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ABSTRACT

The purpose of this study was to describe
the background, attributes and consequen-
ces of the concept of dignified death for
children. The concept analysis strategy was
used to evaluate the 40 articles found in
journals in the medical and nursing areas,
which studied or focused on the dignified
death of children. The attributes of the dig-
nified death concept include: quality of life,
child- and family-centered care, specific
knowledge about palliative care, shared
decisions, relieving the child’s suffering,
clear communication, helpful relations and
a welcoming environment. Few articles
bring the definition of a dignified death for
children, and, when they do, such defini-
tion is vague and often ambiguous among
the many authors. This aspect indicates that
the concept is not defined consistently,
demanding studies about its manifestation
in the clinical practice, contributing with the
care at the end of life in Pediatrics.
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RESUMO

O estudo teve por objetivo descrever os
antecedentes, atributos e conseqiiéncias do
conceito de morte digna da crianga. Utili-
zou-se a estratégia de andlise de conceito
para avaliar os 40 artigos, tendo como foco
publicagdes nas areas médica e de enfer-
magem, que estudaram ou focalizaram a mor-
te digna da crianga. Os atributos do con-
ceito de morte digna da crianga incluem:
qualidade de vida, cuidado centrado na cri-
anca e na familia, conhecimento especifico
sobre cuidados paliativos, decisdo compar-
tilhada, alivio do sofrimento da crianga,
comunicagao clara, relacionamento de aju-
da e ambiente acolhedor. Poucos artigos
trazem a definigdo de morte digna da cri-
anga e, quando isso ocorre, essa definigdo
é vaga e, muitas vezes, ambigua entre os
varios autores. Esse aspecto indica que o
conceito ainda ndo é consistentemente de-
finido, demandando estudos de sua mani-
festagdo na pratica clinica, contribuindo com
os cuidados no final da vida em pediatria.

DESCRITORES
Tanatologia.

Formagdo de conceito.
Pediatria.

RESUMEN

El estudio tuvo por objetivo describir los
antecedentes, atributos y consecuencias
del concepto de muerte digna del nifio. Se
utilizé la estrategia de analisis de concepto
para evaluar los 40 articulos, teniendo
como foco las publicaciones en el drea mé-
dica y de enfermeria, que estudiaron o
focalizaron la muerte digna del nifio. Los
atributos del concepto de muerte digna del
nifio incluyen: calidad de vida, cuidado cen-
trado en el nifio y en la familia, conocimien-
to especifico sobre cuidados paliativos, de-
cision compartida, alivio del sufrimiento del
nifio, comunicacion clara, relacién de ayu-
da y ambiente acogedor. Pocos articulos
contienen la definiciéon de muerte digna del
nifio y, cuando eso ocurre, entre los varios
autores, esa definicién es vaga y, muchas
veces, ambigua. Ese aspecto indica que el
concepto todavia no esta definido consis-
tentemente, demandando estudios de su
manifestacidn en la practica clinica, contri-
buyendo con los cuidados en el final de la
vida en pediatria.

DESCRIPTORES
Tanatologia.

Formacién de concepto.
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*Pediatric Nurse. Doctoral student of the Nursing Graduate Program at School of Nursing at University of S&o Paulo. Holder of a CNPq grant. Lavras, MG, Brazil.
kpoles@usp.br 2Nurse. Professor, Free Lecturer of the Maternal-Child and Psychiatric Nursing Department at School of Nursing at University of Sdo Paulo. S&do

Paulo, SP, Brazil. szylit@usp.br

il :'jh _ Portuguese / English:
JInLIgE www.scielo.br/reeusp

Received: 08/13/2007
Approved: 03/11/2008

Rev Esc Enferm USP
2009; 43(1):207-15
www.ee.usp.br/ireeusp/



INTRODUCTION

Advances in medicine have lengthened the survival of
patients with terminal illnesses previously considered in-
curable. However, these advances have often led to a pro-
longation of the process of dying, resulting in additional
suffering for the patients and their relatives>?.

Nowadays, disease and death reside at the hospital,
away from the comfort of home, as used to be the case.
There is a characteristic to be noted in this point: In the
middle of the last century, the modern intensive care units
came into being, with the primary purposes of treatment
aimed towards being able to qualify, quantify and control a
wide range of biological phenomena. Such concerns lead
one to forget that there is a human being at the receiving
end of the tubes, cables and drains, behind alarms and re-
strained to the bed®.

