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OBJECTIVE: To identify the prevalence of management plans and decision-making processes for terminal care

patients in pediatric intensive care units.

METHODOLOGY: Evidence-based medicine was done by a systematic review using an electronic data base (LILACS,
1982 through 2000) and (MEDLINE, 1966 through 2000). The key words used are listed and age limits (0 to 18 years) were

used.

RESULTS: One hundred and eighty two articles were found and after selection according to the exclusion/inclusion
criteria and objectives 17 relevant papers were identified. The most common decisions found were do-not-resuscitation
orders and withdrawal or withholding life support care. The justifications for these were “imminent death” and “unsatisfatory

quality of life”.

CONCLUSION: Care management was based on ethical principles aiming at improving benefits, avoiding harm, and
when possible, respecting the autonomy of the terminally ill patient.

DESCRIPTORS: Terminal care. Ethics. Life support care, pediartics. Pediatric intensive care unit.

Technological and scientific devel-
opments in the past few decades have
nourished the growth of critical care
medicine. Improvements in support
therapy have been countless in the
management of organic failure and in-
clude mechanical ventilation, renal re-
placement therapy, vasoactive drugs,
parenteral nutrition, and others. There-
fore, the complexity of the treatments
has expanded, and other possibilities
are avalible in cardiac surgery, neuro-
surgery, and organ transplantation.

Consequently, with the effective-
ness of the new diagnostic and thera-
peutic approaches, there has been an
increase in life expectancy, and the
mortality index has decreased. There-
fore, we have more chronic and termi-

nally ill patients as well. Children who
in the past would have died, nowdays
survive, sometimes with no significant
morbidity but sometimes with severe
permanent sequelae. In the latter cases,
without the “benefits” of the intensive
care treatment, the child would have
succumbed by the natural evolution of
the disease. That is, as medical tech-
nology has enhanced our ability to
sustain life in the PICU, ethical ques-
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tions have become more pressing. Can
we, or should we, treat every child uti-
lizing every therapeutic tool avail-
able? And, if we should, which limits
shall we respect? These questions
could reflect a degree of therapeutic
obstinateness when resources are used
in an exaggerated and futile manner
that goes against ethical and moral
principles'?.

Bioethics arises in this context
when there is an exponential growth
in scientific knowledge, and the use of
it in the medical field results in con-
flicts with the therapeutic limits. This
conflict contributes to ethical ques-
tioning in the decision-making about
end-of-life care. Terminally ill patients
are defined as patients who are in the
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stage of the disease that will undoubt-
edly progress to death, independently
of all efforts; patients who are under-
going end-of-life care cannot be
“saved” *3.

Bioethics has established 4 basic
principles: beneficence, non-malfea-
sance, autonomy, and justice®’.

The principle of beneficence is the
moral obligation to act to help others
further their important and legitimate
interests. In the terminally ill patient, the
main goal is to promote the “benefits”
and prevent and remove the “damage’”.
The principle of non-maleficience de-
rives from the Hippocratic saying:
“Primum non nocere” (first, do no
harm) that is, “one ought not inflict evil
or harm directly”. In the terminal stage
of the disease, this principle is the ba-
sis for treatment and has as a main ob-
jective the avoidance of “disthanasia”,
or the process of slow death with suf-
fering, usually prolonged by artificial
methods’.

Disthanasia is the product of the
therapeutic obstinateness following
the irrational use of technology in the
treatment of the patient when the con-
dition is irreversible. This approach in
the United States of America is named
“futility therapy”, since healing is im-
possible and the harm is greater than
the benefit'>"*,

The principle of autonomy in-
cludes liberty rights, individual choice,
and self-governance. This principle un-
derlies the concept of informed consent,
which consists of a process wherein the
person receives a detailed explanation
about the procedure, understands this
information, acts voluntarily, and finally
decides whether he/she consents or not.
It is a conscientious act that can be re-
newed or withdrawn®',

Parents or tutors have the legal and
ethical responsibility over the minor
patient. They make their decisions
based on their values and beliefs,
which probably are the same as the
ones of the child or adolescent when

they live in and share the same socio-
cultural environment!'!.

