DATE: ___________   	PT ID________	PT IN__________

Appendix F: Caregiver CE Interview Guide 

· [bookmark: _GoBack]Thank you for taking the time to speak with me today. First I would like to quickly explain why we are interviewing you. This interview is being conducted because we would like to learn more about the symptoms and impacts of Angelman syndrome and assess the appropriateness of two questionnaires for assessing patients with Angelman syndrome. In order to do this, we want to learn from those who have experience caring for someone with Angelman syndrome about the symptoms and impacts of this condition. 
· This interview will last no longer than 60 minutes. All of the information you provide will be used for the purpose of this research study only. We may publish the results of this study, but all the information you provide will be anonymous. This means that we will not mention you by name or include any information that would identify you.
· You do not have to answer any questions you do not feel comfortable answering. You may stop the interview at any time or you may take a break if you need to, just let me know. We are interested in your thoughts and opinions, and there are no right or wrong answers.
· I will be audio-recording this interview to make sure we capture all of your comments and feedback. Later, we’ll transcribe the interview, so that we can refer to it as we put together our reports. We won’t use your name on the transcripts or on any documents or reports. Instead, we will use an ID number to identify you to protect your confidentiality.
· I have a number of questions for you, so please forgive me if I need to interrupt you at times in order to move to the next question.
· Do you have any questions before we get started?
· Do I have your permission to audio-record the interview?
· Yes
· No
[If NO] As part of the study, we are required to audio-record the interviews so that we can carefully review the responses at a later time. If you do not agree to be audio-recorded, you will not be able to participate in this study. We will protect your confidentiality by not associating your name with any responses. Do you agree to be audio-recorded? [If participant declines to be audio-recorded, thank the participant for their time and terminate interview] 
[If YES] Thank you. First, I will say the name of the study, followed by the date and then your study ID number. Then I will ask you to confirm that you have read the Study Information Sheet and that you agree to participate in the study.

[Turn on recorder]
· This is study 3672-0003; today’s date is [Insert date], and this is participant [Insert Participant ID number]
· To confirm, do I have your permission to record the interview?
[Wait for participant to respond and that his/her answer is clearly captured. If participant says “yes,” please proceed with the interview. If the participant says “No,” explain that he/she cannot continue with the interview without providing permission to be recorded. If participant continues to say “No”, then terminate the interview.]
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General Questions
1. What is your relationship to the [child/adolescent/adult] you care for with Angelman syndrome?
2. How old is the [child/adolescent/person] you care for?
3. How long have you been his/her caregiver?
4. How much of the day/what times of day do you spend with him/her?
5. Can you walk me through a typical day caring for him/her starting with wake up time? [Note sign/symptoms and impacts for patient and caregiver]
a. What is a good day like?
b. What is a bad day like?
Signs/Symptoms
6. What characteristics or symptoms of Angelman syndrome do they currently have?
7. For each sign/symptom (as applicable):
[Note: ensure the questions are answered in the context of Angelman syndrome]
a. Can you describe what it is like?
b. How often does it occur?  Does the frequency vary from day to day or over the course of the day?
c. How long does it last?  Does this vary from day to day or over the course of the day?
d. How would you describe the severity of it?  Does severity change from day to day or over the course of the day?
e. How has it changed over time?
f. What helps/makes it better?
g. What makes it worse?
h. What is the impact of this on them terms of his/her everyday life?
Probe for the following:
i. Everyday activities
1. Independence in performing everyday activities
ii. Social life/relationships
iii. Emotional health/well-being
i. What is the impact of this [symptom/sign] on you in terms of your everyday life (for example, everyday activities, social life, relationships, work (for example, absenteeism, productivity), emotional wellbeing, financially)?  ?
j. Overall, how bothersome is this [sign/symptom] for the [child/adolescent/person] you care for on a scale from 0-10 (0 = not at all bothersome, 10 = extremely bothersome)?
i. How can you tell it is bothersome for them? What do you observe? 
k. Overall, how much does this [symptom/sign] impact the [child/adolescent/person]  you care for in terms of his/her overall quality of life on a scale from 0-10 (0 = not at all impactful, 10 = extremely impactful)?
l. Overall, how bothersome is this [sign/symptom] for you on a scale from 0-10 (0 = not at all bothersome, 10 = extremely bothersome)?
m. Overall, how much does this impact you in terms of your overall quality of life on a scale from 0-10 (0 = not at all impactful, 10 = extremely impactful)?
8.  [If not mentioned]: Some people with Angelman syndrome have reported other signs and symptoms associated with the condition.  Does the [child/adolescent/person]  you care for have any of the following? [Probe for the following if not mentioned and for each one endorsed, ask 6a – 6m follow-up questions. If time is lacking, focus on behavior, anxiety, fine motor, gross motor, and sleep.]
a. Difficulty walking 
i. Problems with balance
ii. Drags foot
iii. Use of ankle or foot braces, orthotics or splints
iv. Walking with arms in the air
b. Doesn’t speak much or at all (no or minimal use of words)
c. Laughs and smiles without  a clear cause
d. Easily excitable
e. Restlessness 
f. Difficulty paying attention/short attention span
g. Problems sleeping 
i. Interference in the bedtime routine/getting ready for bed
ii. Problems falling asleep
iii. Waking up during the night
iv. Daytime napping
v. Needs less sleep than other people
vi. How do you know that he/she has [sleep problem reported]?
h. Fascination with water
i. Tongue sticks out
j. One eye is not aligned/eyes do not look in the same direction)
k. Curvature of the spine
l. Difficulty with fine motor skills (for example, difficulty using hands/fingers to perform tasks such as holding small objects or buttoning clothing)
m. Difficulty with gross motor skills (for example, difficulty using legs or arms to do tasks such as running or catching)
n. Seizures

