Supplementary item 3: Survey

Patients’ perspectives on a drug safety monitoring system for immune-mediated inflammatory diseases based on patient-reported outcomes




Survey on patients’ experiences and preferences. The original questionnaire is in Dutch.

	How did you experience the Dutch Biologic Monitor?
Using this survey we would like to know how you experienced participating in the Dutch Biologic Monitor. What was positive, and what could have been better? Completion of this survey will take approximately ten minutes. This survey is not connected to previously completed questionnaires in the Dutch Biologic Monitor.



1. *Did you register an adverse drug reaction in one or more questionnaires? (multiple choice)
A. Yes
B. No
C. I don’t know
2. *How many questionnaires did you complete? (multiple choice)
A. 1 questionnaire
B. 2-5 questionnaires
C. 6-10 questionnaires
D. More than 10 questionnaires
E. I don’t know
3. *On average, how much time did you spend on completing one questionnaire? (multiple choice)
A. 1 minute
B. 5 minutes
C. 10 minutes
D. 15 minutes
E. 20 minutes
F. 25 minutes
G. 30 minutes
H. More than 30 minutes
I. I don’t know
4. *What did you think of the questionnaire duration? (multiple choice)
A. Very short
B. Short
C. Well-balanced
D. Long
E. Very long
F. No opinion
[Free-text field]
5. *I participated in the Dutch Biologic Monitor, because: (multiple select – max. 3)
A. my healthcare provider/hospital asked me to (via a letter, during an appointment, at the ambulatory care unit, at the pharmacy).
B. I often experience adverse drug reactions.
C. I would like to share my experience with my biological drug. 
D. I think that there is too little information about the adverse drug reactions (and long-term effects) of my biologic drug.
E. I like to participate in scientific studies.
F. I am worried about the safety of biological drugs.
G. I think that it is important to actively involve patients in studies focused on the safety of biological drugs.
H. [Free-text field]
6. *During registration, I received sufficient information concerning: (Likert scale)
I. the goal of the Dutch Biologic Monitor.
A. [bookmark: _Hlk64982332]Strongly agree
B. Agree
C. Neither agree nor disagree
D. Disagree
E. Strongly disagree
F. No opinion
[Free-text field]
I. what I could expect as a participant (such as the duration of the project, the questionnaire length and how my data is used). (Likert scale)
A. Strongly agree
B. Agree
C. Neither agree nor disagree
D. Disagree
E. Strongly disagree
F. No opinion
[Free-text field]
7. *You have received a questionnaire every two months. That equals to six times a year. How many questionnaires per year would you choose yourself? (multiple choice)
A. Once a year
B. Every six months
C. Every three months
D. Every two months
E. Every month
F. More than once a month
G. No opinion
8. *Currently you can only report an adverse drug reaction in the Dutch Biologic Monitor if you have received a questionnaire. Would you make use of the opportunity to complete a questionnaire when desired? (Likert scale)
H. Definitely
I. Probably
J. Maybe or maybe not
K. Probably not
L. Definitely not
M. No opinion
9. *Please indicate to what extent you agree or disagree with the following statements: (Likert scale)
I. I think that it was useful to participate in the Dutch Biologic Monitor.
A. Strongly agree
B. Agree
C. Neither agree nor disagree
D. Disagree
E. Strongly disagree
F. No opinion
[Free-text field]
II. I would recommend the Dutch Biologic Monitor to other patients.
A. Strongly agree
B. Agree
C. Neither agree nor disagree
D. Disagree
E. Strongly disagree
F. No opinion
[Free-text field]
III. I would like my medical specialist to receive my completed questionnaires, so that we can discuss the questionnaires together.
A. Strongly agree
B. Agree
C. Neither agree nor disagree
D. Disagree
E. Strongly disagree
F. No opinion
[Free-text field]
IV. I would like my pharmacist to receive my completed questionnaires, so that he or she can contact me concerning the adverse drug reactions.
A. Strongly agree
B. Agree
C. Neither agree nor disagree
D. Disagree
E. Strongly disagree
F. No opinion
[Free-text field]
10. *Please indicate to what extent you agree or disagree with the following statements:
I. When filling in the questionnaires, I could adequately remember what adverse drug reactions I had experienced.
A. Strongly agree
B. Agree
C. Neither agree nor disagree
D. Disagree
E. Strongly disagree
F. No opinion
[Free-text field]
II. When filling in the questionnaires, I could adequately recall what medicines I had used. 
A. Strongly agree
B. Agree
C. Neither agree nor disagree
D. Disagree
E. Strongly disagree
F. No opinion
[Free-text field]
11. *Did you miss certain questions or topics in the Dutch Biologic Monitor? (multiple choice)
A. Yes
B. No
C. I don’t know
If yes: what questions or topics? [free-text field]
12. *How burdensome was it for you to participate in the Dutch Biologic Monitor? (Likert scale)
A. Not burdensome
B. A little burdensome
C. Moderately burdensome
D. Very burdensome
E. Very much burdensome
F. No opinion
13. *What device did you mostly use to fill in the questionnaires? (multiple select)
A. PC/laptop
B. Tablet
C. Mobile phone
In case 13B was selected:
14. Did you ever complete one or more questionnaires on a tablet provided by your hospital? (multiple choice)
A. Yes
B. No
C. Not applicable
In case 14A was selected:
15. Did you ever experience problems when completing questionnaires on a tablet provided by the hospital? (multiple choice)
A. Yes
B. No
C. I don’t know 
If yes: What problems did you experience? [free-text field]
All respondents:
16. In which year were you born? (list)
17. What is your gender? (multiple choice)
A. Male
B. Female
18. What is your highest completed level of education? (multiple choice)
A. Primary school
B. Secondary school
C. Vocational education
D. Higher professional education
E. Academic
19. Did you complete the questionnaires by yourself, or together with a family member/companion/healthcare provider? (multiple choice)
A. Alone
B. Together
C. Sometimes alone, sometimes together
20. Do you have tips or suggestions for the Dutch Biologic Monitor? If yes, please explain your answer (free-text field)
21. Would you like to receive the results of this survey? (multiple choice)
A. No
B. Yes, my e-mail address is: [free-text field]


