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ABSTRACT

Introduction: The diagnosis of childhood cancer brings fear, distress, and suffering to patients and their families, negatively impacting
communication and treatment adherence. Validated educational materials can improve understanding and active participation in care.
Objective: To validate the content of the educational book “The ABC of Cancer Guide” from the perspective of children, adolescents,
families, and healthcare professionals. Method: Methodological study of content validation using the Suitability Assessment of Materials
(SAM) method to evaluate material adequacy in six categories (content, language, illustration, presentation, motivation, and cultural
adaptation) and indicators of user’s experience. Data were collected virtually via Adobe Sign and analyzed with the software Statistical
Package for the Social Sciences (SPSS), applying indicators as clarity, vocabulary, attractiveness, and usability. Results: The study enrolled
12 children and adolescents, 20 family members, and 29 healthcare professionals. The material was validated with scores of 100% by
children and adolescents, 98.4% by family members, and 97.6% by healthcare professionals, exceeding the minimum scores of 40%
and 60% required to rate the material as adequate or superior. Suggestions for improvement of clarity and vocabulary were made,
particularly for audiences with lower health literacy. Conclusion: “The ABC of Cancer Guide” was validated as an appropriate tool for
health education for children undergoing cancer treatment and their families. Future studies are recommended to evaluate the guide’s
impact on clinical practice and improvement of treatment adherence.
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RESUMO

Introdugio: O diagndstico de cincer infantil gera medo, angustia e
sofrimento para pacientes e suas familias, impactando negativamente a
comunicagio e a adesdo ao tratamento. Materiais educativos validados podem
melhorar a compreensio e a participagio ativa no cuidado. Objetivo: Validar
o contetido do livro educativo “Guia Beabd do Cancer” sob a perspectiva
de criangas, adolescentes, familias e profissionais da satide. Método: Estudo
metodoldgico de validagao de contetido utilizando o método Suitability
Assessment of Materials (SAM) para avaliar a adequagio do material em seis
categorias (contetido, linguagem, ilustragao, apresentagdo, motivagio e
adaptagio cultural) e indicadores da experiéncia do usudrio. Os dados foram
coletados virtualmente, via Adobe Sign, e analisados no software Statistical
Package for the Social Sciences (SPSS), utilizando-se indicadores como
clareza, vocabuldrio, atratividade e usabilidade. Resultados: Participaram do
estudo 12 criangas e adolescentes, 20 familiares e 29 profissionais da satide.
O material foi validado com escores de 100% pelas criangas e adolescentes,
98,4% pelos familiares e 97,6% pelos profissionais de satde, superando
os escores minimos de 40% e 60%, necessdrios para considerar o material
adequado ou superior ao adequado. Foram feitas sugestoes de melhorias
nas dreas de clareza e vocabuldrio, especialmente para ptblicos com menor
letramento em satide. Conclusao: O “Guia Beabd do Cancer” foi validado
como uma ferramenta adequada para a educagio em satide de criancas em
tratamento oncolégico e seus familiares. Estudos futuros sio recomendados
para avaliar o impacto do guia na prdtica clinica e na melhoria da adesio
a0 tratamento.

Palavras-chave: Pediatria; Educacio em Saide; Materiais de Ensino;
Cooperagio e Adesao ao Tratamento; Saide da Crianca.

RESUMEN

Introduccién: El diagnéstico de cdncer infantil genera miedo, angustia y
sufrimiento para los pacientes y sus familias, impactando negativamente en la
comunicacién y la adhesién al tratamiento. Los materiales educativos validados
pueden mejorar la comprensién y la participacién mds activa en el cuidado.
Objetivo: Validar el contenido del libro educativo “Guia de la A a la Z del
Céncer” desde la perspectiva de nifios, adolescentes, familias y profesionales de
la salud. Método: Estudio metodoldgico de validacién de contenido utilizando
el método Suirability Assessment of Materials (SAM) para evaluar la adecuacién
del material en seis categorfas (contenido, lenguaje, ilustracién, presentacién,
motivacién y adaptacién cultural) e indicadores de la experiencia del usuario.
Los datos se recopilaron de forma virtual a través de Adobe Sign y se analizaron
con el software Statistical Package for the Social Sciences (SPSS), utilizando
indicadores como claridad, vocabulario, atractivo y usabilidad. Resultados: En
el estudio participaron 12 nifios y adolescentes, 20 familiares y 29 profesionales
de la salud. El material fue validado con puntuaciones del 100% por nifios
y adolescentes, 98,4% por familiares y 97,6% por profesionales de la salud,
superando los puntajes minimos de 40% y 60% necesarios para considerar
el material adecuado o superiormente adecuado. Se realizaron sugerencias de
mejora en las 4reas de claridad y vocabulario, especialmente para publicos
con menor alfabetizacién en salud. Conclusién: La “Guia dela A ala Z del
Céncer” fue validada como una herramienta adecuada para la educacién en
salud de nifios en tratamiento oncoldgico y sus familias. Se recomiendan
futuros estudios para evaluar el impacto de la gufa en la practica clinica y en
la mejora de la adherencia al tratamiento.

Palabras clave: Pediatria; Educacién en Salud; Materiales de Ensefanza;
Cumplimiento y Adherencia al Tratamiento; Salud Infantil.
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INTRODUCTION

Childhood cancer is a harrowing experience for
patients and families, usually imbued with feelings of
fear, suffering and uncertainties, aggravated by multiple
prognosis and available therapeutic options that can create
a perception of impotence'?. Although the advances
have significantly increased the rates of cure, especially
with early diagnosis, the treatment continues to be long
and challenging, with exams, medical visits and hospital
admissions. In many cases, children are excluded from
the processes of communication about the diagnosis and
treatment related decisions usually conducted by health
professionals and family?.

Clear and proper information matched to the cognitive
and emotional needs of children and their families are
essential to manage the uncertainties and minimize
the stress and anxiety the oncologic treatment creates®.
Shared decision-making with children about the plan
of care, respecting their level of cognitive maturity can
improve the understanding about the treatment and care
received’. Health literacy plays a key role while providing
accurate information about the diagnosis, procedures and
treatments, helping to mitigate the anguishes in the course
of the disease®’.

