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ABSTRACT

Objective: to understand, through the Draw, Write and Tell interview technique how chronic condition influences pediatric
quality of life; To analyze the use of the technique in this population. Method: qualitative, descriptive, exploratory study. Eleven
children and adolescents with chronic conditions between seven and seventeen years old participated. Data collection took
place through semi-structured interviews, with the aid of the Draw, Write and Tell interview technique, in State University
Hospital. For data analysis, thematic content analysis according to Bardin was used. Results: three categories emerged that
show several changes in the quality of life of this clientele, with emphasis on the physical, emotional and social impairment that
impact on the experiences that make up childhood and adolescence. The Draw, Write and Tell interview technique facilitated
and enriched data collection. Final considerations: The chosen technique made it possible to identify the impaired quality of
life of children and adolescents with chronic conditions.

Descriptors: Child; Adolescent; Pediatric Nursing; Chronic Disease; Quality of Life.

RESUMO

Objetivo: compreender por meio da técnica Desenhar, escrever e contar como a condigdo cronica influencia na qualidade de
vida infantojuvenil; e analisar o uso da técnica nessa populagdo. Método: estudo qualitativo, descritivo e exploratério.
Participaram onze criangas e adolescentes com condigdo crénica entre sete e dezessete anos. A coleta de dados ocorreu
mediante entrevista semiestruturada, com auxilio da técnica Desenhar, escrever e contar, em um Hospital publico. Para analise
dos dados utilizou-se a analise de conteldo tematica de Bardin. Resultados: emergiram trés categorias que evidenciam diversas
alteragdes na qualidade de vida dessa clientela, com destaque para o comprometimento fisico, emocional e social que impacta
nas de experiéncias que compdem a infancia e a adolescéncia. A técnica Desenhar, escrever e contar foi um facilitador e
enriqueceu a coleta de dados. Consideragoes finais: a técnica escolhida possibilitou identificar a qualidade de vida prejudicada
da crianga e adolescente com condigdo cronica.

Descritores: Crianga; Adolescente; Enfermagem Pediatrica; Doenga Crénica; Qualidade de vida.

RESUMEN

Objetivo: comprender, a través de la técnica de entrevista Dibujar, Escribir y Contar, cémo la condicidn crénica influye en la
calidad de vida infantojuvenil; y analizar el uso de la técnica en esta poblacion. Método: estudio cualitativo, descriptivo y
exploratorio. Participaron once nifios y adolescentes, con condiciones cronicas, de siete a diecisiete afios. La recoleccién de
datos ocurrié por medio de entrevistas semiestructuradas, con el auxilio de la técnica de entrevista Dibujar, Escribir y Contar,
en un hospital publico. En cuanto al andlisis de datos, se utilizé el andlisis de contenido tematico de Bardin. Resultados:
surgieron tres categorias que muestran varios cambios en la calidad de vida de esta clientela, con énfasis en el deterioro fisico,
emocional y social que tiene un gran impacto en las experiencias que componen la infancia y la adolescencia. La técnica Dibujar,
Escribir y Contar facilitd y enriquecié la recoleccion de datos. Consideraciones finales: la técnica elegida permitio identificar la
calidad de vida deteriorada de nifios y adolescentes con condiciones crénicas.

Descriptores: Nifio; Adolescente; Enfermeria Pedidtrica; Enfermedad Cronica; Calidad de Vida.

INTRODUCTION

Living with chronic conditions leads to various changes in the lifestyle of children, adolescents and their families,
as they experience changes in their routines, fear of the unknown, vulnerability, pain, and loss of self-esteem. The need
to go through varying periods of hospitalization causes suffering and separation from family members and pets, and
social and school isolation, reducing their quality of life (QoL)!. In addition, the decrease in QoL of children and
adolescents with chronic conditions is directly linked to treatment and its adverse reactions such as nausea, vomiting,
pain, weight loss or weight gain, alopecia, fatigue, fever and hypersensitivity reactions?.
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Understanding so many transformations requires getting closer to this population in order to identify the
expression of feelings, opinions, and thoughts in their realities. However, investigating the universe of children and
adolescents is a challenging task that requires sensitivity on the part of researchers, since giving voice to this public
means being immersed in their world of symbolism and meaning, and making them the protagonists in this process
requires the use of specific techniques to facilitate the apprehension and translation of their experiences®.

