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ABSTRACT

Chronic diseases can adversely affect the development process of children. This qualitative, action-research study had the aim to
analyze the effects of activities in the manual “Como Héspede no Hospital” (As a patient in the hospital) on the coping process of
children with chronic diseases. Study participants included six children and adolescents aged seven to 13 years, who suffered from
a chronic disease. Data were collected in the pediatric clinic of a public hospital in the Brazilian state of Paraiba, through participant
observation and individual sessions with activities from the manual. Data interpretation followed the principles of thematic analysis.
The activities from the manual encouraged participants’ search for information about their disease and treatment, and increased
their interest and participation in their health care process, thereby contributing to better coping. The study points to the need for
comprehensive care for children with chronic diseases.

Descriptors: Chronic disease. Child. Comprehensive health care.

RESUMO

As doencas cronicas podem gerar consequéncias adversas ao processo de desenvolvimento infantil. O estudo teve por objetivo analisar
0s efeitos da realizacdo de atividades do manual “Como Hdspede no Hospital” sobre o processo de enfrentamento de crianqas afetadas
por doencas cronicas. Pesquisa qualitativa do tipo pesquisa-ado. Participaram do estudo seis criangas e adolescentes, entre 7 e 13
anos, com doencas cronicas. Os dados foram coletados na clinica pediatrica de um hospital publico do estado da Paraiba, por meio
de observacdes participantes e sesses individuais com a aplicacdo de atividades do manual. A interpretagdo dos dados sequiu os
principios da andlise temdtica. As atividades do manual estimularam a busca de informagdo sobre a doenca e o tratamento, e aumen-
taram o interesse e a participagdo das criancas e dos adolescentes em envolver-se no cuidado a sadde, contribuindo para um melhor
enfrentamento. Aponta-se a necessidade de cuidados integrais as criancas com doencas cronicas.

Descritores: Doenca cronica. (rianca. Assisténcia integral a salde.

RESUMEN

Las enfermedades cronicas pueden tener consecuencias adversas para el proceso de desarrollo del nifio. El estudio tuvo como objetivo
analizar los efectos de la realizacion de actividades del gufa “Cémo huésped en el Hospital” en el proceso de enfrentamiento de los
nifios afectados por enfermedades cronicas. Investigacion cualitativa del tipo investigacion-accion. El estudio incluyd a seis nifios y
adolescentes de 7 a 13 afios con enfermedades crnicas. Los datos fueron recogidos en la clinica pedidtrica de un hospital piblico
en el estado de Paraiba a través de la observacién participante y sesiones individuales con a aplicacion de las actividades del gufa.
La interpretacion de los datos siquid los principios de andlisis temdtico. Las actividades del gufa alientan la bisqueda de informacion
sobre la enfermedad y el tratamiento y aumentaron el interés y la participacion de los nifios y adolescentes en involucrarse en el
cuidado de la salud, lo que contribuye a un mejor enfrentamiento. Se sefiala la necesidad de una atencion integral a los nifios con
enfermedades cronicas.

Descriptores: Enfermedad cronica. Nifio. Atencion integral de salud.
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Bl INTRODUCTION

Chronic diseases generally entail a set of conditions
that are related to multiple causes, usually with uncertain
prognoses, long or indefinite duration, and varied and un-
stable clinical courses with periods of crisis and physical
and/or functional disabilities. Many chronic diseases re-
quire interventions with technologies that may be associ-
ated with changes in lifestyle, in a process of care that does
not always lead to cure.”

Studies show that chronic diseases in childhood tend
to cause changes to the everyday and adaptation needs,
such as following diets, physical constraints,? impaired
schooling,® repeated exposure to invasive and/or painful
procedures,® frequent hospitalization®, bodily changes
and negative feelings towards oneself.?

Due to the potential compromises and changes to
everyday life caused by chronic diseases, care needs to
meet the specific psychosocial needs of children and ad-
olescents, and it is essential that health care teams identify
such needs.

When care is focused on children and adolescents, it is
essential to make resources available that facilitate social
interaction between patients and health care profession-
als, and communication about the disease and treatment,
especially about what is expected of the patient® and
unconditional positive attention to the needs of everyone
involved, including patients and families.

