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ABSTRACT

Introduction: The Pediatric Palliative Screening Scale (PaPaS Scale) was designed to help professionals to identify life-limiting or life-threatening chil-
dren/young people with complex chronic conditions who would benefit from pediatric palliative care and facilitate their timely and appropriate referral. The
aim of this study was to translate, culturally adapt and validate the PaPaS Scale for the Portuguese pediatric population.

Material and Methods: A quantitative methodological study involving translation, cultural adaptation and validation of a scale was performed. In the first
phase, the translation and cultural adaptation of the original version of the PaPaS Scale from English to European Portuguese was undertaken. The
second phase consisted of evaluating the psychometric properties of the Portuguese version of the PaPaS Scale.

Results: Fifty-one enquires pertaining to children/young adults with complex chronic conditions were completed and returned, the sum of the responses
to the items on the scale revealed that 84.4% of the patients had an indication for referral to pediatric palliative care. The internal consistency analysis
obtained a value of Cronbach’s alpha above 0.80, so the scale was considered adequate for the analyzed data. In our sample, the item-total correlation
values indicated that the 11 variables measured the PaPaS Scale with good reliability and unidimensionally. The confirmatory factor analysis suggested
that the items were significant, consistent, and presented convergent validity globally. Only item “2.2. Treatment side effects” obtained a value below the
defined threshold.

Conclusion: The PaPaS Scale was translated and adapted to the European Portuguese version, allowing its immediate use in the Portuguese popula-
tion. It will be essential to design multicentric studies to expand the knowledge about the psychometric characteristics of this scale.
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RESUMO

Introdugao: A Pediatric Palliative Screening Scale (PaPaS Scale) foi desenhada para ajudar os profissionais a identificar as criangas/jovens com doenga
crénica complexa, limitante ou ameacadora da vida que beneficiariam de cuidados paliativos pediatricos e facilitar referenciagdo atempada e apropriada.
O objetivo deste estudo foi traduzir, adaptar culturalmente e validar a PaPaS Scale para a populagdo pediatrica portuguesa.

Material e Métodos: Realizou-se um estudo metodoldgico quantitativo de tradugdo, adaptagdo cultural e validagdo de uma escala. Numa primeira
fase, procedeu-se a tradugéo e adaptagao cultural da versao original da PaPaS Scale de inglés para portugués europeu. A segunda fase consistiu na
avaliagdo das propriedades psicométricas da versdo portuguesa da Escala PaPaS.

Resultados: Numa amostra de 51 questionarios referentes a criangas/jovens com doenca crénica complexa, a soma das respostas aos itens da escala
revelou que 84,4% dos doentes tinham indicagéo para ser referenciados aos cuidados paliativos pediatricos. Na andlise de consisténcia interna obteve-
-se um valor do alfa de Cronbach superior a 0,80, pelo pelo que se considera a escala adequada aos dados analisados. De facto, os valores de correla-
¢ao item-total indicaram que as 11 varidveis mediram com boa fiabilidade e de forma unidimensional a escala PaPaS. Na andlise fatorial confirmatéria,
os resultados obtidos indicaram que globalmente os itens eram significativos, consistentes e apresentaram validade convergente. Apenas o item “2.2.
Efeitos secundarios do tratamento” obteve um valor abaixo do limiar definido.

Conclusao: A PaPaS Scale foi traduzida e adaptada para a versdo em portugués europeu, o que permite a sua utilizagdo imediata na populagéo por-
tuguesa. Torna-se importante o desenho de estudos, preferencialmente multicéntricos, que aprofundem as caracteristicas psicométricas desta escala.

Palavras-chave: Avaliagdo de Necessidades; Crianga; Cuidados Paliativos; Doenga Cronica; Pediatria; Portugal

INTRODUCTION

Palliative care for children [paediatric palliative care
PPC)] is a basic human right', particularly for those af-
fected by life-limiting or life-threatening complex chronic
diseases (CCDs).

According to the International Children’s Palliative Care
Network (ICPCN)’, Portugal was officially a country with no
PPC provision in early 2013 (level 1); in March 2013, the
country has risen to level 2 (evidence of growing capac-
ity in PPC provision) and in October 2018 to level 4' (evi-

dence of available professional training in PPC provision,
with plans focused on the development of departments and
integration into healthcare services).