Thus, in order to be able to grasp and translate these experiences, techniques such as the use of therapeutic toys,
free drawings, games, music, and storytelling are often used as facilitators in identifying the feelings, perceptions, and
fantasies of children and adolescents on a given topic, considering that nurses play a decisive role in understanding the
experiences surrounding chronic illness on the part of children and adolescents, to draw up care plans in line with each
reality to improve quality of life®.

Therefore, recently, a group of Australian nurses developed a data collection technique called the Draw, Write,
and Tell interview (DWT), with the aim of obtaining, in a more precise and active way, children's perspectives on
situations they have experienced or are going through. Drawing and words written by the child themselves allow them
to communicate their experiences through stories that emerge from their productions in response to interview
questions®.

Thus, this study aimed to understand through the Draw, Write and Tell interview technique how chronic conditions
influence the quality of life of children and adolescents, and analyze the use of the DWT interview technique in the child
and adolescent population.

METHOD

This is a qualitative, descriptive and exploratory study®, carried out in the child and adolescent care wards of a
state university hospital in Rio de Janeiro. Children and adolescents with chronic conditions who were cognitively able
to answer the interview questions participated. Those who were in critical hospitalization situations or in the immediate
post-operative period were excluded, due to the fragility of the moment and the possible influence of the clinical
condition on their quality of life.

This study is part of a larger research project entitled: "Evaluation of signs and symptoms in children with chronic
conditions and their relationship with quality of life from a qualitative perspective".

Data was collected by means of a semi-structured audio-recorded interview, using the Draw, Write and Tell
interview technique. The technique involves formulating a triggering question so that the child knows the topic they are
going to draw or write about. The audio recording is then started and includes the child's explanation of the drawings
and textual elements®.

Participants were asked to draw a picture and/or write about the following topic: "After being diagnosed with a
chronic condition, some children/adolescents say that their lives have changed. We would like to know if this happened
to you too. So, | am going to ask you to draw a picture or write about what has changed in your daily life since your
diagnosis and the start of treatment. | will give you some time to draw and then we will talk about your drawing".
Materials such as a drawing board, sheets of different colors, colored pencils, and colored pens were made available to
the participants.

After being given some time, the participants were asked about the meaning of what they had written and/or
drawn, and to answer some open-ended research questions, with the aim of deepening the data collection: "Since you
found out you were ill or started treatment, what has changed in your life?"; "When you are out of hospital (home,
school, church), has anything changed in your day-to-day life?"; "How did you feel about these changes?"; "What makes
you well despite this?". As these questions were answered, other questions were asked. Phrases such as: "What do you
mean?", "Tell me more about this", were used to deepen the answers found.

The data was collected until it reached theoretical saturation’ and the data obtained was sufficient to answer the
study's objectives. The data collected was transcribed and the content was subjected to thematic analysis according to
Bardin®.

This study complied with the guidelines set out in National Health Council Resolutions 466/2012 and 580/2018,
had its research protocol approved by the institution's Committee of Ethics and Research with Human Subjects and
began only after obtaining the Free and Informed Consent of the legal guardian and Assent of the child or adolescent.
No child/adolescent or legal guardian invited refused to participate®?°.
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RESULTS

Eleven children and adolescents with chronic conditions between the ages of seven and seventeen years old
participated, with an average age of 13. They were mostly male (n= 7) and diagnosed with oncohematological (n= 6)
and autoimmune (n= 3) diseases.

