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ABSTRACT  

Objective: To explore how pediatric cancer patients who enter exclusive palliative care 

perceive their illness and quality of life, identifying the main factors influencing this 

experience. Method: This is a scoping review conducted according to the Joanna Briggs 

Institute guidelines and structured following the PRISMA-ScR checklist. Studies published 

between 2020 and 2025 were included, sourced from PubMed, Scielo, and Web of Science 

databases. Article selection was independently performed by two reviewers, with 

descriptive data analysis and methodological appraisal using a validated tool. Results: Of 

the 249 studies identified, 12 were included. The evidence revealed seven main categories: 

difference in perception between children and parents, symptoms and suffering, emotional 

and psychological aspects, impact of early palliative care introduction, advance care 

planning, perceived quality of life, and the importance of communication with 

professionals. Children often presented a more positive view than their parents, valuing 

autonomy and emotional support. Conclusion: Children’s perceptions of their condition 

should be taken into account in care decisions, reinforcing the importance of active 

listening, sensitive communication, and strategies that promote quality of life from the 

initiation of palliative care. 

Keywords: Palliative Care; Child; Neoplasms; Oncology; Quality of Life. 

 

RESUMO  

Objetivo: Explorar como é a percepção de pacientes pediátricos com câncer que ingressam 

em cuidados paliativos exclusivos em relação à sua doença e qualidade de vida, 

identificando os principais fatores que influenciam essa vivência. Método: Trata-se de uma 

revisão de escopo conduzida conforme as diretrizes do JBI e estruturada segundo o 

checklist PRISMA-ScR. Foram incluídos estudos publicados entre 2020 e 2025, extraídos 

das bases PubMed, Scielo e Web of Science. A seleção dos artigos foi realizada de forma 

independente por dois revisores, com análise descritiva dos dados e avaliação 

metodológica por instrumento validado. Resultados: Do total de 249 estudos identificados, 

12 foram incluídos. As evidências revelaram sete categorias principais: diferença na 

percepção entre crianças e pais, sintomas e sofrimento, aspectos emocionais e psicológicos, 

impacto da introdução precoce dos cuidados paliativos, planejamento antecipado de 

cuidados, qualidade de vida percebida e importância da comunicação com profissionais. 

Crianças frequentemente apresentaram uma visão mais positiva que seus pais, valorizando 

autonomia e suporte emocional. Conclusão: A percepção das crianças sobre sua condição 

deve ser considerada nas decisões de cuidado, reforçando a importância de uma escuta 

ativa, comunicação sensível e estratégias que promovam qualidade de vida desde a 

introdução dos cuidados paliativos. 

Palavras-Chave: Cuidados Paliativos; Criança; Neoplasias; Oncologia; Qualidade de 

Vida. 

  

RESUMEN  

Objetivo: Explorar cómo es la percepción de los pacientes pediátricos con cáncer que 

ingresan a cuidados paliativos exclusivos en relación con su enfermedad y calidad de vida, 

identificando los principales factores que influyen en esta vivencia. Método: Revisión de 

alcance conforme a las directrices del Instituto Joanna Briggs y al checklist PRISMA-ScR. 

Se incluyeron estudios publicados entre 2020 y 2025, localizados en PubMed, Scielo y 

Web of Science. La selección fue realizada por dos revisores de forma independiente, con 

análisis descriptivo de los datos y evaluación metodológica mediante instrumento validado. 

Resultados: De los 249 estudios identificados, 12 fueron incluidos. Las evidencias se 

agruparon en siete categorías: diferencias de percepción entre niños y padres, síntomas y 

sufrimiento, aspectos emocionales, impacto de la introducción temprana de cuidados 

paliativos, planificación anticipada, calidad de vida percibida y comunicación con 

profesionales. Se observó que los niños tienden a expresar una visión más positiva que la 

de sus padres, con énfasis en la autonomía y el apoyo emocional. Conclusión: La 

percepción de los niños debe integrarse en las decisiones de cuidado, destacando la 

necesidad de comunicación sensible, escucha activa y estrategias que promuevan calidad 

de vida desde el inicio de los cuidados paliativos.  

