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ABSTRACT

Objective: to analyze the trends of scientific production about palliative care in pediatric oncology. Method: it is an
integrative review performed in the databases MEDLINE and LILACS, in February 2012, with the definition of the following
research question: what has been published about palliative care to children with cancer? It was utilized the key-words
"palliative care", "child" and "cancer", using the Boolean AND operator, and has not been defined time frame. Were used
full text articles available as inclusion criteria, and, as exclusion criteria, publications in the form of theses and
dissertations, manuals and booklets. We performed a full reading of the articles for the application of the criteria for
inclusion or exclusion. The corpus of the research consisted of eight articles submitted to Bardin content analysis.
Results: four themes emerged from the data: the profile of child with cancer in palliative care, the health professional
facing the palliative care and the dying and death process in pediatric oncology; the family facing the child with cancer
in palliative care and the palliative care in pediatric oncology. Conclusion: the theme is contemporary and it requires the
preparation of nurses to work in this area. The development of palliative care focuses in hospitals and support houses. It is
recommended the development of research in this thematic, in order to subsidize the practice and to qualify
the palliative care in pediatric oncology. Descriptors: children; neoplasms; palliative care, pediatric nursing.

RESUMO

Objetivo: analisar a tendéncia da producao cientifica sobre cuidados paliativos em oncologia pediatrica. Método: revisao
integrativa realizada nas bases de dados LILACS e MEDLINE, no més de fevereiro de 2012, com a definicdo da seguinte
questdo de pesquisa: o que tem sido publicado sobre cuidados paliativos a crianca com cancer? Utilizaram-se as palavras-
chave “cuidados paliativos”, “crianca” e “cancer”, empregando o operador boleano AND, e nédo foi delimitado recorte
temporal. Utilizaram-se como critérios de inclusao: artigos completos e disponiveis na integra; como critérios de exclusao,
publicacées em formato de teses e dissertacdes, manuais e cartilhas. Foi realizada a leitura na integra dos artigos para a
aplicacao dos critérios de inclusao e exclusdao. O corpus da pesquisa constituiu-se de oito artigos submetidos a analise de
conteldo de Bardin. Resultados: quatro eixos tematicos emergiram dos dados: o perfil da crianca com cancer em cuidado
paliativo; profissional de salde frente aos cuidados paliativos e o processo de morrer e morte em oncologia pediatrica; a
familia frente a crianca com cancer em cuidados paliativos e os cuidados paliativos em oncologia pediatrica. Conclusdo: a
tematica é contemporanea e exige o preparo do enfermeiro para atuar nessa area. O desenvolvimento dos cuidados
paliativos esta centrado em hospitais e casas de apoio. Recomenda-se o desenvolvimento de pesquisas nessa tematica, a
fim de subsidiar a pratica e qualificar o cuidado paliativo em oncologia pediatrica. Descritores: Crianca; Neoplasias;
Cuidados Paliativos; Enfermagem pediatrica.

RESUMEN

Objetivo: Analizar la tendencia de la literatura cientifica sobre los cuidados paliativos en oncologia pediatrica. Método:
Se realizd una revision integradora en la bases de datos MEDLINE y LILACS, en febrero de 2012 con la definicion de la
siguiente pregunta de investigacion: lo que se ha publicado acerca de los cuidados paliativos a los nifios con cancer? Se
utilizaron las palabras clave “cuidados paliativos”, "nifio” y "cancer”, usando el operador booleano AND, y no fue limitado
marco de tiempo. Se utilizaron los siguientes criterios de inclusion: articulos completos y disponibles en la plena, los
criterios de exclusion, las publicaciones en forma de tesis y disertaciones, manuales y folletos. Se realizd una lectura
completa de los articulos para la aplicacion de los criterios de inclusion y exclusion. El corpus de la investigacion consistio
en ocho articulos sometidos a analisis de contenido de Bardin. Resultados: Cuatro temas emergieron de los datos: El
perfil de los niflos con cancer en cuidados paliativos, profesional de salud face los cuidados paliativos y el proceso muerte
y el morir en oncologia pediatrica, la familia del nifio con cancer en cuidados paliativos y los cuidados paliativos en
oncologia pediatrica. Conclusion: El tema es contemporaneo y requiere la preparacion de las enfermeras para trabajar en
esta area. El desarrollo de los cuidados paliativos se centra en los hospitales y casas de apoyo. Se recomienda el desarrollo
de la investigacion sobre este tema, con el fin de subsidiar la practica y calificacion de los cuidados paliativos en
oncologia pediatrica. Descriptores: nino, neoplasias, cuidados paliativos, enfermeria pediatrica.
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INTRODUCTION

