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ABSTRACT

Objective: To describe what has been published in Brazil-
ian scientific literature regarding pediatric palliative care.

Data sources: Bibliographic review with a descriptive
approach. In LILACS and SciELO databases, the descriptors
“palliative care”, “child”, “pediatrics”, “terminal illness” and
“death” were sought, from January 2002 to December 2011.
The eight selected articles were analyzed according to year of
publication, type of study, data collected, target population, pa-
thology, professionals involved, types of care and main findings.

Data synthesis: Regarding the year of publication, there
was an increase in the number of publications related to
pediatric palliative care. Regarding the type of study, four
articles were literature reviews and four were qualitative
researches. Data was collected mainly by semi-structured
interviews. The participants of the majority of the stud-
ies were children’s relatives and health professionals. The
main pathology addressed was cancer and the nurses were
the most frequently cited professionals. The types of care
provided were related to physical aspects, general care and
psychological, social and spiritual aspects (less emphasis).
The main findings were: little emphasis on the children’s
needs, the importance of including the family in the care
provided and the lack of preparation of the health team.

Conclusions: Despite the difficulties and the chal-
lenges in establishing pediatric palliative care, many articles
brought important considerations for the development of
this practice in the country.
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RESUMO

Objetivo: Descrever o que tem sido publicado na pro-
dugdo cientifica brasileira quanto 2 assisténcia a crian¢a em
cuidados paliativos.

Fontes de dados: Estudo de revisio bibliogrifica com
abordagem descritiva. Nas bases de dados LILACS e SciELO,
buscaram-se os descritores “cuidados paliativos”, “crianca”,
“pediatria”, “terminalidade” e “morte”, selecionando-se arti-
gos de janeiro de 2002 a dezembro de 2011. Os oito artigos
selecionados foram analisados conforme o ano de publicagdo,
o tipo de estudo, a forma de coleta de dados, o publico-alvo,
a patologia, os profissionais envolvidos no cuidado, os tipos
de cuidado oferecido e os principais resultados.

Sintese dos dados: Quanto ao ano de publicagio,
percebeu-se aumento no nimero de publicagdes referentes
a drea dos cuidados paliativos pedidtricos. Quanto ao tipo de
estudo, quatro artigos eram de revisdo bibliogréfica e quatro
eram pesquisas qualitativas. A principal forma de coleta de
dados foi a entrevista semiestruturada. Os participantes da
maioria das pesquisas foram os familiares da crianga e os
profissionais da satide. A principal patologia abordada foi o
cancer e os enfermeiros foram os profissionais mais citados.
Os tipos de cuidado oferecido relacionaram-se aos aspectos
fisicos, aos cuidados gerais e aos aspectos psicoldgicos, sociais
e espirituais (menor énfase). Os principais resultados encon-
trados foram: pouca énfase nas necessidades das criancas,
importincia de incluir os familiares no cuidado prestado e
falta de preparo da equipe de satde.

Conclusdes: Mesmo sendo relatadas dificuldades e desa-
fios para o estabelecimento dos cuidados paliativos pedidtri-
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cos, muitos artigos apontaram reflexdes importantes para o

desenvolvimento da pritica no pafs.
Palavras-chave: cuidado da crianga; cuidados paliativos; Brasil.

RESUMEN

Objetivo: Describir lo que se viene publicando en la
produccién cientifica brasilefia respecto a la asistencia al
nifio en cuidados paliativos.

Fuentes de datos: Estudio de revisién bibliografica con
acercamiento descriptivo. En las bases de datos LILACS y
SciELO se buscaron los descriptores «cuidados paliativos»,
«nifio», «pediatria», «terminalidad» y «muerte», seleccio-
ndndose articulos de enero de 2002 a diciembre de 2011. Los
ocho articulos seleccionados fueron analizados conforme al
afio de publicacién, el tipo de estudio, la forma de recolec-
ci6én de datos, el piblico meta, la patologia, los profesionales
implicados en el cuidado, los tipos de cuidado ofrecido y los
principales resultados.

