Annexe n°2 : PaPaS Scale (Bergstraesser et al., 2014)

Tahle 4 Version 3 of the PaPas Scale

Domain and  ltem Characterstic Score
Item
numbers
Domain 1 Trajectory of disease and impact on dally activities of the child
1l Trajectory of disease and Impact on daily acthities of the  Stable o]
child {in compariscr with the child's own basefing) T .
fith refernce to the lat 4 week Slowly deteriorating without impact on daily activiies, | (]
Unstable il
With impact on and restriction of dally acthities.
Sianificant deterioration with severe restriction of dally 4[]
activities,
12 Increase of hospital adrmissions, (> 50% within 3months, ~ No 0[]
compared to previous periods) Yes 3(]
Domaln 2 Expected outcome of treatment directed at the disease and burden of treatment
2 Treatment directed 3t the disease, .5 curative, o]
{does not mean treatment of disease related complications, ) . .
such & pan,dysproes ot fatgue) P a];'ci?:tmds disease end prolongs life with good qualiy ! (]
...{0es ot cure or control but has a postive effect on 2]
qually of ife.
..does not control and has o effect on quaity of lle. 4[]
ol Burden of treatment, Ao or minimal burden of no treatment is envisioned, 00
{Burden means side effects of treatment and additional Lowlevel of burd 10
burdens such as stay in hospital in the patient’s or familys Vel ot urden
view) Medium level of burden [
High level of burden 4[]
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Domain3  Symptom and problem burden
3l Symptom intensity or difficulty of sympiom control Patient is asymptomatic o
the last 4
(v e st vl Syrptom{(s) are mild and easy to control 10
Any symgtom is moderate and conoliable 2]
Any symator s severe or difficult to control 4[]
funplanned hospitalisation or outpatient visis,
symptom crises)
i Psychological distress of patient related to symptoms Absent o]
Hild '
Moderate 20
Sianificant 4[]
33 Psychologica: distiess of parents or family related to Absent of]
symptoras and suffering of the child Mid I
Moderate 2]
Significant 4[]
Domaind  Preferances/needs of patient or parents
Preferences of health professional
4 Patient/parents wish to receive paliative care or formulate Mo 0t please
needs that are best met by pelliative care. answer 4.2
Yes 40donor
answer 4.2
42 You/your team feel that this patient would benefit fiom No 0f]
paliative care, Ves i
Table 4 Version 3 of the PaPaS Scale {Continued)
Daomain 5 Estimated fife expectancy
51 Estimated life expactancy Several years 0[] please
argwer 5.2
klonths to 1-2 years 100 please
arswer 5.2
‘Weeks to months 31 o nen
argwer 5.2
Drays 1o weeks 41 do nent
armwer 52
52 “oukd you be suepesed ¥ this child were 1a sudderiy digin Yes old
& months imed” o 20

Total soore:




