a
patient in an irreversible state, the objective is that these
measures meet their requirements (to avoid suffering and
futile measures), and also the ethical and moral demands of
all those involved (family members, medical and nursing
team. To this end, definitions must be made and consensus
arrived at on irreversibility, futile measures and palliative
measures.

Detailed descriptions of these definitions and practices on
medical records are both an ethical and legal imperative, but,
above all, they permit a full understanding by all those
involved cleaner.

Doubts of a legal nature

In the Brazilian medical scenario, LSL generated a certain
reluctance of a legal nature, which has now become
unjustifiable with the publication of a resolution by the
Federal Medical Council (Conselho Federal de Medicina).3” in
the considerations of this resolution, it is pointed out that it
fulfills the first article, subsection III, of the Federal
Constitution (“to defend the principle of the dignity of the
human being as one of the fundamental principles of the
Federative Republic of Brazil”) and the 5th article, subsection
III ("nobody shall be subjected to torture nor to inhuman or
degrading treatment”). Additionally, the resolution states
thatitis the physician’s responsibility to diagnose the patient
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as suffering from an illness in the terminal phase. Based on
these assumptions, it defines that:

Art. 1 The doctor is permitted to limit or withdraw
procedures and treatments that prolong the life of patients in
the terminal phase of a severe and incurable illness,
respecting the wishes of that person or their legal
representative.

& 1 The doctor is obliged to explain to the patients or their
legal representative the therapeutic modalities appropriate
in each situation;

§ 2 The decision referred to in the main body must be
explained and recorded in the medical record;

& 3 The patient or their legal representative has the right
to request a second medical opinion;

Art. 2 The patient will continue to receive all necessary
care to alleviate symptoms that cause suffering, and is
assured of integral care, and physical, psychological, social
and spiritual comfort, including the right to hospital
discharge.

Art. 3 This resolution comes into force on the day it is
published, revoking any contrary provisions.

End-of-life care protocols

Once possible doubts of alegal nature have been ruled out
and faced with a patient in the terminal phase of a disease,
there are no further reasons for delaying discussion and
implementation of LSL measures. Each personinvolvedin the
decision making process should be encouraged to participate
respecting each other point of view (the values of the patient
and their family, the medical team and the nursing team. The
need to maintain the process both open and accessible
appears to be central to the issue.

The patient’'s and their family’s participation in
decision-making process is of fundamental importance.®
quality of life should be judged according to the patient’s and
their family’s perspectives, and not according to the view of
the team of professionals who are providing care.
Improvements in the quality of end-of-life care assessed
according to patient perspectives and priorities. Some
studies have been published on this topic, but the literature

remains scarce,3840

Once the process has been defined as irreversible,
decisions should be taken on which therapeutic measures will
prioritize the comfort of child during these last moments of
their life. This is a shared (consensual) decision between the
family and medical team. However, at no point should the
family be placed in a position where they have to deal with the
responsibility of having decided on the death of their beloved
relative. Limiting the life support given to a patient with
irreversible disease is a decision made in accordance with
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medical guidelines, taking into account the beneficial and
collateral effects of each intervention, and also the possible
course of the disease, identifying those LSL practices which
would best meet the child's interests.

Care of terminal patients begins with a search for
consensus within the medical team. Only after everybody
involved is convinced and in agreement with relation to the
prognosis will discussions be initiated on the future actions to
be taken. Very often this process is slow, requiring many
meetings which ebb and flow. Confident patients and their
family members should be kept adequately informed, and
their doubts should be listened to and answered with precise
information.

One of the most frequent errors in this situation is to
discuss LSL proposals without everybody involved being
absolutely convinced of the irreversibility of the process. This
inversion of the progress of discussions can have tragic
consequences, both within the medical team and between
the family and the team, such as a loss of confidence,
fantasies as to the real intention of each medical procedure
and a radicalization of positions, among others. Therefore,
the discussion of possible solutions or decisions should only
be taken forward after understanding and acceptance of the
irreversibility of clinical status. After this, discussions can be
initiated on the conduct and procedures to be employed.

From an educational point of view, we can sum up the
progress of practices when faced with terminal patients in the
following stages:

Initiation of discussion (and definition) of
irreversibility

Discussion should begin and be encouraged within the
medical team. The determination of irreversibility is normally
based on objective criteria (for example, an inoperable
metastasis of the brainstem); on subjective criteria (absence
of response to medication); and even, on intuitive criteria
(previous experience with similar cases. Obviously, the less
objective criteria available, the more difficult it is to reach
consensus within the care team and, the longer it takes to
become convinced. As a result of the criteria adopted, it
should be pointed out that doctors do not always agree on and
acceptirreversibility at the same time.

