Table 1 Cohort characteristics
	Characteristic
	n
	%

	Age distribution
             <1year 
            1-<2 years 
2-4 years  
5-6 years 
7-10 years 
11-18 years
	
13
15
25
20
33
53
	
8.2
9.4
15.7
12.6
20.8
33.3

	ACT groups
1
2
3
4
	
38
44
36
41
	
23.9
27.7
22.6
25.8

	Country of residency
Luxembourg
Belgium
France
Germany
	
144
6
7
2
	
90.6
3.8
4.4
1.2

	Additional medical needs 
Enteral nutrition
Central line
Respiratory support
Peritoneal dialysis
	
45
27
22
2
	
28.3
16.9
13.8
1.3

	End of life*
	13
	8.2


* assessed using the “surprise question”: whether death within the next 12 months would be unexpected [11]

