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PEDIATRIC PALLIATIVE MEDICINE IN BRAZIL: AN ETHICAL 
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Abstract: The ethical barriers involved in the practice of pediatric palliative medicine remain high and challenging. In terms 
of medical ethics, attention should be paid to culture, religion and family values, in order to promote adequate care for 
caregivers, even in case of loss of a patient, promoting a bereavement process with less suffering. The data were qualitatively 
analyzed by IRAMUTEQ software, with a high degree of significance of essay responses on ethics related to palliative care in 
pediatrics. Discussions about prognosis, goals of care, and treatment options can be very difficult, as legally supported pallia-
tive care alternatives may diverge from the wishes of the family. We conclude that divergences exist between the application of 
palliative medicine and ethics regarding acceptance and end-of-life management of pediatric patients. Ethical challenges are 
constantly complex situations in which palliative physicians must relate legal concepts, knowledge and family values, which 
often conflict. The quality of palliative care depends initially on the ability of specialized professionals to identify and explain 
the ethical issues that generate conflict or uncertainty, in addition to raising discussions with the family about the medical, 
moral and legal issues surrounding the difficult situation.
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Medicina paliativa pediátrica en Brasil: un reflejo ético de la práctica médica

Resumen: Las barreras éticas involucradas en la práctica de la medicina paliativa pediátrica siguen siendo altas y desafiantes. 
En términos de ética médica, se debe prestar atención a la cultura, la religión y los valores familiares, con el fin de promover 
una atención adecuada a los cuidadores, incluso en caso de pérdida de un paciente, promoviendo un proceso de duelo con 
menos sufrimiento. Los datos fueron analizados cualitativamente por el software IRAMUTEQ, con un alto grado de signifi-
cación de las respuestas de los ensayos sobre la ética relacionada con los cuidados paliativos en pediatría. Las discusiones sobre 
el pronóstico, los objetivos de los cuidados y las opciones de tratamiento pueden ser muy difíciles, ya que las alternativas de 
cuidados paliativos legalmente respaldadas pueden divergir de los deseos de la familia. Se concluye que existen divergencias 
entre la aplicación de la medicina paliativa y la ética en relación con la aceptación y la gestión del final de la vida de los 
pacientes pediátricos. Los retos éticos son situaciones constantemente complejas en las que los médicos paliativos deben rela-
cionar conceptos jurídicos, conocimientos y valores familiares, que a menudo entran en conflicto. La calidad de los cuidados 
paliativos depende inicialmente de la capacidad de los profesionales especializados para identificar y explicar las cuestiones 
éticas que generan conflicto o incertidumbre, además de plantear debates con la familia sobre las cuestiones médicas, morales 
y jurídicas que rodean la difícil situación.

Palabras clave: cuidados paliativos pediátricos, ética médica, práctica médica, medicina paliativa

Cuidados paliativos pediátricos no Brasil: uma reflexão ética da prática médica

Resumo: As barreiras éticas envolvidas na prática da medicina paliativa pediátrica ainda são grandes e desafiadoras. No que 
diz respeito à ética médica, deve-se prestar atenção à cultura, religião e valores familiares, a fim de pro-mover um cuidado ade-
quado para os cuidadores, mesmo em caso de perda do paciente, promovendo um pro-cesso de luto com menos sofrimento. 
Os dados foram analisados qualitativamente pelo software IRAMU-TEQ, com um alto grau de significância das respostas dos 
ensaios sobre ética relacionada aos cuidados palia-tivos em pediatria. As discussões sobre prognóstico, objetivos de cuidados 
e opções de tratamento podem ser extremamente desafiadoras, uma vez que as alternativas de cuidados paliativos legalmente 
suportadas podem divergir dos desejos da família. Nosso estudo conclui que existem divergências entre a implementação 
da medicina paliativa e a ética em relação à aceitação e manejo do fim da vida de pacientes pediátricos. Os desa-fios éticos 
são constantemente situações complexas em que os médicos paliativistas devem relacionar concei-tos legais, conhecimento 
e valores familiares, que frequentemente entram em conflito. A qualidade dos cuida-dos paliativos depende inicialmente da 
capacidade de profissionais especializados identificarem e explicarem as questões éticas que levam a conflitos ou incertezas, 
além de levantar discussões com a família sobre ques-tões médicas, morais e legais que cercam a situação difícil.
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tion of the concept of Palliative Care is inefficient, 
since there is little offer of professionals trained to 
work in palliative medicine, triggering the appli-
cation of futile treatments that reduce the quality 
of life of patients(3,5). 