Cancer is defined as a group of diseases
presenting an uncontrolled growth of cells,
which can penetrate one or several parts of
living tissues.” The disease is accounted for
15.6% of deaths in Brazil, in 2009, and it’s
considered the fifth leading cause of death at
the age of one to 19 years old.>

The pediatric cancer has been gaining
attention for its high mortality and lack of
knowledge about its etiology. The main
cancers affecting this age group are
leukemias, tumors of the central nervous
system (CNS) and lymphomas.'

Children's neoplasms are different from
adult cancer on the site of primary
involvement and mainly by nonspecific
symptoms. Sometimes they are confused and
mistakenly treated as other diseases common
to the age, thus having a delayed diagnosis.’

The treatment of childhood cancer is
outlined by a multidisciplinary team, aiming
to increase survival, minimize late effects of
medicalization and reintegration of the child
in social context. Therapeutic modalities
include surgery, radiotherapy, chemotherapy
and hormone therapy.?

Therapy over the decades has showed to be
efficient, it facilitated the early diagnosis,
advances and standardization of treatment
and use of protocols. However, despite the
tendency to survival, there is a group of
children for whom cure is not achieved.’
Given what was exposed, it is necessary and
essential to care for this child, offering him
the right to enjoy a minimally decent life, in
which they develop palliative care.?

Palliative care has emerged with the
purpose of mitigating the effects of previously
incurable disease, or provide a service for
those who are helpless and can not be
nurtured by curative medicine.*

The World Health Organization (WHO)
defines palliative care as a way to approach
committed to improving the quality of life of
patients and families affected by diseases that
threaten the lives.” The decision to appeal to
palliative car and abandon curative treatment
is done when the child can no longer be
treated by therapies succeeding in range,
then the relief of symptoms becomes priority.*

In pediatric approach, the palliative care
involves a series of multidisciplinary care,
targeted not only the physical aspects of the
child, but also extends its sphere emotional,
spiritual and family support.
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Factors that predispose to the use of
palliative therapy is grounded in diagnostics
that reveal a condition, whether it be
limiting, life-threatening or terminal, and
treatment can begin when the disease is
diagnosed, concomitant with or without
curative treatment.>¢

From this perspective, one wonders
whether what has been published about
palliative care to children with cancer. To
respond to this question, it was elaborate as
objective to analyze the trend of scientific
literature on palliative care in pediatric
oncology.

METHOD

It is an integrative review, with a
descriptive approach of the results. The
integrative review aims to gather and
synthesize results of research on a specific
topic in a systematic and orderly manner.
Being an instrument for deepening the
knowledge of the subject investigated,
allowing the synthesis of multiple published
studies and general conclusions about a
particular area of study’.

The search was conducted online through
the portal of the Virtual Health Library (VHL)
in databases from Latin American and
Caribbean Health Sciences (LILACS) and
International Literature in Health Sciences
(MEDLINE), in the month of February 2012. We
used the key words "palliative care”, "child"
and "cancer”, using the Boolean operator AND,
and was not bounded time frame.

It was found 16 articles in LILACS and 50 in
MEDLINE, totalizing 66 productions. Were used
full text articles available as inclusion
criteria, and, as exclusion criteria,
publications in the form of theses and
dissertations, manuals and booklets. We
performed a full reading of the articles for the
application of the criteria for inclusion or
exclusion.

