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Abstract

Original Article

introduction

Pediatric palliative care (PPC) is an interdisciplinary care 
that aims to improve the quality of life (QOL) of all children 
with chronic and life-threatening conditions as well as their 
families.[1,2] In pediatric patients with cancer, ideally, PC 
should be introduced from the beginning of the treatment and 
run alongside the disease care.[3,4] Late initiation of palliative 
care is often associated with lower QOL.[5-7] Regardless of the 
disease, physicians identify the need for PC using palliative 
screening tools. To date, it is still uncertain whether pediatric 
patients with cancer are suitable to have the general palliative 
scales applied.[4]

Paediatric Palliative Screening Scale (PaPaS Scale) is one of 
the screening tools designed to identify children with palliative 
needs. It consists of a series of questions in five domains, which 
are almost the same domains described in the spectrum of 
needs framework.[2] The goal of palliative care is to improve 
QOL and it is worth noting that QOL should be considered 
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in making decision when PC referrals should be made.[6] This 
study is aimed to describe the use of the PaPaS Scale and its 
depiction to the QOL of children with malignancies. The result 
of this study is expected to highlight the importance of specific 
screening tools for pediatric cancer patients and to emphasize 
the urgency of early PC integration for all pediatric cancer 
patients, with no further delay due to the unfulfilled scores in 
the screening tools.

subJects and methods

A cross-sectional study conducted in sixty children age 
2–18 years with malignancies who were referred to the 
palliative team in Cipto Mangunkusumo Hospital, Jakarta. 
Patients were recruited through consecutive sampling during the 
study period from January 2019 to June 2019. PaPaS Scale and 
QOL (using PedsQLTM cancer module 3.0) were assessed at the 
same time. PaPaS scale was done by the doctor and palliative 
team. The assessment of QOL was done by parents/patients.

Measurement of quality of life
Quality of life was measured using PedsQLTM cancer module 
3.0 that consisted of eight dimensions. Each dimension 
consisted of several items to be answered. Item scaling was 
answered in a 5-point Likert scale from 0 (Never) to 4 (Almost 
always). Scores are transformed to a 0–100 scale. Items are 
reversed scored and linearly transformed to a 0–100 scale as 
follows: 0 = 100, 1 = 75, 2 = 50, 3 = 25, and 4 = 0. If more 
than 50% of the items in the scale are missing, the scale 
scores should not be computed. The mean score is the sum 
of the items over the number of items answered. A total score 
is acquired by summing of all the items over the number of 
items answered on all the scales. Higher scores indicate lower 
problems. Cutoff points of 67 for parent–proxy report and 
68.9 for self-report were used, those who have scores <67 
and <68.9 were grouped as low QOL group (Varni, 2005).[8] 
The module is divided into parent–proxy report and self-report 
based on the age group (2–4 years, 5–7 years, 8–12 years, 
and 13–18 years).

Measurement of Paediatric Palliative Screening scale
PaPaS was measured using the PaPaS scale that consisted of 
five domains: estimated life expectancy, expected outcome of 
treatment directed at the disease, performance status, symptom 
and problem burden, preferences of the patient, family, or 
health-care professional. Each domain was further divided into 
two to five questions (items) for a total of 13 items. Each item 
provided at least two choices (scored 0–4). Higher individual or 
total scores indicate a greater need for PPC. Palliative score was 
divided into three groups: (1) no palliative care needs (score 
10–14), (2) considered palliative care (15–24), and (3) need 
for palliative (≥25).

Statistical analysis
Differences between palliative score and QOL were analyzed 
using Chi-square and Fisher tests. Data are presented using 
charts and divided based on QOL questionnaires: parent–proxy 
report and child report.

results

Sixty children were recruited during the study period. They 
were referred to palliative team due to certain condition during 
treatment and or hospitalization which considered to need PC. 
All of them were then assessed by physicians and palliative 
team, including scoring with PaPaS scale. Participants’ 
characteristics are provided in Table 1.

The assessment of the QOL and PaPaS scale was done in the 
initial evaluation for all participants. From 60 participants, 
38 children (63.3%) have score 10–14, 14 children (23.3%) 
have score 15–24, and 8 children (13.3%) have score ≥25. 
This showed that when a child is considered to need PC due 
to certain conditions, the PaPaS score is still low. Further 
assessment that associate with QOL showed that children who 
have lower QOL based on parent–proxy report (<67) were 24 
children, consist of 15 children (62.5%) with score 10–14, four 
children (16.7%) with score 15–24, and five children (20.8%) 
with score ≥25. Children with higher QOL (17 children) 
consist of 11 children (64.7%) with score 10–14, four 
children (23.5%) scores 15–24, and two children (11.7%) with 
score ≥25 [Figure 1a].

