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ABSTRACT

Aims: to identify the guidelines on chemotherapy aimed at children with cancer as seen by family members;
to discuss the importance of these instructions which are provided by health professionals regarding these
children. Method:This is a qualitative approach research, implemented according to the sensitive creative
method.Participants were seven family members of children on chemotherapy in a hospital in Rio de Janeiro.
Results: through thematic analysis the categories “chemotherapy on instructions provided to children with
cancer”and “the role of professionals in carrying out the instructions provided on chemotherapy to children
with cancer” emerged. Discussion: professionals should pass on the guidelines to children because family
members have difficulty doing this. The strategies used must be appropriate for children, and must be
performed at the beginning of the chemotherapy. Conclusion: one must take into account the ability of
children to understand their disease and treatment, and target them, respecting their level of development.

Descriptors: Oncologic Nursing; Chemotherapy; Family; Child.
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INTRODUCTION

Cancer is a disease stigmatized as a death
sentence and, when it affects children, the fears
and insecurities are intensified as they are in the
early stages of life and cannot live their dreams
and materializetheir plans 2,

Despite this stigma, it is estimated that
70% of children with cancer can be cured if
diagnosed early and treated properly in spe-
cialized centers®.

There are several forms of treatment for
childhood cancer and the main forms are che-
motherapy, surgery and radiotherapy. However,
chemotherapy is most frequently used, and it
may be associated with other methods®.

Currently, part of the chemotherapy tre-
atment is performed in an outpatient clinic,
favoring the permanence of the child in family
life. In this sense, outpatient chemotherapy
is an alternative to minimize damage related
to the breakdown of family ties. On the other
hand, the side effects of chemotherapy arise at
home, and they are sources of stress for children
and their families®.

The treatment of children with cancer
should be comprehensive, on the physical,
psychological and social needs. The family
should be included and their right to all infor-
mation ensured as well as the search for the
promotion of atraumatic care to minimize the
effects of treatment. Regarding this, research
indicates the importance of developing edu-
cational interventions aimed at the family of
children undergoing chemotherapy. However,
little is discussed in terms of the development
of guidelines with the children®”.

Although the family is part of the thera-
peutic process, the preparation and the guideli-
nes on chemotherapy should also be addressed
to sick children. Those who are of school age
(6-12 years) already have some ability in terms

of logical and coherent thought. They are able
to identify, understand and solve some events
that occur around them, and understand the
changes occurring in their bodies and in their
lives® 7,

When children are not properlydirected,
family members may find it difficult to explain
their situation:89),

A Swedish study aimed at exploring the
daily lives of children six months and one year
after the cancer diagnosis interviewed patients
and parents. The study highlighted that the
children had the desire to know about the di-
sease and treatment, as this gave them some
control of the situation they were experien-
cing?.Thus, a study that addresses the ideas
of the family on the guidelines to be made,
along with the children with cancer undergoing
chemotherapy, makes it important, since they
are key to the successful treatment of the child.

Based on this, the questions that guided
this study were: what are the guidelines for
chemotherapy that should be conducted
with children with cancer in the eyes of family
members?Why is it important that health pro-
fessionals provide these guidelines to children
with cancer?

The ideas of the family members were
defined as an object of study in terms of the
instructions provided on chemotherapy di-
rected to the children.The objectives were to
identify the guidelines on chemotherapy that
should be conducted to children with cancer,
in the eyes of family members, and discuss their
importance.

METHOD

The qualitative research was carried out
according to the sensitive creative method
(SCM), which has its foundations based on the
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triad group discussions, participant observa-
tion and dynamics of creativity and sensitivity.
The steps occur simultaneously within each
dynamic. For this, besides the researcher, who
acts as coordinator of the group, there is a
need for a research assistant who, during the
dynamic, observes and describes the behavior
of the participants, acts by controlling the au-
dio recorder, and also makes the photographic
records."1?,

Based on the guidelines of the sensitive
creative method (SCM) for the development of
this research we used the dynamics of creativity
and sensitivity entitled almanac. This activity
consists of producing pictures and texts for
addressing the theme of the research. These are
made through collages of pictures, drawings
and phrases on paper, guided by a question to
generate debate?,

At the beginning of the dynamics the
researcher presented the art materials and
subsequently released the generating ques-
tion for debate. The question was in a place
where everyone could see. For this dynamic
the following question was asked: what are
the guidelines that should be performed by
professionals for children on chemotherapy?
Did the individuals have enough time to deve-
lop individual creative ideas? After each family
presented what was produced, the group dis-
cussion began.