Recreational resources can be used to this end because
they provide, in addition to pleasure and entertainment,
the opportunity to express thoughts and feelings, knowl-
edge acquisition and behavioral changes, in order to stim-
ulate quality of life indicators.”

Sources of children’s literature can serve as an aid to
address diagnosis and treatment, and for health education
action.® This study used a health care manual targeting
hospitalized children and adolescents titled “Como hds-
pede no hospital” (As a patient in the hospital), contain-
ing interactive activities and tasks that involve thinking,
writing, drawing, coloring, sentence completion, and the
creation of stories. The manual was proposed in order to
facilitate children’s expression of feelings about their illness
and hospitalization, to aid their acquisition of knowledge
of hospital routines and specific situations related to hospi-
talization, and to promote the adoption of more effective
coping strategies to their situation. In addition to being a
playful mediator, each activity addresses issues related to
potentially stressful events and the suffering of children
and adolescents in relation to their experiences of chronic
illness and hospitalization.
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This study presents results of the master's degree the-
sis entitled, “O ludico no enfrentamento da hospitaliza¢éo
de criangas com doencas crénicas” (Playing in coping with
hospitalization by children with chronic diseases).” The
question that guided this study was: How does the health
care manual“As a patient in the hospital”influence the pro-
cess of coping by children and adolescents hospitalized for
treatment of chronic diseases? The aim of the study was
to analyze the effects of performing activities from the
manual “As a patient in the hospital” on the coping process
of children and adolescents hospitalized for treatment of
chronic diseases.

B METHODOLOGY

This study had a qualitative research design and em-
ployed an action-research methodology. This is an inter-
vention methodology that seeks to diagnose a specific
phenomenon in order to achieve a practical result. In addi-
tion to the production of knowledge, this type of research
also proposes planned action.”

The study was conducted at the pediatric clinic of a
federal public teaching hospital in the state of Paraiba,
between January and April of 2009. Inclusion criteria for
participants were children and adolescents with chron-
ic disease; aged between seven and 13 years; hospital-
ized in the unit under study; literate and able to write
and draw; with a general health condition that was not
serious; and demonstrating social interaction with the
environment. Children and adolescents with mental dis-
orders and/or intellectual, visual or hearing disabilities
were excluded. The criterion for termination of data col-
lection was sufficiency.t"

The study included six children and adolescents with
the following chronic diseases: nephrotic syndrome,
sickle cell anemia, thalassemia, lupus and scleroderma.
Although they could be of both sexes, all of the study
participants were female, due to the profile of hospital-
ized patients in the target age group during the period
of data collection.

In compliance with resolution no. 196/96 of the Bra-
zilian National Health Council, the project was submit-
ted to the Research Ethics Committee of the hospital,
and approved under protocol no. 136/08. After accep-
tance by the children and their guardians to participate
in the research, the latter signed a free and informed
consent form.

In the first phase of the study, children who met the
inclusion criteria were identified. In the second phase, con-
tact was made with family members and guardians of the
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children in order to obtain information about their gener-
al health conditions, and how they coped with illness and
hospitalization.

In the third phase, participant observation on the be-
havior of the children in the hospital was conducted for
one day, and this was recorded in a field diary.

In the fourth phase, individual sessions to apply activi-
ties from the manual were carried out with the children, all
of which were audio recorded. The sessions with the chil-
dren took place daily and had different durations in order
to adhere to their needs and availability.

In the fifth phase, another day of participant observa-
tion was undertaken to analyze the effects of the activities
from the manual on the participants’ strategies for coping
with hospitalization.

With the transcriptions of the audio recordings and
field diary entries in hand, the research proceeded to orga-
nization of empirical material produced for analysis, using
the following steps: sorting, classification and final anal-
ysis of the data."" The procedure followed the principles
of thematic analysis, which seeks to reveal the core mean-
ings of a communication, the presence of which indicates
a significance to the objective to be achieved."” The ini-
tial classification was performed with the thorough and
repeated reading of all of the material. Then the themes
were grouped to construct the core meaning: the children
talking about chronic disease and their care. To ensure the
anonymity of participants, in the presentation of the results
they were identified by the names of Disney princesses, fol-
lowed by their age in years, and accompanied by the let-
ter“a” In the transcriptions, the children’s statements were
represented by the letter “C’, and those of the researcher
by the letter “R! The identities of other people mentioned
were also concealed. As a linguistic resource, the term “chil-
dren”is used to refer to both the children and/or adoles-
cents participating in the study.

