APPENDIX 3. Interview guide for caregiver individual interviews (qualitative study)

DESCRIPTION OF THE DISEASE AND THE ROLE OF THE CAREGIVER
Can you tell us about the onset of the disease? When was the disease diagnosed? How has your role as main caregiver changed?  
If the interviewee is stuck: are there several caregivers? The discovery of the disease and how the role of the main caregiver gradually occurred. Identify the different functions and tasks that the caregiver takes on as the disease progresses.
Tell me about a typical day (a weekend day and a weekday). Can you tell me about your role as a caregiver and the help you give your loved one on a daily basis?

HELP FOR THE CAREGIVER
What help do you currently receive to facilitate your role as a caregiver?
How did you find out about it? How was it set up? Is there any other assistance that you could use that you don't have access to? If so, why?
What help does your relative receive from outside the home?

THE HELP PROVIDED
What assistance does the relative you care for receive? How did you find out about it? How was it set up? Is there any other assistance that would be useful that you do not have access to? If so, why?
What are the needs of the relative with dementia you are helping?

RELATIONS WITH THE CARE NETWORK
Do you have the same GP as the relative you care for (wife, husband, parent)? If so, have you already discussed the disease with him/her? If not, is your GP aware of your condition and your role as caregiver?
Have you discussed your role as a caregiver with your GP? Tell me how: Who broached the subject? How did the discussions take place? What support did he/she give you?
What role does your GP play in helping you in your caring role?
What do you expect from your GP? 
What about the rest of the outpatient care network (nurse, physiotherapist, pharmacist, speech therapist, social workers)?
And if you didn't discuss it with your GP, who did you discuss it with? Who did you talk to about managing your burden? (if interviewee is stuck: who is your main contact? and why?)

DIFFICULTIES, EXPECTATIONS, EXPERIENCE OF THE DISEASE
What difficulties/experiences have you had to deal with? Tell me about them.
What are your expectations as a caregiver? What are your own needs?
Ask them to talk about the help available to caregivers.
And how are you feeling about this situation? (if you have any problems: isolation, loneliness, depression, do you feel supported, lack of recognition, appreciation of being a caregiver).
Do you have anything to add?

