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Table S1: Overview of all PROMs that are currently used for the Chronic Kidney Disease group and

the Kidney Transplantation group at the pediatric nephrology department of the Emma Children’s

Hospital.
Proxy-report Self-report
Age range 0-1 year 2-7 years 8-11 years 12-15 years 16-18 years Frequency
Informed consent Parent Parent Parent Parent + Child Child Once

PROM

Parent about self

Parent about self

Sociodemographic

Symptoms of

Sociodemographic

Sociodemographic

1x per 2 years

distress DT-P DT-P Once a year
PROM Parent about child Child about self

. PedsQL / .
HRQoL child TAPQOL TAPQOL* PedsQL Each visit
HRQoL PedsQL -
(Transplantation) NA Transplant PedsQL Transplant Each visit
Skill for growing up NA Once a year
Pmb_'e”?S with Problems with medication Problems with medication Each visit
medication
Therapy compliance Therapy compliance Therapy compliance Each visit
Medication & NA Medication & appearance Each visit
appearance
School NA School Each visit

* In 2018, the TAPQOL was replaced by the PedQL 4.0 (2-4) and PedsQL (5-7) for patients aged 2-5 years.

For each age group using the PedsQL questionnaires, age-specific PROMs are provided (PedsQL 2-4 years, PedsQL 5-

7 years, PedsQL 8-12 years, and PedsQL 13-18 years). PROMs measuring disease-specific HRQoL concerning

transplantation are only completed by patients who underwent a kidney transplant. The PROM measuring problems

with medication is only completed by the Chronic Kidney Disease group. HRQoL = Health-related quality of life; NA

= Not applicable; DT-P = Distress Thermometer for Parents, PedsQL = Pediatric Quality of Life Generic Inventory 4.0;

PROM = Patient reported outcome measure; TAPQOL = TNO-AZL Preschool children Quality Of Life.