Sintesis de los datos: Respecto al afio de publicacién, se
percibié un aumento en el nimero de publicaciones referentes
al drea de los cuidados paliativos pedidtricos. Respecto al tipo
de estudio, cuatro articulos eran de revision bibliogréfica y
cuatro eran investigaciones cualitativas. La principal forma de
recoleccién de datos fue la entrevista semiestructurada. Los parti-
cipantes de la mayoria de las investigaciones fueron los familiares
del nifio y los profesionales de salud. La principal patologia
tratada fue el cdncer y los enfermeros fueron los profesionales
mids citados. Los tipos de cuidado ofrecido se relacionaron a los
aspectos fisicos, a los cuidados generales y a los aspectos psico-
l6gicos, sociales y espirituales (menor énfasis). Los principales
resultados encontrados fueron: poca énfasis en las necesidades de
los nifios, importancia de incluir a los familiares en el cuidado
prestado y falta de preparacién del equipo de salud.

Conclusiones: Aun siendo relatadas dificultades y de-
saffos para el establecimiento de los cuidados paliativos
pedidtricos, muchos articulos sefialaron cuestionamientos

y reflexiones importantes para el desarrollo de la prictica.
Palabras clave: cuidado del nifio; cuidados paliativos; Brasil.
Introduction
Palliative care in pediatrics is characterized by providing an

active total care to the child, considering body, mind, and soul,
as well as support to the family. In addition, palliative care is
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effective when there is a multidisciplinary team to promote
the relief of physical, psychological, and social suffering of the
child and can be offered in locations such as tertiary institu-
tions, health centers, and even at home'. In the palliative care
approach, suffering can and should be relieved®.

Palliative care begins at diagnosis and continues even if
the subject receives a curative treatment or not. With the
progression of the disease, there is an increasing applicability
of palliative care, which extends to bereavement™. This inte-
gration between curative and palliative treatment improves
care coordination, avoids fragmentation®, besides offering
the maximum emotional, social, and spiritual well-being
for the child and the family®.

Palliative care applies to six conditions: children in whom
curative treatment is possible (palliative care in times of
uncertainty or failure to cure); children that need long-term
intensive treatment; children for whom there is no hope of im-
provement, being the goal of the treatment totally palliative,
and likely to last for years; children with severe neurological
damage, leading to an increased vulnerability and increased
complications; newborns with limited life expectancy, and
family members of children who have had some trauma, sud-
den infant death, or early death of the newborn®.

Scientific research on pediatric palliative care is a challenge
due to the heterogeneity of the population, the uncertain
outcome, the lack of knowledge, lack of institutional and
financial support, the child’s vulnerability and inadequate
research designs®. Furthermore, little is known about the
national reality in this theme. Thus, we perceive the need to
verify what is the reality of Brazilian research in the field of
pediatric palliative care. Therefore, the aim of this study was
to describe what has been published in Brazil on pediatric

palliative care.

Method

The present study is a descriptive literature review. We
used the Lilacs and SciELO databases, searching for the key-
words “palliative care”, “child”, “pediatrics”, “terminally ill”
and “death.” The descriptors were interspersed with each
other, and we selected Brazilian articles from January 2002
to December 2011.

Of the 67 articles found, 59 were discarded because they
did not present palliative child care as the main subject, were
repeated, or because the article was not available in full. The
eight selected articles were organized into files containing