Three categories emerged from the analysis of the interviews: Experiencing constant hospitalizations; Living
frequently with symptoms; and Changes in routine and its many limitations.

Experiencing constant hospitalizations
Through their statements and drawings, children and adolescents expressed the suffering caused by frequent
hospitalizations, among them the need to undergo various painful and invasive procedures.
[...] In the ICU | got several punctures. [...] The nurses pierce me and put medicine in me...”. (E1, 7 years old, LLA)

In addition to the procedures, hospitalization leads to being away from home for varying lengths of time, as
described below:

| want to go home, | miss home [...] it's something | haven't done for a long time, because I'm stuck here doing
nothing, just taking injections. (E7, 16 years old, LES)

In Figure 1, participant E6 represents the experience of being away from home.

Figure 1: Drawing made by participant E6, 16 years old, during the data collection
stage. Rio de Janeiro, RJ, Brazil, 2019.

[...] This is my house (drawing) that seems to be very far away, like right behind the ocean [...] it seems to be
getting further and further away. (E6, 16 years old, Chronic osteomyelitis)

There was also a lack of activities offering some kind of recreation and distraction, which characterized the
environment as tedious and unwelcoming, according to the following report:
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[...] And boredom, boredom only gets worse with time [...] many days start, every time white room, white room,
white room, soon I'll go crazy. [...] | have nothing to do [...] nothing can distract me. (E5, 14 years old, LES)
Figure 2 shows the representation of one of the participants about the need to remain in the hospital environment
and carry out procedures related to treatment. Another participant wrote about this experience, as explained below:

ot
>

Figure 2: Drawing made by participant E7, 16 years old, during the data collection stage. Rio de Janeiro, RJ,
Brazil, 2019.

In the image, the teenager depicted herself lying on a bed with a thermometer in one arm, an access in the other
arm and a sad face, because she did not want to be punctured for the procedure. She also drew a nurse smiling with a
syringe in her hand in the center of the page, and reported that she was happy to administer the drug invasively.

“One of the things that really marked me was the time | had hemodialysis, before | had it | had a dream, and in
that dream | was having hemodialysis. | went through a process in which | had a seizure and had to undergo it,
and | thought it was incredible, you know, because | dreamt it and it happened. | did HD for less than a month
and my kidneys started working again. HD was also an experience in which | realized that we have to enjoy life
even more, because we waste a lot of time there.” (E4, 17 years old, LES. Writes about their experience with
treatment during hospitalization. Rio de Janeiro, Brazil, 2019)

They also reported that in these moments, religion and faith are important coping strategies for the difficult

situations they experience in the hospital environment, giving them hope and optimism to deal with adversity:

[...] without God we can't live [...] | stayed calm, peaceful, because everything is in God's hands, right? God knows
what he's doing, there's no point in complaining because he's the one who created us, he's the one who gave us
this body. So | believe he's going to heal me, it's in his hands and life goes on. (E8, 15 years old, chronic kidney
disease)

Living frequently with symptoms

Participants reported the multiple symptoms they experience and how these impact negatively their quality of
life. Living with nausea, vomiting, fatigue, pain, and shortness of breath, limits them in carrying out daily activities, brings
physical wear and tear, and can directly influence their quality of life.

We wake up wanting to vomit... [...] it makes me sick, | throw up [...] And... | feel tired more quickly. (E2, 14 years
old, LLA)

I can't eat properly [...] sleep is also affecting me, my mood, | feel more tired, weaker and so on. [...] | don't feel
like playing ball anymore, you know? [...] These bruises here that were appearing. (E11, 16 years old, LLA)
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A lot of pain in my joints, | was weak, | was in bed, [...] | used to get sick, then after | started to stop being able to
eat, I'd throw up everything I put in [...] | scratch myself all the time, it's getting dry [...] everything hurts because
of the lupus. (E5, 14 years old, LES)
They also expressed symptoms that were not only physical, but also emotional and psychological, to the detriment
of living with the chronic condition.