The Portuguese paediatric population requiring pal-
liative care was estimated at 7,828 patients in 2018.” Na-
tionwide, a reduction of 500 patients with CCDs was found
between 2013 and 2018, even though showing regional
asymmetries. The highest increase (64 patients) was found
in Lisbon and the highest decrease (123 patients) in Porto.’
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Approximately 200 patients (50% within the first year of life)
die from CCDs and require PPC each year. Most have died
in hospitals.®

The PPC approach is aimed at reducing excessive inter-
ventions and therapies in advanced CCDs, improving qual-
ity of life through effective symptom control and reducing
the emotional burden on both the patients and their parents
and family. PPC should be integrated into healthcare pro-
vision (in a link between hospital, primary and community
care) at three levels: universal, generalist and specialised.®
PPC is currently characterised by high medical intervention,
centralisation in specialised hospitals, lack of organisation
and coordination of care provision and suboptimal home
and psychosocial support.*

Worldwide access to PPC is still limited.* Despite the
World Health Organization’s recommendations, the intro-
duction of PPC and timely referral to specialised teams still
comes late in the trajectory of CCDs.®'° The current defini-
tions of PPC are unclear as to when these should be inte-
grated and, furthermore, there is variable knowledge among
healthcare professionals regarding the specific skills for
PPC provision.® There are different factors that contribute
to late referral: the benefit of PPC being overlooked at the
beginning of the illness, especially if the likelihood of cure
or disease control is overestimated; the possible negative
interpretation of ‘palliative care’ by the family; the pressure
exerted by families towards worthless therapies that could
keep giving hope.°

There are different scales for referral to palliative care,
mostly designed for adult patients.® These are tools focused
on assessing prognosis and estimating life expectancy,
especially regarding end-of-life decisions.® A paediatric as-
sessment tool should be focused on the palliative require-

ments of patients in the early stages of diseases, in line with
what happens with adult patients.®

A screening tool [the Paediatric Palliative Screening
(PaPas) Scale] was developed in 2013 and was aimed at
patients in need for PPC by Bergstrasser et al., designed
for the identification of patients who would benefit from PPC
and allowing for timely and appropriate referral.® Different
revisions and modifications were made during the concep-
tualisation of this scale. Currently, the assessed domains®'®
are as follows:

1) Trajectory of the disease and impact on the patient’s
activities of daily living;

2) Estimated outcomes and side effects of treatment;

3) Symptom control;

4) Preferences/requirements of patients, family, and
healthcare professionals;

5) Estimated life expectancy.’

Each domain was divided into two to five items, with 11
items in total. Each item included several options scored
from 0 to 4. High individual or total scores would suggest
a greater need for PPC. In clinical terms, referral to PPC
would be gradual, aimed at integrating a three-stage pallia-
tive care model (Fig. 1):

» Stage 1: Score = 10 points - Introduction to PPC —

The concept of PPC;

« Stage 2: PPC - Score 2 15 points — Preparation for
PPC - Basic symptom control associated with treat-
ment of the underlying disease;

» Stage 3: PPC - Score = 25 points — Staring PPC -
PPC is the focus of the care plan.

A heterogeneous instrument has been developed,

aimed at the assessment of palliative needs of patients pre-
senting with CCDs, aged 1-19. Newborns and infants were

1
Aims of PPC

Score 210

* Treatment extends life

et although it does not cure

Figure 1 —Approach to PPC, based on the score of PaPaS scale

3
PPC was started
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2

e Mortality possible < 6
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*  Symptom burden and few
treatment options

* Rapid deterioration

*  Burden of moderate

Score 215

» Life expectancy < 1 year

+  Significant morbidity symp_tom; _
«  Treatment extends life * PPCis wished by patient
although it does not cure or family

* High psychological
distress for patient and
family

» PPC is wished by patient
or family
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excluded from the study as the disease trajectories can be
very short, and two thirds of the patients usually die within
the first few weeks of life in an intensive care setting.®'"'?

The PaPaS scale has been currently validated as the
paediatric scale for the identification of patients presenting
with CCDs requiring palliative care and allowing for an early
referral and guidance to specialist PPC teams. The clas-
sification and stratification of patient groups leads to an in-
tegrated and comprehensive approach to PPC. The PaPaS
scale is based on the taxonomy created by Together for
Short Lives Association,'® so it is not restricted to end-of-life
care. Itis an educational tool that can support non-specialist
teams to provide better care to patients with CCDs.*"°

A modification of this scale has been recently proposed
and the importance of its use in assessing and maintaining
continuity of care in patients already referred to PPC teams
has been emphasised.™

This study was aimed at translating, adapting, and vali-
dating the scale for the Portuguese paediatric population.

MATERIAL AND METHODS
Study design

This was a quantitative methodological study aimed at
the translation, cultural adaptation, and validity of the scale.
The original version of the PaPaS scale was translated and
culturally adapted from English into European Portuguese
within a first stage, while the assessment of the psychomet-
ric properties of the Portuguese version of the PaPasS scale
was carried out at a second stage.

Stage 1: translation and cultural adaptation

This was carried out upon contact by email with the au-
thor of the scale, Eva Bergstrasser, and upon obtaining her
consent. The approval of the Head of the Paediatrics De-
partment and the Ethics Committee of the Centro Hospitalar
Universitario Lisboa Norte and Centro Académico Médico
de Lisboa was also obtained.