identification data and the studied variables. The following
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Chart 1 - Summary of results
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Article Type of study  Population Summary of main findings
Piva et al, Literature Children with - Professionals involved in the care: physicians, nurses, social workers,
201109 review irreversible psychologists, chaplains, physical therapist, and occupational therapist
disease - Types of care offered: Therapeutic priorities (analgesia and sedation),
supportive, fraternal environment, and privacy
- Decisions regarding end of life centered on medical opinion and little
family involvement (lack of knowledge and training in both the medical
undergraduate school and residency)
- Sincere dialogue with family members about the diagnosis, prognosis,
therapy, and palliative care. This dialogue should be gradually
established, meeting the needs of children in the final stages of life
- The success of palliative treatment depends on the treatment centered
on the welfare of the child, with full participation of the family, not
forgetting to provide family support after death
Rabello Qualitative 18 members  Professionals involved in care: multidisciplinary team (nonspecific)
and research of9 - Types of care offered: household long-term care, non-invasive
Rodrigues,  with content families of procedures, support, and educational actions
(10) i -
2010 analygs technology - Positive aspects: bond established with the staff and support;
(semi- dependent . . S .
; knowledge of the family regarding the child’s iliness and the dynamics of
structured children ;
. . the service used
interview)
- Negative aspects: difficulties in the implementation and continuity
of the Interdisciplinary Home Care Program; impact of iliness on
socioeconomic character; poor communication with other levels of care
- Importance of staff training to deal with family members who suffer
from physical and emotional instability
- Need to coordinate home care with the network
Costaand Literature Children - Professionals involved in care: nurses
Ceolim, review and - Types of care offered: honest communication from the perspective of
201009 a(.iolescents comprehensive care, home care, comfort, pain management, and symptom
with cancer  management; recreational activities, support to families in mourning
- Consider the particularities of pediatric palliative care
- To meet the biopsychosocial needs of the child/adolescent and his family
- Need of teamwork, dialogue, solidarity, compassion, support and relief
of suffering by ensuring dignity and promoting quality of life
Floriani, Literature Technology- - Professionals involved in care: physicians and nurses
2010© review dependent - Types of care offered: physical care (respiratory support, parenteral
children

nutrition, peritoneal dialysis or hemodialysis, wound dressings,
ostomy care and bedsores) and other care (home, intimate and with
medication); guidance and information to caregivers about the most
appropriate care

- Obstacles: structural difficulties of households; difficulty referring
children to pediatric hospitals; social isolation of the child and the
family; disbelief by the health team; hyper medicalization of the home;
uncertainty of a terminal prognosis; physical, emotional, social, material
and financial overload of the family members; modifications in family
organization and redefining roles

-Importance of continuing education pediatricians in care at the end of life
- Need of good partnership between the staff, the family, and the child

Rev Paul Pediatr 2014,32(1):99-106.
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Chart 1 - Continuation
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Article Type of study

Population

Summary of main findings

Literature
review

Poles and
Bousso,
2009™

et al,
200917

o
and Lima,
2005

exploratory

interview)

Avancini

Descriptive-

qualitative study
(semi-structured

Children in
Intensive Care
Units (ICU)

nurses

professionals
who work in
pediatric care

26 nursing

- Professionals involved in care: multidisciplinary team
(doctor, nurse, social worker, psychologist and spiritual)

- Types of care offered: support; guidance; clarifications; approach to biological,
psychological, social and spiritual dimensions of the child and the family;
bereavement counseling; analgesia; management of pain and symptoms of
discomfort.

- Attributes of the concept of dignified death: quality of life; knowledge about palliative
care; pain management and symptoms of discomfort; welcoming environment;
shared decision making; respect for cultural diversity

- Few articles brought the definition of decent death for the child

- The concept of decent death is still not consistently defined, requiring studies in
clinical practice

- Need to include the topic of death in the curriculum of health professionals for a

- Types of care offered: comfort to the child; improving the quality of life, fostering
decent death; providing welfare beyond the pathophysiological functions; analgesia,
hygiene, relief of respiratory distress; caring for parents and family

- Discomfort of some nurses in dealing with death, with feelings of attachment,
anxiety, failure, sadness, discouragement, helplessness and defeat

- Importance of relating the perception toward the child with cancer in palliative care
for the feelings and emotions of nurses

- Nursing is aimed at promoting the comfort, relief from pain and symptoms, to meet
the biopsychosocial and spiritual needs, and supporting families

- The need to emphasize the importance of nursing care in palliative care with the
child with cancer

- The approach to the subject should be more widespread to better prepare
professionals

he need for a continuous service for professional psychological support

rofessionals involved in the care: nursing staff (nurses, technicians, and
assistants)

