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Abstract

The proper and timely integration of Pediatric Palliative Care in the care of children and adolescents with life-threatening or life-limiting
illnesses is still neglected. Several reasons have been proposed, among which uncertainty regarding patient identification is considered a key factor.
The Pediatric Palliative Care Screening Scale (PaPaS Scale) is a clinical instrument whose objective is to assist healthcare professionals in identifying
children with palliative care needs.

Objective: This study aimed to translate and culturally adapt the PaPaS into Brasilian Portuguese, and to evaluate its reliability and validity in
the new version.

Methodology: The translation process followed internationally accepted guidelines for cross-cultural adaptation of instruments. Steps included
forward translation by bilingual experts, synthesis of translations, back-translation, review by a multidisciplinary expert committee, and pre-testing
with pediatric healthcare professionals. Psychometric evaluation was conducted using measures of internal consistency (Cronbach’s alpha).

Results: Content validity assessed by an expert panel revealed no barriers to comprehension or application of the instrument. Pre-testing
confirmed that items were clear, relevant, and easily understood by clinicians, ensuring semantic and conceptual equivalence. Thirty-eight
participants (32%), consisting of physicians and nurses, analyzed three fictitious oncology clinical cases using the final translated scale. Internal
consistency analysis yielded an overall Cronbach’s alpha of 0.8, indicating good reliability.

Conclusion: The translation and adaptation of the PaPaS preserved its psychometric properties, making it a reliable tool for identifying pediatric
patients in need of palliative care in the target language. The adapted scale facilitates early identification and referral, supports clinical decision-
making, and enables international comparisons in pediatric palliative care research. Future studies should assess its applicability in diverse clinical
settings.
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Introduction
of A Guide to the Development of Children’s Palliative Care

Palliative care specifically directed at children and adolescents Services by the Royal College of Paediatrics and Child Health in

gained international recognition in 1997 with the publication
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collaboration with the Association for Children’s Palliative Care
(ACT). In this and subsequent editions, pediatric pathologies were
consolidated into four major groups, reinforcing network-based
care, multiprofessional coordination, advance care planning, and

a sustainable development vision for services [1]. These concepts
gained worldwide visibility following the merger with Children’s
Hospice UK and the emergence of the organization Together for
Short Lives (TFSL) [2].

However, more than a decade later, evidence shows that
the potential benefits of timely and appropriate integration of
specialized pediatric palliative care services into patient care
remain neglected. Several reasons have been proposed, among
which uncertainty regarding patient identification is considered a
key factor.

Although populations of children eligible for PPC have been
defined, identifying individual patients who would benefit from

Pediatric Palliative Care remains challenging in clinical practice. The
ACT classification of children and adolescents with life-threatening
or life-limiting conditions—despite being didactic—does not
reflect disease spectrum, severity, subsequent complications, or
the impact on the child and family. Disease trajectories are often
uncertain and may vary widely, even among children with the same
diagnosis, with the possibility of transitioning between groups as
the condition progresses [3].

In Brazil, there are unfortunately no data regarding the
number of children and adolescents requiring palliative care, nor
the number of professionals involved or their level of training.
Given the multidimensional nature of PPC and the complexity
of outcomes, the use of standardized and validated instruments
is essential. In adults, screening instruments often focus on life
expectancy estimation and are linked to end-of-life decision-
making. In children, however, palliative care objectives are more
diverse, aiming to adapt treatments, improve quality of life through
effective symptom control, and alleviate the emotional burden on
parents and families. A rapid and feasible screening instrument
that can support non-specialist teams in caring for children is
therefore needed. Considering eligibility based on needs, several
initiatives have been attempted, such as the Delphi study described
in The Spectrum of Children’s Palliative Care Needs: a classification
framework for children with life-limiting or life-threatening
conditions, which is still in early validation stages [4].

A promising screening tool was developed by Eva Bergstrasser
and colleagues in 2013: the Pediatric Palliative Screening Scale
(PaPaS Scale) [5]. Its aim is to support healthcare professionals in
identifying children with palliative care needs through subjective
and contextual factors, such as family-perceived suffering. The
instrument assesses palliative care needs in patients aged 1 to
19 years. Although newborns and infants represent a significant
proportion of children who could benefit from PPC, they were
excluded due to their specific needs [6].

