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Abstract

Spirituality in pediatric practice

The theme of palliative care in pediatric practice represents a relevant topic for discussion in the context of
bioethics. In this respect, we seek to emphasize that the spiritual dimension is an integral part of the care of
pediatric patients, and therefore health teams need to be able to embrace this transcendent movement and
be attentive to the spiritual needs of pediatric patients, as well as their caregivers.
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Resumo

A espiritualidade na pratica pediatrica

O tema dos cuidados paliativos na pratica pediatrica ocupa relevante espaco de discussdo no contexto da
bioética. Nesse aspecto, destacamos que a dimensao espiritual é parte integrante do paciente pediatrico e
que, portanto, a equipe de saude precisa estar apta a acolher esse movimento de transcendéncia e atenta as
necessidades espirituais desses pacientes, bem como de seus responsaveis.

Palavras-chave: Espiritualidade. Brasil. Cuidados paliativos. Pediatria.
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Resumen
La espiritualidad en la practica pediatrica

El tema de los cuidados paliativos en la practica pediatrica ocupa un espacio relevante de discusion en el
contexto de la bioética y, en este sentido, hacemos hincapié en que la dimensién espiritual es una parte
integrante de los pacientes pediatricos y por lo tanto el equipo de salud debe ser capaz de acoger este movi-
miento de trascendencia y permanecer atento a las necesidades espirituales de los pacientes pediatricos, asi
como a las de sus padres.

Palabras-clave: Espiritualidad. Brasil. Cuidados paliativos. Pediatria.
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Spirituality in pediatric practice

The dilemmas related to the mortalityin pedi-
atric practice provide significant scope for discussion
in the context of bioethics?. In childhood, the trag-
ic situation of having to address the definition of
terminal illness is more complex than in adults, be-
cause the determination of irreversibility in children
is a more arduous process that demands longer. This
fact is especially relevant in Latin America, where
medicine is characterized by a strong paternalistic
component associated with the traditional concept
of maintaining life at any price, from the point of
view of both civil society and medical practitioners?.

In this context, another major issue refers to
palliative care for this age group. By definition, such
care comprises the efficient and holistic care pro-
vided to children, in a physical, mental and spiritual
context, as well as the support offered to their family
as a whole. In this regard, we highlight the attention
given to spirituality, which becomes increasingly
necessary in the practice of health care, and is rec-
ognized as a source of well-being and quality of life
when approaching death. Therefore, it is essential
that health professionals are able to accommodate
this transcendent movement, at this stage of human
existence?.

Brief historical context

In the late twentieth century, specifically in the
1970s, technological developments overvalued sci-
entific aspects at the expense of humanistic aspects,
leading medical education to not only remove the
study of humanities from the curriculum, but also
to discredit any attempt to resume this direction®.
Unfortunately, the values inherent in interdisciplin-
ary medicine, religion, spirituality, philosophy and
anthropology were forgotten. However, it is in this
context that contemporary medicine deserves pro-
found consideration, since these interactions are
reflected in the doctor-patient relationship.

Itis well known that patients, regardless of their
age, not only want to but should receive humane
treatment, not only focused on dealing with their ill-
ness, and should be observed from all apects, among
which spirituality is included. Therefore, to ignore
this dimension, among others, makes the manage-
ment of patients incomplete and ineffective>.

The attention to spirituality is part of what
is known as palliative care. The term “palliative”
comes from the Latin pallium, a robe worn by pil-
grims to protect themselves from bad weather
during their journeys to the shrines. Analogically,
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palliative care is intended to protect the sick per-
son during their last phase of life®. In pediatrics, this
care is focused on children and adolescents, and
aimed at the whole family and built upon a good re-
lationship between professionals, patients and their
guardians. This care should assess each patient and
their family individually, respecting their spirituali-
ty and values and facilitating communication. Such
care should also be extended after death, during the
family’s period of mourning®.

In South America, palliative care emerged in
the 1980s, in Argentina and Colombia. In Brazil, the
first service of this kind was established in 1983,
in the south of the country. In 1997, the Brazilian
Association of Palliative Care (ABCP) was founded,
and, in 2005, the National Academy of Palliative
Care (ANCP) was established. In 2009, for the first
time in the history of Brazilian medicine, the Fed-
eral Council of Medicine (CFM) included palliative
care as a fundamental principle in the new Code of
Medical Ethics (CEM). Despite the fact that palliative
medicine was recognized in 2012 as a medical dis-
cipline, there is still a long and arduous way to go
for this specialty 8, given that, to date, Brazil has no
palliative care structure to match the demand, from
both a quantitative and qualitative perspective®.
It is essential that medical schools understand the
real importance of this new medical specialty and
can establish better strategies for teaching end-of-
life caregiving, a subject that, in general, has been
neglected in the undergraduate courses of Brazil-
ian medical schools®. In addition, the promotion of
medical residency programs, specialization courses
and good graduate programs in this field of medi-
cine is essential.

This scenario indicates the urgent need to
spread the fundamental concepts of palliative care in
our country, and to make efforts to establish health
policies focused on dealing with the end-of-life>.

Spirituality in Pediatrics

The medical option requires a vocation pri-
marily directed to taking care of others, and this
responsibility for those who are vulnerable is the
spiritual challenge of bioethics and caring especially
for pediatricians, who look after patients and their
families. Medical procedures deal not only with
life, human dignity and health, but also with termi-
nal illness and the death of others. In this context,
bonds of trust, compassion and understanding es-
tablished with the patients and their families, added
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to respect for their spiritual values, are essential to
professional practice '°.