The methodology presented in the Guidelines for the
Process of Cross-Cultural Adaptation of Self-Report Mea-
sures was followed by the research’® and the adaptation of
the original (English language) version of the PaPaS scale
into the European Portuguese language and culture was
carried out in accordance with the defined stages.'®

The translation was carried out by two independent
native Portuguese translators who were proficient in the
original language of the document. The first translator was
aware of the assessment while the second was unaware of
the translation objectives.

Translated versions were obtained and compared with
the original instrument. Their format was analysed and as-
sessed in relation to semantic, idiomatic, conceptual, lin-
guistic, contextual and cultural equivalences and discrepan-

Revista Cientifica da Ordem dos Médicos 328

cies, aimed at obtaining a single final version."®'” The trans-
lations were submitted to a consensus meeting attended by
doctors and nurses, where a synthesis of the translations
was carried out, leading to a document with the unified ver-
sion of the PaPaS scale for the Portuguese paediatric popu-
lation, consistent with the original version.

Reverse translation was carried out independently by
two different translators with native English proficiency and
a high level of oral and written fluency in Portuguese, un-
aware of the original English version. Both independent re-
verse translations were compared with the original (English
version) and a final version adapted to the Portuguese real-
ity was defined in a consensus meeting with both transla-
tors.

The committee of experts (responsible for content va-
lidity) included healthcare professionals (a doctor and a
nurse), a Portuguese teacher, the translators, and the re-
searcher. All previous documents and the original instru-
ment were analysed until a consensus was reached. A
preliminary version of the scale was developed, which was
culturally adapted and suitable for pre-testing. This stage
was crucial for the identification of any inadequate expres-
sions and concepts in the translation.

A pilot study was carried out with a small group of pa-
tients (10%), replicating the characteristics of the target
sample/population, aimed at the identification and correc-
tion of any issues in the European Portuguese version of
this instrument. The participants were informed about the
purpose of the pre-test and received a questionnaire whose
structure could not be modified. The content, clarity, and
comprehension of the different items of the scale were as-
sessed. Cultural, semantic, and conceptual aspects were
reviewed'”'® and there were no constraints regarding its
readability. No issues were found in understanding and ap-
plying the questionnaire, so it became the final version in
European Portuguese, with no need for any reformulation.

There were different contacts with the author, leading
to the approval of the final document (Appendix 1: https://
www.actamedicaportuguesa.com/revista/index.php/amp/
article/view/18071/15018) for the Portuguese version of the
PaPaS scale.

All the steps of the procedures, according to the adapta-
tion by Beaton et al. are shown in Fig. 2.°

Stage 2: psychometric properties of the scale (scale
validity)

The final version of the questionnaire was applied with
a descriptive introduction of the study’s objective. Ethical
principles were complied with, confidentiality was ensured,
everyone participated intentionally and there were no costs
or losses.
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Original version of the PaPaS scale

Translation 1 Translation 2
I |

Translation synthesis

Back (reverse) translation Back (reverse) translation

Expert committee
(content validity)

Pre-test (n = 5)

!

Document submission for
assessment by the authors of
the instrument

!

Version of the PaPaS scale culturally adapted

!

Patient selection for test
(n =46)

I

Questionnaire application
(physicians and nurses)

!

Statistical analysis

I

Validated version of the PaPaS scale

Figure 2 — Procedures: translation, cultural adaptation and validity of the PaPaS scale
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Participants and readability criteria

Data collection was carried out from October to Novem-
ber 2019. The study took place in a public hospital with ad-
ministrative, financial, and patrimonial autonomy.

A non-probabilistic convenience sample including 17
paediatricians and three nurses was used, involving the
completion of 51 questionnaires related to patients present-
ing with CCDs. All the professionals were involved in direct
care and had specific expertise in paediatric CCD, and Eu-
ropean Portuguese was their native language. The profes-
sionals completed between one and nine questionnaires,
depending on the patients they looked after.

Statistical methods

Data were processed and statistically analysed using
the Statistical Package for the Social Sciences (SPSS IBM®,
version 24). The demographic and clinical characterisation
of the group of patients were based on different descriptive
statistics as appropriate’*?": frequency (n), ratio (%), mean,
median, standard deviation (SD), minimum (min) and maxi-
mum (max) values.

The internal consistency analysis®*?’ was checked us-
ing the Cronbach’s alpha coefficient?® and the corrected
item-total correlation. In this study, Cronbach’s alpha values
> 0.80 were considered as adequate, while those between
0.60-0.80 were considered as acceptable.?>252°

The validity of the measurement scale was checked
by confirmatory factor analysis.***" Validity analysis in-
cluded checking the statistical significance of the items (p
< 0.05),***" measuring high factor saturations (> 0.5), high
internal consistency and composite reliability (> 0.8),*° and
a high extraction ratio of variance (> 0.5).° The assessment
of the measurement scale using fit indices was also carried
out,**#2% including absolute index (x?) (< 5), discrepancy
index (RMSEA, root mean square error of approximation)
(< 0.08), relative index (NFI, normed fit index) (> 0.8) and
comparative index (CFI, comparative fit index) (> 0.8).