Only ones consensus has been achieved within the
medical team should an encouraging relationship established
for the discussion of prognosis with the patient or their
representative. How could a family understand LSL practices
being applied to a member of their family if the doctors still
have doubts or do not agree with relation to diagnosis and
prognosis?
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Explaining prognosis

The information provided should be presented with the
maximum precision possible, in an objective manner, with
explanations on the clinical course and potential secondary
conditions which may occur. At this point, actions are not
being decided upon, the patient and/or their family are
merely being presented with the conclusions of the medical
team in the light of the perspective of cure and the
foreseeable future developments. Evidently, the medical
team's arguments will be tested for consistency, reliability
and coherence. They should be prepared to return to the
discussion many times, as necessary.

It is when LSL has been decided on, that the relationship
of confidence between the medical team and family will face
its greatest test. Families and patients will be anxious that
their doctor has a precise serene and assured technical
posture. At the same time, physicians must demonstrate
their solidarity, have a great capacity for listening and be able
to stimulate verbalization of anxiety and doubts.

The extent and impact of the decisions taken at these
meetings demand an environment of privacy, with sufficient
time for families to express their doubts and with a circle of
people restricted to those most involved in the care of the
child. It is inconceivable that such decisions be taken in the
corridor of a hospital or that a doctor may be abruptly
interrupted to deal with another commitment.

Probably this is one of the major reasons that explain the
low level of family participation in the LSL decision-making
process in studies undertaken in Brazil and South
America.2%-31-33 this participation presupposes that the
doctor's time and availability to discuss and re-discuss the
subject many times with the family, but certainly this is
neither an inadequate or disproportional demand. It is
impossible to expect that family will accept a diagnoses of
irreversibility in the case of their child in a passive manner,
without first exhausting all other possibilities.

Identification of end-of-life goals

Once consensus on the irreversibility of the process has
been arrived at between the medical team and the family, a
clear and open discussion is initiated on the medical care
desired and goals for the rest of life.

It is important to recognize that, as death grows closer,
the majority of patients share the same goals: maximum
time with family and friends, avoiding unnecessary hospital
admissions and procedures, maintaining functionality and
minimizing pain.

For children in hospital, it is of fundamental importance to
offer an environment of privacy, which allows permanent
contact with families and is far from the agitation that prevails
in the majority of our PICUs and emergency rooms. At this
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point, laboratory tests, routine procedures and curative
interventions should be withdrawn or their utility or futility
discussed. The medical team should always be receptive to
continue explaining all doubts surrounding each medical
practice adopted.

Developing a treatment plan

Based on diagnosis, progress, prognosis and type of
immediate complications, the physician should clearly and
objectively define what are the palliative priorities to be
adopted. Itis to be expected that the physician will record on
the medical record recommendations considered scientifi-
cally appropriate and which, from a humanitarian point of
view, are fair, and, from a moral and ethical standpoint, allow
a dignified end of life.

If we imagine the example of a patient with widespread
cancer, refractory to treatment and with cerebral metastases
who is being treated in a hospital PICU, receiving analgesia
and IV fluids. The medical record should clearly state that, in
the event of apnea, the medical team, in agreement with the
family, has decided not to initiate mechanical ventilation. Itis
unreasonable that these last moments be replete with
suffering on the part of the child or their family. Therefore, itis
expected that the treating doctor records, also in a clear
manner, the conduct that will be adopted (forexample, “in the
eventof respiratory difficulty, increase herinfusion, aiming to
increase sedation and exclude sensations of dyspnea”).

Situations in which consensus cannot be reached

In certain situations conflict occurs between the medical
team and the family, the relationship of confidence is broken
and positions become radicalized (family autonomy vs.
medical autonomy!). In these cases itis recommended that a
disinterested mediator be brought in, who has experience
and can count on the respect of both “sides”. The head of the
PICU or the head of the service or department or, even, the
Ethics Commission could conduct this conciliation process.

In the majority of cases what occurs is not a loss of
confidence, but a failure of communication during one of the
previous stages. As tension is reduced, the capacity returns
to center discussions on practical aspects that prioritize the
best care for that child with an irreversible disease. Happily,
cases that require judicial rulings are rare in our country.

Knowledge of the philosophical principles alone, or the
application of universal norms in isolation do not guarantee
that ethical decisions in PICUs will be taken adequately. The
correct decision is the fruit of a process that must take into
account the social and cultural context within which it is
taken. It is up to the pediatric intensive care specialist to
encourage and guarantee that all those involved will
participate in this complex decision-making process, aiming
to offer the best end-of-life care possible to their patients.
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