Palabras-Clave: Cuidados Paliativos; Niño; Neoplasias; Oncología; Calidad de Vida. 
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 INTRODUCTION 

Cancer represents one of the leading 

causes of morbidity and mortality among 

children and adolescents worldwide. Despite 

significant advances in oncological treatments, 

which have resulted in survival rates above 80% 

in developed countries, the therapeutic journey 

remains challenging for pediatric patients and 

their families(1). 

However, a portion of these patients 

progress to advanced stages of the disease, 

requiring exclusive palliative care. At this stage, 

understanding children’s perception of their 

condition and quality of life becomes essential 

for the development of care strategies that 

address their specific needs(2). 

Parents of children with cancer often 

perceive their children as vulnerable, which is 

associated with a poorer reported quality of life 

for the children. One study identified that 

parental perception of vulnerability negatively 

influences different aspects of children’s quality 

of life, including pain, nausea, procedural 

anxiety, worry, cognitive difficulties, and 

communication(3). These findings highlight the 

importance of considering parents’ perspectives 

when assessing children’s well-being, while also 

seeking strategies to minimize the impact of 

these perceptions on the child’s experience with 

the disease. 

Emotional and psychological aspects, 

such as fear of death, resilience, and hope, also 

have a significant impact on these children’s 

experience. Strengthening continuous 

communication between caregivers and patients 

can serve as ongoing emotional support and also 

reduce levels of anxiety and depression(4). Such 

measures may promote the continuity of daily 

activities and the strengthening of family bonds, 

both during hospitalization for treatment and 

cure, and when “placing the patient under 

palliative care.” 

The introduction of palliative care is 

hindered by sociocultural barriers that delay the 

family’s and the child’s understanding of their 

health-disease process(5). Integrating palliative 

care from the time of diagnosis allows for a more 

holistic approach, focused not only on treating 

the disease but also on the overall well-being of 

the child and family(5). 

Given this context, this study aims to 

explore the perceptions of pediatric cancer 

patients receiving exclusive palliative care 

regarding their illness and quality of life, 

identifying the main factors that influence this 

experience. It also seeks to identify the main 

divergences and convergences, providing 

support for clinical practices that promote 

patient-centered care aligned with the needs of 

families and healthcare professionals. 

 

METHODS 

This is a literature review of the Scoping 

Review (SR) type. SRs are used to map the main 

concepts that support and guide a given field of 

research, as well as to clarify the working 

definitions and conceptual boundaries of a given 

topic(6).  

https://doi.org/10.31011/reaid-2026-v.100-n.2-art.2693
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This SR is structured in accordance with 

the Preferred Reporting Items for Systematic 

Review and Meta-Analysis Protocols (PRISMA-

P) (7). PRISMA-P is a checklist designed to guide 

the development of a systematic review protocol, 

and its general concepts can be adopted in the 

preparation of an SR in order to ensure greater 

methodological rigor. 

 

Protocol and registration 

The SR was conducted in accordance 

with JBI guidance.8 The results were structured 

according to the Preferred Reporting Items for 

Systematic Reviews and Meta-Analyses 

extension for Scoping Reviews (PRISMA-ScR) 

checklist(7). The protocol for this SR was 

registered on the Open Science Framework 

platform under registration https://osf.io/h8u5e/. 

 

Definition and alignment of the objective and 

research question 

This SR aims to explore the perceptions 

of pediatric oncology patients who enter 

palliative care regarding their illness and quality 

of life. The formulation of the research question 

was guided by the PCC mnemonic (Population, 

Concept, and Context). Thus, the construction of 

the acronym considered: (1) as the population, 

children and adolescents diagnosed with cancer 

who entered exclusive palliative care; (2) as the 

concept, the perception of illness and quality of 

life reported by the patients themselves, parents, 

or caregivers, as well as their experiences in 

palliative care; and (3) as the context, studies 

addressing the experiences of pediatric patients 

in palliative care, considering different care 

settings, such as hospitals, homes, and 

specialized units. 

Based on the definition of the mnemonic, 

the following research question was developed: 

“What are the perceptions of pediatric oncology 

patients who enter exclusive palliative care 

regarding their illness and quality of life?” 

