Appendix 1 - Interview Guide

Communication in Consultations on Congenital Heart Defects: Semi-Structured Interview

Research Objective: To understand the process and content of conversations between physicians and families regarding congenital heart defects. We acknowledge the diversity in these encounters—their timing, the characteristics of the families involved, and the nature of the cardiac condition. However, beyond this diversity, it is essential to further understand these encounters: the topics that arise, how they are conducted, and your experiences and insights.

Professional Background and Career Paths:
· Describe your personal background and professional journey into pediatric cardiology

Mapping the Encounters
· What types of encounters with parents do you have? (Consider timing, type of defect, location—community clinic/hospital/home visit when delivering news)
· How are these encounters conducted? (Location, duration, physician's attire, how the conversation starts, how you introduce yourself)
· Who participates in the conversation (father, mother, both parents, child, other relatives)? What is your stance on this? Is it important or necessary for both parents to be present at certain points?

Content of the Conversation
· What is discussed during the conversation?
· Do you gather information from the family about their family background, personal background, or history of cardiac illness?
· How do you present the information? (For example: technical aspects, information about the defect or cardiac condition, implications, support groups, emotional support services in the department)
· Does the nature of the conversation differ based on your perception of the parents' prior knowledge?
· How much detail do you provide about the expected cardiology/surgical course, prognosis, and potential complications (neurological, developmental, medication use)?
· How important is it to you that parents understand the defect, available treatments, and the expected life trajectory at this early stage? (Or do you prefer to focus on the immediate procedure/current status?)
· Are there unique considerations for conversations at different time points (e.g., during pregnancy)?
· To what extent do you perceive your role differently in various types of conversations?
· What do you think helps parents during these conversations? (For example: empowering statements, drawings/diagrams, specific phrases you use)
· Have you noticed terminology or statements that typically "startle" or elicit strong reactions from parents?
· Have you noticed terminology or statements that usually reassure parents?
· What message are you trying to convey to parents in these conversations? (To what extent do you emphasize optimism/pessimism/realism?) Do you use humor or dark humor?
· To what extent do you allow for questions—and at which stage(s) of the conversation? (Beginning, end, throughout)
· Do you use visual aids? (Printed diagrams, hand-drawn illustrations, models, presentations, videos)
· Do parents take notes during the meeting?
· How do you tailor conversations to the family's background? Do you adapt culturally—language, vocabulary (using terms from the parents' world)?
· How do you conclude the conversation?

Tools and Services
· Do you offer parents the option to connect with families with a similar condition or to join social network groups (to convey that they are not alone)?
· What tools do you offer parents to help them cope with raising a child with a cardiac defect?
· Do you provide follow-up contact information? If so, what type and how do you set boundaries (specific hours, etc.)?
· Do you provide your personal phone number? If so, how often do parents use it?

Gender Differences
· Do you think there is a difference between fathers and mothers in how they cope with a cardiac defect diagnosis? If so, does this affect how you conduct the conversation?
· How do you respond to certain reactions from mothers/fathers (crying, emotional distancing)?
· Are there other differences you've noticed?

Reflection
· Do you think initial conversations are particularly important or significant for the parents' and child's ability to cope with the defect?
· To what extent were you exposed to such conversations during your training? What models were you exposed to? Were there figures who influenced you to adopt certain approaches or make changes?
· What has been the hardest aspect of these conversations with parents?
· What has been the most meaningful or impactful aspect of a conversation with parents?
· How satisfied are you with the way you conduct these conversations?