The implementation of Palliative Care has greater 
resistance in situations that involve greater fam-
ily vulnerability, such as in cases of spontaneous 
abortion when the gestational age of the fetus is 
not compatible with life, however, parents insist 
on invasive treatments that lead to greater suf-
fering. In this context, Federal Council of Medi-
cine in Brazil (CFM) resolution  1.805/200616: 
Art. 1; implies respect for the wishes of patients 
or their legal representatives, however, it is up to 
physicians to inform the therapeutic options to 
be implemented, as well as their consequences for 
a better choice , which provides greater comfort 
for family members(4,6). 

In addition to health professionals, family mem-
bers have difficulty dealing with the conduct 
proposed by palliative care, due to the lack of 
information and for putting on the agenda their 
personal, spiritual and psychological values   and 
feelings about death(7). 

In the ethical context of pediatric palliative care, 
it is necessary to reflect on the medical practice of 
such care, within the medical community in Bra-
zil, since the child in his/her vulnerability under-
goes interventions beyond their understanding 
and acceptance, such processes being left to posi-
tion of caregivers, family members and doctors, 
which can generate ethical conflicts with reflec-
tion on the quality of care provided, going against 
the concepts of human rights and palliative care.

Methods

The study provides data analysis in different 
spheres, for qualitative data was used the IRA-
MUTEQ software, version 0.7 alpha 2*, as an 
interface of the R statistical program capable of 
multidimensional analysis of texts and question-
naires. Methodology applied in the doctoral thesis 
from which this article is derived. IRAMUTEQ 
creates a Dendrogram (dendro = tree) is a spe-
cific type of diagram or iconic representation that 
organizes certain factors and variables. It results 

Introduction

According to the World Health Organization 
(WHO), Palliative Care is intended to improve 
the quality of life of patients and their families, 
with preventive therapies to reduce pain and su-
ffering when facing potentially fatal diseases(1). 
There is a fine line between life and death in pe-
diatrics, as well as between scientific advances 
and ethical issues at the beginning and end of life. 
Thus, the limit on the use of invasive treatments 
to prolong patients’ lives is questioned in relation 
to their negative consequences for the child’s phy-
sical and mental health(2).

In 2017, the Brazilian Society of Pediatrics ins-
tituted a protocol on the conduct established for 
the administration of Palliative Care in each pa-
tient, to reduce possible doubts from the medical 
team in their conduct, however there are other 
discussions, such as religion, culture and family 
values   that directly interfere in choosing the best 
treatment for the patient(3). In this context, 
chapter I of the Code of Medical Ethics points 
out that in irreversible and moribund clinical si-
tuations, the physician must avoid unnecessary 
procedures, diagnosis and treatment and must 
provide adequate palliative therapy to the patients 
under their care, which provides support for si-
tuations where there is divergence between the 
parents’ wishes and the child’s health and well-
being(4).

Palliative medicine is intended to break social and 
cultural barriers, provide holistic care to patients, 
seek multidisciplinary reflections, to obtain better 
joint results, and ensure that the right to dignity is 
respected throughout the process, however, some 
conditions of care in the pediatric context, they 
have a high degree of complexity, requiring con-
siderations that go beyond medical protocols(3).