 

Inclusion and exclusion criteria 

The inclusion criteria for this review 

comprised primary studies (such as randomized 

clinical trials, cohort studies, cross-sectional 

studies, observational studies, among others) and 

secondary studies (systematic reviews, 

integrative reviews, meta-analyses, among 

others). Only published studies in English, 

indexed in journals, from January 2020 to 

February 2025, the month in which the studies 

were collected, were considered eligible. This 

study excluded studies conducted outside the 

hospital context, as well as research involving 

neonatal, adult, or geriatric populations. 

 

Search strategy 

Based on the PCC mnemonic, the search 

strategies were developed using DeCS/MeSH 

Terms in Portuguese, English, and Spanish. The 

search strategy is systematized in Chart 1. The 

search was conducted in the PubMed, SciELO, 

and Web of Science databases between January 

and February 2025. 

https://doi.org/10.31011/reaid-2026-v.100-n.2-art.2693
https://creativecommons.org/licenses/by/4.0/
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Chart 1 - Search strategies. Porto Alegre, Rio Grande do Sul, 2025. 

Database Search strategy Results (n) 

PubMed ((Child OR Children OR Pediatric OR Pediatrics OR Childhood) AND 

(Cancer OR Neoplasms OR Oncology OR Pediatric Oncology OR Childhood 

Cancer) AND (Palliative Care OR Pediatric Palliative Care OR End-of-Life 

Care OR Terminal Care) AND (Quality of Life OR Well-Being OR Health 

Perception OR Psychosocial Aspects) AND (Perception OR Patient 

Perception OR Perspective OR Patient Experience OR Attitudes)) 

3 

SciELO ((Child OR Children OR Pediatric OR Pediatrics OR Childhood) AND 

(Cancer OR Neoplasms OR Oncology OR Pediatric Oncology OR Childhood 

Cancer) AND (Palliative Care OR Pediatric Palliative Care OR End-of-Life 

Care OR Terminal Care) AND (Quality of Life OR Well-Being OR Health 

Perception OR Psychosocial Aspects) AND (Perception OR Patient 

Perception OR Perspective OR Patient Experience OR Attitudes)) 

4 

Web of 

Science 

TS=((Child OR Children OR Pediatric OR Pediatrics OR Childhood) AND 

(Cancer OR Neoplasms OR Oncology OR Pediatric Oncology OR Childhood 

Cancer) AND (Palliative Care OR Pediatric Palliative Care OR End-of-Life 

Care OR Terminal Care) AND (Quality of Life OR Well-Being OR Health 

Perception OR Psychosocial Aspects) AND (Perception OR Patient 

Perception OR Perspective OR Patient Experience OR Attitudes)) 

242 

Source: Authors (2025). 

Study selection 

After the search in the databases, all 

stages of the selection of eligible studies were 

carried out systematically, in pairs, 

independently, and blinded by two different 

researchers, as recommended by the JBI, using 

the Rayyan® tool(8). Any disagreements 

identified were resolved by a third reviewer. The 

study inclusion process was systematized and 

conducted in accordance with the PRISMA 

Checklist, and it is presented in the results 

section(7). 

 

Data extraction 

Data extraction was carried out 

systematically and in a standardized manner, 

using Microsoft Excel® software to ensure the 

consistency and reproducibility of the SR. The 

https://doi.org/10.31011/reaid-2026-v.100-n.2-art.2693
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following study information was summarized: 

title, author, year, country of origin, objective, 

design, and main findings. 

 

Data analysis 

The analysis of the evidence was carried 

out through the organization and structured 

presentation of the extracted data. To this end, 

tables, graphs, and visual representations were 

used in order to optimize the intelligibility of the 

findings presented descriptively. The selected 

studies were also analyzed for quality using the 

JBI Checklist for Analytical Cross Sectional 

Studies(8). Aspects such as the definition of 

subjects and settings, the validity and reliability 

of exposure measurement, the adequacy of 

diagnostic criteria, the identification and control 

of confounding factors, the validity and 

reliability of outcome measurements, and the 

appropriate use of statistical analysis were 

evaluated. Studies that met more than 90% of 

these criteria were classified as high quality(9). 

For the assessment of risk of bias and 

methodological quality of the studies, the Robvis 

Online tool was used, adapted according to JBI 

recommendations(8,10). 