The participants of the dynamics were
seven family members, including two mothers
and a grandmother of seven children at school
age undergoing chemotherapy. The inclusion
criteria were: to be directly responsible for child
care; to meet the treatment routine and be
aged 18 years or older. The excluded individuals
were the family members with other children
who required full-time care, thus preventing
their temporary absence to participate in the
dynamics.

To guarantee anonymity, participants
were identified with the letter “F” for family,
followed by a number according to the order
of participation in the survey.

The criteria used for closing the fieldwork
was the sampling process by theoretical sa-
turation, in which data collection is stopped
when it appears that the fieldwork no longer
offers new elements to deepen the theory of
the research object.

The survey was conducted in a pediatric
federal university hospital located in the mu-
nicipality of Rio de Janeiro. In this hospital, the
scenarios used for the selection of participants
and the realization of the dynamics were the
two sectors in which chemotherapy is admi-
nistered in children: the chemotherapy clinic
and the hematology ward.

Three dynamics almanac were performed.
The first, in the hematology ward, featured
three participants: F1, F2 and F3. The second,
in the room for chemotherapy outpatient
procedures, featured two: F4 and F5. The third
dynamic, featuring the participants F6 and F7,
was also in the hematology ward. It is notewor-
thy that in the participants’'selection and in all
the dynamics two researchers took part; one as
the coordinator of the dynamics and the other
as an assistant.

Thematic analysis was used in the data,
based on the texts generated by the creativity
and sensitivity dynamics. The following steps
of the analytical method were followed: initial
reading, material exploration, processing and
interpretation of results™.

The research followed the decisions
of the National Health Council Resolution
466/12. It was submitted to the Research
Ethics Committee (REC) of the institute where
it was performed and was approved with the
opinion number 747,383 and CAAE number
32908214.6.0000.5264.
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RESULTS

Through the analysis process two thematic
units emerged: guidance on chemotherapy
performed along with the children with cancer
and the role of professionals in carrying out the
guidelines for chemotherapy performed with
children with cancer.

Guidance on chemotherapy focused on chil-
dren with cancer

Among the guidelines to be used with the
schoolchildren, family members pointed out
that professionals should talk about the disease:

| think they should always guide chil-
dren. Not to hide their illness. (F2)

| think they should know everything,
especially from the age of five on,
because they already have the notion
of what is happening. A little baby
does not know, but a child like mine,
ayoung 10-year-old lady, understands
everything. (F6)

They also highlighted the need to explain
the whole treatment process, including infor-
mation in terms of the medications adminis-
tered: effect, dose, administration time, types
of venous catheters; in case of transfusion, the
reason for the procedure and all the necessary
steps to carry it out:

Children ask many questions; they
want to know everything, understand
about the medicines, catheter types;
they want to know it all! For how long
he will be having blood transfusions.
He asks why and I'm afraid he is get-

ting worse. (F2)

My son asks everything; even if | do
not ask, he has his own doubts. He
wants to know how many chemothe-
rapies he will go through; how many
hours it will take; his problem is the
delay and having to stand here wai-
ting. He gets anxious; he asks to stop
and to go home, because he has been

on chemotherapy for an“eternity”. (F5)

The side effects of chemotherapy are
also guidelines that family members deemed
important:

There are times when he (son) does
not want to eat anything; he is not
hungry or his mouth hurts because
of some small wounds (mucositis).
This information is important to help
understand why that happens, right?
(F4)

They should know about the nausea,
because they feel very sick, they can-
not eat, cannot drink; they just throw
up and have diarrhea (F6).

Another aspect mentioned by participants
as important to be addressed in the professio-
nal guidelines was the possibility of changesin
body image, such as alopecia, weight gain and
loss and the use of masks:

Hair loss is a very complicated issue. It
is better that professionals talk about
the possibility of it, so the children can

get ready for it. (F7)

He was very thin, he lost too much
weight. Then he got all swollen up;
really fat; | had to buy clothes for him.

Appearance changes a lot. (F1)

Silva LN, Silva LF, Goes FGB, Machado MED, Paiva ED. Orientacdes sobre quimioterapia junto a crianca com cancer: método
criativo sensivel. Online brazj nurs [internet] 2015 Dec [cited year month day]; 14 (suppl.):471-80. Available from: http://www.

objnursing.uff.br/index.php/nursing/article/view/5310



Regarding the use of the mask, it is a
problem for him. He feels ashamed
because people look at him, but they
don't know why he is wearing it; they

don't know what his problem is. (F6)

Caregivers also talked about some limi-
tations imposed by the treatment, saying it is
difficult to keep children indoors. It is hard not
to let them go to the beach, to the swimming
pool, practice some activity that involves more
physical effort, go to school or eat raw fruit:

| think we should talk about the limi-
tations, because, unfortunately, by
the end of the treatment he doesn’t
have a normal life. Children cannot
eat fruit because immunity drops and
gets neutropenic. They can’t play ball,
play in the sun, take a pool bath, let
alone go to the beach, because many
leisure activities are forbidden and it
also causes suffering. They have to

understand why. (F6)

