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RESUMO

Objetivo: Este estudo visa identificar, apresentar e discutir instrumentos amplamente utilizados
para avaliar a qualidade de vida relacionada a saade (QVRS) em criangas e adolescentes com cancer,
além de analisar suas caracteristicas. Método: Trata-se de uma revisao integrativa da literatura com
artigos publicados entre 2000 e 2020 nas bases PubMed, SciELO, SCOPUS e LILACS, nos idiomas
portugués, inglés e espanhol. Estudos focados em populagbes adultas, idosos, dissertacdes, teses e
artigos de opinido foram excluidos. Além disso, buscas manuais em sites de instituicdes
desenvolvedoras dos instrumentos foram realizadas. Resultados: Foram identificados cinco
instrumentos principais para avaliar a QVRS, categorizados como genéricos ou especificos.
Caracteristicas analisadas incluiram numero de itens, dimensdes avaliadas, faixa etaria,
respondentes, ano de criagdo e adaptagdo cultural ao portugués. Dentre os cinco instrumentos
identificados, trés se destacam: PedsQL 4.0, PedsQL 3.0 e KIDSCREEN-52. Esses instrumentos
possuem propriedades psicométricas adequadas, sdo de facil aplicagdo e adaptados culturalmente
ao contexto brasileiro. Conclusdes: A revisao revela a predominancia de instrumentos internacionais
adaptados e a escassez de ferramentas desenvolvidas no Brasil, destacando a necessidade de mais
pesquisas nessa area no contexto nacional.

Descritores: Adolescente; Crianca; Neoplasias; Qualidade de vida; Inquéritos e Questiondrios.

ABSTRACT

Objective: This study aims to identify, present, and discuss widely used instruments for evaluating
health-related quality of life (HRQoL) in children and adolescents with cancer, as well as analyze
their characteristics. Method: This is an integrative literature review including articles published
between 2000 and 2020 from the PubMed, SciELO, SCOPUS, and LILACS databases in Portuguese,
English, and Spanish. Studies focused on adult or elderly populations, dissertations, theses, opinion
articles, and other types of reviews were excluded. Manual searches on the websites of institutions
that developed the instruments were also conducted. Results: Five main instruments for assessing
HRQoL were identified, categorized as generic or specific. The analyzed characteristics included the
number of items, evaluated dimensions, target age range, respondents, year of creation, and cultural
adaptation to Portuguese. Among the five identified instruments, three stood out: PedsQL 4.0,
PedsQL 3.0, and KIDSCREEN-52. These instruments have adequate psychometric properties, are
easy to administer, and have been culturally adapted to the Brazilian context. Conclusions: The
review highlights the predominance of adapted international instruments and the scarcity of tools
developed in Brazil, emphasizing the need for further research in this field within the national
context.

Descriptors: Adolescent; Child; Neoplasms; Quality of life; Surveys and Questionnaires.

RESUMEN

Objetivo: Este estudio tiene como objetivo identificar, presentar y discutir los instrumentos ampliamente
utilizados para evaluar la calidad de vida relacionada con la salud (CVRS) en niflos y adolescentes con cancer,
ademas de analizar sus caracteristicas. Metodo: Se trata de una revision integrativa de la literatura con
articulos publicados entre 2000 y 2020 en las bases de datos PubMed, SciELO, SCOPUS y LILACS, en los
idiomas portugués, inglés y espafiol. Se excluyeron estudios centrados en poblaciones adultas, personas
mayores, disertaciones, tesis, articulos de opinion y otros tipos de revisiones. Ademas, se realizaron busquedas
manuales en sitios web de las instituciones que desarrollaron los instrumentos. Resultados: Se identificaron
cinco instrumentos principales para evaluar la CVRS, categorizados como genéricos o especificos. Las
caracteristicas analizadas incluyeron el nimero de items, las dimensiones evaluadas, el rango de edad objetivo,
los encuestados, el aflo de creacion y la adaptacion cultural al portugués. Entre los cinco instrumentos
identificados, tres se destacaron: PedsQL 4.0, PedsQL 3.0 y KIDSCREEN-52. Estos instrumentos tienen
propiedades psicométricas adecuadas, son faciles de aplicar y estan adaptados culturalmente al contexto
brasilefio. Conclusiones: La revision revela la predominancia de instrumentos internacionales adaptados y la
escasez de herramientas desarrolladas en Brasil, destacando la necesidad de mas investigaciones en esta area
dentro del contexto nacional.

