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· Think about the best experience you had with your child with Sanfilippo in the last week. Is anyone willing to share this experience?  

· What are the symptoms of Sanfilippo syndrome that have the largest impact? 

· First, I’m going to ask you to think about the symptoms that have the biggest impact on your child; then we’ll talk about symptoms that have the biggest impact on you as the parent; then your whole family. 
· Let’s start with impact on our child. Does anyone want to start by describing the symptom that has the biggest impact on your child? 
· Proceed to discuss impact on parent participant and on family.
· Probe: How have these symptoms you just identified changed over time, i.e., with Sanfilippo disease progression? As your family has adjusted over time?

· Assuming there is no complete cure for Sanfilippo, what specific things would you look for in an ideal treatment for your child’s condition? 
· How optimistic are you that this will happen? 

· If a new treatment could help, but not cure, your child’s Sanfilippo syndrome, which symptoms would be the most important to address right now? Why?
· Probe: What is the smallest change in your child’s symptoms that would be meaningful to your child? To you as the parent? To your entire family?
· Probe: Think about how you would have answered this question a few years ago. Would your answer be the same or different?

· Think about the symptom(s) you’ve just described. Are those the same or different than the most challenging part(s) of Sanfilippo for you as the parent?

· When you are feeling optimistic, what do you hope for your child beyond improved treatment?

· Close: Minimally-structured follow up of previously-identified new topic areas; ask participants to raise or expand upon related topics 
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