It was almost as if | was going to fall into depression, | would just lie on the sofa [...] | felt like nothing, as if | didn't
even exist on Earth. (E4, 17 years old, LES)

[...] Discouragement, not wanting anything, everything was getting me down [...] | was really bad, | wasn't even
smiling, | was sadder. | thought it wasn't going to get better. (E7, 16 years old, LES)

Changes in routine and its many limitations

From this category it is possible to identify changes in diet, school routine, daily activities, and lifestyle
modifications, generating physical and social limitations and negative repercussions on the self-esteem and self-image
of children and adolescents living with the chronic condition and its treatment, as evidenced by the following
statements:

Burgers once a month, | can't have soft drinks, you know? | can't drink a lot of liquid, which I like. Then you go to
a party, and you have to control it. (E8, 15 years old, chronic kidney disease)

I can't eat raw food because it has to be cooked and so on because of the risk of bacteria, germs. (E11, 16 years
old, LLA)

When they are absent from school, they are subjected to the risk of failing the year, they are cut off from their
friends and social environment, and they face difficulties in carrying out academic activities in the hospital environment,
without the necessary support.

1 just think it's really bad, because last year | failed and this year I'm due to fail again for absences [...] | was going

to finish school this year, and | was also really sad | had to leave because the doctors asked me to. (E4, 17 years
old, LES)

1 just miss going to school [...] | miss my friends, they're nice to me. (E9, 8 years old, hemophilia A)

They report that activities they used to do are no longer part of their daily lives, as they are often unable to play
or do exercises that require some physical effort or could compromise their health. As a result, they have been deprived
of going out with friends or family and going to crowded places, distancing themselves from socializing with other
people.

| stopped playing ball, this one (drawing) | stopped singing too... | used to sing in church. [...] the doctor said |
can't stay in a closed place with lots of people. (E3, 11 years old, LLA)

In figure 3, E3 represents the activities they used to do before the diagnosis of the chronic condition and the start
of treatment: playing ball, singing in church, and going to school.
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Figure 3: Drawing made by participant E3, aged 11, during the data collection stage. Rio de Janeiro, RJ,
Brazil, 2019.

Every young person likes to go to the beach, play ball, eat and go to the pizzeria and stuff, have fun. At the moment
I can't because | have the permcath, | can't [...] and that's shaken me up a bit because | saw my friends going, you
know? to these places and | couldn't go. You feel a bit down, well, | could be doing that, but because of my illness,
well, I can't. [...] Sad, right?... (E8, 15 years old, chronic kidney disease)

Rev enferm UERJ, Rio de Janeiro, 2023; 31:€72594

DoCe "


http://dx.doi.org/10.12957/reuerj.2023.72594
https://creativecommons.org/licenses/by-nc-nd/4.0/

Santos LGB, Pontes TR, Nunes MDR, Rodrigues FMS, Silva LF, Pacheco STAP

Drawing, writing, and telling: Child and adolescent health

Gy Research Article
Nurong

[ Artigo de Pesquisa DOI: http://dx.doi.org/10.12957/reuerj.2023.72594
Articulo de Investigacion

30 anos

Concerning self-image, some drugs used in treatment can lead to alopecia, edema and weight gain, for example.
These changes generate feelings of sadness, shame and discomfort with their appearance, damaging their self-esteem.

And the spots, everyone kept asking me "what's that?" and I'd throw my pillow at them so no one would notice.
Sometimes everyone laughed at me because | was swollen [...] and when my hair fell out it bothered me a lot [...]
| was sad, | was embarrassed to take a photo, because it was a bit faded here and here. (E4, 17 years old, LES)
As a vain person, | immediately thought of going bald [...] and it's making me ugly. Soon I'll be full of stretch
marks. [...] my belly's ugly... before | could even do a little pout, now I'm getting fat, I'm getting stretch marks.
(E5, 14 years old, LES)

Everyone looks at you like you're sick [...] | walked with a limp and everyone could tell | had something wrong [...]
I don't know, everyone looked at me a bit strangely. | was a bit annoyed. (E6, 16 years old, Chronic osteomyelitis)

The interviews revealed that, although children and adolescents share common experiences in terms of

symptoms, school, home and social distancing, and frequent invasive procedures, some expressions and feelings are
elaborated differently by these groups.