Descriptores: Adolescente; Nifio; Neoplasias; Calidade de Vida; Encuestas y Cuestionarios.
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Introduction

The World Health Organization (WHO) defines Quality of Life (QoL) as
the individual's perception of their position in life, considering their cultural
context, values, goals, expectations, and concerns. It is a comprehensive and
complex concept, influenced by physical health, psychological state, personal
beliefs, social relationships, and environmental characteristics. Because it is
subjective and multidimensional, QoL is difficult to measure, varying between
people and similar contexts due to its dynamic and individual organization.!-3

The National Cancer Institute (INCA) describes cancer (CA) as a group
of more than 100 diseases caused by genetic mutations, characterized by the
disordered and invasive growth of cells that form tumors and can metastasize.
Cancer results from the interaction between endogenous and exogenous factors,
but most of the causes of childhood tumors are still unknown. Clinically,
pediatric tumors tend to develop rapidly and be more aggressive, although
they respond better to treatment.4”

In Brazil, it is estimated that there will be 704 thousand new cases of AC
between 2023 and 2025. With early diagnosis and appropriate treatment, 80% of
children and adolescents diagnosed can be cured or have a good quality of life.
The combined use of different treatments has contributed to the longevity of
patients. As in developed countries, childhood and adolescent CA is the leading
cause of death from diseases, accounting for 8% of all deaths among children
and adolescents aged 1 to 19 years.?

In pediatric oncology, QoL is often reduced due to the physical and
emotional immaturity of children and adolescents. Treatments such as
chemotherapy, radiation therapy, surgery, and bone marrow transplantation
not only impact physical health but also cause significant adverse effects. These
challenges require specialized and humanized care to improve the QoL of
children and their families.®-13

Measuring Health-Related Quality of Life (HRQoL) is crucial to
understanding how patients perceive their own quality of life and the impact of
therapies. With the advancement of research and the development of specific
tools for pediatrics, the assessment of HRQoL in children considers their
understanding of the issues and the disease. Recent instruments favor
children's self-reporting, with generic questionnaires assessing HRQoL broadly
and specific questionnaires addressing the impact of specific diseases.!®

The present study aims to identify, present and discuss instruments
widely used to assess Health-Related Quality of Life (HRQoL) in children and
adolescents with cancer, as well as to analyze its characteristics based on recent
literature.

Method

It is an integrative literature review, a method that enables the synthesis
of research results on a theme or delimited issue, contributing to the deepening
of the investigated theme.1°

The study focused on the "Analysis of instruments used to measure the
quality of life of children and adolescents undergoing cancer treatment", with
the objective of identifying the instruments applied in this context. The research
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question was formulated using the PICo strategy, where 'P' represents the
population (children and adolescents), 'I' the interest (quality of life
instruments), and 'Co' the context (cancer).!”

After establishing the guiding question, the following databases were
used as a source for surveying the studies: Scientific Electronic Library Online
(SciELO), Medical Literature Analysis and Retrieval System Online
(MEDLINE/PubMed) and SCOPUS. A search was also carried out on the
Virtual Health Library (VHL) portal, specifically in the following databases:
Latin American and Caribbean Literature on Health Sciences (LiLACS) and
MEDLINE.

The controlled descriptors were pre-established, based on the
consultation of the VHL, in the Health Sciences Descriptors (DeCS) and Medical
Subject Headings (MeSH). The search for articles was carried out in April 2020,
using advanced search of the databases, crossing the descriptors with each
other through the Boolean operators "AND" and "OR". The search strategy
involved different combinations of the following keywords: "quality of life",
"health-related quality of life", "child", "adolescent", "cancer", "neoplasms" and
"self-perception". The searches were carried out with the terms in English, as
this increases the number of results retrieved, since the scientific literature is
mostly published in English. To meet the inclusion criteria, the following filters
were also used: English, Portuguese and Spanish. The compound terms were
searched in quotation marks, because in search attempts without this resource,
most of the articles found addressed topics that were not of interest to this
review.

