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Topic list for interviews1
Questions that were added after the initial interviews are underlined

Opening questions: 
1) Please tell me a bit about yourself
2) Type of haemophilia
Questions below were phrased as ‘In the past…. How is that going now?’ and ‘Some people say they need a change, others are satisfied with the way things are. How is that for you?’

	Past
· History of disease
Co-infections, inhibitors
Can you feel the start of a bleed?
· History of treatment
Treatment schedule
· What went well / bad?
· Do you still notice the consequences?
Impact on daily life
View on treatment
	Today
· How do you experience your current treatment?
Impact on daily life
Treatment of the consequences of haemophilia (e.g. physiotherapy)
Costs 
· What goes well / bad?
Needle fear
Adherence
Specific situations
Advice on lifestyle (agreement?)
Logbook
Social life
· Freedom of choice in treatment
Who decides?
Relationship treating physician (has it changed?)
Does care provider share knowledge / provide information?
· Which aspect of treatment would you change?
With whom to share this?
In contact with other patients?
	Future
· Opinion new therapies
What do you need? (mechanism, mental health, clinic review)
Reasons whether or not to switch
Other needs?
· Knowledge of new treatments
Source of information
Information needs
Influence of treating physician
· Willingness to participate in research 
· Ageing independently
What do you need for that?


 
Ending questions:
Looking at the past, the present and future, what advice would you give to drug development companies?
Information about respondent (age, education, which treatment centre, member of Patients Society)

[bookmark: _GoBack]1Because of the exploratory nature of this study, the topic list contains more questions than can be addressed in the paper. In the results section, we focus on the topics most relevant to the research question. 