- Types of care offered: positive interaction with the child; care of the child’s physical
needs

- The professional lives loss and mourns with the child’s death with whom he formed
a bond

- Feelings expressed by professionals: defeat, disappointment, sadness, pain,
helplessness, and anger

- Need for emotional support to professionals
- Importance of the inclusion of the theme of death in curricula and conducting

Bolze and Case Study o Famllywho "~ Professionals involved in care: psychologist
Castoldi, losta 4-year  _Types of care offered: home visits, strengthening of adaptive defense mechanisms
20051® Old. daughter,  gnq healthy aspects; guidance, support, and listening; bereavement counseling
V.Vhlc.h was . - Necessity of theoretical support for the psychologist to conduct his activities
fighting against
successfully
cancer
- Importance of family religiosity for preparing for the child’s death
- Authors’ tips: groups for bereaved relatives
- Importance of psychological support by the hospital
102
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items were evaluated, according to the year of publication:
type of study, form of data collection, participants, pathol-
ogy, professionals involved in the care, types of care offered,

and main results.

Results

The selected articles were analyzed according to the cri-
teria previously defined and are presented in Chart 1.

Discussion

Regarding the year of publication, we noticed an increase
in the number of studies related to the field of pediatric
palliative care in the period of literature review. From the
1990s, there seems to be a growing interest in issues relat-
ing to the end of life, whether through discussions on the
maintenance of life at any price, or by discussions of topics
related to bioethics”. The implementation of pediatric pal-
liative care has many challenges due to the large number of
clinical situations involving children and the need for the
continued use of technology to keep their lives®.

As for the types of study, four articles were literature re-
views, three were qualitative studies, and one was a case study.
Therefore, we observed that there is a movement to better un-
derstand palliative care and their interfaces, due to the greater
number of review articles. We also observed the absence of
quantitative studies. In the process of knowledge construction,
the researcher should use both the qualitative and the quantita-
tive approaches appropriate to the object of survey®”.

The semi-structured interview was the main form of data
collection"®!'V, The open interview and the search for articles
on bibliographic databases were also used. The choice of
the appropriate instrument, which will be used in scientific
research, is complex and crucial, given the need for atten-
tion to the research objectives®. In this sense, the research
in the area of palliative care must obey certain principles,
such as: ensuring the interests of the patient, conducting a
pilot-study to ensure the results, obtaining permission from
the Research Ethics Committee, and allowing flexibility
in monitoring patients, ensuring no invasion of privacy or
worsening of symptoms”?.

The target-population of selected articles consisted of
children (in the articles of literature review), family mem-
bers of children in palliative care, and nursing professionals
(nurses, technicians and assistants). In the analysis we ob-
served the importance of providing palliative care not only

Rev Paul Pediatr 2014,32(1):99-106.

for the children, but also for the family and the healthcare
team, as they are important actors in this dynamic. However,
no studies presented the child in palliative care as a subject
of research, except for the articles of literature review. The
amount of researches with families and health profession-
als can be explained by the level of accuracy and care that
researchers need to have when developing research with
children. When such studies are conducted, it is important
that the researcher presents himself with an approach-
ing attitude, turning the moment of data collection into
something that is easily understood by the child. Thus, the
researcher has to be well organized, using a simple language,
preparing the location of data collection, and remaining on
the same level as the child, showing that he or she is work-
ing together with the investigator, who should also explain
the goal of the research in a simple way, encouraging the
child to talk freely, being attentive to what he or she says,
tolerating their silence, using reflective responses to show
empathy and understanding and respecting their cognitive,
emotional, and social skills"?. Moreover, most children in
palliative care are already greatly weakened and with dif-
ficulty in communicating verbally, which makes it harder
to conduct research. This is because, in many institutions,
there are still obstacles to establishing palliative care from
the diagnosis of a potentially fatal disease, meaning that care
is implemented only in terminal stage.

