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Moment of intake
Extracted consent decision
In- or excluded in analyses
All included
Intake between October 2018 and April 2025
Informed during intake, consent decision registered during intake extracted: 85,807 patients
Study component
Study component 1: consent decision registered during intake, included in analyses: 85,807 patients
Patients who did not respond during intake (back-up workflow)
Intake between May 2018 and December 2020
Informed during intake, final consent decision extracted: 31,894 patients
Informed with opt-out letter in May 2019: 31,131 patients
Intake before October 2018 but still scheduled for treatment and/or check-ups
Excluded:
· patients who had passed away before the GDPR had come into force*, had passed away before the opt-out letter was sent, or visited the hospital only once and had passed away without registering a decision (2,471 patients)
· patients who were under 18 years old or over 110 years old (45 patients)
· patients who had no appointments after GDPR came into force* (696 patients)
Study component 2: final consent decision, included in analyses: 59,813 patients






















Supplementary figure 1: Quantitative study components and number of included patients
The differences between the study components lies in the moment of registration of consent decisions: registration during intake versus final consent decision, which could be registered during intake but could also be later in time. 
*Patients who do not visit the hospital after the GDPR came into force, fall under the opt-out procedure that the AVL used before the GDPR came into force.



Selected patients: 78
Study component 4: add-on interview study.
Agreed to participate*: 25 patients, desired consent decision: 
· 19 consent
· 1 no consent
· 1 don’t know
· 4 unclear from interview
Selected patients: 50
4 not reached
4 deceased
4 too weak or too occupied with treatment
3 did not speak Dutch or English
7 refused without providing a reason
3 did not meet inclusion criteria cause there was no blood draw at hospital visit
Consent registered: 30
No consent registered: 21
No response registered: 27
4 not reached
1 deceased
3 not reached
1 deceased
1 refused
1 not reached
2 refused
1 did not meet inclusion criteria
Study component 3: main interview study. Included in analyses: 64 patients:
· 25 consent
· 16 no consent
· 23 no response
Excluded from analyses
Study component
Selected for interview study
In the add-on study, all selected patients gave consent for the blood biobank, but not the broad consent for residual biosamples and data
Intake between October and November 2018
Moment of intake
Intake between June 2020 and April 2021 (the 50 most recently registered patients who had not given consent for research with residual biosamples and data but had given consent for the blood biobank)





























Supplementary figure 2. Qualitative study components and number of included patients
*Two interviews were conducted with a relative that joined the patient during intake as well, once because the patient did not speak Dutch or English and once because the patient was intellectually disabled.