The inclusion criteria were: scientific articles available in full in
Portuguese, English and Spanish, with abstracts available; published and
indexed in the relevant databases; between 2000 and 2020. Out-of-scope articles,
such as dissertations, theses, case reports, opinion articles, and reviews that
included out-of-focus groups, such as adults or the elderly, were excluded. The
bibliographic material resulting from the search was subjected to a thorough
reading to ensure that the articles contemplated the guiding question of the
review.

Once the instruments were identified, a new search was performed in the
SciELO database to analyze each instrument found. The following search
strategy was used: "Questionnaires" AND ("quality-of-life" OR "quality of life"
OR "QoL" OR "health-related-quality-of-life" OR "health related quality of life"
OR "HRQOL") AND ("child" OR "adolescent"). The references of each article
were also checked to obtain articles that could help in the review and that were
not identified in the search through the keywords. Manual searches directed to
the website of the institution developing the instrument were also included.

The searches in the databases captured 589 references, of which 344 came
from MEDLINE (PubMed), 222 from SciELO, 21 from SCOPUS, and 2 from the
VHL in the LILACS information base. Of these, 530 articles were excluded.
After the deletion of 45 duplicates, 14 studies were selected for full reading, all
of which were included in the results of this review.
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Results

Six different questionnaires were used in the studies included in this
review. It is observed that some studies used more than one instrument to
assess QoL. Eight studies used the Pediatric Quality of Life Inventory version
4.0 (PedsQL 4.0) questionnaire for QoL, while two studies used the AC module
of the Pediatric Quality of Life Inventory version 3.0 (PedsQL 3.0). Three
studies used the KIDSCREEN-52 questionnaire. One study used the European
Organization for Research and Treatment of Cancer Core Quality of Life
Questionnaire (EORTC QLQ-C30 and EORTC QLQ-ELD15). Finally, three
questionnaires were used independently, one in each study, to assess the
quality of life of children and adolescents. These questionnaires are: Youth
Quality of Life Instrument Facial Differences (YQOL-FD), Pediatric Outcomes
Data Collection Instrument (PODCI), and Child Health Questionnaire (CHQ).
The characterization of the selected studies, according to variables of interest, is
shown in Chart 1.

Table 1. Characterization of the selected articles, according to variables of
interest. Brasilia, DF, 2020.

Year Title Objective(s) Sample | Age | Questionnaires
Author, Range
Country,
Area of
expertise
2000 Quality of life in | To assess how 49 8-18 PEDQOL
Calaminus | children and children with AC children | years
et al. adolescents with | reflect on their QoL
Estados cancer. First compared to healthy
Unidos results of an children of the same
Medicina evaluation of 49 | age. And to find out if
patients with the | there are significant
PEDQOL differences in QoL
questionnaire between children with
hematological