Concerning diseases, malignancies and chronic diseases
were the most mentioned in the articles. Although some
articles addressed other diseases, it was noted that the target-
pathology of researches is still cancer. There was an increase in
the number of articles and research projects in the field of on-
cology through the association of medical research with basic
research, to generate national knowledge on specific issues?.

The professionals involved in health care are doctors,
nurses, technicians, nursing assistants, social workers,
psychologists, spiritual advisors, physiotherapists, and
occupational therapists. The professionals who were most
mentioned in the articles as important in child palliative
care were the nursing professionals, followed by doctors. Of
the eight articles, only two mentioned other professionals
involved in the care and one cited a multidisciplinary team,
but did not specify which professionals formed it.

The expressiveness of nursing publications in this litera-
ture review is demonstrated by the fact that, of the eight
selected articles, four were published in journals from this
field. The fact that the physician is often cited in publica-
tions in the area of palliative care can be explained, as he
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is the legal responsible for the patient, and the one that
responds directly to the bioethical dilemmas that arise?”.
We observed the need for other professionals to publish and
show their importance within the health team, once their
performances in palliative care are indispensable. The team
plays a major role for children in palliative care, preventing
avoidable suffering through proper symptom management

and decision-making®

. It is noteworthy that no article
mentioned the role of nutritionists, speech therapists, music
therapists, and dentists, among other members of the health
team who play an important role with children and their
families in palliative care.

The studies assessed mentioned several types of care of-
fered to patients, such as: care related to physical aspects
(parenteral nutrition, peritoneal dialysis or hemodialysis,
healing of wounds, bedsores and ostomy care, supplemental
oxygen or noninvasive ventilation care, physical comfort of
the child, relief of pain and other physical symptoms, seda-
tion), general care (home, intimate, and medication care),
and related to psychological, social, and spiritual aspects
(supportive psychotherapy, assistance to parents and family
in decision making, with honest communication and the
prospect of comprehensive care, play activities, support,
guidance, clarification, individualized care, active listening,
shared decision-making, organization of the environment,
respect to the child’ and the family’s privacy, improvement
of quality of life, favoring a decent death and bereavement
support for family members). Of the eight articles selected
three were restricted to pathophysiological care issues®''",
four focused on comprehensive care”'>'” and one empha-
sized palliative care in the context of mourning™®.

The healthcare professional should provide a humane
and integrated care, meeting the psychological, social and
spiritual needs of the patient"”, besides the pathophysi-
ological ones. It is necessary to expand the understanding of
the human being beyond the biological dimension"?. The
care of children and their families during the final stage of
life is a challenge and a privilege, and there may be a major
impact on the family experience and the adjustment of the
parents after the child’s death™”. Thus, we observed that
bereavement support is essential, a fact that could have been
further discussed in the articles of this review.

Only one article mentioned the importance of play for
children in palliative care. The disease generates the removal
of the child from their family environment, their daily hab-
its, their routines, and their pleasurable activities. When
the child relives daily situations during play, for instance,
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29 Playing is an important

she forgets about her suffering
therapeutic tool for the development of the child and appears
as a facilitator, helping the child to overcome the limita-
tions of the illness®". Thus, playing enables the expression
of feelings and helps the child to see his or her process of
elaboration of his illness condition more easily®?.

Two articles have cited the importance of the spiritual
aspect in pediatric palliative care, but did not develop the
subject”!. The spiritual issue at the end of life is dif-
ficult to approach due to the lack of knowledge by health
professionals about their own spirituality and the patient’s
difficulty in recognizing his finitude®”. The spiritual dimen-
sion comprises everything that gives meaning to a person’s
life, relating to the transcendental®®. Spirituality relates to
improved quality of life, less depression and stress, greater
treatment adherence, better functioning immune system
and greater ease to deal with problems®?.

To better discuss the results found in the articles, we
decided to divide them into four main guiding sections: as-
pects related to the child, aspects related to the family, aspects
related to the health team, and other relevant characteristics.