Through semi-structured interviews and focus group

discussions, assessing clinical,
functional, and psychosocial dimensions. Each domain includes

five domains were defined,
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two to three questions, totaling 11 items, with response options
scored from O to 4. In clinical practice, the integration of palliative
care should occur gradually across three levels of care, rather than
at a single point in time. This is reflected in the scoring model:

. Phase 1: Introduction of Palliative Care (10-14 points):
Consider introducing the concept of PPC

. Phase 2: Palliative Care Approach (15-24 points): Basic
symptom control combined with disease-directed treatment

. Phase 3: Focus on Palliative Care (>25 points): PPC
becomes the primary focus of the care plan

The PaPaS Scale is currently one of the most frequently cited
tools in the literature, demonstrating good discriminative capacity
between patients with lower and higher complexity [7]. The
original author applied the scale in the Swiss/German context.
The instrument has been validated in European Portuguese [8]
and Korean [9], both demonstrating good validity and reliability,
underscoring its robustness. Formal linguistic validation in Spanish
has not yet been conducted [10,11]. Its clinical utility has been
demonstrated in real-world settings through agreement between
specialists and non-specialists [9].

Given the absence of Portuguese-language instruments with
this scope in Brazil, the objective of this study was to translate,
culturally adapt, and conduct the initial validation of the Pediatric
Palliative Screening Scale (PaPaS Scale) for Brazilian Portuguese.

Materials And Methods
Study Design

This was a quantitative methodological study involving
translation, cross-cultural adaptation, and validation of a scale
for the Brazilian pediatric population. The first phase consisted of
translation and cultural adaptation of the original English PaPaS
Scale into Brazilian Portuguese. The second phase evaluated the
psychometricpropertiesofthe Brazilianversionusingthreefictitious
clinical cases. Prior to initiating the process, contact was established
with the scale’s author, Eva Bergstrasser, who granted authorization.

Phase 1: Translation and Cross-Cultural Adaptation

The original English version of the Pediatric Palliative Screening
Scale (PaPaS Scale) was used, following the methodology proposed
by Beaton et al. in Guidelines for the Process of Cross-Cultural
Adaptation of Self-Report Measures [12]. Two independent
Brazilian translators, one physician and one non-physician, fluent
in English, performed the initial translations (T1 and T2). These
versions were compared with the original instrument to identify
equivalences and discrepancies, resulting in a synthesized version
(T12).

Two additional translators, native English speakers fluent
in Portuguese and blinded to the original version, independently
performed back-translations (B1 and B2). A consensus meeting
produced a final back-translated version (B12), adapted to the
Brazilian context.
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An expert panel of five multidisciplinary professionals
evaluated versions T12 and B12 for semantic, idiomatic, cultural,
and conceptual equivalence. Content Validity Index (CVI) was
calculated using a four-point Likert scale. [tems with an average CVI
> 0.8 were considered equivalent and appropriate for measuring
the construct [13]. Experts were free to suggest modifications or
exclusions of culturally inappropriate items.

The preliminary version underwent pre-testing by a committee
of five pediatric palliative care specialists, who assessed content
clarity and comprehension. Following approval, all documents were
sent to the original author. After favorable feedback, psychometric
validation was initiated.

Phase 2: Psychometric Properties (Scale Validation)
Participants and Eligibility Criteria

Ethical principles were observed in accordance with Resolution
510/2013. The study was approved by the Research Ethics
Committee (CAAE: 81083124.8.0000.5437).

The study was conducted in a pediatric oncology hospital
in Brazil that treats over 300 new cases annually and has a
specialized pediatric palliative care team. The sample consisted
of 48 physicians and 71 nurses without formal palliative care
training, totaling 119 participants (convenience sample).
Participants received informed consent forms and three fictitious
cases via email, along with the final translated scale (PaPaS-
Br). Data were collected and stored in REDCap, in compliance
with the Brazilian General Data Protection Law (LGPD).

Statistical Methods

Descriptive statistics included means, standard deviations,
medians, and percentages. Content
validity was assessed using the CVI. Reliability was evaluated

minimums, maximums,
through internal consistency using Cronbach’s alpha. Analyses
were performed using IBM SPSS Statistics and R software, with a
significance level of 5%.

Results
Content Validity

Translations and back-translations were analyzed by a
multidisciplinary panel to assess semantic, idiomatic, cultural,
and conceptual equivalence. All items achieved an average CVI
> 0.8. Minimal adjustments were made following pre-testing to
ensure linguistic equivalence. Thirty-eight non-palliative care
professionals (32%) analyzed three fictitious oncology cases
using the final Brazilian version, now named the Brazilian version
Pediatric Palliative Care Screening Scale (PaPaS-Br).

Descriptive Analysis

The first case had a mean score of 18 points (SD = 6), indicating a
need for a Palliative Care Approach. With regard to disease-directed
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treatment goals, 42% of professionals indicated that the aim was to
control the disease and prolong life with preserved quality of life,
whereas 58% reported that the goal was neither cure nor disease
control, but rather to achieve a positive impact on quality of life.
The second and third cases had mean scores of 30 points (SD = 3)
and 31 points (SD = 4), respectively, corresponding to a Focus on
Palliative Care. In the second case, 94% of respondents reported
that the patient would benefit from palliative care, and 100%
indicated that they would not be surprised if the child died within
six months.