RESULTS
Descriptive statistics and scale results

The PaPaS scale was applied to 51 patients present-
ing with CCDs (Table 1) [mean age 11.2 (median of 10),
53% female]. More than half of the underlying diagnoses
corresponded to neurological and metabolic conditions, that
were defined within the first year of life. As regards the dif-
ferent categories of palliative care needs, 31.4 per cent of
the patients presented with pathologies included in group IV
(irreversible, non-progressive condition with high morbidity
and likelihood of premature death), 29.4 per cent in group I
(conditions underlying premature death, but with long sur-
vival when treated) and 19.6 per cent in group | (potentially
fatal but curable conditions) and group Il (progressive con-

Revista Cientifica da Ordem dos Médicos 330

ditions, but with no possible cure) respectively (Table 1).

The results of the descriptive analysis of responses
within the PaPaS scale domains are shown in Table 2.

A mean total score of 17.5 was obtained with the Pa-
PaS scale, with a standard deviation of 7.4, ranging from a
minimum value of 6 to a maximum value of 37. The score
of each questionnaire was recoded into levels of palliative
care provision (Table 3).

Internal consistency analysis

A Cronbach’s alpha value of 0.809 was obtained. All
items had a positive item-total correlation value (Table 4),
suggesting that the questionnaire is a unidimensional tool.
Additional tests showed that items 2.2. and 3.2. prevent-
ed the alpha value from being higher, and only item 2.2.
showed a low, albeit positive, correlation (Table 4).

Confirmatory factor analysis

A first analysis showed that all the saturations of the
variables (items) measured in each dimension were statisti-
cally significant (p < 0.05) with a value above or close to
0.5, except regarding item 2.2. However, a 0.565 average
factor saturation has been found (above the established
threshold). The composite reliability was 0.995 (well above
the threshold), and only the value for the ratio of extracted
variance was slightly below the target, with a value of 0.369.

As regards the fit indices, the ¥* showed a good overall
fit with a value of 2.482. The other indices, even though out
of the desired range, were close to the desirable threshold,
with RMSEA at 0.175, NFI at 0.588 and CFl at 0.673.

DISCUSSION

This study was aimed at describing the translation, cul-
tural adaptation, and validity of the European Portuguese
version of the Paediatric Palliative Screening Scale. This
is an instrument aimed at healthcare professionals looking
after patients presenting with CCDs and at the assessment
of their palliative needs. Few studies have been aimed at
the application of the PaPaS scale.'*'**%50 |t is more widely
used in English-speaking countries with a high level of pro-
vision of PPC.

The study was carried out in a hospital providing spe-
cialised care to patients presenting with CCDs. The num-
ber of professionals involved was lower than the number of
tests applied because the care activity is referred, concen-
trated, and limited to specific professionals.

Our small group of patients showed age diversity, in line
with the usual characteristics of the population of patients
with palliative needs and with long clinical trajectories and
uncertain prognosis.*®

More than 70% of the patients presented with neuro-
logical, metabolic and genetic conditions, reflecting the
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Table 1 — Descriptive analysis of our group of patients (n = 51)

Age, mean (SD); median [min, max]
Gender, n (%)
Male
Female
Age at diagnosis (years)?, n (%)
0-1
1-5
6-10
11-15
Diagnosis, n (%)
Neurology
Metabolic medicine
Clinical genetics
Respiratory medicine
Haematology
Renal medicine
Gastroenterology
Medical oncology

Palliative needs

Group | — Life-threatening diseases for which curative treatment may be feasible

Group Il — Diseases associated with premature mortality, with potential long survival when treated

Group Il — Progressive conditions, with no curative treatment options

Group IV — Irreversible but non-progressive diseases, associated with increased morbidity and premature

mortality

11.2 (5.1); 10 [1.0. 18.0]

24 (47.1)
27 (52.9)

26 (52.0)

17 (34.0)
6 (12.0)
1(2.0)

19 (37.3)
10 (19.6)
7 (13.7)
6 (11.8)
4(7.8)
3(5.9)
1(2.0)
1(2.0)
10 (19.6)

15 (29.4)
10 (19.6)

16 (31.4)

2 one missing value

significant weight and impact of these chronic diseases in
this group of patients and in PPC in general, in line with
the most frequent groups of diagnoses described in litera-
ture.’* This heterogeneity is also relevant for the defined
objectives, although patients presenting with cancer, rep-
resenting around 20% to 30% of paediatric patients with
palliative needs, were not included.' The follow-up of pae-
diatric cancer in Portugal is made by specific hospitals with
paediatric oncology departments. However, this does not
detract this study, as the scale was developed for global
CCDs. The author of the scale did not consider this factor to
be an impediment to the progress of the research.

