Semi-Structured Interview Guide – English Version

Study: “A qualitative study on the real experience and healthcare needs of pregnant women undergoing intrauterine fetal therapy”

A. Opening Statement (read verbatim)

“Thank you for agreeing to speak with me. This interview is part of a research project that explores how women experience the diagnosis, decision-making and treatment when their baby needs therapy inside the womb. Everything you tell us will be kept confidential and used only for research purposes. The interview will last 30-60 min. You may stop at any time or skip any question you prefer not to answer. Do you have any questions before we begin?”

B. Core Topics & Guiding Questions

Topic 1 – Discovery Pathway for Fetal-Treatment Needs  

1.1 How did you first learn that your baby might need a procedure before birth?  

1.2 Who gave you the information and what exactly was said?  

1.3 What was your very first reaction—thoughts, emotions, bodily sensations?  

1.4 Which sources (doctors, family, internet, social media, support groups) did you consult to understand the problem?  

1.5 Did you feel the information was sufficient, clear and easy to understand? What else did you wish you had known at that point?

Topic 2 – Psychological Changes During Treatment  

2.1 Can you describe the emotions you experienced from the moment of diagnosis until today?  

2.2 Did those feelings change over time? What events or conversations triggered the biggest changes?  

2.3 How did you cope with fear, sadness, guilt, anxiety or hope?  

2.4 How did the experience affect your sleep, appetite, relationships or daily activities?  

2.5 Looking back, what psychological support (professional, family, peer) was most or least helpful?

Topic 3 – Expectations for Healthcare Providers  

3.1 What did you expect from your doctors and nurses before you met them?  

3.2 Which specific behaviours, words or attitudes helped you most?  

3.3 Were there moments when you felt unheard, rushed or confused? What happened?  

3.4 How involved did you want to be in the final treatment decision?  

3.5 If you could give one piece of advice to the medical team, what would it be?

Topic 4 – Physical Sensations During Treatment  

4.1 How did the procedure itself feel (pain, pressure, temperature, cramps, after-effects)?  

4.2 How long did any discomfort last and how did you manage it?  

4.3 Had anyone explained these sensations in advance? Was the explanation accurate?  

4.4 Were you worried that the physical experience might harm your baby?

Topic 5 – Concerns and Hopes Regarding Intrauterine Therapy  

5.1 What were your biggest fears before consenting to the therapy?  

5.2 Did those fears come true, or did new ones emerge?  

5.3 What positive outcomes did you hope for—immediately and in the long run?  

5.4 How do you now view the balance of risks versus benefits?  

5.5 What do you think ordinary people, media or policy-makers misunderstand about this treatment?

Topic 6 – Desired Assistance and Support  

6.1 What practical help (transport, finances, childcare, workplace leave) did you need most?  

6.2 What emotional or psychological support would have been useful but was missing?  

6.3 Who provided the strongest support—family, friends, professionals, peer groups?  

6.4 What information or services (written material, phone line, app, follow-up clinic, parent group) would you recommend for future mothers?  

6.5 If you could design the “ideal care pathway” from diagnosis to discharge, what would it include?

C. Closing Question

“Is there anything else you would like to share that we have not discussed? Your perspective will help us improve care for other families.”