In the world of Brazilian pediatrics, the first intensive
care units were implanted in the 1970s®. Nowadays, sev-
eral deaths of children occur in the hospital, especially in
the Pediatric Intensive Care Unit (PICU). Therefore, in or-
der to dignify and humanize the last stage of
life and death, it becomes a challenge for the
healthcare professionals who work there. The
field of pediatric intensivism is a recent spe-
cialty, which has greatly benefited from tech-
nological advances in the past years. Such ad-
vances have created unimaginable situations,
where prolonging life is balanced by prolong-
ing death®.

Advances in supportive therapies have al-
lowed for the ability to manage several or-
ganic failures, using advanced technology
and knowledge in the form of mechanical ventilation, re-
nal filtration, vasoactive drugs, and parenteral nutrition,
among others. In addition, other modalities of treatment
have expanded, such as heart surgery, neurosurgery and
organ transplantation. As such, life expectancy is in-
creased, with a consequent reduction in the mortality of
children that were once considered irrecoverable. How-
ever, using these resources may lead to maintaining arti-
ficial life conditions®.

Nowadays, an increasing number of deaths in the ICUs
are the result of the suspension or limitation of treatments
considered futile or useless®, which shows the importance
of effective communication between the patient, the fam-
ily members and the healthcare team so that it is possible
to reach a consensual, shared decision. Futile or useless
treatment refers to medical treatments whose potential
benefits for the patient are null or unlikely, not surpassing
the potential setbacks™.

Several children die in pediatric ICUs as the result of a
decision to limit or suspend life support measures, or even
as a result of non-resuscitation®®. We know that such a
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The determination of
terminal status in an
ICU is an extremely
difficult situation, since
it implies establishing,
to a degree of
certainty, that a patient
is irrecoverable.
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decision is justified by the choice of a dignified or good
death. These aspects reflect the broad discussion about the
ethical dilemmas involving the end of life, which began in
the 1990s. The discussions addressed the paradigm of life
at any cost. Respect for the patient became valued, with
increasing concerns towards the maintenance of dignity
near the end of life®.

The determination of terminal status in an ICU is an ex-
tremely difficult situation, since it implies establishing, to a
degree of certainty, that a patient is irrecoverable. In the case
of children in PICUs, this issue is much more difficult, consid-
ering that children are highly capable of recovering, and the
evolution of diseases in childhood is often surprising, regard-
ing both prognosis and potential sequelae™?.

Children with grave diseases and with bad prognostics
trigger intense ethical dilemmas in the teams caring for
these children. It is extremely difficult to establish bound-
aries between caring and relieving suffering, providing com-
fort and a dignified death, and using painful, invasive mea-
sures, resulting from technological advances, which only
prolong suffering for some time.

Until the 1960s, healthcare professionals
exerted paternalistic actions in end-of-life
situations. The physicians made decisions
about treatment and then informed their
patients or, in some situations, the closest
family members*,

The development of studies regarding this
theme started with a belief of the necessity of
clinical practice to offer more autonomy and
guarantee that the care received by the pa-
tients was in accordance with their desires.
Therefore, perhaps maybe due to this bioethi-
cal influence, the current studies focus on aspects of per-
sonal determination and the preservation of the individual’s
autonomy. These studies are related mainly to decision-mak-
ing regarding life support, especially those referring to car-
diopulmonary resuscitation and mechanical ventilation. The
adult and elderly age ranges were studied more often®?,

OBJECTIVES

The purpose of the present study was to describe
the background, the attributes and consequences of the
concept of dignified death for children.

METHOD

A concept is an idea or mental construct created about a
given phenomenon, being essential in the development of
research and the construction of theories. Concepts com-
prise abstract attributes of reality, and consequently repre-
sent more than words or mental images, since these are not
sufficient to capture the complex nature of the concepts®*®.
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The evolutionary method of concept analysis was used
to guide the study™*®. This is an inductive technique, based
on the idea that concepts are dynamic and dependent on
context, instead of static orimmutable, and aimed at clari-
fying concepts and reducing existing conceptual problems.
We believe that the method was appropriate for the analy-
sis of the concept of dignified death of children because
the concept is not fixed — it is a dynamic concept through
time, situation and perspective.

The steps of the methodology include: identifying the
relevant sources for the study; identifying the related or
substitutive concept and terms; verifying their use within
different courses, identifying attributes, background, and
consequences, and indicating future implications for the
practice®?,

This research covered journals in the areas of medicine
and nursing, which studied or focused on dignified death.
The search was also delineated by language, including stud-
ies in Portuguese, English and Spanish. The exclusion crite-
ria were: studies whose abstracts were not available in the
databases; studies outside the area of Pediatrics, since the
focus of the study is the dignified death of the child; and
studies that are difficult to access, such as theses and dis-
sertations.

