Additional file 3: Interview guide, translated in English, originally in Dutch


Telephone interview Consent upon arrival

'Good afternoon/good morning, this is [name] from the Antoni van Leeuwenhoek. 
I am looking for: [Mr/Mrs] ……………………………………………………….

I am calling you to ask you some questions. The questions are not about your health but about your registration at the hospital. Is it a convenient time to call you now?

· No
Could I call you back soon?
Call back on: ………………………………………………………………
(note in call appointment overview)

· Yes
You recently visited the Antoni van Leeuwenhoek. An employee registered your details on this day. During this conversation, for example, your address and insurance details were checked. Since a couple of weeks, during this conversation, these employees ask consent to use data and biosamples for scientific research. We are now calling several patients to check whether this new question is being asked correctly.

Would you mind if I asked you some questions about this? This takes 5 to 10 minutes.

· No
Okay. May I note a reason for this?

……………………………………………………………………………………………………………………………….
Then we'll leave it at that. In any case, thank you very much and have a nice day!

· Yes
Good. We want to hear your opinion so there are no right or wrong answers. The results are used to improve the new procedure. The results can also be published in an article in a scientific journal. You are not recognizable in this.

Do you mind if I record the conversation? After finishing the research, we delete the recording. 
As I just explained, we have recently started asking consent for scientific research. This concerns consent for use of data and biosamples that the hospital collects from you for your treatment and diagnosis. Before you visited the hospital, you may have also received a brochure on this subject entitled 'Use data and biosamples for scientific research'.


1: Do you remember the brochure?
· Yes (→ go to 2)
· No (→ go to 4)

2: Did you read the brochure? Completely or partly?
· Yes, completely
· Yes, partly
· No

3: What did you think of the brochure? (content and lay-out)

……………………………………………………………………………………………………………………………….

4: Do you remember that the employee asked you whether the AVL may use your data and biosamples for scientific research?
· Yes
· No (→ go to 12)

5: Did you have sufficient information to be able to make a decision?
· Yes (→ go to 7)
· No 

6: Which information was missing?

……………………………………………………………………………………………………………………………….

……………………………………………………………………………………………………………………………….

7: Do you remember what decision you made?
· I gave consent (→ go to 8)
· I gave no consent (→ go to 8)
· I did not make a decision (→ go to 9)

8: We have noticed that people can have different reasons for giving or not giving consent/not yet registering a decision. What were your reasons?
……………………………………………………………………………………………………………………………….

……………………………………………………………………………………………………………………………….

· Go to 13

9: Was it a conscious decision not to provide an answer (yet)?
· Yes (→ go to 10)
· No (→ go to 11)


10: We have noticed that people may have different reasons for not (yet) registering their decision. What were your reasons?

……………………………………………………………………………………………………………………………….

……………………………………………………………………………………………………………………………….

	Be aware: for interviewees who are in doubt, no decision can also mean no consent! Try to find out if this is the case.




11: Do you plan to register your decision later? 
· Yes (→ go to 12)
· No (→ go to 13)
· I don’t know (→ go to 13)


· In case the consent question was not asked during intake
12. If you were asked the question today, what decision would you make?
· I give consent (→ go to 8)
· I give no consent (→ go to 8)
· I don’t know

13. Do you have any further questions or comments about this subject?

……………………………………………………………………………………………………………………………….

……………………………………………………………………………………………………………………………….

Thank you very much for your time! Have a good day.


[bookmark: _GoBack]
	What if the patient now wants to inform us of his decision?

"OK good to hear! I will ensure that your decision is registered. Thank you."
→ Note: patient number and decision
→ Send brochure? Then write down the address.
Inform the health care employee that they should note in the free text field that it was reported by telephone during this research project.

…………………………………………………………………………………………………………………………
…………………………………………………………………………………………………………………………




	Scientific research and diagnostic examination 
[In Dutch, the words ‘examination’ and ‘research’ are the same.] If there is uncertainty about the difference between scientific research and diagnostic examination: 'Scientific research is not the examination that the doctor conducts, but the research that researchers do to gain more knowledge about cancer and eventually, to improve care.'




