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DEATH AND DYING IN A PEDIATRIC ICU: CHALLENGES FOR NURSING CARE
IN THE FINITUDE OF LIFE
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ABSTRACT

The objective of the study was to analyzing the relationship between the markedly technological environment of
the Pediatric Intensive Care Unit (PICU) and the way they think and relate nursing professionals with the reality of
death and dying in these units. The method was qualitative. The study was conducted with 24 nurses in a PICU of
public health in Rio de Janeiro. The data were produced from semi-structured interview and subjected to thematic
and lexical analysis. The results reveal that the nursing staff perceives the technology as capable of coming near
the professional of children in critical condition; thus, not precluding the possibility of thinking the supersensible

dimension of nursing care in situations where death can no longer be avoided given the natural course of the
disease.
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death picture, it seems that is no longer
INTRODUCTION represented by the famous skeleton wielding a
scythe, and shall be represented by the image of
Over the years, many theorists anda dying man in a hospital intensive care unit,
researchers have been trying to find explanationgonnected to machines, from a huge amount of
for human behavior in face of death and dying.wires and tubes.
From the twentieth century, the profile of the That seems to be how the intensive care unit
man maintains a distant relationship with deathhas been represented, marked by a discourse of
unconsciously dodges the same and considefsumanization now gaining momentum in the late
shameful a failure that should be hidden twentieth century, fundamentally based on the
With the development of techniques andidea of depersonalization of the patient and the

technologies related to advance support unitspower of health professionals on the patient's
increasingly sophisticated intensive care, it hasody.

been possible life extension. With this, we have In the pediatric intensive care units, PICU,
observed significant changes in the concept othis idea is reinforced by the strangeness that is
death and dying in the contemporary world. not infrequently caused by technologically
The establishment and use of artificial rigged environment which is emotionally
ventilator, for example, determined profound draining for both the newborn (NB), which
changes, both in the dying process, as in th@eems to disappear before so many wires, tubes
concept of death, demanding of nurses of theand machines, and for parents and family, who

twenty-first century, changes in behavior, often are unaware of the true condition of their
attitudes and practices on patient who are in &hildren®.

situation of finitude, but which are still kept In this movement, death came to be
alive because of all this technological supportconsidered by health professionals as a synonym
available. for not successful, causing sensations or feelings
Through this perspective, and for being theof failure as a reflection of their unpreparedness
intensive care units, units with higher hospitalto face death as a natural proc@ss
mortality rates, despite the fact that they are These feelings seem to be even deeper and
endowed with technologies to meet serious andnore painful, in the pediatric context, because it
retrievable patient8, stereotyped and feared seems more difficult and cruel for a PICU team,
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for example, accept the fact that a being scadvanced life support because they are children
small, so insecure, fragile and helpless, yet withat very seriously.
a future all ahead, have your life cut short so The nursing team consists of industry: Ten
early, even before all the possibilities offered bynurses being one head nurse, two routines-seven
advanced life support units in these technologiespn duty; twenty-four practical nurses and two
pointing to the following problem-question: “Is auxiliary hospital services, responsible for the
it possible to relate the technological apparatugprovision of materials, attention to non-critical
available in the PICU to how professionals thinkitems, among other functions. Sometimes there
nursing about the process of death and dying irare one or two nursing home residents during
these units?” daytime as well as nurses in a specialization
This article aims to analyzing the relationship course in pediatric nursing practice to meet
between the markedly technological workload.
environment of pediatric intensive care - PICU  This study all professional nursing team, of
and the way nurses think and relate to theboth genders, who have worked for at least one
process of death and dying in these units. Th€l) year providing direct care to pediatric
motivation for the study, the result of a Master'sclientele who wished GPU and willingly
Dissertation defended in 2091 emerged from participate in this study by signing the consent
the experiences and professional experiences dbrm were included and informed. As a
the researcher, caring for pediatric clients in theechnique for generating data it was chosen
process of death and dying in the use ofinterview.
advanced life support in intensive care units The production data was after approval of the
intensive pediatric, PICU, which had as itsstudy protocol by the Ethics and Research
object of study, the confrontations of the nursingCommittee - CEP Institution. The number of the
staff on the death and dying process of pediatriprotocol approved by the IRB of Institution:
patients in the PICU. 0076/10. It should be emphasized that the
resolution of the National Health Council (CNS)
196/96 meets the Guidelines and Standards
Regulating Research Involving Humans was