For the productions analysis, it was used
the Bardin content analyzes, which consists on
analyzing the communication from systematic
analysis techniques in order to deduce, in the
description, messages and contents from
established knowledge.®

The first step of analysis was the pre-
analysis, in which up to the choice of the body
of research. After the first stage, with the
research corpus set, occurred the beginning of
the second stage of analysis. That's when it is
made the material exploration. With the
results of this step, data can be systematized,
grouping them into categories of affinity.
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Finally, the third and final stage, where relief
information obtained in the previous steps
present  themselves, quantifying  and
demonstrating the results.®

RESSULTS AND DISCUSSION
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Figure 1 shows the productions with the
identification code, journal, author and title
of the articles selected in this study.

Code Periodical Authors Title
A1 Journal of Pediatric Klopfenstein KJ, Hutchison Variables Influencing End-of-Life Care in
Hematology/Oncology C, Clark C, et al. Children and Adolescents
A2 Journal of Clinical Tang ST, Hung YN, Liu TW, Pediatric End-of-Life Care for Taiwanese
Oncology et al. Children Who Died As a Result of Cancer From
2001 Through 2006
A3 Pediatr Blood Cancer Fraser LK, Miller M, Referral to a Specialist Paediatric Palliative
Mckinney PA, et al. Care Service in Oncology Patients
A4 Revista Galcha de Costa TF, Ceolim MF. A enfermagem nos cuidados paliativos a
Enfermagem crianca e adolescente com cancer: revisao
integrativa da literatura
A5 CANCER Supplement Whittam EH. Terminal Care of the Dying Child Psychosocial
Implications of Care
A6 Escola Anna Nery Revista Avanci BS, Carolindo FM, Cuidados paliativos a crianca oncoldgica na
de Enfermagem Goes FGB, et al. situacao do viver/morrer: a 6tica do cuidar em
enfermagem
A7 Online Brazilian Journal Lopes VF, Silva JLL, A percepcao de profissionais de enfermagem
of Nursing Andrade M. sobre os cuidados paliativos ao cliente
oncologico pediatrico fora de possibilidade de
cura: um estudo na abordagem fenomenologica
das relacées humanas
A8 Journal of Pediatric Hinds PS, Brandon J, Allen Patient-reported Outcomes in End-of-Life
Psychology C, et al. Research in Pediatric Oncology

Figure 1. Publications on palliative care in pediatric oncology - period 1993-2011 - LILACS and MEDLINE.

Source: Elaborated by authors. Brazil, 2012.

Regarding the country of origin of products,
three are Brazilian, four North American and
one from Taiwan. The time frame comprised

the years 1993 to 2011, as described in Table
1:

Table 1. Distribution of articles from 1993 to 2011.

Brazil, 2012.

Publication Year

Frequency

1993
2001
2007
2009
2010
2011

Total

ol A A

In Table 1 it was found that the subject
under investigation is emergent and
contemporary, because the years 2010 and
2011 concentrated 50% of production.

Regarding the approach of the selected
studies, two were literature reviews and six
field researchs, among these there are two
with  quanti-qualitative  character, two
quantitative and two qualitative. About the
fields, it was found that three of the articles
reported to characteristics of children with
cancer; four, the health care team facing this
situation; and five had the care applied in the
context of the thematic study.

Based on the data analyzed, four themes
emerged: the profile of children with cancer
in palliative care; palliative care in pediatric
oncology; family of the child with cancer in
palliative care and the health professional in
the face of palliative care and dying and
death in pediatric oncology.

¢ Profile of children with cancer in
palliative care

In one study, the prevalence of children in
need of palliative care was higher in females
presenting with 53.7%, the mean age was 9.3
years and the main diagnoses were central
nervous system (CNS) tumors, followed by the
other solid tumors such as leukemias and
lymphomas.*’

Similar results to the above study showed
that the average age was eight years old, but
there was disparity regard to sex, because 63%
of affected children were boys.’

In Brazil, the tumors that most affect the
pediatric age group are leukemias, followed
by lymphomas and CNS tumors.”'® These
discrepant results may be related to the
geographical and population difference in the
studies.

In the analyzed studies, palliative care
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began to emerge when curative therapies
were suspended  without division  of
milestone.® Some of the patients received
palliative care in their last three days of
life.”?

The aggressive care such as chemotherapy,
cardiopulmonary resuscitation and intensive
care, were present at the end of life of most
children, who died in a hospital.A'*? These
data agree with researches conducted with
adult patients, where approximately 55% of
cancer patients die in hospitals." Statistics
that could be modified by the benefits of
palliative care.