He can't go to school because it is an
enclosed environment, and someti-
mes there is a sick child and we don't
know about it, and he can’t be in
contact with these children. He misses

going to school, studying. (F4)

Some people have reported that when
children learn that another child who was also
in treatment has died, they question why and
feel afraid that they will die like their friend.
In this sense, they believe that professionals
should address this issue:

We had a case (child death during
treatment) here, you know? My dau-

ghter got really scared; if anything

happened she thought she was going

to die the same way. (F7)

When children see that another child
who was being treated is gone (dies),
they can’t understand it; they get
scared; ask why, as those mates were
undergoing treatment; and ask if it will

happen to them as well. (F2)

The role of professionals in carrying out the
guidelines of chemotherapy conducted with
children with cancer

Family members say they have difficulties
in tackling the disease and the effects of treat-
ment, highlighting that this is the role of health
professionals:

He didn't have much of an idea of what
the disease was and | didn't tell him.
He kept asking me to speak and | just
cried. (F1)

| think professionals should talk to
them, because they speak and the
children listen and go home aware
of it; (...) the care they must have. He
takes itin a better way. At home | just
reinforce what was said. It's easier this
way, he understands it better. Because
when | speak, he thinks that the father
and mother are lying. (F4)

They also mentioned the possible stra-
tegies used by professionals to carry out the
guidelines. There was an emphasis on the
drawings, pictures, ludic metaphors as blood
factory, jokes and languages aimed at the
child’s age, as facilitators of the guidance and
understanding of children:
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Professionals have to say, make things
clear, speak in a way that children can
understand (... kids understand things
better with pictures, drawings and
games. (F6)

For example, a doctor explained about
the blood factory, which is located
in the bone marrow where blood is
made; explained about the soldiers
and he understood. With drawings,
dolls, toy soldiers (...) | think they un-
derstand it better. (F2)

Participants also claim that the guide-
lines should be undertaken by profes-
sionals before or at the beginning of
chemotherapy, so that the child knows
everything that’s going on and what

can happen during treatment:

I think it's better to explain everything
before chemotherapy. (F3)

It is best before chemotherapy, sit
down and explain everything about

chemotherapy. (F2)

DISCUSSION

The survey data show that caregivers
understand that school-age children (6 to 12
years) are able to understand the disease they
have, and professionals should guide them.
When informed, they become active subjects
in their health-disease process. Health pro-
fessionals should not ignore this ability to
understand the point of relaxing them during
treatment®.

Being involved in the therapeutic process
with the necessary guidance, participating in

decision-making, being free to express their
preferences are not only children’s rights, but
they also reduce the chance of non-adherence
to treatment, promote trust in health profes-
sionals and cooperation as well as helping to
fight the disease and to cope with the thera-
py(15,16)'

Nevertheless, a Brazilian study conducted
with nursing professionals showed that it is
still common to guide the guardians without
involving the children in the educational
process. Some practitioners claim to know
that children at school age have the ability to
understand their disease, but admit that they
provide little guidance to them and, when they
do it, the information is minimal®.

Study participants believe that professio-
nals should tell children everything in terms of
treatment, answer their questions and clarify
doubts, without hiding any information. This
finding is consistent with another study that
highlighted the role of the health professional
as educator who must guide children about
their treatment, aiming for understanding of
all aspects of the process™.From this know-
ledge, in terms of what drugs can cause, it is
believed that children will be better prepared
for their administration. They also feel more
confident in terms of being submitted to the
catheter, of carrying out maintenance, and
waiting the necessary time for the chemo-
therapy session without being consumed by
anxiety®.