 

RESULTS 

A total of 249 studies were identified 

through searches of the PubMed (n=3), SciELO 

(n=4), and Web of Science (n=242) databases, 

using the previously defined strategies. After 

duplicate removal with the aid of the Rayyan 

software, 247 records remained for title and 

abstract screening. At this stage, 220 studies 

were excluded for not meeting the eligibility 

criteria. Then, 27 articles were selected for full-

text reading. After this complete assessment, 15 

records were excluded for not meeting the 

inclusion criteria. Thus, 12 studies comprised the 

final sample of this study, as presented in Figure 

1. 
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Figure 1 - Flowchart of the selection of eligible studies. Porto Alegre, Rio Grande do Sul, 2025. 

 

 

Source: Authors, 2025. 

 

Characteristics of the studies 

The studies included in this review were 

published between 2019 and 2024, with the 

highest concentration in 2024 (n=4). The United 

States was the country with the highest number 

of publications (n=5), followed by Spain (n=2), 

while the remaining countries (India, China, 

Italy, South Korea, and Canada) contributed one 

study each. Most studies were conducted in 

North American countries, totaling seven 

studies, which reflects a trend of scientific 

production concentrated in this region. The study 

samples ranged from 10 to 159 participants, with 

the largest sample observed in the study 

conducted in Canada. Chart 2 describes the main 

characteristics of the studies. 

In addition, the methodological quality of 

the studies was assessed based on the JBI 

Checklist for Analytical Cross Sectional Studies 

instrument(8). Chart 2 presents a synthesis of the 

methodological quality assessment of the 

included studies, indicating the criteria met by 

each one. Additionally, Figure 2 shows the 

Quality Assessment and Risk of Bias of the 

studies, allowing a comparative visualization of 

the results obtained from the application of the 

checklist. 
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Chart 2 - Articles selected to compose the review. Porto Alegre, Rio Grande do Sul, 2025. 

Study Year Location Sample Criteria Met (%) Classification 

Montgomery (2020) (11) 2020 USA 46 95 High Quality 

Toro-Pérez (2024) (12) 2024 Spain 44 90 High Quality 

Requena (2022) (13) 2022 USA 23 85 Moderate Quality 

Suthan (2024) (14) 2024 India 75 88 High Quality 

Montgomery (2019) (15) 2019 USA 46 93 High Quality 

Lin (2023) (16) 2023 China 10 80 Moderate Quality 

Podda (2021) (17) 2021 Italy 41 87 Moderate Quality 

Kim (2021) (18) 2021 South 

Korea 

109 92 High Quality 

Kaye (2021) (19) 2021 USA 32 89 High Quality 

Toro-Pérez (2024) (20) 2024 Spain 30 91 High Quality 

Bedoya (2022) (21) 2022 USA 129 84 Moderate Quality 

Johnson (2024) (22) 2024 Canada 159 88 High Quality 

Source: Research data, 2025. 
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Figure 2 - Quality Assessment and Risk of Bias of the Studies. 

 

Source: Research data, 2025. 

 

In order to establish the main risk factors 

and possible biases, the authors analyzed the 

included studies based on the criteria of the 

adopted checklist. Four main categories of 

methodological risk were identified. The first 

factor refers to sample representativeness, since 

some studies presented small sample sizes or 

restricted selection, which may compromise the 

generalizability of the results(16,21). The second 

factor concerns the measurement of exposure, 

especially in studies that did not clearly describe 

the data collection procedures related to patients’ 

perception of quality of life(13). 

The third critical point was the 

identification of confounding factors; in several 

studies, robust strategies were not adopted to 

control information and selection biases, which 

may compromise the validity of the 

conclusions(13,14,16,17,19,21). A deficiency in 

statistical analysis was observed in studies with 

lower methodological scores, which presented 

less sophisticated statistical analyses or did not 

perform adjustments for potential biases(16,21). 

Finally, the studies were organized into 

thematic groups based on the similarities 

identified in the perceptions expressed by the 

children regarding their own illness, considering 

emotional, cognitive, social, and existential 

aspects emerging from their reports. Chart 3 

systematically presents the main themes 

identified in the included studies, illustrating the 

principal findings. 
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Chart 3 - Main findings identified. Porto Alegre, Rio Grande do Sul, 2025. 

Theme Main Findings Referenced Studies 

Difference in Perception 

between Children and Parents 

Children assess their quality of life more 

optimistically than their parents. 