Pediatric palliative care in Brazil is performed in 
most cases in a hospital environment, within in-
tensive care units, especially children with threa-
tening diseases, without prognosis or in the ter-
minal phase. However, they must be started with 
the diagnosis, such understanding is still poorly 
understood not only by family members, but also 
by the medical team, and its application in these 
terms is still ineffective. Therefore, the dissemina-
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reflection and foundation of the proposal and for 
the quantitative analysis of these for composing 
the statistical results and understanding the re-
flections. Numerical data will be subjected to sta-
tistical analysis and qualitative data will be tran-
scribed in its entirety, preserving the identity of 
the author, in the search to promote an assertive 
reflection on the theme. The Project will be sub-
mitted to the Committee of Ethics in Research. 
The participation of respondents will be free and 
will be formalized through this Informed Con-
sent Form. will be discarded those questionnaires 
that prove to be incomplete. The risks involved in 
research consists in the non-acceptance of insti-
tutions and professionals to join the research; in 
the possible anxiety generated from the model of 
the instrument of assessment; in the translation 
and adaptation of the questionnaires, as there are 
cultural and linguistics involved, which may re-
duce the sensitivity of the test application; at the 
discomfort in answering the survey.

The research will contribute to improving the 
patient’s quality of life pediatric. It will promote 
discussion on the challenge of implementing 
care palliatives and the suspension of futile treat-
ments. Will carry out the mapping of the Brazil-
ian pediatric palliative care services. Intends the 
elaboration of strategies for applying palliative 
care tailored to the profile of each institution and 
of each patient. It will allow knowing, evaluating 
and analyzing the financial impact of the futile 
treatment in pediatrics.

To participate in this study, you will not have 
any cost, nor will you receive any financial ad-
vantage. Despite this, if they are identified and 
proven damages arising from this research, you 
are assured the right to indemnity. You will have 
clarification on the study in any aspect you wish 
and will be free to participate or refuse to partici-
pate and at any time and without any damages. 
Your participation is voluntary, and your refusal 
to participate will not entail any penalty or modi-
fication in the way in which you are served by 
the researcher, who will treat your identity with 
professional standards of confidentiality. (A) Mr. 
(a) will not be identified (a) in any publication 
that may result.

from a statistical analysis of certain data, in which 
a quantitative method is used that leads to group-
ings and their ascending hierarchical ordering - 
which in graphic terms resembles the branches 
of a tree that are successively divided into others. 
That is, it illustrates the arrangement of clusters 
derived from the application of a “clustering al-
gorithm”.

The pre-testing process of the questions was car-
ried out with pediatricians from the institution 
where the researcher works, to analyze the percep-
tion of these professionals as to the applicability 
of the questions and their objectives in relation 
to the various questions about pediatric palliative 
care found in the scientific literature. The tool 
was validated and 236 questionnaires were sub-
sequently sent to physicians on the roster of the 
National Academy of Palliative Care, between the 
months of July 2018 and December 2019, who 
worked with this care in the Brazilian child popu-
lation, of these questionnaires 25% were used, 
which made the sample saturated, without inter-
fering with the statistical result, showing p<0.05.

The bibliographic material was obtained by search-
ing the Scielo, Lilacs, Cochrane and Pubmed da-
tabases for articles published until 2020, selected 
for their relevance in the scientific literature. The 
ethical recommendations proposed in resolution 
466/12 of the National Health Council of Brazil 
in 2012, which prescribes ethics in research with 
human beings, were maintained. The research 
was approved by the Research Ethic Committee 
(CAAE) number: 09142319.9.0000.0012. Opin-
ion number: 3.227.573, in Brazil, and approved 
by the Scientific Committee of the Faculdade de 
Medicina do Porto, in Portugal. The authors de-
clare that all methods have been carried out in 
accordance with the relevant guidelines and regu-
lations as per the Declaration of Helsinki.

Not applicable to patients. Free and informed 
consent form presented at clinicals.

The study population will consist of physicians 
who work with end-of-life children, in public in-
stitutions and individuals in Brazil, members of 
the list of institutions of the National Academy 
of Palliative care. The sample will consist of data 
obtained in interviews from a qualitative way for 



42 

Pediatric palliative medicine in Brazil: an ethical reflection of medical practice - Anderson de Almeida Rocha et al.

Catholic, Evangelical, Candomblé, Umbanda 
and Buddhist have ingrained, sometimes extrem-
ist, thoughts about how to deal with care and loss, 
opting for behaviors that are in accordance with 
their beliefs. Race is also another point that draws 
attention, with black and brown skin colors be-
ing highlighted, which we can correlate with the 
precariousness of education and the low financial 
standard, which limits access to palliative care, as 
it is not a treatment for everyone still. Despite 
its importance, palliative therapy is still limited 
due to the lack of professionals and adherence to 
health centers, making it even more inaccessible 
for this population(8,9).