disorders and children
with solid tumors,
which domains are

affected.
2007 Health-related To evaluate HRQoL in 65 8-18 KIDSCREEN-52
Dijk et al. quality of life of | children and children | years
Holanda child and adolescents who and
Psicologia | adolescent survived adolesce
retinoblastoma | retinoblastoma (RB), nts
survivors in the | using the
Netherlands KIDSCREEN-52 and
the proxy-report
version.
2007 What is quality | To evaluate the 43 11-18 PODCI
Frances et | of life in perceived QoL of children | years
al. children with children undergoing and
Estados bone sarcoma? surgical treatment for | adolesce
Unidos da primary bone nts
América sarcoma.
Medicina
2009 Agreement To determine the level 58 9-18 CHQ
Speyer et between of agreement in children | years
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al. children with HRQoL reports and 21 and
Franca cancer and their | between parents of parents
Medicina parents in children with AC and
reporting the the children
child health- themselves during a
related quality hospital stay and a
of life during a stay at home.
stay at the
hospital and at
home
2012 A descriptive To describe the 137 9-16 PedsQL 4.0
Lietal. study of the psychosocial well- survivor | years
China psychosocial being and QoL of s of
Enfermage | well-being and | Chinese survivors of | childhoo
m quality of life of | childhood CA in d AC
childhood Hong Kong.
cancer survivors
in Hong Kong
2014 Self-perception | To assess the self- 10 15 KIDSCREEN-52
Van Riel et | and quality of perception and QoL of | teenager | years
al. life in adolescents during or s
Holanda adolescents up to three months
Enfermage | during after adjuvant
m treatment fora | treatment of a primary
primary malignant bone
malignant bone | tumor.
tumour
2014 Impact of To compare HRQoL 110 8-12 PedsQL 4.0
Rheeetal. | psychological between Korean survivor | years
Coréiado | and cancer- childhood AK s of
Sul related factors survivors and healthy | childhoo
Psicologia on HRQoL for controls, and to d AC
Korean examine the impact of
childhood demographic,
cancer survivors | diagnostic/treatment,
and psychological
variables on physical
and psychosocial
health in survivors.
2014 Psychological, To determine 74 12-18 PedsQL 4.0 e
Canning et | demographic, psychological, children | years PedsQL 3.0
al. illness and demographic, disease, and
Reino treatment risk and treatment risk adolesce
Unido factors for factors for emotional nts
Psicologia | emotional distress among
distress amongst | pediatric cancer
paediatric patients.
oncology
patients prior to
reaching 5-year
survivorship
status
2015 Quality of life in | Describe the HRQoL 75 8-17 PedsQL 3.0
Batalha et children with of children with AC; children | years
al. cancer: to evaluate the
Portugal agreement agreement between
Enfermage | between self-report and hetero-
m children and report; and to identify
parents factors influencing
divergences in self-
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report and hetero-
reporting.
2016 Health-Related | To investigate health- 50 13-18 PedsQL 4.0
Baytan et Quality of Life, | related quality of life, | teenager | years
al. Depression, depression, anxiety, S
Turquia Anxiety, and and self-image among
Medicina Self-Image in all survivors of acute
Acute lymphocytic
Lymphocytic leukemia.
Leukemia
Survivors
2016 Health-related To identify the links 70 5-16 | PedsQL 4.0 and
Al-Gamal | quality of life between self-esteem, children | years PedsQL
et al. and its fatigue and HRQoL Multidimension
Jordania association with | for children and al Fatigue Scale
Enfermage | self-esteem and | young people during
m fatigue among and after AC
children treatment.
diagnosed with
cancer
2017 Psychosocial To assess the QoL of 60 6-17 PedsQL 4.0
Cipolletta | functioning, children and children | years
etal. self-image, and adolescents with and
Italia quality of life in | neurofibromatosis adolesce
Psicologia children and type 1, as well as to nts
adolescents with | assess the mental state
neurofibromatos | of this group and their
is type 1 parents, and to
compare it with
healthy children of the
same age.
2018 Does age To compare the 33 14-60 EORTC QLQ-
Sodergren | matter? A HRQoL of adolescents | young | years C30 e EORTC
etal. comparison of and young adults people QLQ-ELD15
Inglaterra | health-related aged 14 to 25 years and 25
Multiprofis | quality of life with those of older old
sional issues of adults (26 to 60 years) people
adolescents and | with WC.
young adults
with cancer
2018 Psychosocial To assess the 75 0-18 PedsQL 4.0 e
Vaarwerk | well-being of psychosocial well- survivor | years | KIDSCREEN-52
etal. long-term being of head and s of
Reino survivors of neck childhoo
Unido pediatric head- | rhabdomyosarcoma d AC
Medicina neck survivors and to
rhabdomyosarc | examine whether
oma psychosocial
outcomes were
associated with the
burden of therapy.