As highlighted by relatives, anti neoplas-
tic drugs can cause numerous side effects that
generate unpleasant symptoms. In this regard,
a study conducted in the UK, in order to explo-
re the vision of children and adolescents under
cancer treatment and present a conceptual
model of communication and information
sharing, showed that children care about the
symptoms and their permanence, and would
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like to have more direct communication with
health professionals‘”.It was observed that
the effects cited by participants are those
that cause feeding difficulties such as nausea,
vomiting, mucositis and lack of appetite and
could harm children’s nutritional status. The
literature states that the power of the children
subjected to chemotherapy requires further
attention, since their nutritional status directly
affects the severity of side effects, increases or
decreases the risk of infection, and interferes
positively or negatively in the treatment®. It is
important for them to know that they need to
eat despite these effects, avoiding complica-
tions and negative interference in treatment®,
As for body image changes, the use of
masks, weight gain and loss, hair loss, among
others were cited.It is reported that children
already understand the changes occurring
in their bodies and care about it. Studies®'
show that the school-age children are already
concerned about self-image, and to minimize
the losses from the changes caused by the di-
sease and chemotherapy, health professionals
should educate them in terms of what changes
can happen, especially those that are visible to
their eyes and the eyes of the people around
them and which may cause strangeness.
Caregivers also highlighted issues relat-
ing to the limitations imposed by the treat-
ment. It can be said that the discovery of
cancer and its treatment altered the rhythm
of life for children and their families and some
limitations related to lifestyle and food are
imposed.The activity of playing, which was
previously a priority, gives way to special
care; children are restricted from going to the
beach and to school; they cannot eat certain
foods and practice sport®. Bear in mind that
children maintain a desire to participate in
group activities, but may feel different and
even struggle to fit into their new condition

and they may feel lonely" When children
are guided by health professionals, they have
the opportunity to meet their new needs and
understand that those limits prevent compli-
cations. Thus, the restrictions are no longer
an imposition and begin to happen more
naturally as theystart to collaborate so that
their treatment will be successful®.

Regarding the fear of death, according
to the participants, the research claims that
cancer is still a much stigmatized disease, as-
sociated with the idea of death and generating
feelings such as fear?,

A study conducted in the Netherlands
with parents of children who died from can-
cer showed that most of them did not talk to
their children about death.Among the reasons
they mentioned was the inability of parents
to discuss death, the desire to protect their
children and the belief that children are not
able to understand it?%. These data highlight
the need for health professionals to intervene
approach with the family and children, espe-
cially schoolchildren.

Although considered naive, school chil-
dren are able to understand and assimilate
all that is said and presentedto them. .
Therefore, when they learn of the death of
another child, according to the family, they
feel insecure about the success of their treat-
ment. Thus, the fear of going through the
same situations, with the same illness, and
the performance of the same treatment can
be minimized if there is room for dialogue
and guidance.

When the diagnosis of cancer is con-
firmed, it is common for parents to receive the
news without the presence of the child".Inse-
cure, the study participants reported that they
could not tell the children their diagnoses.

When childrenreceive guidance in terms
of their limitations from their family members,
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they often associate it with overprotection
and end up not taking the necessary care,but
when these guidelines are provided by health
professionals, there is greater understanding.

Health professionals, deemed as educa-
tors, have the aptitude and should guide the
whole family in terms of the disease and its
treatment, aiming at the comprehension and
participation of children throughout the thera-
peutic process”.

The guardians stress that professionals
should explain everything to children, using an
easy to understand language. Besides dialogue,
there are other strategies for carrying out the
guidance to children of school age, such as
the use of stories, toys, role play, puppets and
games® .

All the mentioned activities are good ways
to provide information on the disease and che-
motherapy. However, health professionals are
not always provided with the necessary tools
to perform them. More often these guidelines
happen through dialogue - which is not a
negative aspect;however, professionals fail to
use other resources that are, sometimes, more
suitable to children’s understanding.

Family members also pointed out that
it is important that children start treatment
knowing everything that can happen during
this process.Therefore, it can be said that the
preparation of children is a primary action,
which must precede all therapeutic procedures
so that children may understand their disease,
be aware of what the treatment is, and also its
importance and side effects®.

Lack of information leads to lack of prepa-
ration, low self-esteem, insecurity and fear.
Children need to be guided and involved in the
therapeutic process so that negative feelings are
minimized. This involvement also makes children
collaborate with the treatment, and generates a
bond and trust in the professionals®'®.

CONCLUSION

In the view of family members who
participated in the study, it is important that
school children with cancer undergoing che-
motherapy are told about the disease, the
implemented treatment, its side effects, the
possibility of changes in terms of body image
and the limitations imposed by the treatment
(whether related to everyday lifestyle or diet).
Death should be seen in a natural way. It is
important to highlight the fact that each child
reacts differently to treatment, minimizing
their fear.

The guidelines should be carried out by
health professionals as family members have
a hard time approaching them. To that end,
professionals need to take on their role as edu-
cators, especially nurses, childcare coordinators
and the family of the children in everyday care
practice.lt is up to these professionals to equip
themselves in the matters involving the care
provided to children with cancer, developing
strategies and resources to help their under-
standing, such as jokes, games, drawings and
figures, exercising this role from the time of the
children’s admission.

We recommend further research aimed
at the guidance of children undergoing che-
motherapy, since the current studies address
guidance which focuses on relatives and re-
search and which addresses guidance strate-
gies aimed at children with cancer undergoing
chemotherapy.
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