Il RESULTS AND DISCUSSION

In order to analyze the understanding and knowledge
that the patients have about their disease, and the care
requirements to maintain a good quality of life, as well as
to identify their feelings and fears, it is essential to support
the construction of a comprehensive therapeutic and ed-
ucational project aimed at the psychosocial needs of the
chronically-ill children and adolescents. This procedure
may generate other psychosocial intervention projects, to
be performed by the entire health care team of the hospi-
tal, such as improvement of the communication process
between patients and physicians.”
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Activity 01 from the manual was performed with all
the participants, which asked them to write the name of
their disease and the affected parts of their body. In addi-
tion to the name of the disease, the children also referred
to events related to the onset of the illness, limitations
imposed by the illness and their meanings, the cause of
hospitalization, and the care they need to get well. Such
information can assist in a psychosocial diagnosis, and fa-
cilitate the planning of interventions by the health care
team. In this study, the children were able to name their
disease, and some were even able to provide explana-
tions about it.

Scleroderma [...] is aging of the skin (Cinderella-11y).

| have sickle cell anemia [...] my cells, due to anemia, they
are not shaped like those of people who do not have ane-
mia. If | don't drink a lot of fluid, they end up attaching to
one another, if | drink liquid they stay separated, they stay,
like, swimming, they don't join together, they don't cause
pain, and when they join together it causes pain in my
back and joints (Mulan-13y).

My illness is nephrotic syndrome [...] The doctor said it
was like a strainer that’s not straining, which has some
holes in it, she said it is passing, but | didn’t really under-
stand (Belle-12y).

Belle's statement shows that the physician explained
the disease with the use of a metaphor to facilitate un-
derstanding, yet the child did not comprehend what she
was told.

This study’s interventions with Belle attempted to pro-
vide her with greater knowledge about anemia, as she had
expressed not understanding which part of the body was
no sick or what could happen.

R —What parts of the body are responsible for peeing?
C—The kidneys?

R — Do you know what the kidneys do?

C-No

R - They filter the urine, the pee. The disease you have is in
the kidneys.

C—Andwhat s it? (Belle-12y).

In general, a chronic condition has the characteristic of
not being temporary.” Therefore, understanding the need
for prolonged treatment and the characteristics of treat-
ment can promote the development of long-term coping
strategies, greater participation of the children and adoles-



cents in their treatment, as well as enable their acquisition
of skills for self-care, with positive implications for autono-
my and social ability.

Lupus [...] is a chronic disease that can be treated [...]. A dis-
ease that takes a while to...which has a prolonged treat-
ment [...] and that has a cure (Jasmine-12y).

During the activities, the need for prolonged treatment
of chronic illness was reinforced with each child; however,
in regard to the cure for lupus, it was emphasized that it is
not possible to this date, as it was important that the pa-
tient have real knowledge about her condition.

In regard to identification of the disease in their bodies,
the children indicated the body parts that were affected at
the time, especially by pain. This is understandable, as in
the child’s perception, these are the body parts that indi-
cate the presence of the disease.

My hand hurts when | do this (moves hand forward and
backward), my knee hurts when | move it, and my neck
hurts when I turn it (Cinderella-11y).

C— My face, arms and legs only hurt a little.
R—What is in those parts of your body?
C—Lupus (Jasmine-12y).

Although scleroderma and lupus are systemic diseas-
es that may impair various organs, the children with these
diseases referred only to bullous lesions and pain in their
hands. Nevertheless, the carrier of sickle cell anemia, who
had lived with the disease for more time and had experi-
enced episodes of exacerbation/crisis, was able to distin-
guish between the body part affected at the time of the
crisis and complications resulting from the disease, such
as osteoarticular and abdominal pain, and blood problems
resulting from the disease.

C - The body part..When I'm in anemia crisis | feel pain in
my joints and back [...].

R — What is the body part that gets sick when you have
anemia [..]J?

C—The blood? (Mulan-12y).