Spirituality can be understood as the search
for the significance and meaning of life in dimen-
sions that transcend the tangible, leading human
feelings to experience something greater than their
very existence, which may or may not be related to
a formal religious practice. It is undeniable that the
spiritual dimension and its relationship with health,
is becoming a clear paradigm to be established in
daily medical practice and should be regarded as a
genuine experience for both the person who is cared
for and for those who care. Hence the extreme im-
portance of building environments favourable for
dialogue .

Children, in particular, do not distinguish spiri-
tuality from religion, but their sense of spirituality or
their involvement in a religious community can pro-
mote a positive strategy in coping with the disease*.

In daily practice, it seems clear that spirituality
helps some patients — especially teenagers — to deal
with illnesses, especially those that present a risk of
death, and terminal situations. To facilitate this aid,
it is essential that health professionals be alert to
patients feedback and develop communication skills
and the ability to evaluate the spiritual dimension of
those under their care. In their narrative, patients
describe the experience of their illness and give
meaning to it through spiritual connections and re-
lationships, which is demonstrated through a desire
to relate, to establish links within the hospital with
the staff and other patients, and to continue being
what they were before hospitalization 2.

Hospitalized children of school going age, for
example, are able to reveal important aspects of
spirituality that they use as support during trau-
matic events such as illness and hospitalization. The
experience of suffering helps the child approach the
spiritual dimension, through which they find the
strength to be hopeful about the future 2.

The spiritual approach in pediatricians’ work-
ing process consists of expanding their perspective of
children and their families, respecting those who are
vulnerable and reviewing concepts regarding health
and illness, and the doctor-patient relationship“.

In this sense, a service that could help profes-
sionals working in this area is called the chaplaincy.
It is known that providing religious access to all de-
nominations in civil and military establishments, as
well as in public or private hospitals, offering re-
ligious and spiritual care to hospitalised patients,
was assured by Law no. 9982/2000. And, among the
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services that provide this type of care to infirms in
hospitals in public or private hospitals, the hospital
religious service, or chaplaincy, held by chaplains
stands out 3.

In countries such as the United States and En-
gland, the chaplain is part of the multidisciplinary
team of patient care, and has access to the patients’
medical records, which records their visits, assess-
ments, interventions and other spiritual assistance
activities. If this is a routine action in hospitals in
these countries, the same is not true in Brazil, where
chaplains still seek due recognition for their profes-
sion*. In our daily practice, when we consider the
entries in the medical records, we note that the
mention of this type of care is virtually non-existent.
It is known that the medical records brings together
all the information on the health status of the pa-
tient, that is, the history record and all the care and
assistance provided to the patient. It is characterized
by being a communication vehicle among members
of the health team; so its correct completion by the
team (doctor, nurse, psychologist, social worker, di-
etician, occupational therapist) is critical for making
appropriate clinical decisions.

In our field, spiritual care is provided by the
chaplain and volunteers, who have no access to
medical records, which hinders the raising of this is-
sue within the multidisciplinary team. In this sense,
we wish to point out that this document should
include not only the clinical aspects, the presence
or absence of disease, but also preventive issues,
socio-economic difficulties, conflicts of interest,
coexistence and beliefs, that need - yes — to be reg-
istered with a view to better care for patients and
their families.

Considerations about the psychological
constitution of the child

Although several authors have contributed to
the understanding of children’s’ and adolescents’
spirituality by addressing the stages of cognitive de-
velopment>'¢, the emphasis in these stages does
not respond to the issues raised daily by health
professionals who attend to this age group: would
children’s spirituality be an imitation of what they
see in adults or something that they create them-
selves? Would the concept that children have of
death and transcendence be the same as adults?
How would one approach this matter with a child?

These questions help emphasize that a child’s
spiritual dimension is not related only to their stage
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of cognitive development, and that is what psycho-
analysis can contribute to the debate, since it places
the child as the subject of the unconscious, from
when they start to speak. That is to say that the
conception of the child’s spirituality, despite being
influenced by those who participate in their care, is
unique and directly related to their own subjective
nature - and is not very different from an adult per-
spective.

According to Freud?'’, the subject’s relation-
ship with religion follows the child prototype; that
is, their relationship with God is nothing more than
a repetition of the relationship with their own par-
ents and comes from the state of helplessness they
feel in situations beyond their control, such as the
inevitable frustrations of life in society and the very
force of nature. In this context religious ideas, that
emerged from a human need, are teachings and as-
sertions about facts and conditions of an external
(or internal) reality that tell us something we did not
find ourselves and, therefore, demand our trust.

Freud'”!® sees in the child the paradigm of
mankind’s relationship with religion and, in this
regard, points out that, despite the differences
between children and adults, our unconscious po-
sition is that of a child. Thus, spirituality in children
does not differ in its structure from that of adults,
but only in its manifestation, which is why children

have the right to be heard as independent persons
regarding their beliefs.

Final considerations

Based on the understanding that a spiritual
aspect is an intrinsic part of the pediatric patient, it
is essential that experts in palliative care, as well as
in general pediatrics and in various specialties, such
as oncologists, haematologists and neonatologists,
effectively exercise this care, based on a knowledge
of the needs of children and their families and on
the recognition of the importance of a multi and
inter-disciplinary work, for the personalised and
comprehensive care of each patient®.

Thus, the pedagogical model of medical
schools, based on scientific rationalism, need to
be reviewed. This is the challenge to be faced by
medical schools: establishing curriculum guidelines
according to the Cartesian-Flexerian model, or train
a professional who understands and can integrate
the biological, psychological, social and spiritual fac-
tors related to diseases®. Introducing this theme
throughout medical training, specifically of pedia-
tricians, is a real and absolute necessity, which will
benefit all staff involved, and especially the patients,
by providing a dignified end-of-life and death®.
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