For the aspects related to the child, some important points
were observed, such as the importance of meeting their
biopsychosocial needs, ensuring dignity, promoting quality
of life and a decent death, and preserving their autonomy;
we also observed the social isolation experienced during the
disease process and the hospitalization from birth in cases
of congenital diseases or diseases that have manifested soon
after birth. We noticed little emphasis on the description of
children’s needs in palliative care. The child is erroneously
seen as someone who does not need special care or atten-
tion, since it is a human being who is starting life'”. Thus,
death becomes a painful process for both the child and his
or her family. Death or its proximity stimulates pain and
other types of suffering and leads to reflection on feelings
and spiritual/existential aspects of life””. To avoid or deny
death is to walk towards the denial of an integral aspect of
human life®®, so the approach of this theme is required"®.
It is, therefore, necessary to ensure dignity and to promote
the child’s quality of life, respecting their individuality
and stimulating their serenity before death, promoting the
humanization of care'?.

Concerning the aspects related to family members, we
found the following information: need to care for family
members; importance to meet the biopsychosocial needs
of the family; physical, material, emotional, financial, and
social overburden; feelings of loss of family members due

Rev Paul Pediatr 2014,32(1):99-106.
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to the possibility of death and denial of the incurability of
the disease, leading to comorbidities such as hypertension,
obesity, depression and sleep disturbance; other experienced
feelings, such as attachment, anxiety, failure, sadness, dis-
couragement, helplessness and defeat; difficulty by the family
in communicating the truth to the child. Many of the needs
of family members mentioned in the articles may be met
with proper care through attentive listening, acceptance and
relief of physical, psychological, social, and spiritual suffer-
ing. The safety and reliability of the family come especially
from information received during the process of death,
which needs to be offered in due course according to family
demands”. We observed that pediatric palliative care is not
limited to the child’s life period. It is necessary to emphasize
that such care should be extended beyond the death of the
child, since the family will be in need of support®. With
the child’s death, actions must be taken to provide a less
painful experience for families, conveying the news of death
and preparing the environment properly, besides ensuring
the privacy and the respect to the time required for the
farewell. While the focus of care remains only in the child,
family demands will not be analyzed, especially in relation
to the expression of their feelings®”.

With regard to aspects related to the health
care team, the relevant points are: the need to take care of
the team, the physical and emotional exhaustion, the lack
of continuing education by pediatricians, and the need
to include the theme of death in the curriculum of these
professionals; unpreparedness to give bad news, difficulty
in managing children late in life, improper attachment of
professionals, difficulty of living bereavement, and lack of
staff training to deal with family members. Through the
results found with the health team, it became clear that this
difficulty in acting in the area of palliative care is due to the
lack of preparation and the physical and emotional exhaus-
tion. Consequently, these factors can lead to work-related
stress or burnout syndrome. Thus, the following problems
may occur with these professionals: lack of psychological sup-
port, stress with the possibility of death, lack of preparation
to deal with the family, feeling of hopelessness, helplessness,
or abandonment, among others®®. Hence, there is the need
to care for those who provide care.

Often, the healthcare team is concerned only with the
technical aspects of care, and this lack of preparation af-
fects the integral approach and the perception of their own
emotional state””. While the goal of health professionals is
only to clarify the diagnosis and to treat physical symptoms,
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there will be a failure in the proper prevention and treatment

@_'This fact can be explained by the reduction-

of suffering
ist and positivist views that many health professionals have®®
and by the lack of professional training to deal with chil-
dren and their families in palliative care. Thus, it is essential
to prepare the staff and to offer courses and specializations
in palliative care.

In relation to other relevant characteristics, the follow-
ing aspects were found: need for good partnership between
staff, family, and child; importance of avoiding therapeutic
obstinacy; definition of well-defined objectives, individual-
ized needs, and anticipating events; difficulties in referring
children to palliative care units; care still centered in healing;
disbelief in the available therapeutic measures; structural
difficulties of the household and access to home care, com-
munity difficulties of non-acceptance; hyper medicalization
of the household; ineffective palliative home care programs
to treat children and their families; lack of coordination
of palliative care at home with other levels of care. These
relevant features indicate that there are still many difficul-
ties to establish pediatric palliative care. This last guideline
was characterized, in most of the papers, by aspects related
to home care. The difficulties and problems encountered
in the structuring of palliative care at home demonstrated
disrespect to the right to health, besides the conflict between
the discourse of the Ministry of Health for the deinstitu-
tionalization and humanization and what is actually found
in practice”.

