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RESUMO
O objeƟ vo deste estudo foi idenƟ fi car o 
signifi cado e as intervenções de enfermei-
ros que atuam em oncologia pediátrica na 
promoção de morte digna da criança. UƟ -
lizaram-se como referencial teórico e me-
todológico o interacionismo simbólico e a 
pesquisa de narraƟ va. Os dados foram cole-
tados junto a oito enfermeiros de uma uni-
dade de oncologia pediátrica de um hospital 
público de São Paulo, por meio de entrevis-
tas semiestruturadas. A análise dos dados 
permiƟ u a idenƟ fi cação de cinco categorias: 
senƟ r-se sem autonomia para a tomada de 
decisão; cuidar da família; oferecer confor-
to İ sico; valorizar o cuidado humanizado e 
aprender a lidar com a morte e o morrer. 
Este estudo contribui para ampliar a com-
preensão do processo de cuidar e permite 
avançar na postulação de um quadro teóri-
co que contemple a integração de saberes 
e ações que consƟ tuem uma assistência 
integral, transcendendo o atendimento de 
necessidades apenas clínicas e biológicas. 

DESCRITORES
Morte
Criança
Enfermagem oncológica
Enfermagem pediátrica
Cuidados paliaƟ vos 

ABSTRACT
The objecƟ ve of this study was to idenƟ fy 
the meaning of dignifi ed death and the 
intervenƟ ons employed by nurses in pedi-
atric oncology to promote dignifi ed death 
for children. We used Symbolic InteracƟ on 
Theory as the theoreƟ cal framework and 
narraƟ ve research methods. The data were 
collected from eight nurses in the pediat-
ric oncology unit of a public hospital in Sao 
Paulo through semi-structured interviews. 
The data analysis revealed fi ve categories: 
feeling no autonomy in decision-making, 
caring for the family, off ering physical com-
fort, valuing humanized care and learning 
to deal with death and dying. This study 
helps to extend the understanding of this 
process of care and postulates a theoreƟ cal 
framework that integrates the knowledge 
and acƟ ons that consƟ tute care that tran-
scends clinical and biological needs.

DESCRIPTORS
Death
Child
Oncologic nursing
Pediatric nursing
Hospice care

RESUMEN 
Se objeƟ vó idenƟ fi car el signifi cado y las 
intervenciones de enfermeros actuantes 
en oncología pediátrica en la promoción 
de la muerte digna del niño. Se uƟ lizaron 
interaccionismo simbólico e invesƟ gación 
narraƟ va como referenciales teóricos y me-
todológicos. Datos obtenidos de ocho en-
fermeros de una unidad de oncología pe-
diátrica de hospital público de São Paulo, 
mediante entrevistas semiestructuradas. El 
análisis permiƟ ó la idenƟ fi cación de cinco 
categorías: SenƟ rse sin autonomía para la 
toma de decisiones; Cuidado de la familia; 
Ofrecer bienestar İ sico; Valorizar el cuida-
do humanizado y Aprender a enfrentarse 
con la muerte y el morir. El estudio con-
tribuye a ampliar la comprensión de éste 
proceso de cuidados y permite avanzar en 
la postulación de un cuadro teórico que 
contemple la integración de conocimientos 
y acciones que consƟ tuyan una atención 
integral, trascendiendo la atención de ne-
cesidades meramente clínicas y biológicas. 

DESCRIPTORES
Muerte
Niño
Enfermería oncológica
Enfermería pediátrica
Cuidados paliaƟ vos
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INTRODUCTION

During the therapeuƟ c process, nurses are health profes-
sionals who have the ability to stay in touch with clients for a 
longer Ɵ me because their acƟ ons are not restricted to pure 
technical procedures; they also contemplate and seek to 
combine the various characterisƟ cs of human beings. Thus, 
nurses favor the socio-psycho-spiritual aspect of care(1).

In the area of childhood cancer, death disrupts dai-
ly care pracƟ ces, and it is not possible to hide it. In this 
sense, to provide adequate nursing care to paƟ ents at the 
end of life, a high level of technical competence is not suf-
fi cient. Professionals must be sensiƟ ve to human suff er-
ing, be able to engage posiƟ vely with those who suff er, be 
willing to engage in dialogue, and be respecƞ ul and ap-
preciaƟ ve of the freedom of human dignity in the most 
adverse circumstances. Although it is humanly impossible 
to conquer death, humans must fi nd something to soŌ en 
and give meaning to the experience of loss(2).