In class 3 Introduction to Care, the treatments 
performed, such as chemotherapy, radiotherapy, 
futile treatments, inappropriate treatments, espe-
cially in palliative care in pediatrics, are the main 
focuses, questioning how far this type of conduct 
should be done. The professionals’ lack of knowl-
edge often leads to a therapeutic obstinacy that 
goes against the essence of palliative care, which 
is based on improving the quality of life, reducing 
the pain and suffering of the patient and family 
members¹.

In class 1 Attitudes, we have words that guide the 
real definition of palliative medicine, based on 
the family and multidisciplinary strategy, which 
has as its foundation care, dealing with adversi-
ties and cultural, religious impacts and demystify-
ing what this type of treatment is really based on. 
Facing, accepting and understanding death in the 
lightest way is also a crucial point in adherence, 
knowing that it is the best thing for the patient³.

In class 7, Profile of children, the diseases that are 
most repeated and that are indicated for palliative 
care are genetic diseases, metabolic diseases, ne-
phropathies, heart disease, chronic diseases, child-
hood cancer, and other diseases with no progno-
sis. These comorbidities tend to compromise the 
quality of life of patients, and their treatments are 
not always effective, which reaffirms the need for 
a multidisciplinary care team, as there is physical 
and mental impairment of both the patient and 
their families(10,11).

We observed in class 2 that professionals in both 
private and public hospitals do not have knowl-

Results and discussions

Data analysis using the IRAMUTEQ program 
allows the creation of a dendrogram of classes, 
joining statistical analysis and description of cat-
egories on the basis of discussions, in addition 
to applying factorial analysis by correspondence 
of the words or terms presented. in this specific 
case, 11,766 occurrences were observed in the 
research, with a corpus divided into 7 words 
classes with 328 elementary context units (ECU), 
using 92.99% of the corpus built by qualitative 
responses (305 ECU) matched by classification 
Hierarchical descending (CHD) of text segments 
of different sizes, identifying different degrees of 
similarity and significance, of content use, with 
those with p<0.05 having been transcribed, with 
a chi-square test greater than 3.80. The program 
allows applying factor analysis by matching the 
words or terms presented from a dendrogram of 
classes, joining statistical analysis and description 
of categories in the basis of discussions.

Topics raised by the medical team and by the 
people involved in the process of implementing 
palliative medicine associated with ethics. 

Figure 1: Dendrogram - total corpus.

From the Dendrogram we can observe the main 
topics raised by the medical team and by the 
people involved in the process of implementing 
palliative medicine associated with ethics.

In class 4, the Family Profile stands out for re-
ligion, where the influence of beliefs limits not 
only adherence but also the lack of interest in the 
foundations of palliative care. Religions such as 
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It can also be seen that cultural, social and reli-
gious influences are present during the disease 
process and during the period of mourning, di-
rectly influencing the way they will deal with the 
moment, as even today there is a lot of difficulty 
for the family to accept the process of terminality 
of life(13,14).

Another point to be discussed concerns strategy, 
communication, information, welcoming and 
empathy, basic notions that the health profes-
sional team must have, to maintain a good per-
formance. the course of the disease, associated 
with curative therapy, and not after its failure. 
Furthermore, with the improvement in the qual-
ity of medical care, patient survival has increased, 
as has the demand for palliative care(2,5).

Ethical issues should be easily raised in patient 
care, thus, the attitude, posture, knowledge and 
communication skills of the medical team are ex-
tremely important, as they need to provide co-
herent guidance, sharing the prognosis and pos-
sibilities of therapy in the act of diagnosis, in a 
family conference, for the parents to understand 
the patient’s condition and the therapeutic pos-
sibilities at an early stage, promoting a mourning 
process with better acceptance and less suffering. 
In view of this, there is a need for a multidisci-
plinary continuing education conference, with 
honest and comforting strategies that provide the 
necessary support for this process(10).