Children with serious illnesses and poor prognosis create
ethical dilemmas in health teams, and it is difficult to dif-
ferentiate the care and relief of suffering (with comfort and
decent death) from the use of invasive and painful procedures
arising from technological progress, which only prolong
the suffering”. Thus, it is worth noting that pediatric pal-
liative care is progressively implemented and according to
the needs arising from the disease and treatment. It should
also be individualized to each child, considering the values
and desires of the binomial family-patient™. Still, some
articles showed the effort to understand pediatric palliative
care, discussing the main aspects for its implementation.

Regarding the limitations of the present research, we
realized that there was no comparison of Brazilian data with
international data, which would provide greater understand-
ing of the reality of palliative care in Brazil. Moreover, the
description of each study was limited to published data,
with no attempts to contact the authors to clarify doubts and
confusing information. In this sense, we recommend further
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literature reviews containing complete data, through contact
with the authors of the analyzed studies.

Despite the increase in the number of Brazilian publica-
tions in pediatric palliative care, there are still few studies
with more methodological rigor and adequate sample sizes.
The majority of research participants were children’s parents
and caregivers, who demonstrated difficulties in addressing
the diseased child. It is essential to consider other diseases
besides cancer and the importance of reporting all staff to
humanize health care.

There is difficulty in addressing comprehensive care in
pediatric palliative care, and despite the fact that it was
mentioned in some studies, the subject was not studied

References

1. World Health Organization. Cancer pain relief and palliative care in children.
Geneva: WHO; 1998.

2. Santos FS. O desenvolvimento histérico dos cuidados paliativos e a filosofia
hospice. In: Santos FS, editor. Cuidados paliativos: diretrizes, humanizagéo
e alivio de sintomas. Sao Paulo: Atheneu; 2011. p. 3-16.

3. KurashimaAY, Camargo B. Cuidados paliativos: aliviar sem curar. In: Camargo
B, Kurashima AY, editors. Cuidados paliativos em oncologia pediatrica: o cuidar
além do curar. Sao Paulo: Lemar; 2007. p. 41-58.

4. Arrambide MS, Poc OG, Miravete JL, Pérez-Yarza EG, Caro IA. Los cuidados
paliativos: un modelo de atencion integral al nifio gravemente enfermoy a su
familia. An Pediatr (Barc) 2004;61:330-5.

5. Kane JR, Himelstein BP. Palliative care in pediatrics. In: Berger AM,
Portenoy RK, Weissman DE, editors. Principles and practice of palliative
care and supportive oncology. Philadelphia: Lippincott Williams & Wilkins;
2002. p. 1044-61.

6. Camargo B, Kurashima AY. Pesquisa e cuidados paliativos. In: Camargo B,
Kurashima AY, editors. Cuidados paliativos em oncologia pediatrica: o cuidar
além do curar. Sao Paulo: Lemar; 2007. p. 367-83.

7. Poles K, Bousso RS. Dignified death for children: concept analysis. Rev Esc
Enferm USP 2009;43:215-22.

8. Floriani CA. Home-based palliative care: challenges in the care of technology-
dependent children. J Pediatr (Rio J) 2010;86:15-20.

9. Glnther H. Qualitative research versus quantitative research: is that really the
question? Psic: Teor e Pesq 2006;22:201-10.

10. Rabello CA, Rodrigues PH. Family Health Program and children palliative
care: listening the relatives of technology dependent children. Cien Saude
Colet 2010;15:379-88.

11. Costa JC, Lima RA. Team mouring: revelations of nursing professionals on
the care provided to children/adolescents in the process of death/dying. Rev
Lat Am Enfermagem 2005;13:151-7.