Thus, working with pediatric paƟ ents 
who face imminent death is not an easy 
task. To provide care that meets the needs 
of children and adolescents, professionals 
should understand what they must off er(2).

Advances in medicine have improved 
the survival of paƟ ents with serious diseas-
es that were previously considered fatal. 
However, in many cases, these advances 
prolong the dying process at the expense of 
addiƟ onal suff ering for the paƟ ent and his 
or her family(3).

The Brazilian Code of Medical Ethics 
states that proper medical care for paƟ ents 
at end of life off ers them therapeuƟ c ways 
to prevent suff ering in the dying process(4). 
The medical obligaƟ on, legally and morally, is to act for 
the benefi t of paƟ ents. In certain situaƟ ons, this obliga-
Ɵ on means not intervening - leƫ  ng paƟ ents die in peace 
and with dignity, respecƟ ng the autonomy of the person 
who is dying or his or her legal representaƟ ve(5).

Although much has already been wriƩ en about death 
with the focus on the individual, this study sought to ex-
plore the concept of dignifi ed death as a phenomenon 
present in the decision-making of nurses in situaƟ ons at 
the end of life.

Without a clear understanding about the concept 
of dignifi ed death, liƩ le can be done to help a child dy-
ing in a pediatric oncology unit. Knowing more about the 
decision-making processes of the team, the succeeding 
interacƟ ons during this process, and the meaning that 
oncology nurses ascribe to the term dignifi ed death can 
strengthen the basic concepts employed in various theo-
ries concerning working with children and families.

OBJECTIVE

To idenƟ fy the meaning of dignifi ed death and the in-
tervenƟ ons that nurses who work in pediatric oncology 
use to promote dignifi ed death for children.

METHODS

This study is exploratory-descripƟ ve research that 
used a qualitaƟ ve approach. We adopted Symbolic Inter-
acƟ on Theory as our theoreƟ cal foundaƟ on and narraƟ ve 
research principles for our methodology, both of which al-
lowed us to understand the percepƟ ons of nurses regard-
ing dignifi ed death for children in pediatric oncology units.

Symbolic InteracƟ on Theory, as a perspecƟ ve, aims to 
understand the causes of human acƟ on, which includes 
human self-defi niƟ on, self-direcƟ on and choices in diverse 
situaƟ ons. Thus, this theory recognizes that choice and 

freedom play a role in human acƟ ons. The 
major premise of symbolic interacƟ onism 
is that meaning emerges from interacƟ ons, 
which defi ne the situaƟ on, the context, 
and all of its consƟ tuents. For interacƟ on-
ists, changes are linked to interacƟ ons be-
cause as interacƟ ons occur, they constantly 
change one’s perspecƟ ve. When interact-
ing with others and with oneself, a human 
being receives sƟ muli that change the ele-
ments to consider in the context of a situa-
Ɵ on. Thus, perspecƟ ves are always acƟ vely 
defi ned in the present of every experience, 
and consequently, acƟ ons are triggered(6).

Thus, narraƟ ves should be used to ex-
amine the life experiences of an individual 
when there is material available and ac-
cessible and when the individual wants to 

report his or her experience(7). NarraƟ ve research off ers 
a way to generate understanding and to explain people’s 
stories, and it also off ers the possibility of exploring a 
singular experience(8). Thus, narraƟ ves enable the under-
standing of life in Ɵ me and the ways in which the acƟ ons 
of individuals form their histories.

Study loca  on and the subjects of the research: The 
study was conducted in a pediatric oncology unit of a 
terƟ ary level public hospital in the city of São Paulo that 
parƟ cipates in teaching and research. Before the study 
started, the project received approval from the Ethics 
CommiƩ ee of the insƟ tuƟ on (process number 281/2002). 
Later, we began collecƟ ng the data. The parƟ cipants were 
asked to parƟ cipate, and if they agreed, they signed the 
consent form. The study included nurses in the admis-
sions department and the outpaƟ ent chemotherapy de-
partment who agreed to parƟ cipate, regardless of their 
qualifi caƟ ons and experience in the area, for a total of 
eight nurses.

Professionals must 
be sensitive to human 
suffering, be able to 
engage positively 

with those who 
suffer, be willing to 
engage in dialogue, 
and be respectful 
and appreciative 
of the freedom of 
human dignity in 
the most adverse 
circumstances. 
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Data collec  on: The data were collected between No-
vember 2008 and March 2009 through interviews consist-
ing of two parts: the fi rst part idenƟ fi ed basic informaƟ on 
regarding the research subjects (i.e., name, qualifi caƟ on 
level, working experience in the fi eld of pediatric oncol-
ogy, work experience in other areas and religion); the 
second part included semi-structured quesƟ ons regarding 
the nurses’ percepƟ ons regarding dignifi ed death for chil-
dren with cancer. The interviews were recorded on cas-
seƩ e tapes with the consent of the interviewees and were 
fully transcribed.

For the fi rst interviews, the following guiding ques-
Ɵ ons were used: Describe to me a situaƟ on in which a 
child’s death was worthwhile. What do you understand 
dignifi ed death to mean? What do you believe can be 
done to help a child to have a dignifi ed death? In sub-
sequent interviews, as the categories were formed, new 
quesƟ ons that could clarify the ideas raised by parƟ ci-
pants were added. The interviews were recorded and 
fully transcribed soon aŌ er their compleƟ on to avoid los-
ing signifi cant data.

Data analysis: The data analysis including prepar-
ing and organizing the data to reduce the data into cat-
egories and subcategories for the encoding process, con-
densing the data and, fi nally, presenƟ ng the data under 
discussion(9).

RESULTS

The nurses who parƟ cipated in the study were idenƟ fi ed 
by numbers in sequence according to the order of the inter-
views: N1, N2, N3, N4, N5, N6, N7 and N8. One of the parƟ ci-
pants was male, and seven were female, with ages ranging 
from 24 to 28 years old. The parƟ cipants’ lengths of experi-
ence ranged from one year and two months to four years, 
and the average length was two years and four months. The 
duraƟ on of work experience in the fi eld of pediatric oncology 
ranged from two months to one year and six months. Three 
of the nurses declared themselves Catholics, four were evan-
gelicals and one self-idenƟ fi ed as spiriƟ st.

From the analysis of the interviews, it was possible to 
idenƟ fy categories (represented by lowercase leƩ ers in 
bold) and subcategories (represented by lowercase leƩ ers 
in italics) describing dignifi ed death, as well as relevant in-
tervenƟ ons to provide more holisƟ c care that culminated 
in dying with dignity. In the view of these professionals, 
dignifi ed death in this context involves the concepts de-
scribed below.

Lacking autonomy for decision making

Autonomy implies moral or intellectual freedom 
to act in certain situations and to participate in deci-
sions about care and treatment without feeling threat-
ened by legal issues. The nurses working in pediatric 

oncology feel deprived of freedom to make decisions 
or act autonomously in situations involving a child’s 
death. There is evident concern concerning the legal 
and bioethical issues involved in discussions about end-
of-life situations.

I think that in nursing, we worry a lot about the credibility 
that we will have later, if we do not get involved with a child 
isn’t it .... (N4).

Caring for Families

This category relates to the ability of a nurse to create 
bonds with a child and his or her family by providing emo-
Ɵ onal care to the children with cancer. The category also 
relates to the ability of a nurse to give the family and the 
child the opportunity to remain together as long as pos-
sible. This idea is further elaborated in the subcategories 
described below.

CreaƟ ng Links

EmoƟ onal involvement and the creaƟ on of bonds en-
able a relaƟ onship of great trust between the child, the 
family and the nurse. The professionals noƟ ce that this 
relaƟ onship makes the treatment and care off ered to chil-
dren and their families more eff ecƟ ve and less painful.

... often everybody cries together, this is very comforting to 
them. So to speak, ‘Oh, we did not just pass through here, 
we really lived a story, and all those involved in this story 
lived it together... (N3).

Off ering support and protecƟ on

A dignifi ed death is possible only when the profes-
sional has the ability to off er support to help the child 
and family. Support is commonly associated with off ering 
one’s presence, listening and caring for family members.

... it is mainly to... assist the parents, because they often 
want to talk, want to open up... and it is to give them the 
opportunity to do that... (N2).

SupporƟ ng the child - family relaƟ onship

The discourses reveal the percepƟ ons and opinions of 
the nurses regarding the need for the child and the fam-
ily to have most contact possible during the process of 
disease and death. The nurses believe that the dignifi ed 
death of the child requires the family to be present to par-
Ɵ cipate in the whole process. Thus, the child goes through 
this situaƟ on in a more peaceful and comforƟ ng manner, 
ending in a dignifi ed death.