The principle of justice refers to
distributive justice, “giving to each his
due”. It is the principle that forces the
guarantee of fair, equitable, and uni-
versal distribution of the benefits of
health care in society”'. Therefore, the
use of excessive technological appa-
ratus at the end of life is considered a
bad allocation of resources and conse-
quently unethical®’.

Parallel to the technical and scien-
tific advances in the critical care units,
ethical questions and thoughts about
the real benefit from the use and lim-
iting of these technologies arise.

This study has as an objective to:
1) identify publications about the preva-
lence of the strategies adopted for the
terminally ill patient in the pediatric
intensive care units (PICUs); 2) analyze
the decision-making processes in the
management of the terminally ill patient
adopted in the PICUs, reporting on the
justifications for the discussed proce-
dure, the people involved in making
the decision, the initiation of the proc-
ess, and the documentation in the chart.

METHODS

This is a systematic review of the
literature with a critical analysis of the
scientific articles, according to the tech-
nical criteria of recommendations
based in evidence as suggested by
Cook and Sacket'.

An electronic computerized search
was performed in 2 databases:
MEDLINE (1996 through 2000) and
LILACS (1982 through 2000), with the
objective to reach Northern-American,
European, and Latin-American publica-
tions. The following key words were
used in LILACS: “paciente terminal”
and “ética médica”. The key words
used in MEDLINE were: “terminal
care”, “ethics”, “life support”, limited
to the pediatric age group. This search
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was enriched by a manual search of the
references of the studies, books, and edi-
torials from relevant medical journals.

RESULTS

A total of 182 articles were found;
with selection based on the inclusion
and exclusion criteria, 83 studies were
identified.

We were able to locate 58 of these
studies (70%), and another 8 articles
were found with the manual searching,
resulting in a total of 66 articles. After
selection according to the objectives,
17 studies were selected (Fig. 1).1.
Strategies adopted for the terminally ill
patient in the pediatric intensive care
unit Nine (9) studies describing the
manner of dying in the PICU that sup-
ported decisions to forgo life-sustain-
ing treatment, such as withhold (WH),
withdraw (WD), or do-not-resuscitate
(DNR) orders were identified, with 4 of
them being cohort studies and 5 being
retrospective studies'*?. Some articles
referred to brain death (BD) as a type
of death, but obviously, a patient with
BD is not classified as a terminally ill
patient. All the studies were performed
in PICUs, with the exception of a
Dutch study, in which 71% of deaths
occurred in the PICU?".

The DNR order was studied, some-
times as a main event and sometimes
as a omission of life support. In both
situations, the strategy was maintain-
ing every therapeutic support, and in
the moment of death, resuscitative
measurements were not performed. The
other studies evaluated restrictive
strategies (Table 1).

2. The decision-making process in
the management of terminally ill pa-
tients adopted in the PICUs reporting
on the justifications for the discussed
procedure, the people involved in tak-
ing the decision, the initiation of the
process, and the registration in the
chart.
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Exclusion of articles . 182
' articles

24 other languages

6 psychology

7 J
SN

Exclusion of articles

28 neonatal units

21 nursing

7 non-medical journals

83 articles

58 localized + 8
manual search =

Inclusion Criteria

17 articles

Figure 1 - Systematic review results after inclusion and exclusion criteria.

2.1 Justification and participation
in the decision-making process

Four (4) cohort prevalence studies
that quantified the justifications of the

strategies adopted in the end-of-life
care were found (Table 2). One study
that was methodologically different
was found and is described below.
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Keenan 2000/USA?": A prospective
cohort study, multicentric (10 PICUs)
that describes caregivers” attitudes to-
ward limitation of medical support de-
cisions for children and their justifica-
tions. These caregivers completed
questionnaire for 262 of the 503 ad-
mitted patients. At least 1 justification
was present for 63/503 (12.5%) of the
patients. The ethical justifications for
the staff response were:

a) “the suffering and the risks do not

justify the potential benefit” (88%);
b) “the treatment is unable to restore the

previous quality of life” (83%);
¢) “inappropriate use of resources”

(72%);

d) “imminent death, independent from

intensive treatment” (66%).