Montgomery (2020)(11) 

Toro-Pérez (2024) (12) 

Symptoms and Suffering The most frequently reported symptoms 

include pain, fatigue, and difficulty 

sleeping. 

Requena (2022) (13) 

Montgomery (2019) (15) 

Emotional and Psychological 

Aspects 

Children express fear of separation, but 

also demonstrate resilience. 

Lin (2023) (16) 

 Kim (2021) (18) 

Impact of Early Introduction of 

Palliative Care 

It improves the adaptation of patients and 

their families. 

Podda (2021) (17) 

 Kaye (2021) (19) 

Discussions on Advance Care 

Planning 

Adolescents reported that discussions on 

advance care planning improved their 

communication with family members 

and friends. 

Bedoya (2022) (21) 

Quality of Life Perceived by 

Children with Advanced 

Cancer 

Children highlight the importance of 

maintaining autonomy, establishing 

normality, and receiving emotional 

support. 

Johnson (2024) (22) 

Importance of Communication 

and Relationship with 

Healthcare Professionals 

Children value open communication and 

emotional support. 

Suthan (2024) (14) 

 Toro-Pérez (2024) (20) 

Source: Research data, 2025. 

 

DISCUSSION 

The perception of pediatric oncology 

patients who enter exclusive palliative care 

regarding their illness and quality of life is a 

sensitive topic that remains underexplored in 

healthcare settings. Attention is often focused on 

the perspectives of healthcare professionals and 

family members, while the child’s own 

perspective is neglected. However, in the context 

of pediatric oncology, it is essential that the child 
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has a voice and is understood in relation to their 

health-disease process(23). 

When assessing the perception of 

children with cancer regarding exclusive 

palliative care, this study identified seven themes 

of greatest relevance to this population, 

highlighting the need to consider their 

experiences and feelings in the care approach. 

 

Difference in Perception between Children 

and Parents 

Some studies identified that children with 

advanced cancer often assess their quality of life 

more optimistically than their parents or 

caregivers, even in the presence of severe 

symptoms(11-12). This observation is supported by 

a study conducted in Portugal, which found a 

more positive perception among children 

compared to their parents, indicating moderate 

agreement between self-report and proxy 

report(24). These discrepancies may be attributed 

to the parents’ intense emotional involvement 

and their desire to protect their children, which 

may distort the perception of the children’s 

actual suffering. Understanding these differences 

is crucial to align therapeutic approaches and 

ensure that the children’s real needs are met(25). 

Children facing oncological diseases 

often demonstrate early maturity due to post-

traumatic stress situations, adopting more mature 

behaviors and losing part of the typical 

experience of childhood(25-26). This characteristic 

may be related to the desire to protect their 

family members, leading them to minimize or 

conceal their true feelings about their health and 

illness. 

 

Symptoms and Suffering 

In contrast, when themes related to 

symptomatology and suffering in relation to their 

health-disease process were addressed, it was 

identified that the symptoms most frequently 

reported by children with advanced cancer 

include pain, fatigue, difficulty sleeping, and loss 

of appetite(13,15). These findings are consistent 

with a study showing that hospitalized children 

and adolescents with cancer present low quality 

of life and high levels of fatigue(17,27). 

However, in some cases, even under 

palliative care, many children continue to 

experience symptoms that are not fully 

controlled. The persistent presence of these 

symptoms may result from inadequate 

management approaches or from the natural 

progression of the disease (28). Therefore, it is 

essential that healthcare teams regularly assess 

symptoms and adjust therapeutic interventions as 

needed in order to provide effective relief(23). 

 

Emotional and Psychological Aspects 

The emotional aspects of children with 

cancer receiving palliative care are also an 

extremely important theme and should be 

continuously assessed throughout the exclusive 

palliative care process. Some studies identified 

that children with advanced cancer express fear 

of separation from family members, but also 

demonstrate resilience and hope(16,18). These 
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children often wish to continue normal activities, 

such as playing and interacting socially. A study 

on the perceptions of pediatric and adolescent 

oncology patients highlighted the importance of 

continuous emotional support, showing that 

children who receive this support present lower 

levels of anxiety and depression(29).  

Children may develop a feeling that 

makes them feel responsible for their family 

members. A study addressing the experiences of 

siblings of children with cancer emphasized that 

adequate emotional support is essential for the 

psychological well-being not only of the patient, 

but of the entire family(30). In view of this, it is 

essential to consider that interventions promoting 

the continuity of daily activities and the 

strengthening of family bonds may contribute to 

the resilience and quality of life of these 

children. 