This is a descriptive study, which relied on respectgd. . .
the qualitative method, because we believe that | N€ intérviews took place in the hours and
it would be possible, from it, a proper days of duty of each of the interviewees
understanding of confrontations experienced b))_ndma_ted that the most appropriate time t_o grant
nursing staff in the face of death and dying|nter_y|ews, so that was not 'so possible to
chidren in a markedly technological significantly alter the routine of these

environment of Pediatric Intensive Care Unit _profess[onals in their daily wo_rk. .
PICU. The instrument of production data contained

The study was developed within a PICU closed questions in order to characterizing the
called Graves Unit Patients (GUP) of a PublicSUPIECts with regard to gender, professional
Health Institution belongs to the Federal Gat€g0ry and the length of experience working in
Network reference in women's health, child and® PICU; and open-ended questions about what
adolescent and located in Rio de Janeiro City. they think about death and dying process and

The GPU has six beds and caters for childref?oW they act on the finitude of life of pediatric

aged ranging from 29 days to 18 years old ofP@liénts in the PICU.

incomplete life, which are elected for admissionf The interviews were rt()alcorded dm d'g't‘zll
due to clinical worsening health condition that format MP4, using a portable recorder capable

poses an imminent risk of death as sever®f 24 hours of audio recording. The recordings
respiratory disorders, with or generalized were transferred to the computer and heard for
infection without other generalized infections transcription through the Windows Media Player
and children in surgical postoperative. InProgram that among other characteristics,

general, children who are dependent most|yallowed the res_earchers V\(henever necessary,
both back recordings as putting them at a slower

METHODOLOGY
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speed in order to improving the understanding oihot identified a priori, thereby facilitating the

the interviewees, thus facilitating the emergence of a category of analysis called

transcription of the interviews. "paradox of sensations in lived experience of the
Data were analyzed following the steps finitude of life care in the PICU."

proposed by the technique of thematic analysis,

which defines three basic steps in content

analysis: a comprehensive reading of the entire

selected material; exploration of the material and Of the twenty-four professionals interviewed,

the elaboration of categories / synthesis. Durm%eventeen were female and seven male. Sixteen

the thematlg analysis dur.lng the development' Onursing technicians were eight nurses. Regarding
the categories / synthesis, we used the Iexm}l.

analysis in order to identfy the subjects ime of experience in pediatrics, it predominated

statements, the most recurrent lexical able tc;n the studied sample eighteen professionals who
' said they had more than six years of experience.

make Sense of themes / kernels, n order to guide With specific regard to length of experience

the creation of the category analysis. f th d bi i ﬂ
The Lexical Analysis is to assess or measure. the study subjects, It is important to reflect
%ow this aspect can affect how these

the size of the responses. It is the scientifidytu rofessionals can think of nursing care
of vocabulary, with statistical methods for the P ; 9 '
The novice nurses, for example, may be

description of the vocabulary methods h ied ab hei fessional
applications®. Through lexical analysis there much more worried about their professiona
! o ) . practice, since it lacks the domain of characters
were identified in greater detail quotations from
that allow a safe act, or do not know completely

participants, using indicators that relate toWhat and how should be done in different and

aspects of the representations and quotes abo ) L .
death and dying in the GPU. The evolution took?nﬁ/?)l:si?%'n%ej[tﬁatf:; %?ilzgca;ﬁa S?ﬁg %Sséh?;e

the overview text for the data in essence, be theYechnologies

) o veenaled T logic hat gides you s ht i you o o
" know, I, | cannot act. Therefore, the novice

¢ Fotrh |Qentlf|cat|otn, tgesirlztlotn a;nd lteé'cﬁ.n nurse contains in itself not able to design once
rom their comments, the study treatment Sp InXagain presents himself as a stranger to this

software, demo version 5.0 was used. First th usiness. This encounter with the new

word count was made if moving systematically .,ntitytes a circumstance that leaves nurses in
toward identifying the size of the responses.qpqck with reality®?.