... it was an irreversible clinical condition. It was not possi-
ble to resuscitate (...) so... the parents, the family... stayed 
together... it was very emotional, but it was... I think... it 
was comforting for the family... (N2).
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Off ering physical comfort

For nurses, it is not possible for a child to have a dig-
nifi ed death if the child is suff ering physically. Thus, the 
nurses off er physical comfort to a child by aƩ empƟ ng to 
reduce the symptoms that may be causing physical suff er-
ing for the child. This category includes several subcatego-
ries, which are described below.

AlleviaƟ ng pain

To provide physical comfort to a child, a nurse seeks 
pharmacological or non-pharmacological strategies to 
eliminate or at least relieve the child’s physical pain 
such that their suffering is minimized. In this sense, the 
professional can reference the principles used in pallia-
tive care.

... for me, it’s a death... that is not dignifi ed... if you feel 
pain until the end of your life... I think that I have to provide 
... palliative care so that a child does not feel pain... (N6).

Providing comfort

Providing comfort means adopting strategies that 
improve welfare, give strength and reinvigorate a child 
who suffers because of the treatment or the conse-
quences of cancer.

We do what is needed to provide comfort to a child in 
that moment. If a child retains fl uid, we need to pass a 
tube... (N4).

Valuing humanized care

Humanized care is health care that addresses the 
whole being, including its various aspects and peculiari-
Ɵ es. Furthermore, encouraging and supporƟ ng the rela-
Ɵ onship between the paƟ ent and the family is an impor-
tant aspect. The nurses value what is important to the 
child in that moment. This category includes the subcat-
egories described below.

Opening the communicaƟ on channel

Open communicaƟ on between the nurse and the pa-
Ɵ ent places importance on the doubts and the quesƟ ons 
of the children, allowing them to talk, ask quesƟ ons and 
clarify things that are confusing to them. It is also impor-
tant to clarify and explain professional conduct and the 
procedures that will be followed. For a dignifi ed death 
to occur, the nurses believe it is their obligaƟ on to com-
municate with the child; therefore, they should know 
how to approach children and idenƟ fy what they mean 
in their words.

... I give them space to talk sometimes ... there are chil-
dren who deal with it like... they make you understand 
what they want to say, but they never... never said to 

me, ‘Auntie, I know I’m going to die’... They say, ‘Oh, I’m 
scared’... (N5).

Being present

The phrase to be present appears in the discourse re-
garding humane care; it includes the demonstraƟ on of af-
fecƟ on, respect and readiness to be next to a child when 
a child is willing, off ering words of comfort or a shoulder 
to cry on.

... that day I went and told him, ‘Look, Leo, Aunt loves you, 
you are important to Aunt,’ then he replied, ‘Aunt, you too, 
I love you’ ... then I left ... (N5).

Teamwork

Teamwork was idenƟ fi ed as a common concern 
among nurses, indicaƟ ng that they seek to provide in-
tegrated care for families and children with cancer. The 
nurses recognize that teamwork makes child care more 
comprehensive and eff ecƟ ve and can thus provide a dig-
nifi ed death.

... professionals, everyone involved in a child’s treatment 
knows that the child is dying, and we all strive to offer 
more comfort... and then we can provide this support for a 
family, we can give more to them ... tranquility... (N6).

Providing holisƟ c care

The aƩ enƟ on given to the child should occur holisƟ -
cally, addressing issues that go beyond merely physical 
needs. In other words, a professional recognizes the im-
portance of and seeks to provide care for the psychoso-
cial, spiritual and emoƟ onal needs of the child and his or 
her family. For nurses, a dignifi ed death is not possible 
without also caring for a child’s family.

... I think for a dignifi ed death you are able to give protec-
tion to an entire family, and for the patient, this shelter is a 
psychological, emotional shelter, knowing how to live with 
that and explain everything... (N1).

Allowing contact with family members

Another important point is represented by the fl ex-
ibility and valorizaƟ on of the professional, that is, to 
allow contact between the child and the family in the 
process of dying. Providing a convivial atmosphere for a 
child within the hospital seƫ  ng is considered an impor-
tant aspect for nurses.