It was observed in the research that most families 
deal badly with this moment, although death is 
an absolute truth, it is still a subject with little ac-
ceptance, which generates discomfort, leading to 
many changes in the pattern of family life, which 
still suffers from the cultural and religious impact 
of mourning. At this time, the longitudinal sup-
port provided by palliative care is essential, with a 
multidisciplinary team that promotes the demys-
tification of death and helps families to deal well 
with the grieving process(13,14).

Patients with chronic diseases, genetic and meta-
bolic diseases, heart disease, nephropathy and 
with no prognosis need to be monitored with 
a multidisciplinary team that promotes a better 
quality of life, in a way that brings comfort and 
safety to their families, as the effect long-term 

edge about palliative care, nor are they encour-
aged to seek knowledge on the subject in both 
private and public colleges. The lack of residency 
and specialization in the area ends up limiting 
the behavior of professionals, also associated with 
their lack of training and adherence culture, espe-
cially in intensive care(3,5).

The most difficulties in palliative care are repre-
sented below in five classes: 

Figure 2: Five most important classes.

The most relevant questions for the interviewed 
professionals were selected and distributed into 
correlated classes using the chi-square test. Data 
indicate a higher prevalence of various influences, 
as well as the presence or absence of strategies to 
provide the best possibility of therapeutic choice 
for the patient, which encompasses ethical issues 
about the end of life6.

In class 5, social, medical, multidisciplinary, re-
ligious, economic, institutional and cultural in-
fluences stand out, which directly affect the ad-
herence of palliative medicine, being necessary to 
give the necessary relevance to each family con-
text(7).

According to the study in question, we can ob-
serve that the word Northeast appears with great-
er incidence when compared to other regions of 
Brazil, which may suggest that regions with lower 
purchasing power have greater difficulty in main-
taining palliative care, since the power acquisi-
tiveness can directly influence education and, 
consequently, health(12).
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income population, adherence to palliative care 
is also related to skin color – “brunette”, “black, 
“white” or “yellow”. According to the World 
Health Organization, most children and adults in 
need of palliative care live in low-income coun-
tries. Developing countries have as a priority the 
fight against hunger, thus, effective disease pre-
vention programs or carrying out adequate work-
up with the provision of diagnostic tests are not a 
priority. As a result, most patients will present the 
disease at an advanced stage at the time of diagno-
sis, requiring palliative care such as pain relief and 
human suffering in its terminal stage(16).

With the analysis of the graph, it is possible to 
identify the proximity between the words “Radio-
therapy failure”, “Chemotherapy failure”, “Futile 
treatments”, “No prognosis”, “Pediatric ICU (In-
tensive Care Unit)” and “Therapeutic obstinacy”, 
which indicates that this therapy is implemented 
late in most cases, the reality to implement pal-
liative therapy is complex, as it involves personal 
issues that must be demystified for the under-
standing of the method by family members, who, 
in addition to the taboos existing in society, face 
the sentimental barrier of non-acceptance of the 
death of a loved one as a natural process. So it 
is up to palliative care to provide, in addition to 
monitoring, information for patients and families 
about the benefits of palliative care and that they 
can be allied to treatment and not just a last alter-
native for terminal patients(17).

Pediatric palliative care is performed in most cases 
in a hospital environment, whether public or pri-
vate, in intensive care units, especially in children 
with threatening diseases, without a prognosis or 
in the terminal phase. However, due to the lack of 
knowledge of both family members and the med-
ical team, the application of palliative therapy is 
still questionable(18).

In addition, the relationship between physicians’ 
attitudes to increase adherence to care is shown 
in the factor analysis graph by “Demystification”, 
“Continuing education”, “Communication”, 
“Family conference” and “Multiprofessional”, 
which indicates the importance health education, 
necessary for family members, who often carry 
cultural ideologies that can interfere with the in-
adequate decision of the patient’s therapy, thus, it 

these diseases culminate in the physical and men-
tal exhaustion of families and caregivers(10,11).

It is worth emphasizing the importance of resi-
dency or specialization to work in palliative care, 
as seen in the dendrogram, in which the words are 
often cited by professionals. Although palliative 
medicine is not widespread in Brazil, most studies 
indicate that physicians express a lack of infor-
mation on the topic, especially in intensive care 
medicine, which often plays an important role in 
the provision of care at the end of life, therefore, 
it is important receive additional training to work 
with palliative care and provide a better quality of 
life for patients(15). 