Regarding adolescents, there was evidence of damage to their self-image, with a direct impact on their self-
esteem, and greater vulnerability to emotional symptoms such as sadness and discouragement. In this sense, the
hospital environment proved to be an aggravating factor in the presence of these emotions, being considered
monotonous and with few recreational resources. However, as a way of coping with these difficulties, religion proved
to be a strong foundation for this group.

For the children, the withdrawal from recreational and social activities such as playing, playing ball, and exercising
their faith had the greatest impact when it came to breaking up their routines and the limitations they faced as a result
of living with the chronic condition. They expressed greater difficulties in coping with physical symptoms, invasive
procedures, and withdrawing from friends.

DISCUSSION

It was identified that children with chronic conditions suffer frequent hospitalizations and, as a result, their social
activities, habits and practices are interrupted, concomitantly with their insertion into an unknown environment, which
has specific restrictions and routines that interfere with their QoL

The hospital environment represents the imminent possibility of undergoing procedures that generate pain, it is
unwelcoming and monotonous, as they have little interaction with other patients and the space itself does not provide
leisure alternatives, as elucidated by a qualitative study that dealt with the topic of pediatric hospitalization'?. The noise,
temperature and even the color of the rooms also make the environment uncomfortable, as they consider it tiring and
psychologically exhausting because of these factors®.

In addition, due to recurrent hospitalizations, being at home translates into occasional and special moments for
this group of children and adolescents, transforming their homes into visitation environments. The home is considered
a "therapeutic space" because it provides essential conditions for the continuity of children's development, minimizes
stress and tension and promotes well-being since they feel part of the family again and find comfort in the environment
in which they have developed®®.

Physical and emotional symptoms were also identified when living with the chronic condition. The evolution of
the clinical condition and the therapy, which uses various types of drugs, leads to the onset of nausea, vomiting, edema,
pain, inappetence, vertigo, alopecia, body spots, among others. In the literature, pain, nausea, and vomiting were also
the symptoms most cited by participants’>'’. In addition to these, malaise, feeling unwell, lack of appetite, weight
changes, alopecia, fatigue, and sleep changes were also found®2°,

The symptoms and the health condition of these children and adolescents are often responsible for impairing
their physical functions, which significantly limits the performance of activities that require physical effort2*. These
limitations drastically change the daily lives of these people, who have to deal with their diminished potential for
activities such as playing games, playing ball, jumping, and exercising, making it necessary to suppress their
recreational desires?224,

Although we believe that chronic conditions impact the quality of life of children and adolescents more
significantly than the characteristics of the life cycles themselves, making their experiences similar, we have found some
particularities in the experiences of children and adolescents.
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In adolescents, it was possible to see that living with a chronic condition has greater repercussions on their self-
esteem and self-image, which makes coping with it even more challenging since they are already going through various
physical and identity changes mediated by puberty?>. The diagnosis of a chronic condition involves the creation of
stigmas that negatively affect people's lives by making them feel different from others, and generating a sense of
exclusion. As a result, they feel misunderstood and are forced to deal with various barriers to social interaction?.