Systematic reviews indicate continuous demand for
easy-to-understand and clear information for relatives
of children in oncologic treatment. These families need
comprehensive data about the treatment, medications,
how to cope with the disease and support available,
regardless of their level of health literacy®. The lack of
validated educational materials can lead to inadequate
information, compromising the adherence to the
treatment and effective management of the disease.

“The ABC of Cancer: a quick guide of what you
need to know about cancer” was developed to fill these
communication gaps, utilizing principles of visual
communication and advertising to create an accessible
material for children, adolescents and relatives. Consisting of
more than 100 common terms of the oncologic environment
and cost-free, the guide aims to demystify cancer and its
treatment, providing quality information in a simple and
visual language®. Nevertheless, despite its wide acceptance
and use, the guide was not formally validated yet, which
limits its performance as educative tool.

Validate educative materials as “The ABC of Cancer
Guide” is essential to ensure they meet the informative
and emotional needs of the target-public, promoting
appropriate communication among the health team and
patients, and encouraging self-care'.

The present study has the objective of validating
the content of “The ABC of Cancer Guide” in the
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perspective of children, adolescents, families and health
professionals. The validation attempts to not only
improve the quality of the information for this vulnerable
public but also stimulates the adherence to the treatment
and selfcare contributing to the well-being of cancer
pediatric patients.

METHOD

Methodological study of validation of the content of
the educative material “The ABC of Cancer: a rapid guide
of what you need to know about cancer”. The validation
of the content is an essential process to ensure the
material is relevant, understandable and proper to the
target-public, meeting the established quality criteria.
The development of the material occurred between 2013
and 2015, following good clinical practices described in
Project Management Body of Knowledge (PMBOK) and
utilizing the framework Scrum. The PMBOK provided
the formal structure to manage the project comprehending
the initiation, planning, execution, control and closure,
while Scrum allowed an agile and interactive approach,
facilitating the continuous collaboration and feedback
among the development teams, which is pivotal to create
educative responsive materials to user’s needs’.

The creation of the educative material was driven
by the principles of cocreation and interdisciplinarity,
involving the active participation of children and
adolescents in oncologic treatment, families, health
professionals and experts in information technology
and communication. The selection of the participants
was based on direct and complementary experiences.
Regular meetings and collaborative workshops have
been conducted to ensure the material was inclusive and
relevant to all users’.

The development process followed the steps: :

* Categorize and tag the terms: Identification and
categorization of more than 100 terms common to the
oncologic environment to be included in the guide.

* Create collaborative environment: Establishment
of a Google Drive-based collaborative working
environment to facilitate the insertion and revision
of the terms by the team members.

* Validation and description of the terms: Revision
and validation of the terms by health professionals to
ensure accuracy and relevance.

* Definition of style and suitability of the language:
Development of an accessible and involving writing
style matched to children and adolescents.

* Production of a mockup and final approval:
Creation of a mockup of the guide for evaluation and
final adjustments prior to its production.
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The recommendations of the EQUATOR network
Revised Standards for Quality Improvement Reporting
Excellence (SQUIRE 2.0)" guided the strict and
systematic reporting of all the process stages, ensuring
transparency and reproducibility.

The study population consisted of children and
adolescents who experienced oncologic disease in
infancy or youth, their families and health professionals.
The sample by convenience included children, adolescents
and young adults, their families and health professional
who utilized the educative book “The ABC of Cancer
Guide” during oncologic treatment.

Young adults were enrolled in the study because
the used “The ABC of Cancer Guide” while they
were adolescents. This decision aimed to address the
retrospective experience of these individuals with the
educative material, considering that at enrollment,
they were no longer at the age range formally defined
as adolescence but that could contribute with relevant
information related to the use of the guide in that phase.
This approach allowed to evaluate the application of the
material in a specific period of the life it was utilized
without compromising the coherence of the study focused
to children and adolescents.

Inclusion criteria were: children aged or older than
four years of age, adolescents and young adults in
oncologic treatment, follow-up, partial or total disease
remission who utilized the educative book “The ABC
of Cancer Guide” previously, as well as their relatives or
companions and health professionals who had utilized
the book. Those who did not use the Guide during the
treatment were excluded.

Potential participants were enrolled through
snowball sampling, a common quantitative method
with good performance in nursing-related researches'2.
The participants of the initial sample were identified and
enrolled through contact network of the investigators
involved and partner hospitals who referred other
potential participants, and so on, with the participants
indicating other eligible individuals until the final sample
was reached. The inclusion criteria were checked through
all the stages, and if the participants met this condition,
they were invited to join the study through an invitation
letter. At the initial approach, it was confirmed whether
the participants had ever been in contact with the book
and it was offered them a reliable digital version for
their knowledge.

The invitations were distributed through the
contact network of the study group, social media and
organizations dedicated to healthcare to children with
cancer and their families. The sample by convenience
consisted in individuals who accepted to join and signed
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the Informed Consent Form (ICF) through the platform
Adobe Sign, after receiving all the required information
and according to ethical principles for studies with
human beings.

Authorization for children’s participation in the study
were asked to the responsible or legal guardians, by
signing the respective informed consent form (ICF) and
assent form (AF) signed by the children. The investigators
provided clarification to the participants through a
Google Meet video call adjusted to the children, families
or health professionals schedule prior to signing the
ICF and AE.

Data were collected virtually due to COVID-19
restrictions from June to November 2020, through a
questionnaire constructed with the software Typeform'.
The indicators utilized to validate the material were
based on the method Suitability Assessment of Materials
(SAM)', translated and validated to the Brazilian context
by Sousa, Turrini and Poveda®. This instrument evaluated
the suitability of the educative materials in six categories:
content, language, illustration, presentation, motivation
and cultural adaptation'.