The first year of life was the most frequent age at di-
agnosis (around half of the patients), showing that mostly
congenital disorders have been found, with clinical mani-
festations within this period of life, associated with complex
symptoms that are usually difficult to manage and requiring
a precise diagnostic approach.

As regards the categories of pathologies with palliative
needs, the distribution was also heterogeneous, with cat-
egories 1l (29.4%) and IV (31.4%) as the most frequently
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found. These categories of pathologies with palliative needs
are those with the longest survival times and the highest
prevalence: in group ll, death can occur between the sec-
ond and third decade of life and in group IV, death usu-
ally occurs in the second decade of life. In groups | and I,
earlier mortality is usually found,*'*¢ the reason why the
prevalence was lower, as described in literature.

The descriptive statistical analysis of the responses to
the PaPaS scale showed that there had been no signifi-
cant need for hospitalisation within the past three months.
Patients’ conditions were not cured or controlled with treat-
ment in around two thirds of the patients. The influence of
the treatment’s side effects on the patients and their families
was mostly mild to moderate, representing a potential bias
in the healthcare professional’s judgement and devaluation
of the impact of treatment. Suboptimal symptomatic con-
trol was found in 43.1% of the patients. The psychological
impact on the patients was low, since most of the patients
presented with neurometabolic disorders leading to cogni-
tive impairment and constraints in assessing the psycholog-
ical effects. These were very significant for the parents and
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Table 2 — PaPaS scale domains (n = 51)

Domain 1. Trajectory of disease and impact on daily activities of patients

1.1. Trajectory of disease and impact on daily activities of patients (comparison with the patients’ age group within the previous four

weeks), n (%)
Stable
Slow deterioration with no impact on daily activities
Unstable and with impact on daily activities and restriction
Significant deterioration with severe restriction in activities
1.2. Increased number of hospital admissions (> 50% within 3 months, compared to previous periods), n (%)
No
Yes

15 (29.4)
8 (15.7)
14 (27.5)
14 (27.5)

40 (78.4)
11 (21.6)

Domain 2. Expected outcome of treatment and associated side effects

2.1. Treatment directed at the disease (not related to the treatment of complications, including pain, dyspnoea, or fatigue, for instance),

n (%)

Curative

Controlled disease and extends life with good QOL

No cure or disease control, even though with a positive effect on QOL
Uncontrolled condition and no effect on QOL

2.2. Side effects of treatment (impact on patients and families, including hospital admission, on the perspective of the patients or

families), n (%)

3(5.9)
13 (25.5)
24 (47.1)
11 (21.6)

None of mild 12 (23.5)
Mild 15 (29.4)
Moderate 19 (37.3)
Severe 5(9.8)
Domain 3. Sign/symptom and problem burden
3.1. Intensity of signs/symptoms and/or issues in controlling these (within the previous 4 weeks), n (%)
Asymptomatic 3(5.9)
Mild and easily controlled sign(s)/symptom(s) 9(17.6)
Any sign/symptom is moderate and manageable 17 (33.3)
Any sign/symptom is severe and difficult to manage 22 (43.1)
3.2. Intensity of signs/symptoms and/or difficult control of these (within the past 4 weeks), n (%)
Absent 20 (39.2)
Mild 17 (33.3)
Moderate 8 (15.7)
Significant (severe) 6 (11.8)
3.3. Psychological disorders (stress) of parents or families, related to the signs/symptoms and patient’s distress
Absent 2(3.9)
Mild 11 (21.6)
Moderate 16 (31.4)
Significant (severe) 22 (43.1)
Domain 4. Preference/needs of patients or parents
Preference of healthcare professionals
4.1. The patient/parents wish to get palliative care or describe needs that are like palliative care, n (%)
No 14 (27.5)
Yes 37 (72.5)
4.2. The professional or the team feel that this patient would benefit from palliative care, n (%)?
No 4 (28.6)
YEs 10 (71.4)
Domain 5. Estimated life expectancy
5.1. Estimated life expectancy, n (%)
Several years 35 (68.6)
Months to 1 - 2 years 12 (23.5)
Weeks to months 2(3.9)
Days to weeks 2(3.9)
5.2. “Would you be surprised if this patient would suddenly die within the next six months?”, n (%)
Yes 24 (47.1)
No 27 (52.9

2 n = 14. QOL: quality of life
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Table 3 — Results and distribution by level of care (n = 51)

PaPas$ scale, mean (SD) - median [min, max]
Level of care, n (%)
Assessment (< 10)
Aims of palliative care (> 10 and < 15)
Preparation for palliative care (> 15 and < 25)

Starting palliative care (> 25)

17.5 (7.4) - 16 [6.0. 37.0]

8 (15.7)
13 (25.5)
20 (39.2)
10 (19.2)

caused great suffering. Ninety-two per cent of the respons-
es showed the benefit of integrating these patients into the
PPC typology. As regards life expectancy, around two thirds
of the responses estimated a survival of several years. An
unexpected death based on the ‘surprise question’ (“Would
you be surprised if this patient suddenly died within the next
6 months?”) was described by half of the respondents. This
has shown and reinforced that a long survival is expected
for these patients presenting with CCD and that an early
and timely referral and integration into PPC is crucial.