In the third case, 84% of participants reported that the
patient showed significant impairment with severe limitations in
activities of daily living. This was attributed to a high treatment-
related burden (89%), severe symptoms (89%), and psychological
distress experienced by parents or family members related to
the child’s symptoms and suffering (95%). More than two-thirds
of professionals (71%) indicated that the patient and/or parents
wished to receive palliative care or expressed needs that are more
appropriately addressed by palliative care services.

Overall, these findings demonstrate a clear association
between higher PaPaS-Br scores, greater clinical complexity, and,
consequently, an increased need for pediatric palliative care.

Reliability

Reliability determines whether the results are consistent
and reproducible. Assessment of temporal stability (test-retest
reliability) was not applicable in this study, as the questionnaire is
intended to evaluate needs, which are dynamic and may change over
time. Internal consistency, commonly assessed using Cronbach’s
alpha, refers to the degree of homogeneity among participants’
responses to the items that comprise the scale. Analysis based on
the three clinical cases yielded an overall Cronbach’s alpha of 0.8,
indicating good reliability.

Discussion

The initiation of palliative care remains a global challenge,
particularly in resource-limited settings. Healthcare professionals
mustrecognize the importance of early implementation of palliative
care, as this approach ensures improved quality of life for patients.

This study aimed to describe the translation, cross-cultural
adaptation, and validation of the Brazilian version of the Pediatric
Palliative Care Screening Scale (PaPaS-Br), following international
standards. The instrument is intended to support timely referrals
and may be used by different healthcare professionals to assess
children and adolescents with a wide range of potentially life-
threatening or life-limiting conditions.

The process included translation, back-translation, synthesis of
translations, and content evaluation by an expert panel, considering
semantic, idiomatic, cultural, and conceptual dimensions, with no
need for major reformulations. The pre-test conducted by the expert
committee assessed the content, clarity, and comprehensibility of
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each scale item, and no barriers to understanding or application of
the questionnaire were identified.

By employing an internationally established and widely
used methodology for translation, cross-cultural adaptation,
and psychometric evaluation of instruments, this study provides
evidence supporting the validity of the PaPaS-Br scale in Brazilian
Portuguese.

Validation was conducted in a pediatric oncology hospital.
Although only one third of the invited physicians and nurses
responded to the survey, it is noteworthy that all participants were
pediatric oncology specialists (non-palliative care providers). Even
so, internal consistency analysis yielded a Cronbach’s alpha of 0.8.

A notably high proportion of professionals reported perceiving
that patients would benefit from palliative care (92%, 94%,
and 91% for each case, respectively). Furthermore, even when
analyzing fictitious clinical cases, professionals were able to
identify that patients and/or parents wished to receive palliative
care or expressed needs that are better addressed by palliative care
teams (68%, 53%, and 71%).

The “surprise question” (“Would you be surprised if this child
died within six months?”) also showed high agreement among
professionals (82%, 100%, and 100% for each case, respectively).
This variable was one of the strongest predictors of palliative care
need (life expectancy < 12 months) in the ordinal logistic regression
analysis performed by the original author [6].

With regard to pediatric cancer, it is essential to acknowledge
the substantial variability in prognosis and disease trajectories
across different types of childhood cancer. Nevertheless, it is
widely accepted that the implementation of Pediatric Palliative
Care improves the quality of life of children and families, reduces
symptom burden, lowers healthcare costs and intensive care unit
admissions at the end of life, facilitates death at home, and is not
associated with reduced patient survival [14].

Despite these well-documented benefits, Pediatric Palliative
Care remains underutilized in Brazilian pediatric oncology
practice, even though the National Policy for Pediatric Oncology
Care, established by Law No. 14,308/2022, includes palliative
care [15]. To support integration, international literature proposes
several “triggers” for specialized pediatric palliative care, such as
diagnosis of a tumor with an event-free survival estimate below
40% using current therapies, relapsed or progressive disease,
prolonged hospitalization, and management of complex needs such
as refractory pain or the introduction of new medical devices [14].

It has been suggested that pediatric oncologists would benefit
from the use of specific tools to define the complexity of patients’
needs, as regular use of such instruments has been associated
with earlier referral to Pediatric Palliative Care and consequent
improvements in quality of life [16].

Overall, and particularly in Brazil, there is a scarcity of
instruments suitable for clinical use in pediatric populations,
especially screening tools that are easy to apply, rapid, useful, and

Citation: Erica Boldrini*. Translation into Brazilian Portuguese, Cross-Cultural Adaptation, and Initial Validation of the Paediatric Palliative
Screening Scale (PaPaS Scale) - Brazilian Version of the Pediatric Palliative Care Screening Scale (PaPaS-Br). Glob ] of Ped & Neonatol Car.