Additionally, the collection instrument included
socioeconomic and clinical variables to characterize
the sample and contextualize the results. Sex, age
range, region of birth, education, type of cancer of
children and adolescents were collected and phase of
the treatment when they received “The ABC of Cancer
Guide”, number of treatments performed and duration
of the last treatment. These variables allowed a more
detailed analysis of the participants perceptions about
the educative material, contributing to the robustness
of the results.

The participants responded to the instrument SAM
applied in the version validated to Brazil. This approach
offers a systematic method to evaluate objectively the
suitability of the material as an informative health product
with structured criteria and adjusted to the national

context'41>17

. Each category evaluated included specific
questions related to the objective, clarity and accessibility
of the content, in addition to aspects as interaction and
involvement of the users'*!>7,

In addition, the evaluation with the target public
occurred through validated SAM", ensuring that the
instrument applied was appropriate to measure the
suitability to the proposed target public. Organization of
the didactic resource, language, appearance (including
illustrations and layout) and motivation were evaluated.
For each indicator, the participants marked one
of the options: “agree” (2 points), “partially agree”
(1 point) or “disagree” (0 points), according to SAM’s
methodological criteria.

Rev. Bras. Cancerol. 2024; 70(4): e-204982









https://creativecommons.org/licenses/by/4.0/deed.pt

Mozzilli SL, Prates PEG, Pecenin ICSF, Silva LTP, Salvetti MG

Within each category, the questions were adjusted to
address the needs of the specific public. Special care was
taken for children and adolescents with concrete and
objective questions while for adults (families and health
professionals) the questions were more comprehensive.
Parents or legal guardians helped their children to
complete the instrument, considering the level of literacy
of each participant, allowing the adults to read when
necessary. In addition, the study team scheduled Google
Meet video calls to the participants availability to offer
support while completing the questionnaire (Chart 1).

The software Statistical Package for the Social
Sciences (SPSS)!8 was utilized to consolidate and
organize the data collected with the instrument, the
responses were digitalized and the variables considered
for validation were content, language, presentation and
experience of the user, analyzed with specific markers.
Descriptive analysis was performed to summarize the main
characteristics of the variables, with absolute and relative
frequencies and measures of central tendency to describe
sociodemographic, clinical data and scores of validation.

The content was analyzed in relation to purpose,
organization and reliability. The language was analyzed for
clarity, style and vocabulary, the presentation, for layout,
images and typography and the user experience, in regard
to attractiveness, interaction, involvement and usability.

For the calculation of the total score, according to the
methodology SAM, the score obtained for all the items was
summed and the result reached was converted in percent
of the total score (maximum possible) between 0% and
100%. The scores are interpreted as follows: 70%-100%,
superior material, 40%-69%, adequate material and
0%-39%, non-suitable material”®. The participants were
divided in three groups to analyze the data: 1) children
and adolescents, 2) family and companions and 3) health
professionals with the results presented descriptively.

The Ethics Committee of “Escola de Enfermagem da
Universidade de Sio Paulo (EEUSP”) approved the study,
report number 3,890,583 (CAAE (submission for ethical
review): 26095019.0.0000.5392) in compliance with
Directive 466/2012% of the National Health Council. Safe
platforms to collect and store the information were utilized
to ensure the protection of the participants information
according to the guidelines of the Brazilian General Data
of Protection Law (GDPL) and of the National Ethics
Committee (CONEDP).

RESULTS

12 children and adolescents/young adults, 20 relatives
and companions and 29 health professionals joined the
study. Young adults who utilized the guide previously

Rev. Bras. Cancerol. 2024; 70(4): e-204982

as children or adolescents were included in that group.
The group age ranged from 5 to 12 years old with mean
age of 14.4 and median of 15 years. A considerable part
of the sample of this group was formed by adolescents
and young adults survivors of childhood cancer (Table 1).

The most common types of cancer were leukemia
(33.0%) and lymphoma (33.0%), followed by
neuroblastoma (25.0%). “The ABC of Cancer Guide”
was received mostly during treatment (33%) and follow-
up (33%), with 83% of the participants receiving the
book in their first treatment (Table 1).

The educative book “The ABC of Cancer Guide” was
validated by the group of children and adolescents with
mean final score of 100%, reflecting their concurrence
with all the items evaluated and did not present critiques
or suggestions to improve the content, language,
presentation and analysis of the experience.

The group of relatives and companions was formed by
20 participants, with predominance of mothers (85.0%),
with complete high-school (55.0%), in the age range of
31-45 years, birth origin in the Southeast region (75.0%),
with no previous knowledge of oncology (Table 2).

The book was validated by relatives and companions
with a final score of 25.6, accounting for 98.4% of the
maximum total score. All the participants concurred with
the indicators of content and presentation, one participant
disagreed with the style and other suggested to improve
the attractiveness, interaction and usability (Chart 2).

Of the health professionals, 29 were mostly women
(90%), aged 25-51 years, with mean age of 37 and median
of 35.5 years. The Southeast region was the birth origin of
69% of the participants, 17% from the South, 7% from
the Midwest and 3.5% from the Northeast regions and
one was Chilean (3.5%).

The group was formed by different professionals
as oncologists, nurses, licensed nurse practitioners,
psychiatrists, psychologists, pedagogists, social workers,
occupational therapists, speech therapists, nutritionists,
pharmacists, physiotherapists, integrative health
practitioners, palliativists, information technology and
communication professionals as project managers,
information architects, writers, illustrators, art directors,
reviewers and graphic producers. The multidisciplinary
composition reflects the diversity of the perspectives
evaluated during the validation process and reinforces the
comprehensiveness of the results.

80% of the health professionals were post-graduated,
48% had more than ten years of experience, 72% worked
in institutions of the Southeast region, 10.5% of the
Midwest and 10.5% of the South regions.

“The ABC of Cancer Guide” was validated by health
professionals with final score of 98%. All the participants
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Chart 1. Questions of the questionnaire of evaluation of the educational book “The ABC of Cancer Guide” according to the target-public.

Sé&o Paulo, SP, Brazil, 2024
Questionnaire for children and adolescents
Variable of Validation: Content

Does “The ABC of Cancer Guide” help you
Purpose to understand cancer, treatment, procedures

and words of the oncologic world?