The selection of articles spanned journals published
between 1996 and 2006. This period was selected because
the term dignified death was introduced in literature in the
1990s, and there is no mention of it in Pediatrics journals
before 1996.

The following databases were queried for articles:
Medline (Literatua Internacional em Ciéncias da Saude),
Lilacs (Literatura Latino-Americana e do Caribe em Ciéncias
de Saude), Cinahl (Cummulative Index to Nursing and Al-
lied Health Literature) and Pubmed (National Library of
Medicine and National Institutes of Health). The keyword
choices to access the journals were used in the following
combinations: death, dignified, child; death, dignity, child;
death, good, child; dying, dignity, child; death, child, inten-
sive care unit. The search with the latter combination of
words (death, child, intensive care unit) was performed with
the purpose of accessing studies focusing the concept in
this specific setting, because a large number of children’s
deaths occur in the PICU , as presented before.

These combinations of keywords were applied to all four
databases, by selecting the possible languages available in
each of them. For example, in Lilacs (Literatura Latino-
Americana e do Caribe em Ciéncias de Saude), the selected
languages were Portuguese and Spanish, since this data-
base is specific for countries of the southern hemisphere.
The other databases were queried in English, Portuguese
and Spanish, since they store journals from all over the
world.

Each query yielded a number of articles and, from there,
we began to select articles that were pertinent to the goals
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of the study. In doing so, we initially excluded the articles
that had no relation with the theme of this study by read-
ing their titles — for example, articles dealing with physi-
ological, biological or cellular issues were initially excluded.
Next, the abstracts of the remaining articles were critically
analyzed, which also eliminated articles that were not re-
lated to the theme we were focusing on. Abstracts raising
questions about their relevance for this study were read
wholly, so as to decide whether they would be included in
the list of articles chosen for in-depth study.

Fifty-four articles were selected to be wholly read, but
we only had access to 40 of those (74%). Of the 14 other
articles, 6 of them (43%) had been published eight or more
years before and the others were not available in either
the electronic or the printed databases in our midst.

When the texts to be used were defined, we read them
analytically, reading and re-reading the articles several
times, so that it would be possible to select the parts that
would be of real relevance to the research, and seeking to
identify the constituent elements of the concept (attributes,
background and consequences)*3.

RESULTS AND DISCUSSION

Initially, the 40 articles composing the body of this study
were characterized, regarding the period and language of
publishing. A significant increase of articles was observed for
the period of 2001 to 2007 (75.0%), which shows an increas-
ing interest in issues related to care for children at the end of
life in the past six years. Regarding the type of article, 26
(65.0%) were research articles, four (10.0%) were literature
reviews, three (7.5%) were expert’s opinions, four (10.0%)
were clinical guidelines and three (7.5%) were case reports.

Regarding the language of the articles, we noticed the
concentration of articles in English (82.5%), followed by ar-
ticles in Portuguese (12.5%) and Spanish (5.0%). Such data
shows that a large share of research in the area has been
developed or published in countries of the northern hemi-
sphere.

Definitions of a dignified death

The definitions found for the concept of dignified death
of children were: absence of interventions to prolong life®®;
absence of pain and physical discomfort®); absence of pain
and symptoms of discomfort\*®; support for the child and
the family"; and maximum comfort®),

Attributes of the concept of dignified death for children

The following questions were used to identify the es-
sential attributes of the concept of dignified death for chil-
dren in pediatric ICUs: How did the authors define the con-
cept? What are the characteristics/attributes that they
note? Which ideas do the authors discuss regarding digni-
fied death for children?
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Attributes are words and/or expressions used frequently
by the authors to describe the characteristics of the concept®®.

The following attributes of the concept of dignified
death for children were found: Quality of life!*41628): Chjld
and family centered care»*101418222540), pg|figtive care!®%**
15,17-20,27»29,33,41); Shared decision_making(1,5,8-10,14-15,17-28,30-31,33,36,38-
39,41-45); An algesia(l,S»lo,14-18,21—22,25,27-33,35-36,41—42,44,46-47); Clear commu-
nication8-1014-18,22,26-34,36-41,43-44,48).. Helpful relations'18-1014-17,22,24-

’
2628-3234-4043)- and Welcoming environment®6-17252635)

The attributes are made evident in the following ex-
cerpts, as mentioned by their authors:

* Quality of life

Quiality of life is more and more valued, as well as the re-
spect for patients’ desires and their best interests. A digni-
fied death is then sought, more than prolonging the patient’s
suffering and death needlessly®.