For children who in fact underwent
some intervention (that is mechanical
ventilation, inotropics, parenteral nu-
trition), the intention of withdrawal of
life support care in relation to the
number of restricted therapies was sta-
tistically higher?. The decision-proc-
ess was initiated by the PICU physi-
cian in 58% of cases, by the attending
physician in 21%, and by the nurse in
2%. In 19% of cases, this information
was not documented.

Documentation in the chart of the
processing strategy

Only 2 studies that evaluated docu-
mentation in the charts were identi-
fied.

Melltrop et al./Sweden®: Retro-
spective study that analyzed documen-
tation in the chart of withholding (WH)
or withdrawal (WD) of life support. 600
charts were reviewed; 34 (6%) of these
included a note of limited care at the
end of life. In 20 (59%) of these, there
were decisions for WH and WD; in 12
(35%) there was a note about WH; and
in only 2 (6%) of WD of life support.
None of the charts included information
regarding whether the procedure was
discussed with the patient, but 18
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Table 1 - Summary of the studies referent to strategies adopted at the end of life in pediatric patients.

Author/year (Country) death / admission WD (%) WH (%) DNR (%) Euthanasia Other BD+CPR
Mink/1992 (USA)™ 50 / 795 16 (32) * 34 (68.0)
Vernon/1993

(USA)» 300 / 6000 95 (31.6) 78 (26.0) 127 (42.3) USA
Lantos/1993 (USA)'® 547795 T 16 (29.6)%** 38 (70.4)
Levetown/1994 (USA)'7 248 | 5415 32 (12.9) 25 (10.0) 37 (14.9)

Balfour-Lynn/1996 (Londres)'® 89 / 651 45 (50) 13 (15) 31 (35.0)
Martinot/1998 (France)' 92 /712 25 (27.2) 25 (27.2) 42 (45.6)
Goh/1999 (Malaysia)*® 148 / 755 7 (4.7) 68 (45.9) 73 (49.3)

Van der Wal/1999 (Holland)*! 190 / 14903 45 (23.7) 26 (13.7) 26 (13.7) 4 (2.1) 89 (46.8)
Carvalho/2001 (Brazil)* 44/ 419 Y 7 (15.9) 2 (4.5) 9 (20.5) 26 (59.0)
TOTAL 997 / 30444 256 (26) 134 (13) 207 (21) 4 (0.4) 460 (46.1)

DNR -Do-not-resuscitate order; WH / WD — Withhold / Withdraw life support care; BD-brain death; CPR— Cardiopulmonary resuscitation;
* 12/16 (75%) have done WD and/or WD; ** 7/16 (44%) have done WD and/or WD; T 54 deaths were studied of 67 in total; Y 44 deaths were

studied of 61 in total.

Table 2 - Justifications of restrictive therapies in terminally ill patients.

Justifications Imminent death

No benefit of Unsatisfactory

Severe neurologic Lethal disease

Author/year (%) therapy (%) therapy (%) damage (%) (%)
Mink/1992'# 69 31

Levetown/1994"7 70 8 22

Manara/1998% 50 45 5
Van der Wal/1999! 67 33

(53%) documented that the family was
aware and in 1 case that the family was
involved in the decision. A majority of
the decisions (nonquantified) were per-
formed by the attending physician or
the physician on call.

Torredo et al./Brazil®: A 1-year ret-
rospective cohort study in a tertiary hos-
pital that evaluated the nonresuscitation
of terminally ill patients. There were 47
deaths that followed nonresuscitation.
Forty-five charts were reviewed, and in
5 (11%) of them there was no note that
reported death. From the 40 docu-
mented deaths, in 11 (27%) the charts
read “certificate of death”, and in 29
(73%) they read “resuscitative efforts
were performed without success”.

DISCUSSION

When compiling the results in ta-
ble 1, we were surprised to note that
approximately 60% of the deaths that
occurred in the PICUs followed care
restrictions (WH/WD) of life support

and nonresuscitative efforts. Similar
reports are found in adult and neonatal
ICU studies?”?.