There is, moreover, that from the children
who died from the disease, only 37% were
referred for palliative care services.”’ The site
considered suitable for palliative care was the
child's home where the family company, the
environment pleasant and how to care
become more welcoming and provide better
quality of care.*"*

Despite the low levels of technology,
different socioeconomic levels, and lack of
knowledge to perform the care, studies show
that is at the patient home, with his family,
that the child is relieved, comforted and
receiving family affection, that could not
receive if you were being cared for
elsewhere."

Home care should be based not only on a
careful and routines established by conduct,
nor to make a theoretical/technical way, but
rather on a more human and intimate care
(family and child). However, we emphasize
the importance of the procedures that make
palliative care and that are offered by the
home caregiver."

The technique of doing, that makes up
care, is part of a whole set of actions that
should be based on humanized care. To do so,
humanization is no longer a practice adopted
during patient care, but should be based on a
holistic view exchange of knowledge,
experiences and feelings.™

One advantage described, for palliative
care be performed at home, is the child's
participation in family routines and shared
care between family members and friends,
encouraging opportunities for communication
and participation within the family.*’

¢ Health professional in face of palliative
care and death and dying process in
pediatric oncology

The perception of health of the child in
palliative care has emerged significantly in
the publications. The most often cited
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professional in literature “*” was the nurse

that acts directly on patient care.”

The nurse was quoted as the professional
who are faced daily with death ' and, thus,
shall treat it as inevitable, however, the
feeling of failure and impotence before the
disease is present in the daily work of this
professional.”®*”  Situation becomes less
aggressive as the nurses have more experience
and professional experience.*®

Death is an event that follows the life of
the professional nurse, and her experience
may serve as a tool for coping. Most nurses
face the death of the patient without
therapeutic possibilities as part of a natural
process. This mode of perception is not
representative of the professional nurse as
"cold”, but as a caregiver seeking ways to
adapt to different situations of care."’

The process of death and dying is much
discussed and questioned, because the sight
of death is loaded with symbolism, is socially
constructed, imbued with values and
meanings that depend on the historical,
cultural, economic, and political environment
in which the subject is found™. This reality
demonstrates the different ways of facing
death, and proves the uniqueness of
perception and coping process of death/dying,
which are interpreted by the health
professional involved.

Another striking feature of nursing is the
bond building with the child and his family.
This is because of the great periods of (re)
hospitalization.”” Some nurses compare the
patient/client with a family member.*¢ Owning
bond and emotional attachment hinders the
separation and action towards the dying.?’ But
it is known that the bond built between
professional nursing and patient and family
also provides benefits, human relationship
supports the belief in the improvement and
provides support in difficult times.?'

It is critical that health professionals have
technical and scientific knowledge about the
physiological growth, psychomotor
development, cognitive skills, as well as
culture, language and behavior for each age
group in order to have more precision in
evaluations aimed at children, involving also
the care technologies to the technical-
scientific knowledge.** #78

¢ Family of the child with cancer in
palliative care

In the view of parents that kept their
children in palliative care until death,
palliative therapy represented continuous
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comfort for the child.*” During this process the
family plays an important role, both in health
restoration at the time of receiving the
diagnosis and/or stages of treatment.?” For
these factors, it becomes paramount family
participation in the palliative approach.*’

It's the family that accompany the child,
therefore, instruct it, insert it and hear it
with the sensitivity of the perception of their
needs becomes indispensable, because the
welfare of the family is directly reflected in
the welfare of the patient and the reverse is
also true.?

For an effective care is of paramount
importance the family presence in the care
process.” It is important that the family,
along with the professional team creates care
strategies to improve the welfare of the
patient's physical and mental, as well as
balance and family structure. The moment the
family handles together, the child becomes

smoother and safer.?*

Another relevant factor is about the
information regarding the prognosis of the
disease; when they are withheld to family
members, it causes a false hope and
understanding of the clinical picture of the
child.** >4 However, when the child receives
an aggressive curative care, family trusts and
invests in treatment, for lacking of situational
awareness. Therefore it is essential to
communicate clearly and effectively the
binomial family/health care team.