6(1): 2026. GJPNC.MS.ID.000630. DOI: 10.33552/GJPNC.2026.06.000630.

feasible across different care settings (inpatient and outpatient).

Most available instruments are developed in other countries.
Semantic, idiomatic, conceptual, and cultural equivalence, along
with pre-testing, were therefore essential inadapting the instrument
to the Brazilian context. Once validated for use in Brazil, the PaPaS-
Br scale is expected to help professionals recognize that palliative
care eligibility should not be based exclusively on life expectancy.
Despite its limitation in applicability to children under one year of
age, the scale emphasizes the patient’s overall complexity rather
than prognosis alone.

Although all necessary steps for validating the Brazilian
Portuguese version were completed, this study has some
limitations. These include the sample size and the use of fictitious
oncology cases, restricted to Group I patients (potentially life-
threatening conditions). Nevertheless, this study can be considered
an important first step toward the early integration of pediatric
palliative care.

Conclusion

This is a pioneering study in the Brazilian context, involving
the translation, cross-cultural adaptation, and validation of the
Pediatric Palliative Care Screening Scale (PaPaS). The results
indicate that the instrument is culturally adapted and demonstrates
valid and reliable psychometric properties. Future studies are
needed to evaluate the scale in larger, multicenter samples.
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ANEXO

ANEXO

Escala de Triagem de Cuidados Paliativos Pediatricos (Escala PaPaS-Br)

Dominios ‘ item ‘ Caracteristicas pontuagio
Dominio 1 Trajetoria da doenga e impacto nas atividades diarias da crianca
Estavel 0
Trajetéria da doenga e . Comprometimento lento
impacto nas atividades dié- sem impacto nas atividades 1
rias da crianca (em com- didrias.
1.1 paragao .com.atividades Instével com impacto e 5
da prépria crianga antes limitagdo nas atividades didrias.
de adoecer, nas dltimas 4
semanas) : Comprometimento signifi-
cativo com limitag¢do severa nas 4
atividades diarias.
Aumento do numero de
internagdes (>50% nos . nio 0
1.2 dltimos 3 meses, com-
parado com momentos
anteriores)
sim 3
Dominio 2 Resultado esperado do tratamento da doenga e seu impacto na vida da crianga
... curativo 0
... controla a doenga e pro-
Tratamento da doenca longa a vida com boa qualidade 1
(nao relacionado ao trata- devida
21 m(.ento das complicag(.)es, ... Ao cura ou controla, mas
tals como d(?r, dispneiae | tem um efeito positivo na qualida- 2
fadiga) de de vida
..ndo controla e ndo tem 4
efeito na qualidade de vida
Impacto do tratamento . Nao existe ou é minimo ou 0
(significa efeitos colaterais ndo e previsto
29 do tratamento além da . Baixo nivel de impacto 1
’ permanéncia no hospital,
sob o ponto de vista do . Nivel médio de impacto 2
paciente ou da familia) Alto nivel de impacto 4
Dominio 3 Impacto de sintomas e problemas
Paciente assintomatico 0
Sintomas leves e faceis de 1
controlar
Intensidade dos sintomas ;
3.1 ou dificuldade de controle | ° Sintoma moderado e con- 2
: dos sintomas (nas tltimas trolavel
4 semanas) . Sintoma severo ou dificil
de controlar (hospitalizagdo nao 4
planejada ou consultas ambulato-
riais, crises de sintomas)
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¢ Ausente 0
Sofrimento psicolégico do o Leve 1
3.2 paciente relacionado aos
sintomas e Moderado 2
o Significativo 4
o Ausente 0
Sofrimento psicolégico
33 dos pais ou familiares ° Leve 1
’ relacionados aos sintomas o Moderado 2
e sofrimento da crianga
o Significativo 4
Dominio 4 Preferéncias/necessidades do paciente ou pais
Preferéncias do profissional de satide
Paciente/pais deseja rece- . 0
ber cuidados paliativos ou ° nao por favor, responda
4.1 expressam necessidades 4.2
que sdo melhor atendidas
por cuidados paliativos 4
sim <
: ndo responda 4.2
Vocé/ sua equipe sente que . Nao 0
4.2 o paciente se beneficiaria )
com cuidados paliativos : Sim 4
Dominio 5 Expectativa de vida
Vérios anos 0
por favor responda 5.2
1
Meses a 1-2 anos
por favor responda 5.2
5.1 Expectativa de vida 3
Semanas a meses ~
ndo responda 5.2
. 4
Dias a semanas .
ndo responda 5.2
“Vocé ficaria surpreso se )
52 essa crianca fosse a 6bito ’ Sim 0
’ repentinamente em 6
meses?”
nao 2
Pontuagdo total
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