Is “The ABC of Cancer Guide” organized and

easy to find what you are looking for?

Is “The ABC of Cancer Guide” reliable and

do you believe in its content?

Organization

Reliability

Variable of Validation: Language
Are the texts of “The ABC of Cancer Guide”

Clarit
anty easy to read and understand?
Style of th
yle otihe Is “The ABC of Cancer Guide” funny?
text
Were the texts of “The ABC of Cancer
Vocabulary Guide” explained in words you were able

to understand?

Variable of Validation: Presentation

The drawings and text of “The ABC of Cancer

L t
ayev Guide” facilitate the understanding?
Are the images of “The ABC of Cancer
Images Guide” explanatory and help to understand

the text?

Has the color, size and form of the letters
Typography utilized in “The ABC of Cancer Guide” made

reading easy and fun?
Variable of Validation: User experience

Did you want to open and read “The ABC of
Attractiveness  Cancer Guide” because you thought it was
fun?
Is “The ABC of Cancer Guide” interesting

Interaction .
and you want to use it more?

Does “The ABC of Cancer Guide” help you to

Involvement
understand and contribute to the treatment?

Usability Is “The ABC of Cancer Guide” easy to use?

Questionnaire for adults

Does “The ABC of Cancer Guide” demystify
cancer in a simple and accessible way?

Is “The ABC of Cancer Guide” organized,
making it easy to find the information?

Are the information presented by “The ABC of
Cancer Guide” reliable and true?

Are the texts of “The ABC of Cancer Guide”

clear and easy to be read and understood?

Has the texts of “The ABC of Cancer Guide”
been drafted in a coherent, simple and
objective style?

Were the words utilized in “The ABC of Cancer
Guide"” easy to understand?

The presentation of “The ABC of
Cancer Guide” with drawings and texts
facilitates learning?

Are the images of “The ABC of Cancer Guide”
explanatory and complement the texts?

Has the color, size and form of “The ABC of
Cancer Guide” facilitated reading?

Is “The ABC of Cancer Guide” attractive to
make you want to read it?

Is “The ABC of Cancer Guide” interesting and
stimulates the interaction with the material?
Does “The ABC of Cancer Guide” promote
learning and facilitate the collaboration with
the treatment?

Is the format of “The ABC of Cancer Guide”
easy-to-use?

concurred with the suitability, two participants partially — agreed with the vocabulary. All the participants concurred
disagreed with the purpose and all of them concurred with ~ with the layout, three partially agreed with the images and
the organization and reliability of the material. one partially agreed with typography. The professionals

One participant partially agreed with the language, who partially agreed with the indicators presented
one, partially agreed with the clarity and one partially  suggestions for improvement (Chart 3).
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Table 1. Sociodemographic and clinical characteristics of children
and adolescents. Sao Paulo, SP, Brazil, 2020

Children and adolescents

Clinical and sociodemographic

variables n (%)
Sex

Female 9 (75.0%)
Male 3 (25.0%)
Age range (years)

05-11 4 (33.3%)
12 -23 8 (66.6%)
Birth region

Northeast 4 (33.3%)
Southeast 6 (50.0%)
South 2 (16.6%)
Education

Elementary school | 2 (16.6%)
Elementary school Il 4 (33.3%)
High school 6 (50.0%)
Type of cancer

Leukemia 4 (33.3%)
Lymphoma 4 (33.3%)
Neuroblastoma 3 (25.0%)
Central Nervous System 1(8.3%)

Phase of the treatment when the guide was

received

Treatment 4 (33.3%)
Follow-up 4 (33.3%)
Recently diagnosed 2 (16.6%)
Maintenance 1(8.3%)
Palliative care 1(8.3%)
Treatments performed

1 10 (83.3%)
> 1 1(16.6%)
Duration of the last treatment (years)

0-2 7 (58.3%)
> 2 5 (41.6%)

DISCUSSION

The validation of “The ABC of Cancer Guide” from the
perspective of children and adolescents, families and health
professionals reached a final score of 99.3%, significantly
higher than 40% required for adequate materials and 60%
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Table 2. Distribution of families and companions according to
sociodemographic variables. Sdo Paulo, SP, Brazil, 2024

Adults - relatives and companions

Sociodemographic variables n (%)
Sex

Female 19 (95.0%)
Male 1 (5.0%)
Age range (years)

18 - 30 3 (15.0%)
31-45 12 (60.0%)
46 - 60 4 (20.0%)
> 60 1 (5.0%)
Region of birth

Northeast 3 (15.0%)
Midwest 1 (5.0%)
Southeast 15 (75.0%)
South 1 (5.0%)
Education

High school 11(55.0%)
Graduation 4 (20.0%)
Post-graduation 5 (25.0%)

Kinship with the recipient of the Guide
Mother 17 (85.0%)

Father 1(5.0%)

Aunt 1(5.0%)

Voluntary 1 (5.0%)

Previous knowledge of oncology

Lay 16 (80.0%)
Previous knowledge 4 (20.0%)

for superior materials according to SAM'*. The result
reveals the high quality and acceptance of the book among
the participants, demonstrating the validity and suitability
as educative material in pediatric oncology.

The inclusion of health multi-professionals reinforced
the process of validation ensuring more reliability and
comprehensiveness of the results. Previous studies
highlight that the interdisciplinary collaboration in
creating and validating educative materials is essential
to ensure that the content is relevant and adaptable to
different demands of the users?'. This approach allows
the incorporation of multiple perspectives, expanding the
pertinence and applicability of the educative material in
different healthcare setting.