According to a study, health professionals,
especially doctors, are reluctant to deal with
the family, either because they think it is a
task they can take a long time, either because
they feel unprepared to provide this
support.”” Questions that deal directly with
life/death of the child, such as non-
resuscitation, withdrawal of treatment and
autopsy, which are potential problems, are
not well treated by their parents, arising
ambiguities in the understanding, which
sometimes lead to wrong decisions.*®

The active participation of family in these
decisions is needed, because the terminal
phase is long remembered, with each family
faces the situation within their cultural and
religious context, and supported by their own
desires, capabilities and resources.

At the terminal moment is expected to
offer the patient the necessary conditions for
its realization, and palliative care is
characteristic not only to cover the physical
dimension, such as emotional, and spirituality,
faith and religion also sources of welfare and
quality of life.?
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Often, in the child's family in palliative
care, there is a change in family dynamics
that may cause suffering to the brothers. This
suffering can be related both to isolation and
loss of attention, as the grieving to see their
brother or sister sick.”> Therefore, the child
having a support at school is important
because, when present difficulties in social
interaction, will have a support. %’

Another important factor is the suffering of
mourning against the imminent death of the
family, a situation that must be addressed by
the team with the family. It is important to
talk about the end of life, and create coping
strategies to deal with the child's death.*® One
way to alleviate this moment becomes the
closer relationship between patient and
family, with a view to an improved quality of
life and quality of death. The family who was
talked to is aware of the gravity of this
moment and situational, assimilating the
possibility of the existence of the order and
preserve the effectiveness. 2

¢ Palliative care in pediatric oncology

The specificity of palliative care provided
to children with cancer was found to be
prevalent. Moreover, these treatments did not
differ from the care of children in therapeutic
treatment. Another feature is that this care
does not differ according to cancer found,
however it must be individualized in order to
meet the specific demands of each user.*" ¢

The characteristics of palliative care
provided to children with cancer emphasize
comfort, welfare and applicability under the
most humane way possible, with the presence
of cuddle, look, word and listening to the
needs of the patient and his family.*®*’

Another feature was pointed out by
research analgesia, to diminish the pain and
suffering of these children. It is essential that
staff knows the analgesic techniques in order
to provide better resolution in
attendance.A™ " |t was part listed the
attitudes of health professionals and parents
facing the painkillers are permeated by fear
or ignorance with respect to the dependence
on medication or incorrect dosage, sometimes
causing an under-medication and thus the
suffering of child.*

Analgesia is a way of providing palliative
care and also implies, in the association's
attention, conversation and affection as an
additional measure of comfort to the end of
life. It is worth noting that these measures
should be applied carefully not only the child
but also his family.”

According to the literature, include to
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palliative care home care such as massage,
psychotherapy and hypnosis, and analgesia
medication that is prescribed by the doctor.**
In this sense, palliative care provided to
children with cancer must meet the
biopsychosocial needs of families and
children, respecting their particularities,
beyond beliefs and values.**

We highlight the need to provide relief
from pain and symptoms of cancer, associating
the biopsychosocial and spiritual needs of
individuals in palliative care *°, in other
words, give voice to their personal beliefs and

values.

CONCLUSION

The issue of palliative care in pediatric
oncology is contemporary, with current and
relevant publications. The role of nurses was
evident in the studies, being prevalent in the
literature, a result which demonstrates the
importance of care provided. In addition,
professionals working with this clientele
stressed feeling of frustration, helplessness,
sadness and attachment.

The place where palliative care is provided
remains focused on hospital-medical model.
This result may reflect the recent introduction
of the theme in the setting of care to children
with cancer, being the hospital the reference
place of care. But it was indicated that the
most appropriate place is home.

The research subjects of most studies were
the professional caregiver and child in the
situation of palliative care. There was a gap in
relation to the home caregiver and family
about the situation of death/dying, and the
greater objectivity in the face of the real
needs for the child and his family in this
context.

It is recommended the development of
research in order to support the practice and
qualifying palliative care in pediatric
oncology. And more investment in job training
for the development of palliative care, based
on ethical principles and that the
humanization of care is essential in caring for
terminally ill children.
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