® Child and family centered care

[...] We seek to outline a favorable environment towards a
dignified and humanized death, in the perspective of the
family and the patient®.

* Palliative care

Children out of therapeutic possibilities of cure and their
families can benefit from palliative care at the PICU®4,

® Shared decision-making

[...] Support for the family occurs when there is understand-
ing and acceptance zof whatever decision is made by the
parents®b,

* Analgesia

[...] some form of sedation and analgesia must be used to
relieve discomfort and pain during the process of dying©?.

® Clear communication

Clear and effective communication is the most important
attribute in the process of decision-making during the ter-
minal stage®©®.

® Helpful relations

[...] establishing helpful relations is crucial for parents deal-
ing with the process of dying of their child®®.

* Welcoming environment

Whenever possible, the choice of removing the measures
of life support in an environment that is more familiar to the
child should be offered... One remedying solution devised
in our PICU was to transform one of the isolation beds into
a palliative care environment®.

Background of the concept of dignified death for the child

The background of the concept consists of the situa-
tions, events or phenomena that precede the concept of
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interest. The background aids in the comprehension of the
social context, where the concept is usually utilized, and it
also favors its refinement*®, In the present study, the back-
ground was identified by answering the question: How is
the concept (roles, skills and context) described?

The examined articles revealed the background of the
concept of dignified death for children that emerge most
frequently: Acknowledgement of the irreversibility of the
ClinlCCl/SitUthOn“ 5,8,10,14,20-21,23,26,28,30,33, 43-45); Philosophy Ofpal'
liative care'®-1014-1517-20262830-32.3644), Hand|ling pain and the
Symptoms Of discomfort(1,9-10,14-18,20,22,25-33,35-36,39,41-42,44,46);
Shared deCiSiOn'making process(1,5,8-10,14-15,17-20,22-28,30-33,36,38-39,41-
45); MU/tIdISCIp/Inary teamWork(9-10,14-16,18,21-ZS,Z8,30,32-33,35,40,45-46);
Philosophy of child and family centered care!*-10.14-18,21-22,25-
4446-47), Adequate communication among the team, child and
family®1014-18.22.26-41,43-4448). Respect for cultural diversity>*
10,14-15,24-26,28,31,35-36.38), Fqyorable context at the pediatric
ICU©15-182025:26:30.38.44). and Preservation of the bioethical
pr,'nCiples(5,8,21,23-25,36,38,44).

* Acknowledgement of the irreversibility of the clinical
situation.

Initially, in order to provide a dignified death, it is nec-
essary to acknowledge the gravity of the disease and the
prognostic, as well as therapeutic limitations, especially in
cases of children with chronic illnesses or those who re-
mained for some time in the pediatric ICU. On the other
hand, in acute cases, it is necessary that the healthcare team
be prepared to deal with the sudden and unexpected death
of the child.

Care at the end of life starts when a grave disease is diag-
nosed in the child, or a life-threatening condition®4.

® Philosophy of palliative care

The authors note the importance of consulting the pal-
liative care team at the end of life, so that it may be pos-
sible to adequately meet the needs of the child outside
therapeutic possibilities of cure, applying the principles of
palliative care. As such, it is necessary that professionals
qualified for child care at the end of life be available, espe-
cially in the context of a pediatric ICU.

Palliative care is essential in the pediatric intensive care
units, given the frequency of deaths at the PICUs and the
presence of life-threatening medical conditions in children
admitted into these units®4.

* Handling pain and the symptoms of discomfort

It is extremely important to acknowledge the presence
of pain or physical discomfort (constipation, nausea or vom-
iting, dyspnea) so that analgesics can be used for effective
pain control, as well as sedatives or other drugs necessary
for controlling symptoms of discomfort, and including the
application of non-pharmacological measures to relieve
pain, such as: massages, application of sponges, musical
therapy and relaxation.
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Controlling pain and other symptoms of discomfort is con-
sidered evidence of adequate care towards the end of life®®.

® Shared decision-making process.

In order to make the shared decision-making process
feasible among the healthcare team, family and child, the
following are necessary: including the family in the deci-
sions towards the end of life, including the parents in the
team discussions/meetings, as well as the involvement of
the child in the decisions whenever possible, i.e., when the
child is conscious and their cognitive development allows
for their participation.