The necessity of educative materials which translate
technical-scientific terms into an accessible language is
widely acknowledged by the literature. Materials that
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Chart 2. Suggestion of relatives and companions to the educative book “The ABC of Cancer Guide”. Sdo Paulo, SP, Brazil, 2024
Suggestions of relatives and companions to “The ABC of Cancer Guide”

Category Evaluation Suggestion

Text style Disagree Texts are clear, but | don’t think they are funny
. . Actually, no one thinks reading about cancer is fun, but | agree that
Aftractiveness Partially agree

the explanation is easy to understand

. . It is not the kind of book we need to read several times. Once is
Interaction Partially agree
enough, and later as a reference
Usability

Partially agree It is very good

Chart 3. Suggestion of health professionals for the educative book “The ABC of Cancer Guide”. Sdo Paulo, SP, Brazil, 2024

Suggestions of health professionals for the “ABC of Cancer”

Category Evaluation Suggestion
Purpose Partially agree Maybe focus more on the treatment and possibility of cure
Many patients and their families had doubts about a few words utilized in
Purpose Partially agree the explanations. The target-public of our hospital is 100% SUS, most of
them are illiterate
) ) Same response of the first item. For poorly educated population it is hard
Clarity Partially agree
to understand
. Again, for poorly educated patients and their families, it is somewhat
Vocabulary Partially agree e
difficult to understand
. Some images could best illustrate the situation described, facilitating
Images Partially agree ) , .
children’s understanding
. For children, it is satisfactory, but some in-depth information might be
Images Partially agree
necessary for adolescents
Images Partially agree Images need to be clearer
Typography Partially agree For children, upper case letters would be better

demystify cancer and promote clear understanding of
the disease are critical to improve the communication
between health teams and families, in addition to
helping to reduce the stigma frequently associated
with cancer®. In line with these findings, “The ABC
of Cancer Guide” has been shown to be a suitable
resource to facilitate the communication, expand
the understanding about the disease and support the
adherence to the treatment.

The results show that “The ABC of Cancer Guide”
was well received by children and adolescents with a
mean final score of 100%. The expanded age range
from 5 to 23 years reflects the diversity and highlights
the importance of matching the content to different
ages. Clarity, lightness and fun aspects of the texts were
pointed out by the participants, which is essential to
keep the interest and understanding of young readers.
Studies indicate that adapration of the content to the
age range and involvement of young adults in the

Este é um artigo publicado em acesso aberto (Open Access) sob a licenca Creative
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evaluation of the material are crucial to ensure its
efficacy and relevance®?*.

The book was awarded a final score of 98.4% by the
groups of families and companions, consisting mostly
of mothers (85%) with complete high school (55%)
and without previous knowledge of oncology (80%).
The suggestions received, as making the texts more ludic
and improve the attractiveness emphasize the importance
of adapting the material to the user’s necessities and
perceptions, especially those with poor health literacy®.
These adjustments are essential to ensure the material is
accessible and useful for everyone®.

Health professionals, formed mostly by women (90%)
with high qualification (80% post-graduated), validated
the book with a final score of 98%. The suggestions to
include more information about treatment and improve
the clarity of the vocabulary are pertinent and reflect
the necessity of ensuring the material is understandable

for all educational levels and former experiences®.
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As suggested, images and typography were revised to
improve the presentation and usability, especially for
individuals with different levels of health literacy and
age-range”°.

The international literature highlights the essential role
of educative materials to communicate and understand
childhood cancer. The Children’s Oncology Group
Family Handbook: New Diagnosis Guide?” exemplifies
how clear and accessible resources can support children
with cancer and their families, promoting adherence
to the treatment and reducing anxiety. In line with the
findings of the present study, the guide reinforces that
structured educative initiatives are essential tools to
improve the experience of the patient, strengthening the
communication among families and health professionals
and favoring humanized and participative care.

Recent studies pointed out the efficacy of educative
materials in oncology to improve the understanding
and reduce the anxiety of patients and families.
A systematic review showed that the use of resources
as written materials, audio and interactive contents
can facilitate the communication and improve the
adherence to the treatment®.

In addition, ensure continuous and adaptable
education was deemed essential to empower the families
and support informed decision-making?, which reinforce
the present results, suggesting that “The ABC of Cancer
Guide” may not only improve the understanding of
the disease and treatment, but also, to promote a more

patient-centered care? .

The validation of “The ABC of Cancer Guide” is a
significant advance in creating educative materials for
childhood cancer. The material validated can facilitate
the understanding of childhood cancer and improve
the communication among families, children and heath
professionals. The holistic and interdisciplinary approach
utilized strengthens its relevance and suitability as health
educative resource.

The validation suggests it can be a useful tool for health
education and its use can be expanded to different contexts
as hospitals, clinics, wards and home care as an educative
tool to improve health literacy and communication among
patients, families and health professionals. In addition,
the guide can serve as a model to develop policies for
health education, reinforcing the necessity of this type
of scientifically-proven, culturally-sensitive, adaptable
resource for different populations.

Future studies should explore the impact of “The
ABC of Cancer Guide” in different cultural and
socioeconomic contexts and test its efﬁcacy in alternative
formats as videos, interactive apps and other digital
media. These approaches can widen the scope and
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accessibility of information, making the guide an even
more suitable tool to support pediatric patients with
cancer and their care.

The limitations of the study are the distribution of the
guide when the patients were more vulnerable, which may
have impacted the positive evaluations. Furthermore, the
development and validation were conducted virtually
during the COVID-19 restrictions period, possibly
affecting data collection. Another limitation is that the
results obtained can’t be extended beyond the group
investigated (children, adolescents, young adults, families
and health professionals), since the method is not
applicable to this evaluation. If the material is planned
to be used in contexts not addressed in the present study,
a specific investigation is necessary.

CONCLUSION

It was possible to validate the content of “The ABC
Cancer Guide”, an educative material developed for
children with cancer which offers accessible and relevant
information for children, adolescents, families and
health professionals. The guide can be utilized by health
professionals to favor the communication with this public,
it has the potential to contribute to the understanding
about the disease and its treatment, promoting better
adherence to healthcare and support for informed
decision-making.

The guide is a valuable tool for health literacy,
translating complex technical terms into an understandable
language, essential to reduce the anxiety associated with
oncologic treatment and empower patients and families.
Future studies should explore the use in different cultural
and socioeconomic contexts and investigate its applicability
in other formats as videos, interactive apps and other digital
medias to expand its scope and accessibility.