Five instruments were identified for the assessment of the HRQoL of
children and adolescents, of which three are generic and two are specific. Chart
2 presents a summary of the characteristics of the instruments evaluated.

1006
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Table 2. General characteristics of instruments to assess quality of life in
children and adolescents. Brasilia, DF, Brazil, 2020.

1. Can it be
Year of Target paltaien applied by
Instrument . . Objective for use in
creation audience Brazil any
razi
researcher?
PedsQL 3.0 1998 Individuals To evaluate the | Scarpelli et YES
between2 and | impact of the al. 2007
18 years of age. | disease and
Available in treatment on
versions for the QoL of
children and individuals
adolescents and | affected by
guardians. childhood
neoplasms.
PedsQL 4.0 1998 Individuals To assess the Klatchoian YES
between 2 and 18 | QoL of healthy et al. 2008
years of age. individuals or
Available in those affected by
versions for chronic diseases.
children and
adolescents and
guardians.
KIDSCREEN- | 2001 Individuals Assess and Guedes et YES
52 between 8 and 18 | monitor the QoL | al. 2011
years old. of children and
Available in adolescents.
versions for
children and
adolescents and
guardians.
EORTC QLQ- | 1987 Individuals of To assess the Pais et al. YES
C30 all age groups. | QoL of cancer 2008
patients.
CHQ 1996 Individuals To evaluate the | Machado et YES
between 5 and | health-related al. 2001
18 years old. QoL of healthy
Available in children and
versions for adolescents or
children and those affected
adolescents and | by diseases.
guardians.

Description of the instruments

The PedsQL 3.0 is a multidimensional instrument developed in 1998 to
assess the impact of disease and treatment on the health-related quality of life
(HRQoL) of pediatric patients with AC. The questionnaire is available in
versions for children and adolescents aged 5-7, 8-12 and 13-18 years, as well as
versions for guardians of children and adolescents aged 2-4, 5-7, 8-12 and 13-18
years. Children aged 2-4 years do not have a self-report version. The instrument
consists of 27 items distributed in 8 subscales: pain and injuries (2 items),
nausea (5 items), anxiety about the procedure (3 items), anxiety about the
treatment (3 items), worries (3 items), cognitive difficulties (5 items), perception
of physical appearance (3 items) and communication (3 items). The application
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is quick, taking about five min. The final interpretation is based on the score,
where a higher score indicates fewer difficulties related to the disease or
treatment and, therefore, better QoL.1?

The PedsQL 4.0 is a generic instrument developed in 1998 to assess
HRQoL in children and adolescents with chronic disorders and in healthy
children and adolescents. PedsQL 4.0 includes versions for children and
adolescents aged 5 to 18 years and for guardians of children and adolescents
aged 2 to 18 years. The questionnaire consists of 23 items that cover the physical
(8 items), emotional (5 items), social (5 items) and school (5 items) dimensions.
The language of the items is adapted to the child's developmental level and to
the use of the first and third person. The application is quick, taking about five
min. Interpretation is based on the final score, where a higher score indicates
better QoL. The scores are calculated by the sum of the items divided by the
number of questions answered in each dimension. The instrument was
translated and validated for Brazilian culture.?

The KIDSCREEN-52 is a generic questionnaire developed in Europe in
2001 to assess and monitor the QoL of children and adolescents, both healthy
and with chronic diseases. It includes two versions: one for children and
teenagers aged 8-18 and one for parents and guardians (proxy version). The
instrument has 52 questions distributed in ten dimensions of HRQoL: health
and physical activity, feelings, emotional state, self-perception, autonomy and
free time, family/family environment, financial aspect, friends and social
support, school environment and teasing/bullying. Both versions evaluate the
same components, allowing comparisons between the groups. The
interpretation is based on the scores obtained in each dimension, which are
recoded on a scale from 0 to 100, where zero indicates the lowest HRQoL and
one hundred indicates the highest. The instrument is self-administering, takes
about 30 min to complete, and has cross-cultural adaptation for the Brazilian
population.?021