Approxim_ations or groups that allowed 'Fhe Among the more experienced, we expect a
presentation of the criteria most frequently citedyore accurate view of the situation, which could

by grouping related words, deleting words yheoretically allow you to experience and solve

uninteresting, even result in a set of words thabroblems in a different way from those less

represented in essence the main descriptio”éxperienced. Thus. we must consider the

cited in the text were made. Thus, |dent_|f|cat|onpossibi”ty that there may be features, including
of the frequencies of words possible 1o penavioral, fear, insecurity, clearance / stoppage,
consolidate the application of a topic or phrasegq,, example, the typical lack of work experience,
enabling an analysis of the context in which theyhich become even more evident when
identified category is the essence of the ideagonsidering the question which involves death
presented. _ and technology in health care. Thus, to unlink
The Lexical Analysis enabled the the death of embarrassment and guilt and failure,
presentation of words, groups, expressions ifhrough planning, discussions and studies over
order to uncover paths and discover opinionsaining, which is possible only over the years,
identify needs, obsessions of the study subjectsye can expand the care giving to the patient who
allowing mainly observe and discover thesejs not curability the necessary attention to it in
contents between the lines of the responseghe process of copirf.
indirectly or even options even obscure, This category was created to handle the
discovering meanings and susceptible elementsensations experienced by the respondents

RESULTSAND DISCUSSION
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before the process of death and dying on thare generating greater feelings of discomfort
UPG. Lexicons, pain, suffering, relief, emotional among nursing professionals, by spending more
security and religion, which allowed the time than the other professional team caring for
emergence of this category, seem to leave cleahese children, seem to create ties of affection
the mix of emotions experienced by thesestronger. So it is understandable that these
professionals, as well as the paradox of sufferingprofessionals exhibit difficulties to cope with the
and relief in the face of death and dying in thesadeath of a child, reinforcing the idea that being
units and emotional burden on the finiteness ofunacceptable for a human being who is starting
the pediatric patient. to live event?.

Some lines may illustrate this difficulty This behavior of pain and suffering is
experienced by all professionals when providingreiterated in other studies, which highlight that
care to pediatric patients in situations of fineud during patient care in the dying process, the
of life, as described below: professional nursing suffer much, because you

"Look, death in the pediatric intensive care ... feel helpless anq_unhappy with the presence of

First | think it is very painful, because death sloe death, and its difficulty to_ accept it as a natu_ral

not have to be painful in itself, but the pediatric Process, before the emotional and psychological

intensive care she makes the painful death." unpreparedness to dealing withit
The record of the interviewees and obtain the
and try not to get involved, try not to let the lexical corr_]pone_nts corroborat(_a what Is "?‘"eaqy
sadness come regarding the process of dyingwell descrlbeq in the above literature since it
because we end up watching." became possible to demonstrate through the
meaning attributed to the words, what you think
and feel the nursing staff in caring of children
a feeling of incompetence, of people not being?Nho Experience the process of death and dymg,
able to save that child. So for me it is a very " this UPG that served as the setting for this
painful process ...” research. _ _
. ) ) ) Pain and suffering are common feelings
Dol o5 gugss, mene 1 oss of @ #alect < among humans and may be relted 10 the
P : character of each being. This mixture of feelings
exhausted, and you cannot, we as profe_ssmnalsm . f ith . b bef
we can no longer maintain this life and | thinkttha ay mter_ere with patient care, because, before
time has come in which we lost the patient.” technological ~advances, there were also
] o _ increased expectation of death and dying, and
Studies show that when the admission per'oqncreasingly, it is possible to intervene and

professional and the child may become morejeterminations and opportunities encountered by
intense, as if they were family. The emotional he teani'?.
bond is larger and is related proportionally to the  The way these professionals assume the

time of admission of the child. However, there (gajity of everyday life and to care for pediatric
are professionals who, to avoid suffering andpatients, with its joys and mishaps in a unit

sense of loss, limited only to technical ,,se technological capabilities are able to

procedures, ~ avoiding  getting emotionally postpone death, allows us to understand the

Egvolved with the patient and it may harm care paradoxical feelings of grief and relief gifts in

The nursing involvement with hositalized his speech, and how emotional security is major
. 9 P factor in regards to overcoming difficulties
children can occur naturally and the simple fact

that they are children, or their life trajectoryutB emotional, for the provision of this care.

: : . Some pros say experience a sense of relief
the involvement of this bond can cause immense .
: : when they come to call and take notice of the
pain and psychological consequences for

bringing this professional when the child goes togle_ath of some patients yvho were in a situation of

death©® finitude, as we can see in the statements below.
We can imagine, therefore, that the process of "(...) In a few moments for me this process of

death and dying in the pediatric context events death and dying behind me both a distressing

"(...) You have to get stronger before that sitati

"I think it means great suffering for every one of
the team, for me particularly because it generate
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feeling like sometimes it's a relief, depending on especially technological seems to hinder the
the context.” (E 01) beacon and the advancement in discussions of
"Then, when death is a sense of loss and failure ifProfessional training of the future, considering
some cases, not in others, it's relief. When thethat the idea of the future today, became very
child has no prospect of anything, a child who we relative.

know will not have future has a bad prognosis is The fact is that yes there is a gap in
relief.” knowledge regarding the experience of nurses in

"Sometimes that happens, death and dying for udelation to the process of death of the child,
sometimes is like a relief, as | had spoken tohbot €specially when technologies are brought into
for the suffering of a patient as a family." the core of the research question, explaining,
perhaps, a few studies that explore the

In .th's sense, provide care to chlldren Whoexperience of the professionals who care for
experience the process of death and dying seems .