Figure 3: Factor analysis of the research.

From the factorial analysis of the graph, it is pos-
sible to observe the level of relevance and the re-
lationship between the words. According to the 
survey, the medical team reports the main dif-
ficulties faced in starting palliative care, such as 
the family profile of those most adept at palliative 
therapy, indicated from the words highlighted in 
the figure, such as religiosity, or “Christian Cath-
olic”, “Evangelical Christian”, “Candomblé”, 
“Umbanda” or “Buddhist” which may or may not 
be a factor greater adherence to care, because in 
case of loss of the patient, it helps family mem-
bers to overcome the grieving process8. However, 
religious beliefs can provide parents with hope for 
a distant cure for the child’s condition, investing 
in futile treatments that can increase suffering 
and reduce the patient’s quality of life(16).

According to a publication produced in Africa, a 
continent with a predominantly black and low-
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and high financial standards, in which there is a 
predominance of high education and white skin, 
the dissemination of knowledge about the ben-
efits of palliative care is favored(16).

The introduction of palliative care in pediatrics 
must respect the appropriate starting time, based 
on the patient’s underlying disease, the decision-
making of the medical team must be ethical and 
fair to avoid futile treatments, leading to unneces-
sary hospitalizations in pediatric ICUs, and thera-
peutic obstinacy. In this context, it is noteworthy 
that the objective of palliative therapy is to pro-
vide better comfort to patients with no prognosis, 
avoiding unnecessary treatments(17).

Thus, the dissemination of the concept of Pallia-
tive Care is ineffective, since there is a shortage 
of professionals trained to work in the area, due 
to the lack of residence or specialization of the 
health team, also due to the lack of knowledge 
about the concept of palliative medicine, limiting 
treatment to indiscriminate application of futile 
and invasive therapies that reduce the quality of 
life of patients(3,5).

In addition to health professionals, family mem-
bers find it difficult to deal with the behavior pro-
posed by palliative care, by lack of knowledge and 
by putting their cultural, economic, religious, so-
cial and family influences on the agenda, which 
revolves around the entire taboo of refusal of 
death(7).

Palliative medicine focuses on providing holistic 
care to patients, seeking to alleviate suffering, al-
leviate fear and sadness through compassionate 
care. The multidisciplinary and medical influence 
brings positive reflections on the joint results, in 
addition to ensuring that the right to dignity is 
respected throughout the process. However, the 
quality of palliative care initially depends on the 
ability of specialized professionals to identify and 
explain the ethical issues that lead to conflict or 
uncertainty, in addition to raising discussions 
with the family about medical, moral and legal 
issues surrounding the difficult situation(3,19).

Thus, although jurisprudence and state regula-
tions can be discussed in an ethics consultation, 
there are still several gaps in how to manage each 

is up to palliative medicine to provide adequate 
information to caregivers through family confer-
ences with the multidisciplinary team(10).

However, there is a shortage of specialized doc-
tors in the area, in addition there are few publica-
tions on palliative care, especially in the field of 
pediatrics, with the lack of training to deal with 
and care for their patients, leads professionals to 
feelings such as insecurity in the midst of diffi-
cult situation with the patient(10). Therefore, 
the purpose of the graph presented in this manu-
script is to understand the influences related to 
the introduction of palliative care and the main 
difficulties presented during the treatment by the 
patient, family and medical staff(1).

Dealing with the suffering of a terminally ill pa-
tient, especially pediatric patients, involves, in ad-
dition to ethical and moral issues, issues of family 
values. Palliative care aims to improve the quality 
of life of patients and their families, helping them 
to face the moment of pain and grief. Thus, ac-
cording to the family profile, several variables can 
interfere in palliative care, and consequently in 
medical practice(1).

In terms of ethical assessment, a series of multi-
disciplinary meetings and conversations are held 
involving family, health professionals and the eth-
ics committee, aiming at the best decision on the 
implementation of the care plan for the patient, 
so as not to prolong suffering and promote its 
well-being(18). However, from the study, it was 
observed that there are often divergences accord-
ing to the family profile, with regard to religion, 
be it Catholic Christian, Evangelical Christian, 
Buddhist, Candomblé, Umbanda, or others that 
have different ideologies in relation at the end of 
life and care for the sick, insisting on futile treat-
ments in the view of the medical team that cause 
greater suffering for the child(8,9).