The percentage of WD and WH of
life support orders has been growing—
an average of 39%— while the DNR
order as isolated strategy was observed
in only 21%, accounting in all for 50%
of the cases.

It is understandable that from the
ethical point of view, the death of the
terminally ill patient is a natural event
that is sometimes even desirable, based
in the bioethical principles of non-
malfeasance, beneficence, respect of
autonomy, and justice’. However,
while life support is artificially main-
tained, the non-use of resuscitative
measures is not possible. In this termi-
nal phase of the disease, the treatment
is sometimes excessive, allowing the
prolonging beyond “natural” of life,
with consequences for the patient, the
family, and society. With the DNR or-
der, all the curative measures are main-
tained until death occurs. Therefore,
when the expectations change from

cure to caretaking, the WH and WD of
life support have an important and co-
herent role in this new objective. It is
understandable why the frequency of
these strategies has increased in the
ICUs in proportion with the increasing
efficiency of new therapies in artifi-
cially supporting life that are not de-
sirable for the patient in the terminal
phase, since they will not improve the
quality of life.

When euthanasia was considered,
there was only 1 Dutch study that re-
ported euthanasia in 4 patients whose
suffering could not be sufficiently
eliminated with the strategies of WH
and/or WD of life support. This prac-
tice is legalized in Holland, but it is
seen by the majority of countries as a
homicide and is considered an illicit
practice*3!,

In this decision-making process,
several ethical aspects can be referred
to, but 2 of them are always contem-
plated: the best interest of the patient
(related to the principle of beneficence
and non-malfeasance) and the principle
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of autonomy or respect of the per-
SOn7'32’33.

The results of this study, according
to Levetown, Manara, and Van Der Wal
were that the medical justifications for
the restrictive strategies were “immi-
nent death” observed in 70%, 50%,
and 67% of the studies respec-
tively!72:2!
ibility of the process. In the study of
Mink, in 6% of the cases the justifica-
tion was “therapy with no benefit”!'
(Table 2). Both justifications were
based in the saying “do good and do
not cause harm”, the Hippocratic rules
that direct medical decisions.

Considering that the family or the
legal guardians have the right to de-
cide for their children and to act au-
tonomously even though they are only
representative, it is observed that in
pediatrics, there is a tendency to val-
orize decisions based in the principles
of beneficence and non-malfeasance.
Therefore, the best interest of the child
is primarily regarded, leaving the prin-
ciple of autonomy as a secondary con-
sideration, referring to benign paternal-
ism to base the final decisions. The
opposite occurs in the decisions rela-
tive to adult patients, where autonomy
is primarily valued, and even for those
who cannot make a conscious decision
anymore, attempts are made to respect
their “last wishes”'¢.

In Table 2, the justifications based
on “unsatisfactory quality of life” and
“severe neurological damage” (damage
that does not allow for a relationship
with the environment and therefore a
worsening of quality of life follows)
were observed in one-third of the cases.
Keenan et al.** showed that in 83% of
cases, the decision was based in the af-
firmation that “treatment would not re-
store a previous quality of life”.

Quality of life, as a justification for
the strategies to limit life-support care
for the terminally ill patient in the
PICU, can be related to: a) the possi-
bility of a future life with no relation-

, which shows the irrevers-

ship with the environment, i.e., with no
potential for growth and development
for a child regarding interactions with
the environment and people; b) change
in the previous condition, especially
referring to severe neurological dys-
function, for example, the patient with
hypoxic-ischemic encephalopathy fol-
lowing resuscitation. Even then, it is
important to say that quality of life
varies according to individual, socio-
cultural, and religious references.

In Keenan’s study®, the justifica-
tions were obtained by questionnaires
and were not mutually exclusive. To-
gether with other justifications, in 72%
of the cases the “inappropriate use of
resources” was noted, which is based
in the ethical principle of distributive
justice and allocation of resources.
The discussion is usually based in the
defense of the best interest of the pa-
tient, but it is not anti-ethical to also
consider the costs involved in the care
of a terminally ill patient who uses the
infrastructure of intensive care therapy,
considering that there is a never-end-
ing demand for ICU beds and that re-
sources for health care are not unlim-
ited even in developed countries®-¢.