12. Robbins M. Researching people who are terminally ill. In: Robbins M, editor.
Evaluating palliative care: establishing the evidence base. New York: Oxford
University Press; 1998. p. 29-59.

13. Cameron H. Asking the tough questions: a guide to ethical practices in
interviewing young children. Early Child Dev Care 2005;175:597-610.

14. De Souza SJ, Camargo AA, Briones MR, Costa FF, Nagai MA, Verjovski-
Almeida S et al. Identification of human chromosome 22 transcribed
sequences with ORF expressed sequence tags. Proc Natl Acad Sci U S A
2000;97:12690-3.

106

in depth. Therefore, it is necessary to value this kind of
care, emphasizing not only the physical aspects but also
the psychological, social, and spiritual ones. We also ob-
served some difficulties by health professionals in dealing
with issues related to the care of the family, the child,
and with their own care, causing a lot of physical and
psychological stress. Therefore, training and continuing
education are essential.

Even though studies pointed out difficulties and chal-
lenges in establishing pediatric palliative care, many authors
brought up important questions and considerations for the
development of the practice, which demonstrates an advance
in the Brazilian reality.

15. Piva JP, Garcia PC, Lago PM. Dilemmas and difficulties involving end-of-life
decisions and palliative care in children. Rev Bras Ter Intensiva 2011;23:78-86.

16. Costa TF, Ceolim MF. A enfermagem nos cuidados paliativos a crianga e
adolescente com cancer: revisao integrativa da literatura. Rev Gauch Enferm
2010;31:776-84.

17. Avancini BS, Carolindo FM, Goées FG, Cruz Netto NP. Palliative care to the
onchologic child in the situation of live/die: the optics of the care in nursing.
Esc Anna Nery 2009;13:708-16.

18. Bolze S, Castoldi L. The family accompaniment before and after the child’s
death: an intervention proposal for the hospital psychologist. Aletheia
2005;21:79-91.

19. Saporetti LA. Espiritualidade em cuidados paliativos. In: Santos FS, editor.
Cuidados paliativos: discutindo a vida, a morte e o morrer. Sdo Paulo: Atheneu;
2009. p. 269-81.

20. Almeida FA. Dealing with death and mourning through play: children with
cancer in hospital. Bol Psicol 2005;55:149-67.

21. Mitre RM, Gomes R. The play promotion in the context of childhood
hospitalization as a health procedure. Cien Saude Colet 2004;9:147-54.

22. Cohen RH, Faria MF, Magnan VC. Projeto Brincante: o brincar no ambiente
hospitalar. In: Ferreira CA, Heinsius AM, editors. Psicomotricidade na saude.
Rio de Janeiro: Wak; 2010.

23. Parker-Oliver D. Redefining hope for the terminally ill. Am J Hosp Palliat Care
2002;19:115-20.

24. Santos FS. Aplicagdes clinicas da espiritualidade. In: Santos FS, editor.
Cuidados paliativos: discutindo a vida, a morte e o morrer. Sdo Paulo: Atheneu;
2009. p. 373-85.

25. Santos FS. Para além da dor fisica: trabalhando a dor total. In: Santos FS,
editor. Cuidados paliativos: discutindo a vida, a morte e o morrer. Sdo Paulo:
Atheneu; 2009. p. 411-26.

26. Santos FS. Perspectivas histérico-culturais da morte. In: Santos FS, Incontri
D, editors. A arte de morrer: visdes plurais. Braganga Paulista: Comenius;
2007. p. 13-25.

27.Poles K, Bousso RS. Sharing the death process with the family: a nurse’s
experience in the pediatric ICU. Rev Lat Am Enfermagem 2006;14:207-13.

28. Ramalho MA, Nogueira-Martins MC. Experiences of health professionals
working with pediatric oncology. Psicol Estud 2007;12:123-32.

29. Gomes IL, Caetano R, Jorge MS. Knowledge of health professionals about
the rights of hospitalized children: an exploratory study. Cien Saude Colet
2010;15:463-70.

Rev Paul Pediatr 2014,32(1):99-106.