The time of reckoning inevitably comes when the team and
the family need to make a decision, allowing the patient to
die with dignity, without future interventions to prolong life,
which in reality will only postpone death®.

® Multidisciplinary teamwork.

The importance of the work performed by a multidisci-
plinary team, which includes physicians, nurses, social work-
ers, psychologists and spiritual consultants, where all mem-
bers take part in the actions and decisions related to the
child outside curative therapeutic possibilities, cannot be
underestimated. In addition, the intervention of mental
healthcare professionals to aid the patient and the family
is noted, facilitating communication.

The ethical issues of each patient must be discussed among
the whole team assisting the patient®?.

® Philosophy of child and family centered care

This refers to the child’s well-being at the final stages of
life. As such, it is necessary to individualize healthcare,
moving away from standardization and rigid protocols, see-
ing to the biological, psychological, social and spiritual di-
mensions of the child. Regarding the family, the following
aspects are highlighted: participation of the parents in
healthcare for the child; eased bureaucracy; respect for the
family preferences; clarification about the infrastructure of
the healthcare team; support to the family during the whole
process of dying; sense of control over the situation by the
family; constant presence of the family; providing time to
the family so that it can come to terms with accepting the
irreversible condition of the child; opportunity for saying
goodbye; contact with the family after death (through cards,
letters, phone calls, or by attending the child’s funeral) and
monitoring the family after the death of the child.

The central role of the team members is to provide optimal
care at the end of life, applying the principles of care cen-
tered on the family and incorporating the patient’s perspec-
tive in healthcare®.

® Adequate communication among the team, child and
family.

This includes open communication with the child out-
side therapeutic possibilities of cure and with the family,
through information that is true, honest and consensual
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among the whole healthcare team. It is also extremely im-
portant to provide explanations about the details of the
disease, treatment and care in a simple and accessible way.
Moreover, the healthcare professionals need to develop skills
for communicating with children at the end of life, accord-
ing to their age and level of cognitive development, as well
as skills to communicate any bad news to the family.

Itis necessary that physicians and nurses be skilled to com-
municate bad news, improving the relations and communi-
cation with the families and the terminal patients®?.

® Respect for cultural diversity.

This refers to respect for values, beliefs, religious and
ethnical-cultural traditions of the child and their family, in-
cluding religious support, when requested, through prayers
or religious rituals.

Religious/spiritual beliefs are important for most parents
during hospitalization and death of children®,

*® favorable context at the pediatric ICU.

Some of the aspects related to the context are relevant
in order to provide a dignified death for the child, such as:
free visitation within the pediatric ICU; welcoming environ-
ment; environment with privacy and opportunity for the
child to die in another place instead of the pediatric ICU (at
home, hospice, or infirmary).

The room has a different decorations, music, adjustable
lighting, comfortable furniture and there is room for several
people to sit down. We hide the technology with curtains
[...] We monitor the child remotely from the central station
of the PICU if the family decides to stay alone at the final
hour, and we periodically enter the room in order to check if
the child is comfortable®.

® Preservation of the bioethical principles.

This represents the application of the bioethical prin-
ciples of beneficence, non-maleficence, autonomy and jus-
tice in decision-making, as well as the discussion of the ethi-
cal dilemmas with the hospital’'s Committee of Bioethics.

From an ethical perspective, the death of terminal patients
is a natural and, sometimes, even desirable event, based
on the bioethical principles of non-maleficence, beneficence,
respect for autonomy and justice®.

Consequences of the concept

The consequences of the concept refer to events or situ-
ations resulting from its utilization®. The following ques-
tion was used to identify the consequences: What is the
purpose of a dignified death?

The consequences of the concept of dignified death for
children are: Preservation of the autonomy of the patient
and the family ®91417:2526394L4), Change in paternalistic at-
titudes and the philosophy of secrecy still permeate several
PICUS (9,23,32,38); Mlnlmlzed Suffering (1,9-10,14-15,17-19,21-22,25-33,35-37,40-
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42,44,45»47); Fam in feels S(er and co nﬁdent(s)-w,15-17,28—29,31,33,36»40,43);
Inclusion of the theme of death in the curriculum of the
healthcare professionals-10:14:19.22.27,303245), and New ap-

proach for pediatric healthcare at the end of life!®-10:14-2022.27,30-
33,41,44)

® Preservation of the autonomy of the patient and the
family.