 

Impact of the Early Introduction of Palliative 

Care 

Perceptions of palliative care vary among 

those involved, including healthcare 

professionals, patients, and family members. 

What may seem like an early approach to some 

may represent an essential need at the right 

moment for others. The early introduction of 

palliative care improves adaptation to the 

diagnosis and treatment of pediatric patients and 

their families(17,19). This early approach is 

associated with a greater likelihood of patients 

dying at home rather than in hospitals. A study 

on pediatric palliative care reinforces that early 

health education regarding palliative care 

facilitates greater participation of the child in 

decisions about their own treatment(31). 

Integrating palliative care from the time 

of diagnosis allows for a more holistic approach, 

focused not only on treating the disease but also 

on the overall well-being of the child and the 

family. There are several ways to address this 

topic, whether through conversations directed at 

the patient or through the use of therapeutic play, 

promoting a better quality of life and a more 

shared decision-making process(25).  

 

Discussions on Advance Care Planning 

Within pediatric groups, adolescents 

reported that discussions about advance care 

planning improved communication with family 

members and friends. However, many parents 

and healthcare professionals remain reluctant to 

address the topic, despite children’s desire to be 

included in decisions about their health(21). A 

review on pediatric palliative care highlights the 

importance of including children and adolescents 

in discussions about their care plan, respecting 

their autonomy and potentially reducing anxiety 

related to the unknown, while improving their 

acceptance of the disease(32). 

 

Perceived Quality of Life in Children with 

Advanced Cancer 

Children with advanced cancer highlight 

the importance of maintaining autonomy, 

establishing a sense of normality, and receiving 

emotional support(22). These findings are 
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supported by other studies that describe the 

health-related quality of life of children with 

cancer, emphasizing that social support and a 

sense of belonging are factors that positively 

impact the perception of quality of life(27,29-30). 

Strategies that encourage children’s active 

participation in everyday and therapeutic 

decisions, as well as the maintenance of family 

and school routines, may significantly improve 

their quality of life. 

 

Importance of Communication and 

Relationships with Healthcare Professionals 

 

It is essential that the child’s voice be 

considered in the care process, fostering the 

development of bonds among healthcare 

professionals, patients, and family members, 

with emphasis on open communication and the 

emotional support offered by the care team(14,20). 

The presence of multidisciplinary teams 

contributes to more humanized and 

comprehensive care(25,33). Effective 

communication among the healthcare team, the 

child, and the family is essential to build trust 

and ensure that the child’s needs and wishes are 

fully understood and addressed. 

 

FINAL CONSIDERATIONS  

This study reviewed the scientific 

literature to understand how children with 

advanced cancer perceive their illness and 

quality of life when entering exclusive palliative 

care. The analysis of the 12 included studies 

revealed that children’s perception of their 

condition varies widely and is influenced by 

factors such as pain and other symptom control, 

emotional support, communication with 

healthcare professionals, and the maintenance of 

autonomy. 

It is noteworthy that, although parents 

often overestimate their children’s suffering, the 

children themselves, in many cases, present a 

more optimistic view of their quality of life. This 

finding reinforces the need to actively include 

children in discussions about their care, 

respecting their cognitive ability to understand 

and express their preferences. 

The literature also shows that the early 

introduction of palliative care improves the 

adaptation of children and their families, 

reducing unnecessary suffering and ensuring 

greater dignity throughout the course of the 

disease. However, challenges remain in the 

implementation of this care, especially due to the 

reluctance of professionals and family members 

to discuss disease progression and advance care 

planning. 

Thus, this study reinforces the 

importance of open and sensitive communication 

between healthcare teams and pediatric patients, 

as well as the need for individualized strategies 

for symptom control and emotional support. 

Expanding access to pediatric palliative care and 

training multidisciplinary teams are essential 

measures to ensure that these children live with 

quality and dignity. 
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Finally, it is suggested that future 

research further explore the perspective of the 

patients themselves regarding the psychological 

and social aspects of the palliative experience, 

seeking methodologies that give children an 

active voice, in order to guide increasingly 

humanized and patient-centered care policies. 
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