CONTRIBUTIONS

All the authors contributed substantially to the study
design, acquisition, analysis and interpretation of the
data, wording and critical review. They approved the final
version for publication.

DECLARATION OF CONFLICT OF INTERESTS
There is no conflict of interests to declare.

FUNDING SOURCES

Coordination for the Improvement of Higher
Education Personnel (CAPES) Funding Code 001.

Este é um artigo publicado em acesso aberto (Open Access) sob a licenca Creative
Commons Attribution, que permite uso, distribuicio e reproducio em qualquer
meio, sem restri¢oes, desde que o trabalho original seja corretamente citado. BY









https://creativecommons.org/licenses/by/4.0/deed.pt

REFERENCES

1. Instituto Nacional do Cincer [Internet]. Rio de Janeiro:
INCA; 2023. Cancer infanto-juvenil, 2022 jun 4. [acesso
2024 ago 29]. Disponivel em: https://www.gov.br/inca/
pt-br/assuntos/cancer/tipos/infantojuvenil

2. Mcharo SK, Bally J, Spurr S, et al. Exploring nursing
presence as experienced by parents in pediatric oncology.
J Pediatr Nurs. 2022;66(1):86-94. doi: hteps://doi.
org/10.1016/j.pedn.2022.05.021

3. Sisk BA, Friedrich AB, DuBois J, et al. Characteristics of
uncertainty in advanced pediatric cancer conversations.
Patient Educ Couns. 2021;104(5):1066-74. doi: hteps://
doi.org/10.1016/j.pec.2020.10.006

4. Silva-Rodrigues FM, Vulczak VLS, Alencar CE et al.
Parents’ conceptions of their children’s oncological
condition and their chemotherapeutic treatment. Rev
Enferm UFSM. 2020;10(1):e33. doi: https://doi.
org/10.5902/2179769235898

5. Coyne I, O’Mathtina DD, Gibson F, et al. Interventions
for promoting participation in shared decision-
making for children with cancer. Cochrane Database
Syst Rev. 2016;29(11):CD008970. doi: hteps://doi.
org/10.1002/14651858.CD008970.pub3

6. Santos MR, Silva LTP, Aratjo MM, et al. Ethical
and moral conflicts in the nursing care of pediatric
patients with cancer and their families. Cancer Nurs.
2023;46(4):314-20. doi: https://doi.org/10.1097/
NCC.0000000000001113

7. Judrez-Villegas LE, Altamirano-Bustamante MM,
Zapata-Tarrés MM. Decision-making at end-of-life for
children with cancer: a systematic review and meta-
bioethical analysis. Front Oncol. 2021;15(11). doi:
hteps://doi.org/10.3389%2Ffonc.2021.739092

8. Ilic A, Sievers Y, Roser K, et al. The information needs
of relatives of childhood cancer patients and survivors:
a systematic review of qualitative evidence. Patient
Educ Couns. 2023;114:107840. doi: https://doi.
01g/10.1016/j.pec.2023.107840

9. Mozzilli SL, Salvetti MG, Andrade VR, et al. Criacio
e desenvolvimento de aplicativo para criancas em
tratamento oncolégico: interdisciplinaridade e cocriagao.
BIS. 2020;21(1):97-103. doi: https://doi.org/10.52753/
bis.v21i1.36732

10. Almeida CR, Carvalho HMB, Silva CSG, et al. Validagio
de contetido da cartilha “conhecendo o tratamento
quimioterdpico” com criangas e adolescents. Rev Soc
Bras Enferm Ped [Internet]. 2022 [acesso 2024 ago
29];22:eSOBEP2022006. Disponivel em: https://
journal.sobep.org.br/article/validacao-de-conteudo-da-
cartilha-conhecendo-o-tratamento-quimioterapico-com-
criancas-e-adolescentes/

The ABC of Cancer: Validation of Educational Book

11.Ogrinc G, Davies L, Goodman D, et al. SQUIRE
2.0 (Standards for QUality Improvement Reporting
Excellence): revised publication guidelines from a
detailed consensus process. BMJ Qual Saf. 2016;25:986-
92. doi: https://doi.org/10.1136/bmjqs-2015-004411

12. Handcock MS, Gile KS. Comment: on the concept of
snowball sampling. Sociol Methodol. 2011;41(1):367-71.
doi: https://doi.org/10.1111/j.1467-9531.2011.01243 x

13. Typeform [Internet]. Barcelona: Typeform Enterprise;
[sem data]. [acesso 2024 ago 25]. Disponivel em: hteps://
www.typeform.com/

14. Doak CC, Doak LG, Root JH. Teaching patients with
low literacy skills. 2 ed. Philadelphia: Lippincott-Raven
Company; 1996. 212 p.

15. Sousa CS, Turrini RNT, Poveda VB. Translation and
adaptation of the instrument “suitability assessment
of materials” (sam) into portuguese. Rev enferm
UFPE on line. 2015;9(5):7854-61. doi: hteps://doi.
org/10.5205/1981-8963-v9i5a10534p7854-7861-2015

16. Sik H. A study on UI/UX and understanding of computer
major students. Int ] Adv Smart Converg. 2017;6(4):26-
32. doi: hteps://doi.org/10.7236/IJASC.2017.6.4.4

17.Balsanelli ACS, Grossi SAA, Herth KA. Cultural
adaptation and validation of the herth hope index for
portuguese language: study in patients with chronic
illness. Texto contexto - enferm. 2010;19(4):754-61. doi:
hteps://doi.org/10.1590/50104-07072010000400019

18.SPSS®: Statistical Package for Social Science (SPSS)
[Internet]. Versio 20.0. [Nova York]. International
Business Machines Corporation. [acesso 2023 mar 9].
Disponivel em: https://www.ibm.com/br-pt/spss?utm_co
ntent=SRCWW&p1=Search&p4=4370007751578549
28&p5=p&gclid=CjwKCAjwgZCoBhBnEiwAz35Rwiltb
7s14pOSLocnooMOQh9IqAL5IIHVcIWP4ixhNTVM
jenRp3-aEgxoCubsQAvD_BwE&gclsrc=aw.ds