When a dignified death occurs, the preservation of the
autonomy of the patient and the family is observed. They
are the ones who hold the rights to deciding whether or
not to accept a given therapeutic intervention, guarantee-
ing that the care received is in agreement with the prefer-
ences of the patient and/or the family.

Autonomy is important for the parents to adjust to the difficult
situation of having a child at risk of dying®©®.

® Change in paternalistic attitudes and the philosophy
of secrecy still permeate several PICUs.

It occurs when the family and/or the patient take ac-
tive part in decision-making. As such, actions are not only
based in the opinions of the team, favoring the expecta-
tions and desires of the patient and the family.

There is no more place for a paternalistic Medicine that
excludes the family from the decisions in the ICU®.

® Minimized suffering

This refers to guaranteeing the relief of both pain and suf-
fering experienced by the child. In order to be effective in this
aspect, it is necessary to provide adequate analgesia and se-
dation, as well as the rational utilization of invasive measures.

Suffering in terminal stages must not be underestimated®®.
* Family feels safe and confident.

This happens when the focus of care is not restricted
to the patient alone, but also includes the family. Safety
and trust of the family occur mainly due to the information
received throughout the process of dying, which must be
offered in adequate amounts and time, according to the
demands of the family.

The healthcare team must encourage trust and communi-
cation, providing support to the families®4.

® Inclusion of the theme of death in the curriculum of
the healthcare professionals.

It is necessary that the curricula of the healthcare pro-
fessionals be reformulated, so that discussion regarding
dignified death can be broadened. Today, a greater focus
on the curative aspects of care is observed to the detri-
ment of healthcare during the process of dying.

Clinicians have reported that they are not sufficiently pre-
pared to provide care at the end of life for children and their
families. The healthcare professionals should be prepared
to facilitate a good death for the child and their family@?.
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* New approach for pediatric healthcare at the end of life.

This regards a new attitude by the healthcare profes-
sionals at the end of life, contemplating the aforementioned
backgrounds.

Although the quality of care at the end of life is widely stud-
ied in adults, there are still few studies about the death of
children. Besides, the different perceptions of the health-
care professionals about the quality of care during the pro-
cess of dying are not clear®®,

® Terms related to a dignified death

With the literature analyzed, it was possible to identify
some of the terms related to dignified death used by the au-
thors, such as: dying well*®, good death®'>?”) and ideal death®.

Nowadays, many children die due to the purposeful limit-
ing of life support. The focus of care changes, from an inter-
ventionist approach towards palliative care, and the health-
care professionals must constantly encourage parents to make
decisions regarding the care of the child and the family!®-10418),

Care at the end of life, in Pediatrics, must meet the ne-
cessities of the child and their family, and the support of a
multidisciplinary group is a real necessity. Open communi-
cation and healthcare planning with the participation of
the family are aspects that facilitate the process. The ca-
pacity of negotiation of the healthcare professionals in-
volved in care, in this sense, is fundamental(®-10.14.17,30,3436,39)

The participation of the family in the decisions and their
presence during the process of dying is seen to be more
and more a natural occurrence. However, several studies
highlight the need for physicians and nurses to improve their
communication skills towards the families, especially dur-
ing the process of dying(142227,30,32,343839)

Pediatric palliative care is an integral model of atten-
tion for the child in the last stages of life and also for the
family, contemplating the physical, psychological, social and
spiritual needs of the child and the family, including the
treatment of physical symptoms and care during the pro-
cess of dying, with the purpose of improving the child’s
quality of life and supporting the family. Multidisciplinary
planning is required, having clear communication and
shared decision-making as its basis®>¥.

Caring for the child and their family during the last stages
of life is a challenge and a privilege, because the care for the
child and the family during the process of dying can have a
strong impact on the experience of the family, as well as in
the adjustment of the parents to life without the child.

CONCLUSIONS

There are no significant chronological changes when we
examine the concept of dignified death in literature, espe-
cially due to its emergence about 10 years ago, with the
first bioethical discussions.
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Several authors note the increasing interest for issues
related to the end of life after the 1990s, with the emer-
gence of discussions about maintenance of life at any cost
and bioethics in an exponentially-increasing scientific con-
text, where the use of technology results in conflicts with
the therapeutic limitations>#24),

Most of the studies analyzed were published in the
medical area, and only a few were published in the nursing
area. This may have occurred because the physician is le-
gally responsible for the patient, including responding di-
rectly to the bioethical dilemmas regarding artificial main-
tenance of life, for example.

On the other hand, regarding the development of con-
cepts, nursing has built its theoretical foundations in a dy-
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