In a study it was found that 98% of children who 
need palliative care live in Africa, a region with 
low financial income, predominantly people with 
black and brown skin, medium to low education, 
where the sources of information are few or non-
existent, the which hinders the early introduction 
of palliative care for children. On the other hand, 
according to the survey, countries with medium 
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approaches the treatment of two patients along 
the lines of decision-making and clinical manage-
ment - the fetus and the pregnant woman. The 
potential of the newborn fetus is confused with 
the absolute considerations for the woman as an 
autonomous patient. Special needs and technol-
ogy become questionable in the face of minute-
to-hour survival charts. The ethical ramifications 
for prenatal diagnosis, clarification of parents’ 
values   and goals, birth plans, the fluidity of de-
cision-making over time, are reinforced and clari-
fied from palliative care, for greater optimization 
of choice of conduct and treatment(10,21).

The field of pediatric palliative care frequently 
discusses ethical issues, including prenatal diag-
nosis, ineffective treatment of children with seri-
ous intractable illnesses, and medical negligence. 
In addition to providing the necessary informa-
tion for the best treatment options, health profes-
sionals have the responsibility to provide patients 
with all possible treatment methods, however, the 
limitations of patients and their families must 
be respected, as the therapeutic choice depends 
the resources and socioeconomic status, religion 
and philosophy of patients and their families, as 
well as policies of related institutions and medical 
limitations(8,16).

Summary

It is concluded from the study that there are di-
vergences between the implementation of pallia-
tive medicine and ethics regarding the acceptance 
and management of the end of life of pediatric 
patients. Thus, it is up to the multidisciplinary 
team to provide a holistic approach, seeking to 
promote better patient care based on medical 
ethics, offering adequate support to the child 
and their families, based on adequate knowledge 
about the patient’s condition, as well as the neces-
sary communication with the family to provide 
greater security and fitness in choosing the best 
treatment. Therefore, palliative care provides a 
multidisciplinary and longitudinal follow-up, 
taking into account the particularity of each in-
dividual, which is necessary to alleviate suffering, 
provide quality of life and comfort.

patient; the lack of applicable protocols, in addi-
tion to limiting the process, also ends up restrict-
ing the scope of work of professionals(4).

Therefore, better communication, clarification of 
differences and available treatment options, and 
careful documentation of the decision process can 
reduce the potential for future legal actions and 
contribute to improving the patient’s quality of 
life(19).

Ethical challenges are constantly complex situa-
tions in which palliative physicians must relate le-
gal concepts, knowledge and family values, which 
generally conflict, which harm patients and medi-
cal staff, due to inadequate decisions or reduced 
quality of treatment and care in daily clinical 
practice(20). 

Palliative care must be provided in accordance 
with the principles of universal health coverage, as 
issued by the WHO, where all people, regardless 
of income, type of illness or age, must have access 
to a set of nationally determined basic health ser-
vices, including palliative care. Thus, the ethics of 
patient care is called into question, where the In-
ternational Narcotics Control Board found that 
in 2018 79% of the world’s population, mainly 
people in low- and middle-income countries, 
consumed only 13% of the total amount of mor-
phine used to treat pain and suffering, or 1% of 
the 388 tons of morphine manufactured world-
wide. Thus, the non-use of drugs that can allevi-
ate the suffering of patients contradicts medical 
ethics, financial and social protection systems 
need to take into account the human right to pal-
liative care for any population group, especially 
the poor and marginalized(1).

To gain autonomy to make decisions and provide 
informed consent, patients must have access to 
information, understanding, freedom and will-
ingness, with competence being a prerequisite for 
autonomy. Physicians often face patients who are 
not able to make decisions, however, there are less 
than half of these cases and the team often under-
estimates patients, especially in pediatrics, com-
promising the entire process of ethical conduct in 
medical practice(10,16).

Faced with ethical challenges, the perinatal world 
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