Appendix 1: Interviewer’s Guide: Interviews of adolescents and young adults (age 13 or older)

1. What’s a typical day like for you right now? [Warm up question. Probes: What kinds of things do you enjoy doing? How’s school? Do you enjoy your friends? How are things in your family? Are you easy to live with?] 
2. On a typical day what sorts of things do you do that might set you apart from your friends? Do you think this is related to your heart condition? Tell me how? 
3. What has it been like growing up with CHD?  [Probes: Teens growing up with CHD have been described as having a life that is “not ordinary”. How would you respond to that description? Has having CHD affected you feel about yourself?]

4. What’s the name of your heart condition?  Do you think you will need surgery again at some point?  (If reply “No” to latter question: Do you think anything could change with your heart in the future?) Where do you go to get information on your heart? (parents, cardiologist, nurse, Internet, friends?)
5. Do you take medications for your heart? (If “Yes”:  What’s the medication called?  How many times a week do you forget to take it?)
6. Are you supposed to take antibiotics when going to the dentist?  When was the last time you went?  Did you take the antibiotics?

7. Did you realize it’s been a long time since you last saw your heart specialist? (cases only)  Why do you think that happened?  Did you skip an appointment, or was an appointment never made?  How often do you think you should go for appointments?  Did you have a bad experience in the clinic during the last visit?
8. Have you moved (are you living somewhere new) since the last time you went to the heart specialist?

9. Have you gone to a doctor’s appointment on your own, let’s say an appointment with your family doctor?  Do you ever think about going to a doctor’s appointment by yourself – without your mom or dad? 
10. Some young people get involved in things that their parents might not approve.  We are going to ask about some of these things and want to assure you that your responses will be strictly confidential, and not shared with your parents.  Do you smoke?  Do you drink alcohol (If “Yes”, do you drink to the point of getting drunk?)  Do you use street drugs?

11. Do you have any other points that you would like to make, or any questions for me?
Appendix 2: Interviewer’s Guide: Interviews of parents (for children age 6-12)
1. What’s a typical day like in your family right now [Warm-up question.  Get an idea of who is doing what and when.  Probes: work, children, school, leisure.]

2. How has having CHD affected your child? [Probes: physical activity level, school functioning, self-esteem.]

3. What has it been like having a child with CHD?  How have other family members been affected?  How have relationships within your family been affected?

4. What’s the name of your child’s heart condition?  Do you think he/she will need surgery again at some point?  (If reply “No” to latter question: Do you think anything could change with your child’s heart in the future?) Where do you go to get information on your child’s heart? (cardiologist, nurse, Internet, family, friends?)
5. Does your child take medications for his/her heart? (If “Yes”:  What’s the medication called?  How many times a week do you forget to give it to him/her?)

6. Is your child supposed to take antibiotics when going to the dentist?  When was the last time your child went?  Did he/she get the antibiotics?

7. Did you realize it’s been a long time since your child last saw his/her heart specialist? (cases only)  Why do you think that happened?  Did you skip an appointment, or was an appointment never made?  How often do you think your child should go for appointments?  Did you have a bad experience in the clinic during the last visit?
8. Have you moved (are you living somewhere new) since your child’s last visit to the heart specialist?

9. Do you have any other points that you would like to make, or any questions for me?
