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Identification
O

utreach and
 

screening
Included

Datasets (n = 9)
- Word of mouth = 1 
- EORTC QLG = 5
- EORTC QLD = 1
- Expert network = 2

N
egotiations and
ethics review

Datasets (n = 26)

Datasets (n = 6)
- NKI
- OPTIMUM
- UMBRELLA
- Kufstein
- AMAROS
- VERDI

Excluded (n = 17)
- Missing timeline = 3
- Missing key variables = 3
- Data protection related = 3
- No resources = 2 
- Competing project = 2 
- Other reasons = 4

Sources
- EORTC QLG = 10
- EORTC QLD = 1
- Expert network = 6
- Vivli = 5
- Project Data Sphere = 1
- Literature = 2
- Word of mouth = 1

Ongoing (n = 3)
Data transfer = 1
Data protection

approval = 1
Steering commitee approval= 1
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QoL assessment timepoints in months since diagnosis

Month

Fr
eq
ue
nc
y

0 20 40 60 80 100 120

0
50
0

10
00

15
00

T. G. W. van der Heijden et al. ESMO Real World Data and Digital Oncology

Volume 9 ■ Issue C ■ 2025 https://doi.org/10.1016/j.esmorw.2025.100172 5



<

>

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

•

ESMO Real World Data and Digital Oncology T. G. W. van der Heijden et al.

6 https://doi.org/10.1016/j.esmorw.2025.100172 Volume 9 ■ Issue C ■ 2025



€

T. G. W. van der Heijden et al. ESMO Real World Data and Digital Oncology

Volume 9 ■ Issue C ■ 2025 https://doi.org/10.1016/j.esmorw.2025.100172 7



ESMO Real World Data and Digital Oncology T. G. W. van der Heijden et al.

8 https://doi.org/10.1016/j.esmorw.2025.100172 Volume 9 ■ Issue C ■ 2025



T. G. W. van der Heijden et al. ESMO Real World Data and Digital Oncology

Volume 9 ■ Issue C ■ 2025 https://doi.org/10.1016/j.esmorw.2025.100172 9



―

― ―

—

— —

—

—

—

— —

—

—

=

—

―

ESMO Real World Data and Digital Oncology T. G. W. van der Heijden et al.

10 https://doi.org/10.1016/j.esmorw.2025.100172 Volume 9 ■ Issue C ■ 2025