19. Conselho Nacional de Satide (BR). Resolucio n° 466,
de 12 de dezembro de 2012. Aprova as diretrizes e
normas regulamentadoras de pesquisas envolvendo
seres humanos [Internet]. Didrio Oficial da Uniao,
Brasilia, DE 2013 jun 13 [acesso 2024 out dia]; Secio
1:59. Disponivel em: https://bvsms.saude.gov.br/bvs/
saudelegis/cns/2013/res0466_12_12_2012.html

20. Silva SO, Duarte FHS, Dutra SVO, et al. Educational
technologies for caregivers in the context of pediatric
oncology hospital units: a scoping review. Texto
contexto — enferm. 2023;32:€20220105. doi: https://
doi.org/10.1590/1980-265X-TCE-2022-0105¢en

21.Vésquez L, Fuentes-Alabi S, Benitez-Majano S, et al.
Collaboration for success: the Global Initiative for
Childhood Cancer in Latin America. Rev Panam
Salud Publica. 2023;47:e144. doi: https://doi.
org/10.26633%2FRPSP.2023.144

Este é um artigo publicado em acesso aberto (Open Access) sob a licenca Creative
Commons Attribution, que permite uso, distribuicio e reproducio em qualquer
meio, sem restricoes, desde que o trabalho original seja corretamente citado.

Rev. Bras. Cancerol. 2024; 70(4): e-204982









https://creativecommons.org/licenses/by/4.0/deed.pt
https://www.gov.br/inca/pt-br/assuntos/cancer/tipos/infantojuvenil
https://www.gov.br/inca/pt-br/assuntos/cancer/tipos/infantojuvenil
https://doi.org/10.1016/j.pedn.2022.05.021
https://doi.org/10.1016/j.pedn.2022.05.021
https://doi.org/10.1016/j.pec.2020.10.006
https://doi.org/10.1016/j.pec.2020.10.006
https://doi.org/10.5902/2179769235898
https://doi.org/10.5902/2179769235898
https://doi.org/10.1002/14651858.CD008970.pub3
https://doi.org/10.1002/14651858.CD008970.pub3
https://doi.org/10.1097/NCC.0000000000001113
https://doi.org/10.1097/NCC.0000000000001113
https://doi.org/10.3389%2Ffonc.2021.739092
https://doi.org/10.1016/j.pec.2023.107840
https://doi.org/10.1016/j.pec.2023.107840
https://doi.org/10.52753/bis.v21i1.36732
https://doi.org/10.52753/bis.v21i1.36732
https://journal.sobep.org.br/article/validacao-de-conteudo-da-cartilha-conhecendo-o-tratamento-quimioterapico-com-criancas-e-adolescentes/
https://journal.sobep.org.br/article/validacao-de-conteudo-da-cartilha-conhecendo-o-tratamento-quimioterapico-com-criancas-e-adolescentes/
https://journal.sobep.org.br/article/validacao-de-conteudo-da-cartilha-conhecendo-o-tratamento-quimioterapico-com-criancas-e-adolescentes/
https://journal.sobep.org.br/article/validacao-de-conteudo-da-cartilha-conhecendo-o-tratamento-quimioterapico-com-criancas-e-adolescentes/
https://doi.org/10.1136/bmjqs-2015-004411
https://doi.org/10.1111/j.1467-9531.2011.01243.x
https://www.typeform.com/
https://www.typeform.com/
https://doi.org/10.5205/1981-8963-v9i5a10534p7854-7861-2015
https://doi.org/10.5205/1981-8963-v9i5a10534p7854-7861-2015
https://doi.org/10.7236/IJASC.2017.6.4.4
https://doi.org/10.1590/S0104-07072010000400019
https://www.ibm.com/br-pt/spss?utm_content=SRCWW&p1=Search&p4=43700077515785492&p5=p&gclid=CjwKCAjwgZCoBhBnEiwAz35Rwiltb7s14pOSLocnooMOQh9qAL59IHVc9WP4ixhNTVMjenRp3-aEgxoCubsQAvD_BwE&gclsrc=aw.ds
https://www.ibm.com/br-pt/spss?utm_content=SRCWW&p1=Search&p4=43700077515785492&p5=p&gclid=CjwKCAjwgZCoBhBnEiwAz35Rwiltb7s14pOSLocnooMOQh9qAL59IHVc9WP4ixhNTVMjenRp3-aEgxoCubsQAvD_BwE&gclsrc=aw.ds
https://www.ibm.com/br-pt/spss?utm_content=SRCWW&p1=Search&p4=43700077515785492&p5=p&gclid=CjwKCAjwgZCoBhBnEiwAz35Rwiltb7s14pOSLocnooMOQh9qAL59IHVc9WP4ixhNTVMjenRp3-aEgxoCubsQAvD_BwE&gclsrc=aw.ds
https://www.ibm.com/br-pt/spss?utm_content=SRCWW&p1=Search&p4=43700077515785492&p5=p&gclid=CjwKCAjwgZCoBhBnEiwAz35Rwiltb7s14pOSLocnooMOQh9qAL59IHVc9WP4ixhNTVMjenRp3-aEgxoCubsQAvD_BwE&gclsrc=aw.ds
https://www.ibm.com/br-pt/spss?utm_content=SRCWW&p1=Search&p4=43700077515785492&p5=p&gclid=CjwKCAjwgZCoBhBnEiwAz35Rwiltb7s14pOSLocnooMOQh9qAL59IHVc9WP4ixhNTVMjenRp3-aEgxoCubsQAvD_BwE&gclsrc=aw.ds
https://bvsms.saude.gov.br/bvs/saudelegis/cns/2013/res0466_12_12_2012.html
https://bvsms.saude.gov.br/bvs/saudelegis/cns/2013/res0466_12_12_2012.html
https://doi.org/10.1590/1980-265X-TCE-2022-0105en
https://doi.org/10.1590/1980-265X-TCE-2022-0105en
https://doi.org/10.26633%2FRPSP.2023.144
https://doi.org/10.26633%2FRPSP.2023.144