The total score obtained with the PaPaS scale allowed
for the definition of the level of care to be implemented for
each patient. In this population, 84.4% of the patients had
an indication for referral to a PPC team, and around 60%
needed structured, integrated follow-up by a differentiated
PPC team. These results reinforced the urgent need to cre-
ate paediatric palliative care teams in all Portuguese paedi-
atric departments.

The PaPaS scale is an 11-item ordinal scale includ-
ing five domains. A Cronbach’s alpha value of 0.809 was
obtained in the internal consistency analysis (above the
threshold), and all the items showed positive item-total cor-
relation values; therefore, the questionnaire can be consid-
ered as adequate and unidimensional (the 11 variables ac-
ceptably measured a single dimension: the PaPaS scale).
Additional tests suggested that greater internal consistency

Table 4 — ltem-total correlation and effect of removal of each item:
PaPaS scale

Corrected item-total Cronbach’s alpha

Item

correlation without the item
1.1. 0.723 0.763
1.2. 0.458 0.795
2.1. 0.389 0.801
2.2. 0.063 0.828
3.1. 0.797 0.758
3.2. 0.292 0.811
3.3. 0.500 0.791
41. 0.414 0.806
4.2. 0.351 0.804
5.1. 0.648 0.782
5.2. 0.677 0.779
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could be reached by removing item 2.2., due to its low item-
total correlation. This item attempted to assess the ‘side
effects of treatment’. Its removal could make the question-
naire more consistent in the Portuguese context. However,
other criteria had to be considered, including the relevance
of the item and the consistency of the scale with the original
version. In addition, the removal of item 2.2. would lead to
the loss of information, which is not compensated for any
other item.

Factor saturation, composite reliability and the extrac-
tion ratio of variance were also obtained, consistent with
a scale measuring convergent validity. As regards the fit
indices, the y? clearly showed a good overall fit and, even
though the remaining indices were not within the desired
range, the results allowed for the quality of the fit.

All the results obtained allowed the conclusion that,
overall, the items are significant, consistent, with conver-
gent validity and showed that the model had good overall fit.

Limitations

The lack of validity of item 2.2 — “Side effects of treat-
ment (including impact on family and patients, e.g., hospi-
talisations from the perspective of the patients or family)”
was the main limitation of the assessment of this scale. We
have reached the conclusion that it could not have been
sufficiently clear and explicit, raising doubts regarding the
response, upon contacting the professionals responsible for
filling in the questionnaire. Shong'* has proposed changing
this item to: “Direct burden of the disease itself and of the
treatment (frequency and empowerment, including side ef-
fects, hospitalisations and consequences for the patients)”.
Other possible factors for the non-validation of this item
included the small unicentric size of the sample, the lack
of training and perception of professionals in PPC, and the
discrepancy between palliative needs from the profession-
al’s point of view and the assessment of needs with patients
and families.

The authors have already reformulated the item after
evaluating it and reaching a consensus with different ex-
perts and are proposing to carry out a national multicentric
study. This study would be aimed at the definition of the
palliative needs of the Portuguese paediatric population
and using the scale to assess continuity of care in patients
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already referred to PPC teams.*° The application of this
scale could also be relevant in other clinical contexts, par-
ticularly in primary health care.®

CONCLUSION

The PaPaS scale was translated and adapted into Eu-
ropean Portuguese. The internal consistency analysis of
the results supported the conclusion that it is suitable for
the data analysed. The item-total correlation values showed
that the 11 variables measured the PaPaS scale with good
reliability and in a unidimensional way. All the results ob-
tained from this Portuguese version showed that the items
were globally significant, consistent, with convergent valid-
ity and with good overall fit. In short, the use of the PaPas
scale in the Portuguese context has been supported by this
study.

This was a pioneer study in the assessment of PPC
needs in Portugal and its disclosure will help ensuring that
Portuguese patients presenting with CCD and palliative
needs will be referred earlier to PPC.

ACKNOWLEDGMENTS
To the members of the research team: Inés Viegas,
Jodo Sollari Lopes and Paulo Pereira.

PREVIOUS AWARDS AND PRESENTATIONS

This study was presented in public trial leading to the
master’s degree in palliative care held at the Lisbon Faculty
of Medicine on 27 Jan 2021.

REFERENCES

1. International Children’s Palliative Care Network. The ICPCN Declaration
of Cape Town. 2009. [cited 2019 OCt 02]. Available from: http://www.
icpen.org/the-icpen-declaration-of-cape-town/.