... his mother was talking with him, then came the father, 
then the little sister came to talk to him. It was about three 
o’clock in the afternoon... then the doctor performed the 
procedure... he prescribed sedation. We gave it, and the 
child was breathing so slowly, was resting... for me it was 
worthwhile... (N5).
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RespecƟ ng the autonomy of the family

Respect for the autonomy of the family should be 
shown when performing procedures, and the family’s 
desires and views about the life and death of the child 
should be considered. Thus, the behavior of profession-
als is not based solely on the opinions of the team or the 
team’s desires.

… the mother chose it... the child stopped, but before that 
we already knew that the child was likely to stop (...) and 
the mother turned to the doctor, turned to me and said, ‘I 
do not want intubation if he stops’ ... (N5).

Learning to cope with death and dying

The diffi  culty in recognizing the care needs and pro-
viding care during the dying process is an important issue 
for nurses, as the child’s death generates personal confl ict 
about the quality of the care that is off ered. Therefore, 
these professionals must deal with feelings of sadness, 
guilt and insecurity. The experiences of nurses are related 
to their professional abiliƟ es to exert a degree of power, 
to make decisions and to parƟ cipate in the process of the 
child’s death. The nurse is confl icted about the meaning 
he or she gives to the child’s death. This category includes 
the subcategories described below.

The need for educaƟ on

The nurses feel unprepared to work with children and 
families during the dying process. The nurses’ lack of the-
oreƟ cal knowledge on the subject and their lack of prepa-
raƟ on to help children and families cope with death make 
the professionals insecure. The professionals feel respon-
sible for promoƟ ng a dignifi ed death, but they not always 
able to provide it to the child.

... (a dignifi ed death) often does not happen due to the lack 
of preparation, because the professional is thrown into on-
cology and cannot deal with death. Also, the professional 
receives no preparation for it, so people fl ee. Each one 
has a way of defending oneself.... (N6).

Recognizing death

This concept represents the capacity of the nurse 
to recognize the child’s death as a stage of life, even 
though it has happened earlier. In this sense, the nurs-
es acknowledge the care given to a child and no longer 
feel responsible for a child’s death. The nurses perceive 
it from a posiƟ ve angle, as a moment of relief and rest 
and the end of suff ering for the child and all who were 
around him. For the professional, it is only possible to 
off er a dignifi ed death when someone is able to see the 
child’s death calmly. 

… there is nothing that describes the satisfaction that I 
have done all that I could ... not to save, but to care, be-
cause he received good care until the end, you know ... I 

know he did not suffer before dying ... he died because he 
had to die ... it was ... was ... it had to happen ... (N4).

However, the nurses are not always able to accept the 
child’s death. The nurses may feel insecure about interrupt-
ing treatment. Consequently, to deal with the feelings that 
arise in the process of death, such as pain, suff ering and inse-
curity, the nurse denies the proximity of the event, prolong-
ing the dying process. In these situaƟ ons, the nurse does not 
perceive that he or she is able to off er a dignifi ed death.

Being able to mature with experience

A dignifi ed death for a child is not referred to as the 
moment at which life ends or the heart stops beaƟ ng but 
as a transiƟ on process that occurs during hospitalizaƟ on. 
Nurses build caregiving protocols and strategies based on 
an analysis of their acƟ ons and the consequences of living 
with a dying child and his or her family.

... it is life experience you will know how to deal with, be-
cause you do not become cold, you will know how to deal 
with each situation... I went home trying to think about ev-
erything ... if you cannot handle it, you... it will really mess 
up your work... (N1).

In this process, empathy appears prominently in the 
discourses. The nurses refer to elements of their person-
al lives and refl ect on what was important to them, how 
they reacted and how they would like to be treated and 
cared for by a professional.

... we get stressed... ‘Oh, that father does not stop calling... 
I do not know what... ‘, but if we were, if it was someone 
close to us, like, our father, our mother, our sister, our son, 
we’d be just like that... (N2).

Being recognized for their eff orts during the fi nal stage of 
a child’s life 

Professionals need graƟ fi caƟ on for their work to fi nd 
meaning in their profession. Realizing that, despite the 
death, the nurse’s eff orts to provide proper care and a 
dignifi ed death were not in vain, the nurse is beƩ er able 
to handle the loss. The nurses fi nd that the results of the 
nurses’ care renew their energy to overcome situaƟ ons in-
volving death. A dignifi ed death is a challenge, but when 
it is achieved, it makes the nurses feel accomplished and 
saƟ sfi ed with the care provided.