The EORTC QLQ-C30 is a multidimensional instrument developed in
1987 by the European Organization for Research and Treatment of Cancer to
assess the QoL of patients with AC. The questionnaire is self-administered and
independent of the patient's level of education, consisting of 30 items
distributed in 16 domains. It is divided into four scales: global health status and
quality of life (1 domain and 2 items), functional (5 domains and 15 items),
symptoms (9 domains and 12 items), and financial difficulties (1 domain and 1
item).2223

The interpretation of the scales is different: in the Global Measure of
Quality of Life and Functional Scales, a high score indicates better QoL, while in
the Symptom and Financial Difficulties Scales, a high score indicates greater
impairment and, therefore, lower QoL. In all scales, the scores range from 0 to
100. The average application time is 11 min, and the instrument has been
translated and validated for use in Brazil.?>23

The Child Health Questionnaire (CHQ) is a generic instrument to assess
the HRQoL of children and adolescents, both healthy and with chronic diseases.
There are four versions of the questionnaire: two for parents (Child Health
Questionnaire Parent Form 50 (CHQ-PF50) with 50 items and Child Health
Questionnaire Parent Form 28 (CHQ-PF28) with 28 items) and two for children
and adolescents (Child Health Questionnaire Child Form 87 (CHQ-CF87) with
87 items and Child Health Questionnaire Child Form 45 (CHQ-CF45) with 45
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items). The parent and child/teen versions allow for cross-group
comparisons.?0-24

The CHQ assesses the physical and psychosocial well-being of children
and adolescents. It is self-administered, based on the experiences of the last four
weeks, except for the global health scale, which must consider the previous
year. The time to complete the CHQ varies according to the environment,
context, age, and cognitive functioning. CHQ-PF28 takes about 10 min to
complete, while CHQ-PF50, with more questions, takes 10-15 min. The
instrument is culturally adapted to the Brazilian population.?0-24

Discussion

The instruments to assess HRQoL are classified as generic and specific.
Generics assess the HRQoL of healthy and sick individuals, allowing general
comparisons and the identification of specific impacts of different health
conditions. Specific areas, on the other hand, measure areas particularly
affected by specific diseases. In the last 20 years, there has been low use of new
instruments and a lack of publications on new questionnaires, although there
has been an increase in cultural adaptations of existing instruments. PedsQL
was widely used in studies, possibly due to its translation and validation in
several languages.

In one study, the pilot version of PEDQOL was used to assess the quality
of life of healthy children and children with childhood neoplasms. The sample
included 62 healthy children and 49 children with AC (51% with leukemia and
49% with solid tumors), aged 8 to 17 years. The questionnaire was well
accepted, and the children answered independently, with guidance to highlight
problematic issues. Nine participants reported difficulties. Quality of life was
considered good in both groups, with a slight difference between healthy
children and those with AC. Children with AC had greater impairment in
physical function. Among children with leukemia or lymphoma, impairment
was more pronounced in autonomy, emotional functioning, cognition, and
family interactions, while solid tumor survivors reported less impairment,
especially regarding physical functioning and body image.?®

In another study, the HRQoL of retinoblastoma survivors was assessed
using KIDSCREEN-52. The research involved 65 participants, including
children aged 8 to 11 years, adolescents aged 12 to 18 years, and their parents.
The questionnaires were sent by mail, with instructions for independent
completion, and help for visual impairments was offered through an adapted
computerized version. Parents were contacted to verify the completeness of the
questionnaires and ensure that they were filled out correctly. Parents generally
rated their children's HRQoL as lower than their own children. Survivors with
normal visual acuity had better scores on "physical well-being" compared to
those with visual impairment. Participants' age was negatively associated with
"psychological well-being" and "self-perception," and visual acuity was also
negatively associated with "self-perception." The perceptions of survivors and
parents had a low correlation in all dimensions of HRQoL.

