Appendix A: Flowchart of all eligible HNC patients and caregivers and reasons for non-participation

Also published in our previous article van Hof et al. [18].

NET-QUBIC patients

NET-QUBIC dyads
(informal caregiver + patient)

BASELINE ASSESSMENT

NET-QUBIC dyads

PROMs available
N =234

3 MONTHS FOLLOW-UP

PROMs available

Total response rate = 84%
Response rate dyads both alive = 86%

6 MONTHS FOLLOW-UP

PROMs available
N=172

Total response rate = 74%
Response rate dyads both alive = 77%

12 MONTHS FOLLOW-UP

PROMs available
N =161

Total response rate = 69%
Response rate dyads both alive = 76%
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24 MONTHS FOLLOW-UP
PROMs available
N =136

Total response rate = 58%
Response rate dyads both alive = 68%

No participating informal caregivers (n = 477)

Dropped-out (n = 9):

Drop-out patient: physical reasons (n = 1)
Drop-out patient: psychological reasons (n =2)
Drop-out patient: logistic reasons (n = 1)
Drop-out caregiver: no time (n = 1)

Drop-out careqiver: unknown (n = 4)

Dropped-out (n = 46):

Patient died (n = 4)

Caregiver died (n = 1)

Drop-out patient: physical reasons (n = 2)
Drop-out patient: psychological reasons (n =3)
Drop-out patient: logistic reasons (n = 2)
Drop-out patient: does not feel like it (n = 2)
Drop-out patient: unknown (n = 3)

Drop-out caregiver: psychological reasons (n = 2)
Drop-out caregiver: no time (n = 2)

Drop-out caregiver: logistic reasons (n = 9)
Drop-out caregiver: does not feel like it (n = 2)
Drop-out caregiver: relationship changed (n = 1)
Drop-out caregiver: unknown (n = 13)

Missing data M3 (n = 11)

Dropped-

out (n = 21):

Patient died (n = 5)

Drop-out patient: does not feel like it (n = 1)
Drop-out patient: unknown (n = 1)

Drop-out caregiver: physical reasons (n = 1)
Drop-out caregiver: no time (n = 1)

Drop-out caregiver: logistic reasons (n = 4)
Drop-out caregiver: does not feel like it (n = 4)
Drop-out caregiver: unknown (n = 4)

Missing data M6 (n = 14)

Dropped-out (n = 18):

Patient died (n = 7)

Drop-out patient: physical reasons (n = 3)
Drop-out patient: psychological reasons (n = 1)
Drop-out caregiver: does not feel like it (n = 1)
Drop-out caregiver: unknown (n = 6)

Missing data M12 (n = 7)

Dropped-out (n = 23):

Patient died (n = 6)

Caregiver died (n = 1)

Drop-out patient: physical reasons (n = 3)
Drop-out patient: psychological reasons (n = 2)
Drop-out caregiver: physical reasons (n = 2)
Drop-out caregiver: does not feel like it (n = 1)
Drop-out caregiver: unknown (n = 8)

Missing data M24 (n = 9)