... the salary that I get does not pay enough... and all that... 
pain that it brings me, but each child who says, ‘Aunt, 
thank you,’ or a child saying, ‘Oh, you’re my number one.’ 
It is also priceless ... (N5).

Based on the narraƟ ves of nurses, we built a matrix to 
illustrate the descripƟ ons of dignifi ed death for children in 
the context of oncology and the intervenƟ ons performed 
by the nurses.



35Rev Esc Enferm USP
2013; 47(1):30-7

www.ee.usp.br/reeusp/

Dignifi ed death for chlidren: perceptions of nurses 
from an oncology unit
Souza LF, Misko MD, Silva L, Poles K, Santos MR, Bousso RS

DISCUSSION

The analysis of the narraƟ ves allowed us to idenƟ fy 
the meaning of dignifi ed death and the intervenƟ ons per-
formed by nurses to promote dignifi ed death in the con-
text of pediatric oncology.

Many issues were highlighted in the discourses of the 
nursing professionals. The nurses presented ways to inter-
vene in these areas in order to promote a dignifi ed death 
to the child: off ering social, psychological and emoƟ onal 
care to the family; relieving pain and promoƟ ng paƟ ent 
comfort; considering the many facets of treatment and 
not only the biological and physical aspects of the child’s 
disease; recognizing the importance of the family for the 
child in the process of a dignifi ed death; and providing af-
fecƟ on and being present for the child.

During the illness and treatment of children/adolescents 
with cancer, the family lives completely within the world of 
the child/adolescent, incorporaƟ ng the suff ering and the 
struggles and someƟ mes puƫ  ng aside their own selves(10). 
The emergence of a serious illness that has no cure demands 
that the subject use psycho-social-spiritual methods to face 
it. This process triggers the mobilizaƟ on of the family and/
or others with whom the paƟ ent has meaningful relaƟ on-
ships(11). Many nurses raised this idea concerning the family, 
explaining the importance of taking care of the family and 
showing that the care for the family will be refl ected in their 
later abiliƟ es to cope with illness, mourning and death and to 
lead their lives aŌ er the death of the child.

The results align with the fi ndings of another study 
on the concept of dignifi ed death in pediatric intensive 
care units, which also showed that to provide a digni-
fi ed death, excepƟ onal medical treatment is required at 
the end of life, but the treatment should be appropri-
ate for the natural evoluƟ on of the disease and respect 
socio-cultural aspects, physical comfort and well-being. 
It is noteworthy to say that dignifi ed death occurs in 
an environment characterized by complicity and truth 

between families and the professionals involved in the 
care, where is possible to express hopes and fears. In this 
context, the result is relief from suff ering, both for the 
child and for the family(12).

We observed that pain extremely important to nurs-
es. Pain takes on a special meaning when it happens to 
children, who are seen as innocent and free from sin and 
therefore should not suff er. It is extremely important to 
recognize pain or physical discomfort and make appropri-
ate use of medicaƟ ons for eff ecƟ ve pain control(12-13), as 
well as to implement non-pharmacological measures for 
pain relief, such as massage, the use of compresses, music 
therapy and relaxaƟ on(12).

The following issues were also highlighted in the dis-
courses of the nurses: paƟ ent and family autonomy; pre-
serving the paƟ ent’s quality of life, which is refl ected in 
the number of machines connected to the paƟ ent and his 
or her level of consciousness; communicaƟ on as a meth-
od for clarifi caƟ on and a needs assessment tool and the 
role of the nurse in the opening channels of communica-
Ɵ on; the need for conƟ nuing educaƟ on for nursing pro-
fessionals about death and its processes and the need for 
beƩ er preparaƟ on of the nurses in this situaƟ on. Finally, 
the nurses noted the importance of liking what you do, 
which is an essenƟ al aspect of providing quality care and 
showing empathy.

In the United Kingdom, a qualitative study found 
that continuing education relating to end of life care in 
pediatrics is inconsistent because graduation in nurs-
ing and skill development for the job should not be 
restricted to the classroom. During the learning pro-
cess, teachers should seek to address the concerns of 
the students in dealing with an event as significant as 
death, giving them the opportunity to reflect on their 
own experiences(14) such that they can become better 
prepared professionals.

Another relevant theme in the data is the acceptance 
of the child’s death and its infl uence on the care provided. 