Concerning documentation in the
charts, the ethically weighted attitude
is that documentation of every step in
the decision-making process of the
end-of-life strategies for the terminally
ill patient should occur**2. The results
of these studies % prompt us to ask
whether the absence of documentation
of the decision-making process is a re-
sult of “forgetfulness” of physicians or
is because it is “convenient not to reg-
ister”. Both hypotheses, unfortunately,
are possible: the former, perhaps, be-
cause of lack of medical knowledge
about the importance of the correct
documentation in the chart; and the
latter, probably, because of profes-
sional fear of being held judicially re-
sponsible. Several studies refer to the
question of fear of legal implica-
tiOnSZ()’37'38.
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The Brazilian study®® was an exam-
ple of this attitude of physicians fear-
ing the judicial process, revealing
documentation of something that was
not true in the chart when referring to
the resuscitation process; a discrep-
ancy from what was documented and
what was done was observed. Despite
the fact that resuscitative efforts were
not performed, the chart read “resusci-
tative efforts performed without suc-
cess” in 72% of the patients.

The authors discuss the equivocal
interpretation of the article 57 from the
Brazilian Medical Ethic Code that pro-
hibits the physician “not to use all the
available diagnostic and therapeutic re-
sources in favor to the patient™*¥, Car-
diopulmonary resuscitation should not
be performed on the terminally ill pa-
tient, since it could not only prolong
suffering but could also lead to a veg-
etative state of a biological life. The ar-
ticle 57, however, would not be applied
in this phase of life.

In the Brazilian legal sense, it is im-
portant to consider the importance that
physicians give to article 135 from the
actual “Criminal Code” (1940) that re-
fers to “omission of help”, in the fol-
lowing terms: “not to provide assist-
ance, when possible to do it without
personal risk, to the abandoned or miss-
ing child, or to the disabled or hurt per-
son, to the helpless, or in severe and
imminent risk, or not to ask, in these
cases, for appropriate authority help” .
The choice of not adopting resuscita-
tive measures in the end of life could
be wrongly interpreted as omission of
help. However, since without the pos-
sibility of cure of the disease in its ter-
minal phase it is evident that we can-
not refer to the situation as “in severe
and imminent risk”, the article 135
from the Brazilian Legal Code is not
applicable in these situations.

In the United States and in Europe,
where restriction of therapy is
practiced as a routine, studies show an
incoherence between what profession-
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als believe, based on their clinical
judgement, and in what they do in the
clinical practice with regard to the ter-
minally ill patient’”*,

Naturally, if the decision-making
process had been done in a democratic
way, as it would be expected, the docu-
mentation would reflect the trust estab-
lished between the physician and the
patient (and/or the family). In this con-
text, there is no doubt that the physician
is ethically supported in his professional
attitudes, with decreased legal risks.

CONCLUSIONS
After this systematic review of the

literature of the ethical aspects in the
management of the terminally ill pa-

RESUMO

tient in the PICU, we can conclude

that:

Restrictive strategies (withdrawal or

withhold life support or do-not-resusci-

tation orders) in pediatrics are involved
in about 60% of the deaths in PICUs.

e The most commonly found medi-
cal justifications for restrictive
strategies in the PICU were: “immi-
nent death” and “poor quality of
life” based on the bioethical prin-
ciples of beneficence and non-mal-
feasance, contrary to what is found
in the adult patient population,
where the principle of autonomy is
the primary consideration in the
decision-making process.

* The principle of justice was rarely
considered in the decisions of the
terminally ill patient in the PICU.
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e There was a gap in the documen-
tation of the decision process, of
the type of strategy adopted, and
of the participation of the family.

e There is a incoherence between
what the professionals believe in,
based in their medical judgement,
and in what they do in their rou-
tine practice.
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OBJETIVO: Identificar a preva-
léncia das condutas e o processo de
decisdo na abordagem do paciente ter-
minal na UTI pediétrica.

METODOLOGIA: Revisio siste-
madtica da literatura. seguindo os cri-
térios da medicina baseada em evidén-
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