: . J ST Children in these scenarios termingfs So, it is
even something very challenging, especially if deniable that this h i h
we consider the "inefficiency" of the training undeniable that this has consequences in how we
) . . cscare in situations of finitude.
schools of nursing professionals still are base

on a biomedical, technical and scientific training However, within this - context unprepared

) . : ome people assign this condition to personal
in that _only healing has notoriety and status OfEarriers of professionals, ie, it is considered tha
professional success. Thus, supported b

: . hese difficulties can be provided from the very
therapeutic arsenal and technological suppor

available to the PICU, these professionals are canings of death they created throughout his

driven to believe that onlv the healina and early life. If all health professionals to be atile
. ony 9 admit the possibility of our own death, we could
restoration are characteristics of good ¢&te

Health care professionals are prepared to ac?Chleve many things, standing among the most

against the disease, but are not prepared to Worﬁportant the welfare of our patients, families,

)
with the sick patient, much less with the patient qrﬁgr?sgﬁne\éeg;uégggg@% the discourse of
to death®™. As a result, we launched on the 9 P

market a significant number of professionalsthese nurses are challenging when it provides

with little or no ability to assist and care for nursing care within the finitude of life, in an
patients at death and dying, in particular, paﬂ;iemenvwonment in which they have extraordinary

whose death appears to be accidental anaechnologmal resources available for the

unexpected. such as pediatric patients admi,[,[egmintenance of life. The intensity and duration
pected, S b€ b f the sensations of pain, suffering and distress
to units intensive, especially care.

At college there is an urgent need to discuss?Xper'enced by professional assistance in the

the training of these professionals, from thepediatric patient in the process of death and

proposition of training models that transcend theOlylng in the PICU, are only likely to be

. . . . S experienced because of the technological
paradigm of healing, including the training of : : :
N ) . _apparatus available which keeps the patient
nurses, objectives and content aimed at enablin

them to take full care to patiélit glive, even he faces extremely adverse
. op . situations. Paradoxically, the limitations of the
In this perspective, we believe that

. . .~ technologies on the finitude of life and mortality
comprehensive care requires nurses tramm%f the human condition those allow those
enabling you to think, and at certain times,

rioritize the care inherent to nursing care anoprofessionals to experience the feeling of relief
P 9 when they reach the next shift and no longer find

the human dimension, as the more subjectiv%he patient who died

aspects of spirituality, for example,'despite the This paradox mékes us think that. in this
fact already noted, usually of confusion betweenstudy the use of available technologiés in the
tha;[tarrr:ﬂsr?“bgéoﬂbted however. that the lack OfPICU to assist seriously ill patients was not as
studies that addresé the therr;e death and Olyirll?Ll]]ble to influence how nurses think and behave in
and how it is thought of in the context of today's. e face of death and dying in the PICU, as

: ) ) initially thought, despite the fact that they
world, marked by increasingly intense course of,__. : o
: ) ; believe that the more technical ownership in the
profound social, economic transformations and
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world for man to affirm the power of the latter, same professionals expressed that to take care
immortality is more rich and gloriot}d of these children suffer during and with the

So the idea that technologies available in theoutcome of the process, they often end up
intensive care units are tools able to "protect it"forming bond with the child and his family.
against the reality of death, was not so evident irOthers mentioned also feel incompetent when the
professional discourse, which to the authors, was @nevitable happens.
surprise, considering that technical progress may On the other hand, there are those professionals
give rise to rational thinking, unable to criticeed  who choose not bonding with the child. This
dissolve the myth of immortalify”. attitude was understood as a coping strategy used

The behavior of these professionals on deatby some members of the nursing team in order to
and dying for their customers, expressed in hisavoid pain and suffering. There was also, among
speeches, is very interesting and surprising iw vie nurses who confessed feel relief at the deatheof th
of the considerable amount of studies currentlychild, they understand the event as the end of
available that address the use of technologiesrundsuffering for the child, her family and even the
negative aspect, especially in patients in theprofessional himself.
finiteness of life contributing to the practice of In this survey, more than half of respondents
medical futility, compromising the quality of life, said they feel unprepared to care for children who
increasing the suffering and affecting the digoity experience the process of death and dying. They
terminally ill people in their lifé"®. themselves attribute this gap to deficiencies in