Chart 1 - Dignifi ed death for children in pediatric oncology: description and interventions - São Paulo – 2009
Categories Description for a dignifi ed death Interventions

Feeling no autonomy for decision making Have greater involvement of nurses about the care 
and treatment decisions, without feeling threatened 
by legal issues.

Perform actions (visits, caregivers) that are outside 
the stipulated and can refuse to perform procedures 
that prolong the patient’s life, without bringing 
improved to their health.

Caring for families The family is aware of everything that happens 
to the child. Actions and decision-making are 
accomplished together with the team.

Provide private time between the child and the 
family. Build a bond and a trusting relationship 
with the family.

Offering physical comfort Pain and any other physical discomfort 
experienced by a child are relieved.
Having comfort.

Use pharmacological and non-pharmacological 
measures for pain relief.
Offer comfort.

Valuing humanized care A relationship of generosity, kindness and respect 
exists between the child, the family and the nurse. 
Teamwork is used.

Open communication channels. Support the 
relationship between the patient and the family. 
Be present. Give support, care and psychosocial, 
spiritual and emotional treatment.

Learning to cope with death and dying Nurses have the knowledge and training to deal 
with situations of death and dying.
Death is seen as part of life.

Do not insist on procedures that prolong the child’s 
suffering.
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The child’s death forces professionals to face mortality, 
creaƟ ng an internal confl ict about death, doubts regard-
ing the eff ecƟ veness, relevance and goals of their care 
and self-refl ecƟ on concerning their own autonomy.

Nurses oŌ en experience situaƟ ons of dominaƟ on and 
subordinaƟ on in relaƟ onships with other professionals 
within the hierarchical structure of the insƟ tuƟ on and 
under technical assistance models of health(15); therefore, 
nursing professionals oŌ en set aside their own beliefs to 
focus on what is designated to them.

Decision-making is a process that is part of everyday 
nursing, and it is infl uenced by a number of factors, such 
as insƟ tuƟ onal culture and behavior models(16).

When dealing with death, for the nurses in this study, 
there are several intervenƟ ons that can promote a digni-
fi ed death and several defi niƟ ons of a good death. The 
narraƟ ves do not describe strategies that result directly 
in care; they mainly describe how nurses deal with death 
and dying and what they consider necessary for nurses to 
be able to off er a dignifi ed death.

Although in certain situaƟ ons, it is not possible to pre-
vent the child’s death from happening, the nurse’s role does 
not end when death occurs because the family needs care 
and aƩ enƟ on to be able experience this Ɵ me less traumaƟ -
cally. Moreover, although death is an event that is highly 
present in their daily lives, nurses have diffi  culty not only 
accepƟ ng death but also handling the situaƟ on properly, 
especially when it involves a child and a family(4).

Health professionals must be prepared to receive and 
care for children, adolescents and their families in situa-
Ɵ ons that involve a severe prognosis and advanced dis-
ease, in which death is a constant concern. The nurses 
need to understand the reacƟ ons and behaviors families 
exhibit before death to assist them in their needs during 
the end of life process(17).

CONCLUSION

Off ering a dignifi ed death is a challenge because it in-
volves balancing mulƟ ple perspecƟ ves and the needs of 
the child, the family and health care professionals.

There is also the personal confl ict within professionals 
about resisƟ ng or accepƟ ng the death of a child as some-
thing natural. This confl ict demonstrates the need for ed-
ucaƟ on regarding the subject of death and dying. In this 
sense, to widen the discussion concerning dignifi ed death, 
it is necessary to reformulate the curriculum of health 
professionals, which, even today, seems to focus more on 
cures than on caregiving during the dying process.

The lack of legal support and professional autonomy 
can impede the promoƟ on of a dignifi ed death for a child. 
Nurses fi nd themselves in a dilemma between what they 
believe is the best course of acƟ on and the legal response 
to these acƟ ons. 

The nurses who parƟ cipated in the study idenƟ fi ed the 
characterisƟ cs of dignifi ed death for children and described 
the intervenƟ ons they use to promote dignifi ed death, par-
Ɵ cularly emphasizing pain relief and care for the family.

These results idenƟ fy not only intrinsic aspects that 
promote dignifi ed death, such as professional maturity 
that gives meaning to death but also extrinsic factors, 
such as autonomy and comfort.

The concept of dignifi ed death is used by various cultures 
in diff erent parts of the world. The results of this research 
will improve understanding of the concept of dignifi ed death 
for children, which has not been documented to date.

