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Online Resource 1. Semi-structured interview guide
[Introduction]

Good morning/afternoon, | am [name]. You have just had your booking appointment with the
midwife, could I ask you a few questions regarding this in the context of a study?

[If yes, thank you very much for your cooperation. We could take a seat over here to talk in
private. If not, could you maybe briefly indicate why you don 't want to participate?]

[Note. When a pregnant woman brings her partner, indicate that you have some questions for
her. Ask the partner if he/she wants to join as well. If yes, clearly state this in the
documentation.]

May | congratulate you with your pregnancy? Is it your first pregnancy? How are you feeling?
Thank you for participating in this conversation, it will take approximately 20 minutes. I will
first explain why I would like to speak with you.

We are collaborating with the midwife, and the conversations we have aim to identify what
people know about sickle cell, and testing for this purpose. | am curious to know whether you
have heard about this, and what you know about it.

e | am looking for your opinion; there are no right or wrong answers.

e Everything you tell me during this conversation will be treated confidentially, and will
not be discussed with your midwife. This conversation will be processed into a report;
your name and other personal details will not be included.

e With your permission, this conversation will be audio recorded in order to process and
analyze it properly. The records will be destroyed after processing.

e At the end of the conversation, you will receive a gift voucher to thank you for your
time.

Do you have any questions at the moment? Then | would like to ask you to sign this informed
consent form.

[Signing of the informed consent form]

| would like to start with the questions now.

[Start audio recording]



[Questions]
Information about hemoglobinopathies (HbP) during counseling with midwife.

1. Did your midwife just explain something to you about sickle cell and/or thalassemia
and being a carrier?

a. If yes, what did your midwife tell you? Can you tell me something about that?

b. Do you know what it means when you and your partner are both carriers of
sickle cell? Can you tell me something about that? What do you know about
that?

c. Areyou satisfied with the information the midwife gave you? Why, why not?

d. What other or additional information would you have liked to receive? What
other questions do you have?

Familiarity with HbP

2. Had you ever heard about sickle cell disease or thalassemia before?
a. If yes: what do you know about this?

3. Did you know that people from Africa, Surinam, Antilles, and the Caribbean have an
increased risk of being a carrier of sickle cell?

4. Do you know someone with sickle cell?
a. Ifyes, who (family/friends)?

5. To what extent has this topic been discussed in your family, or with others? Why/why
not?

6. In your opinion, to what extent is it possible to have a good life with
hemoglobinopathies? Why/why not?
a. Do you know how a child gets an HbP? Can you explain that?
b. Do you think you have a chance of being a carrier of an HbP or of having a
child with an HbP? Why/why not?

Carrier screening

7. To find out whether there is a chance of having a child with an HbP, there are tests
available. Did your midwife tell you something about this? Or was this test offered to
you?

a. Areyou having a test to find out you are a carrier? Why/why not?
b. What are you going to do with the test results?



8. What have you been told that you can do when the test shows that you are a carrier of
an HbP?
a. To what extent did your midwife tell you something about the possibility to test
the baby’s father? Can you tell me something about that?
Do you think that you would have the baby s father tested? Why/why not?
Do you think the baby’s father wants to get tested? Why/why not?

9. Suppose you and the baby’s father are both carriers of sickle cell.
a. What would you do with the results?
In what way do you think this might affect your baby?
Do you know how you can find out whether your baby has an HbP?
Would you consider this test to examine the baby? Why/why not?
What is your opinion about termination of pregnancy (abortion) in the case of
HbPs?
f.  Would you consider this yourself if you find out your baby has an HbP?
Why/why not?

T oo o

10. What do you think about having this test during your pregnancy?

[Closure]
To conclude, | have a few more questions.
= How old are you?
»= How many weeks are you pregnant?
= |s this your first pregnancy? If not, how many children do you have?

= Where were you born? Where were your parents born? And your partner?

= |s there anything I forgot to ask that you think should be discussed?
= Do you have any questions?

I would like to thank you very much for this conversation!

[Turn audio recorder off, and hand over the gift voucher]