In the self-report, children with low QOL (eight children) consist 
of four children (50%) with score 10–14, four children (50%) 
with score 15-–24, and no children with score ≥25. Children 
with higher QOL (11 children) consist of eight children 
(72.2%) with score 10–14, two children (18.2%) with scores 
15–24, and one child (9.1%) with score ≥25 [Figure 1b]. 
Statistical analysis showed no correlation between PaPaS 
score and QOL of children with malignancies in parent–proxy 
report (P = 0.89) and self-report (P = 0.37), respectively.

Table 1: Characteristics of patients

Characteristic n (%)
Gender

Male 35 (58.3)
Female 25 (41.7)

Age (years)
2-4 19 (31.7)
5-7 9 (15)
8-12 18 (30)
13-18 14 (23.3)

Diagnosis
Lymphoma 2 (3.3)
Leukemia 29 (48.3)
Solid tumor 29 (48.3)

Disease duration (years)
<1 40 (66.7)
≥1 20 (33.3)

End-of-life period
Yes 10 (16.7)
No 50 (83.3)

Chemotherapy
Yes 53 (88.3)
No 7 (11.7)
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Among the variables, we analyzed three variables which 
possibly affected QOL the most. From parent–proxy report, 
there was no association between the disease duration, 
end-of-life period, and chemotherapy treatment with QOL 
of cancer child [Table 2] as well as in the self-reported 
module [Table 3]. Children with less duration of the disease 
do not tend to have higher QOL, likewise, not all children 
who are not in the end-of-life period tend to have better QOL.

discussion

Different from the adult, PPC is generally delivered over 
a longer time frame and for a wider range of conditions.[9] 
Palliative care is provided to children with life-threatening 
or life-shortening conditions with a wide range of diagnoses, 
and there is an overlap with those with severe disabilities and 
complex needs.[10] It was estimated that globally 7 million 
children and their families required specialized palliative 
care.[11] Based on the mortality data, it was estimated 
that children aged 0–14 years constitute 6% of the global 
end-of-life care burden (i.e., nearly 1.2 million individuals).[12] 
Given the prevalence of life-limiting and life-threatening 
diseases, many of these children and young people will require 
PC services to manage over 370 International Classification of 
Diseases-10 diagnostic identified as eligible for the provision 
of PC.[13]

It has been acknowledged that PPC should be integrated into 
other aspects of pediatrics to make it effective.[14,15] However, 

in fact, the data revealed PC discussion does not occur until late 
in the illness trajectory, and PC does not begin until close to 
the time of death. Delays occur both at first PC discussion and 
PC initiation. Efforts for early PC integration must recognize 
the complex determinants of PC utilization across the illness 
timeline.[3]

Identifying children who are most likely to benefit from PPC 
is a great challenge. Referrals typically occur late in the illness 
trajectory with many children who would benefit not referred 
at all. Often, the referral was done by a single assessment 
when physicians believe that the children need PC due to 
certain conditions, such as chronic pain, end of life, dying, 
and dyspnea. This understanding of PC only for those in 
the end-of-life period and dying may be a modifiable factor 
relevant to late and nonreferral.[16] Various approaches have 
been used to identify appropriate patient populations who 
will be benefit from PC. Those instruments aim to support 
health-care professionals in identifying children with PC needs 
more accurately

PaPaS Scale is a more comprehensive European instrument 
that currently been used in several countries. It is based on five 
domains: trajectory of disease and impact on daily activities, 
expected outcome of disease-directed treatment and burden of 

Table 3: Association between variables and quality of life 
based on self‑report

Variable QOL P

High, n (%) Low, n (%)
Disease duration (years)

<1 6 (54.5) 5 (45.5) >0.999
≥1 5 (62.5) 3 (37.5)

End-of-life period
Yes 2 (66.7) 1 (33.3) >0.999
No 9 (56.2) 7 (43.8)

Chemotherapy
Yes 10 (55.6) 8 (44.4) >0.999
No 1 (100) 0 (0)

QOL: Quality of life

Table 2: Association between variables and pediatric 
palliative screening score based on parent‑proxy report

Variable QOL P

High, n (%) Low, n (%)
Disease duration (years)

<1 12 (41.4) 17 (58.6) >0.999
≥1 5 (41.7) 7 (58.3)

End-of-life period
Yes 3 (42.9) 4 (57.1) >0.999
No 14 (41.2) 20 (58.8)

Chemotherapy
Yes 15 (42.9) 20 (57.1) >0.999
No 3 (33.3) 4 (66.7)

QOL: Quality of life
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Figure 1: (a) Proxy-reported quality of life and Paediatric Palliative 
Screening score. (b) Self-reported quality of life and Paediatric Palliative 
Screening score
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treatment, symptom burden, preferences of patient, parents or 
health-care professional, and estimated life expectancy. Early 
validation of this tool has yielded promising results, and it 
may indeed become a lever to support timely referrals.[5,17] 
Despite this palliative screening tools were intended for a 
broad spectrum of life-limiting or life-threatening diseases, 
and especially for children, it consists of chronic disease too. 
This wide range of diagnosis made those instruments often 
could not provide a general assessment of PC needs for some 
illness like oncology. Data showed that despite efforts to 
spur earlier initiation, many pediatric oncology patients do 
not receive any PC service, and those who do predominantly 
receive it near the time of death.[3] This condition is opposite 
to the main purpose of PC, which helps us to ensure a better 
QOL for children.