The children’s statements indicate that they have some
knowledge about their illness; however, it is clear that there
are gaps or lack of understanding, which is reflected in the
form of less effective coping strategies.

Some children were able to name the drugs they take,
and talked about some precautions that they need to
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follow in relation to diet, water intake and diuretic foods.
Nevertheless, it is important to ask whether the children
really understand these precautions, or merely reproduce
what they hear.

The interventions with the children were conducted to
present and discuss aspects of their illness and treatment
in a comprehensible manner to them. Contents emerged
during the sessions and were integrated into the activity
in process. The activities were also aimed at promoting a
more active approach to the health-disease process, and
the patients were encouraged to seek information from
the health care team, and thus gain increased autonomy
in their self-care.

C - Take the medicines, do physiotherapy and do the ex-
ams.[..]

R — Which medicine do you take?

C—Idon't know, my mom gives it to me (Cinderella-11a).

Itis notable that responsibility for the children’s health
care often falls upon their mothers. Even if a child has
cognitive and psychosocial'? conditions to understand
her diagnosis and its implications, as well as the ability to
assume responsibility for some of her care, with the assis-
tance and guidance of the family there is a tendency to-
wards overprotection, which may arise due to uncertain-
ties about the course of the disease and fear of her death.
12 This behavior is reinforced, in particular by the mother,
who, due to an overprotective attitude toward the child,
makes her less responsive, and hinders her development
of autonomy.'?

For children and adolescents to cope more effectively, it
is essential that they actively participate in their treatment
process. They need to be partners in the production and
information of care, and not mere recipients of it."¥ In or-
der to cope effectively, children with chronic diseases need
to become active and informed individuals who seek out
health care services, and have the motivation, information,
skills and confidence to effectively make decisions about
their health care, and manage their chronic condition. In
the case of children/adolescents, these decisions should
be made together with their families."” By means of listen-
ing, health care professionals can grasp the demands of
these patients and their families in every encounter of care,
identifying their specific needs, and increasing the level of
trust in the mutual relationship of health care.

In the proposed construction of health care networks!'
and care of chronic conditions, supported self-care is val-
ued,"® the focus of which is on cooperation between the
health care team, children/adolescents with chronic dis-
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ease and their families, in order to jointly define problems,
set priorities, propose goals, develop care plans, and mon-
itor the results.

In 2011, the Brazilian government released the Strategic
Action Plan Against Non-Communicable Chronic Diseases,
effective from 2011-2022. This plan is based on a compre-
hensive approach to care of chronic, non-communicable
diseases, including prevention and the promotion of com-
prehensive care.'” Although the plan specifically address-
es four major groups of diseases that affect the adult pop-
ulation, it is important to emphasize concern with chronic
diseases that affect children and adolescents. These pres-
ent different clinical features that, if not properly managed,
can lead to significant harm to their development process
in early and adult life, their families, and expenses to the
health care system.

Encouraging children to talk about the care that they
need can help them to perceive themselves as responsible
for their own treatment, and thereby develop autonomy.
Furthermore, through the patients'reports, the health care
team can identify inappropriate care behaviors in the home
environment, and guide the required behavioral changes.

R — What was your treatment like before coming to the
hospital?

C - It was taking the medicine and using sunscreen [..] |
put it on at six in the morning, before going to school,
again when | got home, after showering and before going
to sleep.

R —Who told you to put it on before bedtime?

C — My mom, who also used it, not to scratch. (Jas-
mine-12y).

During the sessions and through observation, gaps in
knowledge about the disease and treatment were evident,
along with little involvement of the children in their care,
and inefficient communication and distance in relation to
the health care team. It was found that all of the children
had an interest in obtaining more information, but did not
perceive the health care team as an accessible source of
information and support.

Similarly, another study"® showed that knowledge of
families is generally insufficient to develop adequate home
care for chronically-ill children. According to the authors,
the information is obtained by families in a subtle manner,
and is difficult to grasp due to overly-technical content.
The participants in this study also demonstrated insuffi-
cient knowledge. Lack of knowledge can pose a health risk
by leading patients and families to improper behavior and/
or delays in the development process.
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Management of a chronic disease often involves
changes in lifestyle habits, which require both physical and
psychological efforts. Thus, medical information needs to
be explained to patients according to their level of cogni-
tive understanding, because if they do not understand the
importance of a particular care orientation, they may have
difficulties in following the treatment and maintaining a
good quality of life.(1?