In relation to PODCI, a study evaluated the QoL of children undergoing
surgical treatment for primary bone sarcoma using this instrument. Three
versions of the questionnaire were used: for parents of children under 10 years
of age, for parents of adolescents and for adolescents between 11 and 18 years
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of age. The sample included 19 girls and 24 boys, with a median follow-up of 3
years. The results showed good, but variable, scores in five of the six domains
of the PODCI. The "Sports/Physical Function" domain had lower scores in the
tirst 12 months postoperatively, with improvement observed up to 24 months.
Factors such as tumor size above 8 cm and location in the lower limbs were
negative predictors for "Sports/Physical Function". Gender also influenced the
scores, with girls reporting lower scores in "Sports/Physical Function,"
"Pain/Comfort," and "Global Function." The type of surgery did not
significantly affect the perception of QoL. Children with bone sarcoma had
lower scores on "Basic Transfer/Mobility" and "Sports/Physical Function"
compared to children without an orthopedic or tumor diagnosis.?”

Unlike the previous ones, a study evaluated the HRQoL of children with
AC and their parents during hospitalization and at home, comparing the
perceptions of the two groups. The sample included 28 children, aged 9 to 18
years, treated in a hospital, and used two versions of the CHQ: one for parents
and one for children. The questionnaires were completed separately at the
beginning and end of hospitalization. Agreement between parents and children
varied according to location: during hospitalization, agreement was higher for
domains such as mental health and self-esteem, while at home, it was higher for
physical function and family activities. Scores were lower during
hospitalization than at home.?8

A study conducted in Hong Kong evaluated the psychosocial well-being
and quality of life of 137 Chinese child survivors of childhood AC, aged
between 9 and 16 years. The sample was equally distributed between boys and
girls, with 56.9% of the participants having leukemia and 21.9% having
lymphoma. Using PedsQL 4.0, the children filled out the questionnaire
autonomously. After data collection, they received material on mental health,
including exercises for depression and relaxation. The study found that many
survivors had low self-esteem and high levels of depression due to the adverse
effects of the treatment. Symptoms of depression were associated with greater
anxiety, low self-esteem, and lower quality of life.?

Another study using the same instrument assessed the HRQoL of Korean
childhood AK survivors compared to healthy controls and examined the impact
of demographic, diagnostic/treatment, and psychological variables. Survivors
reported significantly lower scores on the physical and psychosocial
dimensions of HRQoL compared to controls. Variables such as self-concept,
time since treatment completion, history of stem cell transplantation, multiple
treatment modalities, and severe late effects explained more than 50% of the
variation in survivors' physical and psychosocial HRQoL.30

Regarding adolescents, one study evaluated the self-perception and QoL
of 10 adolescents with primary malignant bone tumor during treatment and up
to three months after, comparing them with two healthy pairs. Using the
KIDSCREEN-52 questionnaire, the results showed that adolescents with bone
tumor reported consistently lower scores in physical well-being, autonomy,
social support, and school environment, both during treatment and after three
months. Self-perception scores were similar between the study and control
groups.

Also with adolescents, another study used versions 3.0 of the cancer
module and 4.0 of the generic module of PedsQL to evaluate 74 pediatric cancer
patients aged between 12 and 18 years. Both questionnaires were applied
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independently, without the presence of parents. The results revealed that pain,
hurt, concerns about the disease, communication difficulties, negative self-
image regarding mathematical skills, and relationships with parents and peers
of the opposite sex were risk factors for emotional distress. The study
highlighted modifiable psychological factors and provided guidelines for future
interventions.3?

Unlike the others, one study evaluated the HRQoL of 75 children with
AC and compared the children's self-reports with the parents' heteroreports
using PedsQL 3.0. Both questionnaires were completed separately and
simultaneously at the hospital. The results showed that children reported a
more positive HRQoL than their parents, possibly due to parents' projection of
their own concerns about their children's lives. In the self-report, the highest
scores were in the subscales "perception of physical appearance" and "anxiety in
treatments", while in the hetero-report, they were in the subscales
"communication" and "perception of physical appearance". The worst-scoring
subscale was "concern" in both reports, reflecting concerns about the effects of
treatment, its efficacy, and disease recurrence.®