In this study, we found that there was no correlation between 
PaPaS score with the QOL of children with malignancies. This 
result showed that in pediatric oncology patients, QOL tends to 
be decreased as the illness goes on. Lower PaPaS score does 
not depict a better QOL in cancer children. Cancer children 
will have a disturbance in QOL since the first time of diagnosis, 
with the peak decrease on the 3rd month until the 5th month of 
diagnosis. Impaired QOL can be due to various factors, such 
as initial shock to the diagnosis and long treatment, followed 
by overprotective environment that limits the QOL.[18] This 
study supports the integration of PPC in oncology patients 
along the standard treatment of the disease. Different from 
other life-limiting diseases, PC should be considered since 
the beginning of diagnosis in all children with malignancies 
without exception.

conclusion

Children with malignancies already had lower QOL despite the 
low PaPaS scale they had. This study support the provision of 
early palliative intervention, starting with a small proportion 
of intervention to improve the QOL of cancer child.

Acknowledgment
The authors would like to thank all palliative team at Cipto 
Mangunkusumo Hospital who help to gather data and make 
the assessment.

Financial support and sponsorship
Nil.

Conflicts of interest
There are no conflicts of interest.

references
1. Levine DR, Johnson LM, Snyder A, Wiser RK, Gibson D, Kane JR, 

et al. Integrating palliative care in pediatric oncology: Evidence for an 
evolving paradigm for comprehensive cancer care. J Natl Compr Canc 
Netw 2016;14:741-8.

2. 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.

3. Cheng BT, Rost M, De Clercq E, Arnold L, Elger BS, Wangmo T. 
Palliative care initiation in pediatric oncology patients: A systematic 
review. Cancer Med 2019;8:3-12.

4. Maas EA, Murray SA, Engels Y, Campbell C. What tools are available to 
identify patients with palliative care needs in primary care: A systematic 
literature review and survey of European practice. BMJ Support Palliat 
Care 2013;3:444-51.

5. Friedel M, Aujoulat I, Dubois AC, Degryse JM. Instruments to measure 
outcomes in pediatric palliative care: A systematic review. Pediatrics 
2019;143:1-22.

6. Kang TI, Munson D, Hwang J, Feudtner C. Integration of palliative care 
into the care of children with serious illness. Pediatr Rev 2014;35:318-25.

7. Davis MP, Temel JS, Balboni T, Glare P. A review of the trials which 
examine early integration of outpatient and home palliative care for 
patients with serious illnesses. Ann Palliat Med 2015;4:99-121.

8. Varni JW, Burwinkle TM, Seid M. The PedsQLTM as a pediatric 
patient-reported outcome: Reliability and validity of the PedsQLTM 
measurement model in 25000 children. Expert Rev Pharmacoeconomics 
Outcomes Res 2005;5:705-19.

9. Spathis A, Harrop E, Robertshaw C, Elverson J, Lapwood S. Learning 
from paediatric palliative care: Lessons for adult practice. Palliat Med 
2012;26:777-9.

10. Fraser LK, Miller M, Hain R, Norman P, Aldridge J, McKinney PA, 
et al. Rising national prevalence of life-limiting conditions in children 
in England. Pediatrics 2012;129:e923-9.

11. Rushton C, Caitlin A. Paediatric palliative care: The time is now. Pediatr 
Nurs. 2002;28:57-60.

12. Downing J, Powell RA, Marston J, Huwa C, Chandra L, Garchakova A, 
et al. Children’s palliative care in low-and middle-income countries. 
Arch Dis Child 2016;101:85-90.

13. Hain R, Devins M, Hastings R, Noyes J. Paediatric palliative care: 
Development and pilot study of a ‘directory’ of life-limiting conditions. 
BMC Palliat Care 2013;12:43.

14. Feudtner C, Kang TI, Hexem KR, Friedrichsdorf SJ, Osenga K, Siden H, 
et al. Pediatric palliative care patients: A prospective multicenter cohort 
study. Pediatrics 2011;127:1094-101.

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

16. Twamley K, Craig F, Kelly P, Hollowell DR, Mendoza P, 
Bluebond-Langner M, et al. Underlying barriers to referrals to paediatric 
palliative care services: Knowledge and attitudes of healthcare professionals 
in a tertiary care centre in the UK. J Child Health Care. 2014;18:19-30.

17. Harrop E, Edwards C. How and when to refer a child for 
specialist paediatric palliative care. Arch Dis Child Educ Pract Ed 
2013;98:202-8.

18. Vlachioti E, Matziou V, Perdikaris P, Mitsiou M, Stylianou C, Tsoumakas K, 
et al. Assessment of quality of life of children and adolescents with cancer 
during their treatment. Jpn J Clin Oncol 2016;46:453-61.