2. World Health Organization. Health topics: palliative care. [cited 2019
Nov 02]. Available from: http://www.who.int/cancer/palliative/definition/
en/.

3. Forjaz de Lacerda A. Cuidados paliativos pediatricos. In: Barbosa A,
Pina PR, Tavares F, Neto IG, editores. Manual de cuidados paliativos.
37 ed. Lisboa: Associagéo para a Investigagéo e Desenvolvimento da
FMUL; 2016. p.503-25.

4. Lacerda AF, Pinto C, Calado E, Ferreira F, Luz F, Oliveira G, et al.
Reunido “Cuidados paliativos pediatricos: uma reflexdo. Que futuro em
Portugal?”. Lisboa: Fundagao Calouste Gulbenkian; 2013.

5. Portugal. Decreto-Lei n.° 46/2018. Diario da Republica, | Série, n°® 46
(2018/03/06). p.1177-81.

6. International Children’s Palliative Care Network. ICPCN estimated
levels of children’s palliative care provision worldwide. [cited 2019 Nov
02]. Available from: http://www.icpcn.org/1949-2/.

7. Capelas ML, Coelho P, Batista S, Sapeta AP. Observatério Portugués
dos Cuidados Paliativos: relatério outono 2019. Lisboa: Universidade
Catolica Editora; 2020.

8. Forjaz de Lacerda A, Gomes B. Trends in cause and place of death for
children in Portugal (a European country with no Paediatric palliative
care) during 1987-2011: a population-based study. BMC Pediatr.
2017;17:215-11.

9. Bergstraesser E, Hain RD, Pereira JL. The development of an instrument
that can identify children with palliative care needs: the Paediatric
Palliative Screening Scale (PaPaS Scale): a qualitative study approach.
BMC Palliat Care. 2013;12:20.

Revista Cientifica da Ordem dos Médicos 334

AUTHOR CONTRIBUTION

MJP: Relevant contribution to the study’s conception
and design. Data acquisition, analysis, and interpretation
in addition to the writing of the manuscript. Approval of the
final version. Responsible for all the questions regarding ac-
curacy and integrity.

FT, MCM: Relevant contribution to the study’s concep-
tion and design. Critical revision of the content and approval
of the final version. Responsible for all the questions re-
garding accuracy and integrity.

HUMAN AND ANIMAL PROTECTION

The authors declare that this project complied with the
regulations that were established by the Ethics and Clinical
Research Committee, according to the 2013 update of the
Helsinki Declaration of the World Medical Association.

DATA CONFIDENTIALITY
The authors declare that they have followed the proto-
cols of their work centre on the publication of patient data.

CONFLICTS OF INTEREST
The authors declare that there were no conflicts of inter-
est in writing this manuscript.

FINANCIAL SUPPORT
The authors declare that there was no financial support
in writing this manuscript.

10. Bergstraesser E, Paul M, Rufibach K, Hain RD, Held L. The Paediatric
Palliative Screening Scale: further validity testing. Palliat Med.
2014;28:530-3.

11. Feudtner C, Hexem KR, Shabbout M, Feinstein JA, Sochalski J, Silber
JH. Prediction of pediatric death in the year after hospitalization: a
population-level retrospective cohort study. J Palliat Med. 2009;12:160-
9.

12. De Lisle-Porter M, Podruchny AM. The dying neonate: family-centered
end-of-life care. Neonatal Netw. 2009;28:75-83.

13. Together for Short Lives. A guide to children’s palliative care. 2018.
[cited 2019 Nov 02]. Available from: https://www.togetherforshortlives.
org.uk/resource/a-guide-to-childrens-palliative-care/.

14. Chong PH, Soo J, Yeo ZZ, Ang RQ, Ting C. Who needs and continues
to need paediatric palliative care? An evaluation of utility and feasibility
of the Paediatric Palliative Screening scale (PaPaS). BMC Palliat Care.
2020;19:18.

15. Beaton DE, Bombardier C, Guillemin F, Ferraz MB. Guidelines for the
process of cross-cultural adaptation of self-report measures. Spine.
2000;25:3186-91.

16. Sousa VD, Rojjanasrirat W. Translation, adaptation and validation of
instruments or scales for use in cross-cultural health care research: a
clear and user-friendly guideline. J Eval Clin Pract. 2011;17:268-74.

17. Borsa J, Damasio BF, Bandeira DR. Adaptagdo e validagdo de
instrumentos psicologicos entre culturas: algumas consideracdes.
Paidéia. 2012;22;423-32.

18. Cadamuro SA, Franco JO, Paiva CE, de Oliveira CZ, Paiva BS.
Symptom screening in paediatrics tool for screening multiple symptoms
in Brazilian patients with cancer: a cross-sectional validation study. BMJ
Open. 2019;9:e028149.

www.actamedicaportuguesa.com



20.

21.

22.
23.

24,
25.
26.

27.
28.

29.

30.