This study contributes to a broader understanding of the 
care process, enabling us to postulate a theoreƟ cal frame-
work that integrates the knowledge and acƟ ons that provide 
vital assistance and transcend the clinical and biological care 
needed when caring for a child during the end of life process.

REFERENCES

1. Gargiulo CA, Melo MCSC Salimena AMO, Bara VMF, Sou-
za IEO. Vivenciando o coƟ diano do cuidado na percep-
ção de enfermeiras oncológicas. Texto Contexto Enferm. 
2007;16(4):696-702.

2. Poles K, Bousso RS. ComparƟ lhando o processo de morte 
com a família: a experiência da enfermeira na UTI pediátri-
ca. Rev LaƟ no Am Enferm. 2006;14(2):207-13.

3. Lago PM, Piva JP, Kipper DJ, Garcia PCR, PreƩ o C, Giongo 
M, et al. Limitação de suporte de vida em três unidades 
de terapia intensiva pediátrica do sul do Brasil. J Pediatr. 
2005;81(2):111-7.

4. Conselho Federal de Medicina. Resolução CFM no 1246/88. 
Código de ÉƟ ca Médica, de 8 de Janeiro de 1988.

5. Pithan LH. A dignidade humana como fundamento ju-
rídico das “ordens de não-reanimação”. Porto Alegre: 
EDIPUCRS; 2004.

6. Charon JM. Simbolic interacƟ onism: an introducƟ on, an 
interpretaƟ on, an integraƟ on. Englewood Cliff s: PrenƟ ce 
Hall; 2004.

7. Creswell JW. QualitaƟ ve inquiry and research design: 
choosing among fi ve approaches. 2nd ed. Thousand Oaks: 
Sage; 2007.



37Rev Esc Enferm USP
2013; 47(1):30-7

www.ee.usp.br/reeusp/

Dignifi ed death for chlidren: perceptions of nurses 
from an oncology unit
Souza LF, Misko MD, Silva L, Poles K, Santos MR, Bousso RS

8. Barton SS. NarraƟ ve inquiry: locaƟ ng aboriginal epis-
temology in a relaƟ onal methodology. J Adv Nurs. 
2004;45(5):519-26.

9. Ollerenshaw JA; Creswell JW. NarraƟ ve research: a compari-
son of two restorying data analysis approaches. QualitaƟ ve 
Inquiry. 2002;8(3):329-47.

10. Monteiro CFS, Veloso LUP, Sousa PCB, Morais SCRV. A vivên-
cia familiar diante do adoecimento e tratamento de crianças 
e adolescentes com leucemia linfóide aguda. Cogitare En-
ferm. 2008; 13(4):484-9. 

11. GuƟ errez BAO, Ciampone MHT. O processo de morrer e a 
morte no enfoque dos profi ssionais de enfermagem de UTIs. 
Rev Esc Enferm USP. 2007;41(4):660-7.

12. Poles K, Bousso RS. Dignifi ed death: concept development 
involving nurses and doctors in pediatric intensive care 
units. Nurs Ethics. 2011;18(5):694-709.

13. Anghelescu DL, Faughnan LG, Hankins GM, Ward DA, 
Oakes LL. Methadone use in children and young adults at 
a cancer center: a retrospecƟ ve study. J Opioid Manag. 
2011;7(5):356-1.

14. Carson S. Do student nurses within an undergraduate 
child health programme feel that the curriculum prepares 
them to deal with the death of a child? J Child Health Care. 
2010;14(4):367-74.

15. Jesus MS, Said FA. Autonomia e a praƟ ca assistencial do en-
fermeiro. Cogitare Enferm. 2008; 13(3):410-21.

16. Lima AAF, Pereira LL. O papel da enfermeira clínica e o pro-
cesso de decisão. Nursing (São Paulo). 2003;6(66):43-50. 

17. Costa JC, Lima RAG. Luto da equipe: revelações dos pro-
fi ssionais de enfermagem sobre o cuidado à criança/ado-
lescente no processo de morte e morrer Rev LaƟ no Am 
Enferm.2005;13(2):151-7.

Funded by FAPESP.

Correspondence addressed to: Regina Szylit Bousso
Escola de Enfermagem da USP
Av. Dr. Enéas de Carvalho Aguiar, 419 – Cerqueira César
CEP 05403-000 - São Paulo, SP, Brazil