In the case of AC remission, a study investigated the HRQoL of 50
survivors of childhood Lymphoblastic Leukemia (ALL) in remission, aged
between 13 and 18 years, compared to healthy siblings. PedsQL 4.0 was used,
applied independently in both groups. The results showed that the children
who survived ALL had more intense symptoms of depression and anxiety, a
negative self-image, and lower HRQoL than their siblings. Physical,
psychological, and total life qualities were significantly lower among ALL
survivors.3*

With a slightly larger sample, another study investigated the relationship
between self-esteem, fatigue and HRQoL in 70 children and young people
during and after cancer treatment. Using the PedsQL 4.0 and the Pediatric
Quality of Life Inventory Multidimensional Fatigue Scale, a significant positive
correlation was found: lower fatigue symptoms were associated with higher
HRQoL scores. Children with high levels of fatigue had a lower quality of life.
Thus, other researchers examined the QoL of children with Neurofibromatosis
type 1 (NF1) compared to a control group. The sample included 60 children
with NF1, 60 parents of these children, and 60 healthy children and parents,
aged 6 to 17 years. Using PedsQL 4.0, the study revealed that children with NF1
had a lower quality of life compared to their healthy peers. Parents of children
with NF1 expressed greater concerns about their children's sociability and
school performance.3>3¢

One study compared HRQoL among adolescents (14-25 years) and
adults (26-60 years) with AC, using the EORTC QLQ-C30 for adolescents and
the Elderly 15 version for adults. The results showed that the emotional impact
was relevant in both groups, with equally low scores and no significant
differences between ages. Quality of life was better evaluated by adolescents,
who reported that their concerns were more related to the interruption of daily
activities.%”

Finally, the latest study in this review assessed the long-term
psychosocial well-being of 65 paediatric head and neck rhabdomyosarcoma
survivors, with a median follow-up of 11 1/2 years. Using the PedsQL
questionnaires and the KIDSCREEN-52 self-perception domain, survivors
reported significantly lower scores in the school and professional domains.
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Although there was no significant difference in self-perception scores compared
to reference values, participants had a negative self-image and reported
disease-specific consequences. The low quality of life and self-perception scores
were attributed to the disease, not to the adverse effects of the treatment. 38

All 14 studies analyzed used the same methodology for applying the
questionnaires, that is, independently, without the interference of third parties.
Among the questionnaires studied, four have versions for children or
adolescents and for parents or guardians: PedsQL 3.0, PedsQL 4.0,
KIDSCREEN-52 and CHQ. The EORTC QLQ-C30 has a single version for all
ages, which can make it difficult for children to interpret. Having different
versions allows researchers to choose the most appropriate instrument for the
study and makes it possible to compare different groups.3940

In terms of application time, the questionnaires vary significantly.
KIDSCREEN-52, with 30 min of application and a high number of questions, is
the longest. The EORTC QLQ-C30 takes about 11 min, while the CHQ takes
about 10 min, with variation depending on the version. Both versions of
PedsQL have the shortest application time, about 5 min. All questionnaires are
self-administered, but the PedsQL can be administered by the interviewer.

The instruments evaluated measure quality of life based on the child's
perception, but the KIDSCREEN-52 does not cover all age groups in childhood,
which may limit the expression of children's opinions. The review highlights
the importance of using these instruments to monitor and improve patients'
quality of life, which is fundamental for care and planning in pediatric nursing.

Final Considerations

In view of the above, and after deepening the content of the scientific
production found, it was observed that there is a reasonable number of
questionnaires to assess the Health-Related Quality of Life (HRQoL) of children
and adolescents diagnosed with cancer. Among them, PedsQL and
KIDSCREEN-52 stand out, which are self-applicable and validated for use in
Brazil.

This study shows the scarcity of national instruments, which reflects the
difficulty of the scientific community in developing tools to assess quality of
life, given that it is a subjective construct. It is known that, in order to create
questionnaires to assess HRQoL, the stage of the child's cognitive development
should be considered, as well as the sociocultural diversity of the country.
There is a gap in the production of studies on this theme in the Brazilian
context.
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