31.

32.

33.

34.
35.

36.

37.

Palaré MJ, et al. Validation of the European Portuguese version of Pediatric Palliative Screening Scale, Acta Med Port 2023 May;36(5):326-335

. Guimarées RC, Sarsfield Cabral JA. Estatistica. 2.2 ed. Lisboa: Verlag

Dashofer; 2010.

Maroco J. Andlise estatistica com o SPSS Statistics. 5.2 ed. Péro
Pinheiro: ReportNumber; 2011.

Pestana MH, Gageiro JN. Analise de dados para Ciéncias Sociais -
complementaridade do SPSS. 5.2 ed. Lisboa: Ed Silabo; 2008.
Anastasi A. Psychological testing. 3 ed. New York: McMillan; 1990.
DeVellis RF. Scale development. Theory and applications. 3¢ ed.
London: Sage Publications; 1991.

Hill M, Hill A. Investigagao por questionario. 2.2 ed. Lisboa: Silabo; 2002.
Mufiz J. Teoria classica de los tests. Madrid: Piramide; 2003.

Mufiz J, Fidalgo AM, Garcia-Cueto E, Martinez RJ, Moreno R. Andlisis
de los items. Madrid: La Muralla; 2005.

Nunnaly JC. Psychometric theory. New York: McGraw-Hill; 1978.
Steenkamp J, Trijp H. The use of LISREL in validating marketing
constructs. Int J Res Mark. 1991;8:283-99.

Boateng GO, Neilands TB, Frongillo EA, Melgar-Quifionez HR, Young
SL. Best practices for developing and validating scales for health, social,
and behavioral research: a primer. Front Public Health. 2018;6:149.
Bagozzi RP. Causal models in marketing. New York: Wiley; 1980.
Bentler P. Multivariate analysis with latent variables: causal modeling.
Annu Rev Psychol.1980;31:419-56.

Bentler P, Chou C. Practical issues in structural equation modeling.
SMR. 1987;16:78-117.

Edwards JR. The fallacy of formative measurement. ORM. 2011;14:370-
88.

Guijarati D. Econometria basica. 5.2 ed. Sdo Paulo: Makron; 2000.

Hair J, Anderson R, Tatham R, Black W. Multivariate data analysis. 5"
ed. Upper Saddle River: Prentice-Hall; 1998.

Kline RB. Principles and practice of structural equation modeling. New
York: The Guilford Press; 1998.

Treibimaier H, Bentler PM, Mair P. Formative constructs implemented
via common factors. Struct Equ Modelin. 2011;18:1-17.

Revista Cientifica da Ordem dos Médicos 335

38.

39.

40.

41.

42.

43.

44.

45.

46.

47.

48.

49.

50.

Luque T. Técnicas de analisis de datos en investigacion de mercados.
2.2 ed. Madrid: Ediciones Piramide; 2000.

Hair J, Anderson R, Tatham R, Black W. Analisis multivariante. New
York: Prentice Hall; 1999.

Bagozzi R, Yi Y. On the evaluation of structural equation models. JAMS.
1988;16:74-94.

Fornell C, Larker DF. Evaluating structural equation models with
unobservable variables and measurement error. J Mark Res.
1981;18:39-50.

Arbuckle J, Wothke W. AMOS 5.0: User’s guide. Chicago: Smallwaters
Corporation; 2003.

Karjaluoto H, Mattil M, Pento T. Factors underlying attitude formation
towards online banking in Finland. Int J Bank Mark. 2002;20:261-72.
Kline RB. Principles and practice of structural equation modeling. 2" ed.
New York: Guilford Press; 2005.

Thompson B. Ten commandments of structural equation modeling.
Reading and understanding MORE multivariate statitiscs. Washington:
Ed L Grimm & P.R Yarnold; 2000. p.261-84.

McDonald RP, Ho MH. Principles and practice in reporting structural
equation analyses. Psychol Methods. 2002;7:64-82.

Hooper D, Coughlan J, Mullen MR. Structural equation modelling:
guidelines for determining model fit. EJBRM. 2002;6:53-60.

Together for Short Lives. Children’s palliative care definitions. 2014.
[cited 2019 Nov 02]. Available from: http://www.together for shortslives.
org.uk/profession-als/childrens_palliative_care_essentials/definitions.
SharmaR, Sharma G, Sharma D, Kumar P, Sharma J. To assess the need
of palliative care in children with life limiting diseases using Paediatric
Palliative Screening scale (PaPaS Scale). JMSCR. 2018;06:191-7.
Song |G, Kwon SY, Chang YJ, Kim MS, Jeong SH, Hahn SM, et al.
Paediatric Palliative Screening scale as a useful tool for clinicians’
assessment of palliative care needs of pediatric patients: a retrospective
cohort study. BMC Palliat Care. 2021;20:73.

www.actamedicaportuguesa.com

ARTIGO ORIGINAL



