
	Supplementary Table 1. Parents’ semi-structured interview guide 
	
	

	Topic
	Questions and prompts 
	Initial interviews
	Follow-up interviews

	Introduction
	· Sometimes telling your story may bring up a range of feelings or memories. So, just before we get started I wanted to check in to see how you are feeling. On a scale of 0-10 where 0 is “None” and 10 is “Extreme” how much distress have you experienced this past week, including today? (followed by anxiety, depression, anger and need for help) [if >8, then conduct risk management assessment and further support referral]
· Do you have any questions? Please let me know if you are feeling distressed or would like to stop at any point.
	X
	X

	Getting to know you
	· Just to get to know you a little, could you tell me briefly a little about your child and their experience with being identified as having a genetic condition that puts them at increased risk of cancer?
· Is there anyone else in your family who is also known to have the same genetic condition that puts them at increased risk of cancer? 
	X
	

	Perspectives of SMOC Junior
	· Can you tell me a bit about your understanding of the key aims of SMOC Jnr and the procedures involved in participating?
· Who first approached you about becoming involved in the SMOC Jr study and how did you feel about it at the time? 
· Can you tell me about the process of deciding to enroll your child in SMOC Jnr? 
· Probe: Who was involved in making the decision? 
· Probe: Did you find the decision difficult to make? (if so, why? what were you weighing up?)
· What were your reasons for enrolling your child in the study? 
· Probe: What benefits did you expect/hope for? 
· Probe: Did you have any concerns? About the study? About particular aspects of the study? About the WB-MRI procedure? About the timing/frequency of tests? Other procedures/aspects? 
· Is anyone else in your family (adult or child) enrolled in a similar surveillance study? 
· Probe: can you share with me how this did or did not influence your decision to enroll your child in SMOC Jr.
	X
	

	Understanding of SMOC Junior
	· When you were making the decision whether or not to enroll your child in the SMOC Jnr study, how well do you feel you understood what was involved in participating? 
· How do you feel about the amount of information given to you about the SMOC Jnr?  
· Probe: Who gave the information? Would you have preferred to receive the information in a different way/at a different time? Who did you find helpful to discuss this study with before deciding to participate? Have you spoken to any other parent enrolled in the study?
· Were you satisfied with the amount of information you received about enrolling your child in surveillance/SMOC Jnr? If not, why? 
· Probe: Would you have wanted more or less information?
· Would you have liked additional resources about SMOC Jnr/ surveillance for children identified to have a genetic condition which puts them at increased risk of cancer? If yes, can you briefly describe what you would have liked. 
· Probe: what, how access.  
	X
	

	Expectations of surveillance
	· Thinking about your expectations of enrolling your child in SMOC Jnr, what do you think will be the advantages/benefits of participating?
· What do you think will be the disadvantages/drawbacks of participating? 
· Probe: do you have any concerns/worries about your child’s participation?
· How do you feel about the need for your child to undergo WB-MRI as part of the study?
· How likely do you think it is that your child will benefit from being part of SMOC Jnr? (6 point Likert scale where 0=no chance of benefit to 6=extremely likely/more than 90% chance of benefit)
· Do you expect participating in SMOC Jnr will impact on how you think about your child’s chance of developing cancer in the future? If yes, how? 
	X
	

	Perspectives of child
	· How involved was your child in making the decision to participate?
· How well does your child understand what is involved in the SMOC Jr study? 
· How well does your child understand why they are enrolled in the SMOC Jr study?
If the participant’s child is aware of being enrolled in SMOC Jnr: 
· Has your child expressed any thoughts/opinions about participating in surveillance/SMOC Jr study? 
· Probe: have they expressed any worries/concerns?
· Probe: have they expressed any thoughts on undergoing WB-MRI?
· Probe: have they expressed any thoughts about any of the other tests involved (e.g. involving needles)?
· Probe: have they expressed any hopes/expectations?
	X
	

	Getting to know your previous surveillance experiences
	· Could you tell me a little about your child and their experience with surveillance as part of the SMOC Jnr study?
· Probe: Have you/your child had surveillance prior to enrolling SMOC Jnr? How many times?
· Can you tell me about the most recent surveillance procedure your child underwent as part of the SMOC Jnr study? 
· Probe: type of procedure, timing of procedure. 
	X
	X

	Understanding your most recent surveillance experience
	· Can you tell me about the lead up to your child’s most recent surveillance procedure? 
· Probe: did parent have any particular challenges/concerns about the procedure in the lead up. 
· Probe: did your child express any concerns about the procedure in the lead up?
· Probe: how did you navigate communicating with your child about the procedure in the lead up?
· Probe: patient’s and parent’s thoughts/feelings/experiences in lead up. 
· What about during the procedure? Can you tell me about your experiences/your child’s experiences of the procedure itself. 
· Probe: did parent have any particular challenges/concerns about the procedure. 
· Probe: did child express any concerns about the procedure?
· Probe: patient’s and parent’s thoughts/feelings/experiences during procedure. 
· Probe: if WB-MRI – did your child require an anesthetic to undergo the procedure? What was your/your child’s experience of this?
· What about after the procedure? What was your experience of waiting to receive the results of the procedure? Was your child aware you/they were waiting for results? If so, how do you think they experienced this period of waiting? 
· Probe: any challenges/concerns. 
· Probe: did they receive incidental findings?
· Probe: patient’s and parent’s thoughts/feelings/experiences of waiting for the results.
· Have you received the results of the procedure? 
· If yes, can you tell me about receiving the results, and how this was for you?
· If yes, is your child aware of the result of the procedure? If so, how do you think this experience of receiving these results was for your child? 
· If yes, is there anything you would change about the way you received your results?
· Did you/your child use any particular coping strategies at any point during the process of your child undergoing this surveillance procedure?
· Thinking about this most recent surveillance procedure, was there anything your child’s medical team could have improved? 
· Are there any other supports/resources you/your child undergoing surveillance/other members of your family could have benefited from?
· Do you think undergoing surveillance has any impact on your awareness of your child’s risk of developing cancer? 
· Probe: if so, how/in what ways does surveillance impact this awareness?
· Do you think undergoing surveillance has any impact on your child’s awareness of their risk of developing cancer? 
· Probe: if so, if so, how/in what ways does surveillance impact this awareness?
	X
	X

	Final thoughts
	· What are your thoughts on future surveillance? Do you intend to continue your child’s surveillance as part of SMOC Jnr? 
· Probe: if yes, what are your reasons for continuing? 
· Probe: if no, what are your reasons for not continuing?
· Probe: if unsure, why are you unsure? 
· In terms of understanding your family’s experience of this recent surveillance event is there anything I have missed or anything else you think it would be important for us to know?
	X
	X

	Closing
	· Just to finish up I just wanted to ask you to rate how you are feeling for me, just like as did at the start of the interview. On a scale of 0-10 where 0 is “None” and 10 is “Extreme”, how much DISTRESS are you feeling now? (followed by anxiety, depression, anger and need for help) [if >8, then conduct risk management assessment and further support referral]
· Okay, thank you so much for that. Before I go do you have any final questions or concerns at all?
	X
	X