Regarding children, the effect of living with the various changes in their lives was greater on the social aspects, as
they had to break their school routine and move away from their friends and the environments they had previously
enjoyed. It was clear that this population needs to reorganize themselves in the face of hospitalizations, manage their
symptoms, and take time out to dedicate to treatment, which is why they need to be absent from school?’. This
disruption has repercussions on the learning process and social interaction, as the child is separated from their friends
and other people in the school environment, which is fundamental to their growth and development?®2°,

Studies report that living with a chronic condition during childhood and adolescence is a risk factor for emotional
and behavioral disorders. The iliness and treatment cause frequent psychological maladjustments, high levels of stress,
depression, hopelessness, excessive worries about health, and limitations associated with the condition or disease.
These factors may be related to poorer adherence to therapy3°-32,

As far as dietary aspects are concerned, in agreement with the findings of our study, a survey of ten adolescents
with sickle cell disease points out that among the changes that occur due to the chronic condition are nutritional
alterations, since following the therapeutic plan implies being subject to hydric and dietary restrictions®. The
effectiveness of treatment is influenced by following the diet proposed for each clinical condition, which takes into
account the patient's health status, immunity and the possibility of unwanted reactions. These restrictions have an
intimate effect on the daily lives of children and their families, making it difficult for them to adapt to new eating habits
and limiting the consumption of foods they like34,

Faced with these changes, children, adolescents and their families try to adapt to their new reality through coping
strategies. By exercising their religion and faith, they are able to formulate more structured thoughts and more
organized actions, favoring a global understanding of themselves and the situation they are experiencing®. Their beliefs
represent the possibility of restoring their health, the expectation of returning home and a reduction in worries, since
faith gives them the optimism they need to face treatment and the evolution of their clinical condition.

Therefore, the findings obtained through this study indicate that, by influencing the physical, emotional, and social
domains of quality of life, chronic conditions reflect in a lower QoL through so many repercussions that permeate the
diagnosis, the stigma that surrounds the health condition, and the interruption of activities that for the child represent
conviviality and socialization, similar to the findings in the literature3®.

Based on care centered on the children and their families, the nursing team must identify how these changes
impact the needs of this group, acting with individualized interventions to provide them with satisfactory care. This
requires an approach focused on planning, providing, and evaluating care based on the professional's scientific
knowledge and that previously developed by the children and their families, making the children and adolescents active
participants in their care and decision-making®.

Professionals' knowledge of the changes in the dimensions of children's and adolescents' lives allows them to
provide appropriate guidance on the best way to deal with the changes on a daily basis, minimizing emotional distress.
This relationship creates bonds between the public and health professionals, contributing to quality and safe care32.

What set this study apart was the use of a new technique for collecting data with children and adolescents, which
proved to be a facilitator and promoted more in-depth responses from the child and adolescent participants. We noticed
that through the semi-structured interview together with the DWT interview strategy, children and adolescents were
able to express the changes that had taken place in their lives more easily, allowing them to express their feelings, create
bonds, and favor an understanding of the moment they were experiencing.

Drawing is considered a therapeutic activity capable of holding the children's attention and helping them to
explore communication by stimulating their imagination, offering them the opportunity to express experiences that
may be less conscious or difficult to say using words alone. The association of drawing and writing is a method that has
already been used in the fields of psychology and education, and has recently been incorporated into health research
as a way of understanding children's and adolescents' views on issues related to this field®.
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Study limitations

The limitations of the study include the use of participants with different chronic conditions and the collection of
data in only one location, which may disregard the specific experiences of each disease and compromise the
generalization of the results.

FINAL CONSIDERATIONS

Children with chronic conditions live with various symptoms, treatments, and experience recurrent
hospitalizations and limitations. These have repercussions that go beyond a break in routine, and can cause emotional
and social changes, resulting in damage to their quality of life.

The use of the DWT technique together with the semi-structured interview proved to be a facilitating tool in the
expression of their experience with the chronic condition, making it possible to delve deeper into the subjective
dimension of the health-disease process experienced by this population, entering the world of meanings.

In addition to the contributions of the strategy for obtaining data with pediatric patients, we believe that these
findings can contribute to nursing care for hospitalized children in the planning of interventions, giving a voice to
children and adolescents facing illness, as well as incorporating into their practices measures that take into account the
objective and subjective dimensions, considering that care must take place in a participatory and collaborative manner.
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