o. Anxiety
1. How can you tell the [child/adolescent/person] you care for is having anxiety or feeling anxious? What behaviors do you notice? How can you tell this is related to anxiety?
2. How severe is the anxiety?
3. Does anything make it worse? 
4. Does anything make it better? How do you manage the anxiety?
5. How does their anxiety affect you?
9. Of all the signs/symptoms mentioned, which do you think are the top three that the [child/adolescent/person]  you care for would most want to improve?   
a. For each, what is the reason? How much improvement would be important /meaningful to him/her? How much improvement would you need to see to keep him/her on a medication?
10. Of all the signs/symptoms mentioned, which are the top three that YOU would most want to improve to help their quality of life? 
  
a. For each, what is the reason?  How much improvement would be important /meaningful to you?

11. Of all the signs/symptoms mentioned, which are the top three that you would most want to improve to help your quality of life?   
a. For each, what is the reason?  How much improvement would be important/meaningful to you?
Additional Impacts on the person with AS and the Caregiver
1. Are there other impacts of Angelman syndrome on the [child/adolescent/person]  you care for that we haven’t discussed?
2. What types of activities are most impacted for the [child/adolescent/person] you care for?  
[Focus on self-care, activities of daily living, specific behaviors, emotional impacts for the patient]
a. Are there things he/she can’t do without assistance?
i. What things?
ii. What type of assistance is required?
b. Are there things he/she can’t do at all?
3. Are there other impacts of Angelman syndrome that affect you that we haven’t yet discussed?
4. What types of activities are most impacted for you?  
a. What type of assistance or support do you have, if any?
Additional Impact on the Caregiver
1. What is the most challenging part about providing care for a person with Angelman syndrome?

2. What do you enjoy most about spending time with them?
Final remarks/recommendations
1. Is there anything else that you would like to share regarding your experiences with AS or treatment, or the way it has affected you or your family?
2. Is there anything that you think we have left out or did not discuss in this interview?
Thank you for your time today, it is greatly appreciated. I look forward to speaking to you again during the remaining two interviews.
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