Mozzilli SL, Prates PEG, Pecenin ICSF, Silva LTP, Salvetti MG

22.Landier W, York JM, Wadhwa A, et al. A structured
discharge education intervention for parents of newly
diagnosed pediatric oncology patients. ] Pediatr Hematol
Oncol Nurs. 2023;40(3):145-57. doi: hteps://doi.
org/10.1177/27527530221140058

23. Machado GOC, Biancovilli B, Jurberg C. Voices about a
stigma: cancer in the opinion of three different segments
in brazilian society. ] Cancer Educ. 2017;32(2). doi:
https://doi.org/10.1007/s13187-015-0962-5

24. Alves SAA, Silva KN, Machado MFAS, et al. Digital
booklet on sustainable practices for promoting adolescent
health. Ciénc satide coletiva. 2023;28(8):2215-26. doi:
hteps://doi.org/10.1590/1413-81232023288.07222023

25.Majamanda MD, Chisoni F, Selemani A, et al.
Paediatric oncology nursing education and training
programmes: a scoping review protocol. BM]J Open.
2023;13(10):e070694. doi: hteps://doi.org/10.1136/
bmjopen-2022-070694

26. Organizacio Mundial da Satde. Carta da organizacio
mundial de satide [Internet]. Genebra: OMS; 1946.
[acesso 2024 ago 29]. Disponivel em: https://edisciplinas.
usp.br/pluginfile.php/5733496/mod_resource/
content/0/Constitui%C3%A7%C3%A30%20da%20
Organiza%C3%A7%C3%A30%20Mundial%20da%20
Sa%C3%BAde%20%28 WHO%29%20-%201946%20
“%200MS.pdf

27. Sullivan J, Tomlinson K. Children’s oncology group family
handbook: new diagnosis guide [Internet]. Arlington:
Children’s Oncology Group; 2018. [acesso 2024 nov
29]. Disponivel em: https://childrensoncologygroup.
org/cog-family-handbook

28.Rodgers CC, Laing CM, Herring RA, et al.
Understanding effective delivery of patient and family
education in pediatric oncology: a systematic review
from the Children’s Oncology Group. J Pediatr
Oncol Nurs. 2016;36(6). Disponivel em: https://doi.
org/10.1177/10434542166594

29. Haugen M, Zupanec S, Landier W. Improving care through
patient and family education in pediatric oncology. In:
Hinds B Linder L, editores. Pediatric oncology nursing.
pediatric oncology. [sem local]: Springer; 2020. p. 95-106.
doi: https://doi.org/10.1007/978-3-030-25804-7_6

30. Bryan G, Kelly B, Chesters H, et al. Access to and experience
of education for children and adolescents with cancer: a
scoping review protocol. Syst Rev. 2021;10(167):1-11.
doi: hteps://doi.org/10.1186/s13643-021-01723-4

Recebido em 15/10/2024
Aprovado em 3/12/2024

Scientific-editor: Anke Bergmann. Orcid iD: https://orcid.org/0000-0002-1972-8777

Este é um artigo publicado em acesso aberto (Open Access) sob a licenca Creative
Commons Attribution, que permite uso, distribuicio e reproducio em qualquer
Rev. Bras. Cancerol. 2024;70(4): e-204982 meio, sem restri¢oes, desde que o trabalho original seja corretamente citado.









https://creativecommons.org/licenses/by/4.0/deed.pt
https://doi.org/10.1177/27527530221140058
https://doi.org/10.1177/27527530221140058
https://doi.org/10.1007/s13187-015-0962-5
https://doi.org/10.1590/1413-81232023288.07222023
https://doi.org/10.1136/bmjopen-2022-070694
https://doi.org/10.1136/bmjopen-2022-070694
https://edisciplinas.usp.br/pluginfile.php/5733496/mod_resource/content/0/Constitui%C3%A7%C3%A3o%20da%20Organiza%C3%A7%C3%A3o%20Mundial%20da%20Sa%C3%BAde%20%28WHO%29%20-%201946%20-%20OMS.pdf
https://edisciplinas.usp.br/pluginfile.php/5733496/mod_resource/content/0/Constitui%C3%A7%C3%A3o%20da%20Organiza%C3%A7%C3%A3o%20Mundial%20da%20Sa%C3%BAde%20%28WHO%29%20-%201946%20-%20OMS.pdf
https://edisciplinas.usp.br/pluginfile.php/5733496/mod_resource/content/0/Constitui%C3%A7%C3%A3o%20da%20Organiza%C3%A7%C3%A3o%20Mundial%20da%20Sa%C3%BAde%20%28WHO%29%20-%201946%20-%20OMS.pdf
https://edisciplinas.usp.br/pluginfile.php/5733496/mod_resource/content/0/Constitui%C3%A7%C3%A3o%20da%20Organiza%C3%A7%C3%A3o%20Mundial%20da%20Sa%C3%BAde%20%28WHO%29%20-%201946%20-%20OMS.pdf
https://edisciplinas.usp.br/pluginfile.php/5733496/mod_resource/content/0/Constitui%C3%A7%C3%A3o%20da%20Organiza%C3%A7%C3%A3o%20Mundial%20da%20Sa%C3%BAde%20%28WHO%29%20-%201946%20-%20OMS.pdf
https://edisciplinas.usp.br/pluginfile.php/5733496/mod_resource/content/0/Constitui%C3%A7%C3%A3o%20da%20Organiza%C3%A7%C3%A3o%20Mundial%20da%20Sa%C3%BAde%20%28WHO%29%20-%201946%20-%20OMS.pdf
https://childrensoncologygroup.org/cog-family-handbook
https://childrensoncologygroup.org/cog-family-handbook
https://doi.org/10.1177/10434542166594
https://doi.org/10.1177/10434542166594
https://doi.org/10.1007/978-3-030-25804-7_6
https://doi.org/10.1186/s13643-021-01723-4
https://orcid.org/0000-0002-1972-8777