About suffering and the sense of courses and training academies. Additionally,
powerlessness in the face of death, it is believedevealed the desire to receive support from
that is related to possible illusion of specially trained professionals (psychiatrist,
professionals with technological advancementpsychologist) to be offered by the health institi
causing them to lose critical thinking itself and where they work. It was also suggested the creation
consequently leading to greater job frustrationof group meetings so that they can express and
due to the high level of expectations generatedear experiences on caring for patients at end of
by his omnipotencé?. life, as a form of emotional relief.

Contrary to the aforementioned study, over On the question of preparation for dealing with
half of the nurses from the PICU (fourteen) the process of death and dying children and coping
positioned themselves positively to the presencetrategies, religiousness / spirituality was citgd
of technology in the drive, which is understood nurses as an ally, because that way, they claim
by them, as a facilitator of nursing care togather strength to face the situation in a less
children with critical care demand, a kind of tool traumatic and relieve pain, distress and suffering
complementary to skilled labor of nursing senses.
professionals, facilitating and improving the  With regard to technology and its possible
quality of care, providing benefit to the client, influences on the process of death and dying,

professional and family. nursing professionals have surprisingly different
position compared with that of nursing research
FINAL CONSIDERATIONS that address the same subject. While these

research reports noted that technology
contributes to the therapeutic obstinacy and

Analyzing the scenario studied, it was . . . Ly
yzing rolonging life at any cost, hurting the dignity of

realized that nursing professionals when dealin h ) h ; fin thi d
with the process of death and dying children € patient, the nursing staft in this study
think of death as a sense of loss, as somethinBe_rce'VeS te_:chnology as a faC|I|ta_1t_or of care for
painful, like the end of a life cycle. These Children in  need of critical care

MORTE E MORRER NUMA UTI PEDIATRICA: DESAFIOS PARA C UIDAR EM
ENFERMAGEM NA FINITUDE DA VIDA

RESUMO

O objetivo do estudo foi Analisar a relagdo entre o ambiente marcadamente tecnolégico da Unidade de Terapia
Intensiva Pediatrica - UTIP e o modo como pensam e se relacionam os profissionais de enfermagem com a
realidade da morte e do morrer nessas unidades. O método foi qualitativo. O estudo foi realizado com 24
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profissionais de enfermagem de uma UTIP da rede publica de salde do Rio de Janeiro. Os dados foram
produzidos a partir da entrevista semiestruturada e submetidos a analise tematica e léxica. Os resultados
revelam que a equipe de enfermagem percebe a tecnologia como capaz de aproximar o profissional das criangas
em condig¢des criticas, nado inviabilizando, portanto, a possibilidade de se pensar na dimensédo suprassensivel do
cuidado de enfermagem diante de situagfes nas quais a morte ja ndo pode mais ser evitada, dada ao curso
natural da doenca.

Palavras-chave: Atitude frente a morte. Cuidados de enfermagem. UTI Pediatrica.

MUERTE Y MORIR EN UNA UCI PEDIATRICA: RETOS DE LA A TENCION DE
ENFERMERIA EN LA FINITUD DE LA VIDA

RESUMEN

El objetivo del estudio fue analizar la relacion entre el entorno marcadamente tecnolégico de la Unidad de
Cuidados Intensivos Pediatrica - UCIP y la forma como piensan y se relacionan los profesionales de enfermeria
con la realidad de la muerte y del morir en estas unidades. El método fue cualitativo. El estudio fue realizado con
24 profesionales de enfermeria en una UCIP de la red publica de salud en Rio de Janeiro. Los datos fueron
producidos a partir de la entrevista semiestructurada y sometidos al analisis tematico y léxico. Los resultados
revelan que el equipo de enfermeria percibe la tecnologia como capaz de aproximar el profesional al nifio en
condiciones criticas, no haciendo inviable, por lo tanto, la posibilidad de pensarse en la dimensién suprasensible
de la atencién de enfermeria delante de situaciones en las que la muerte ya no se puede mas evitar, teniendo en
cuenta la evolucion natural de la enfermedad.

Palabras clave: Actitud frente a la muerte. Atencién de enfermeira. Unidades de Cuidado Intensivo Pediatrico.
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