Due to the findings of the study as to the existence
of knowledge gaps, inefficient communication and dis-
tancing of the children in relation to their treatment,
the interventions were undertaken with the intention
to increase their participation in their treatment. To this
end, the activities requested the patients to write down
what they were feeling, both emotionally and physically.
Through these activities, it was expected that the partic-
ipants could see themselves as part of the care process,
and would be encouraged to communicate their feelings,
doubts, fears, etc.

For children with chronic diseases in which the ill-
ness presents a series of recurring episodes of crisis, body
awareness is crucial to identify signs and symptoms that
may precede a crisis event, and even prevent worsening of
their clinical status.

C - [..] now I'm not feeling anything, but before | came, |
had so much pain in my bladder. (Mulan-13y).

Thus, the authors emphasize the importance of pre-
paring patients to communicate with the health care
team, based on the provision of more accurate informa-
tion from them as well. Nonetheless, this communication
is only possible if a caring, positive and trusting relation-
ship is established between those involved in the process,
and with information consistent with the child’s level of
understanding.

R - What do you feel differently in your body?

C - Just this here (shows skin)

R — Just the bubbles? And do these bubbles provoke some
feeling?

C—Ohlltitches, it itches a lot.

R - You can say that these bubbles are very itchy, and that
is different. (Jasmine-12y).

The patients often presented a more participatory
attitude towards their care process, but the health care
team discouraged this behavior and did not pay atten-
tion to the patients’actions (or did not know how to pay
attention) and did not listen intently to the children’s



needs, even though these were presented in a clear and
direct manner.

C - I was feeling a lot of heartburn, | talked to the doctor
(resident) and was going to see if he could prescribe a drug,
and then he did not do it. | spoke with Dr. “B” (pediatrician),
and she also did not give me a medicine, then the night
doctor (on night duty) gave me some (Mulan-13y).

Comprehensive health care for children and adoles-
cents should be conceived of in a broader context that
goes beyond providing instructions about treatment to be
followed. Children and adolescents need to understand
the aspects of the treatment and both positive and nega-
tive effects on their lives,?? in order to make the best choic-
es according to their wishes and needs. Like the proposal of
the manual used in this study, a therapeutic project should
be built with the participation of all of those involved and
giving relevance to attributed meanings, the knowledge
and understanding of the care the patients need in order
to maintain a good quality of life.

Interventions guided by the activities of the manual
seem to have contributed to make the children more ac-
tive in their health and treatment process, promoting their
acquisition of more efficient coping strategies. Neverthe-
less, the production of comprehensive care for children
with chronic diseases requires health care professionals to
have willingness and sensitivity to deal with the anxieties
and desires of the patients and their families.

B FINAL CONSIDERATIONS

The development of the activities in the manual “As a
patient in the hospital”increased the likelihood of the chil-
dren and adolescents becoming more involved in their
treatment process, and contributed to the development
of more efficient strategies for coping with their disease,
including learning about their illness and treatment, devel-
oping autonomy and becoming more active in their health
care process, also acquiring skills necessary to maintain
their quality of life.

Even highlighting the potential benefits that can be
obtained using the manual as a resource in the compre-
hensive care of chronically-ill children and adolescents, the
authors emphasize the importance of participation of the
family and staff in the care process. Therefore, it is neces-
sary that the health care team is prepared and acts pro-
actively when interacting with children and adolescents
with chronic disease and their families, providing mean-
ingful information, support and resources necessary in the
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provision of high-quality care. Playful resources have been
shown to be important tools to mediate this process.
Although the results of this study demonstrate the
importance of using playful resources in the care of hos-
pitalized children and adolescents with chronic disease,
further research is necessary to systematically evaluate the
effectiveness of these resources, and to plan interventions
according to the unique psychosocial needs of this popu-
lation. This study highlights the importance of using playful
strategies that facilitate the understanding of children and
adolescents with chronic illness, encouraging them to par-
ticipate in their health care process, bearing in mind that
they must live with the disease for a long period of time.
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