In-depth interview guide for Patients and Caregivers at Serious Illness Programs
[Placeholder for introduction and consent language]

I.	Initial Questions / General Care (15 minutes)

I’d like to start by learning a bit about (you / your family member).

1. Could you tell me a bit about (your / your [FAMILY MEMBER]’s) health?  
a. What are (your/his/her) most bothersome physical symptoms? 

2. Our understanding is that (you / your [FAMILY MEMBER]) receive(s) care from a special program, [NAME PROGRAM], that helps with a serious illness.  What do you call the program?  [USE THIS TERMINOLOGY THROUGHOUT REST OF INTERVIEW – [PROGRAM] IS PLACEHOLDER].

a. How did (you / your family member) first hear about [PROGRAM]? 
i. Who did you talk to about it?
b. What made (you / your [FAMILY MEMBER]) decide to enroll?  
c. What was (your / your family member’s) health like when he/she first enrolled?
i. Was it when (you / your [FAMILY MEMBER’s]) health was worse?  Or he/she was in the hospital?

3. (Do you / Does your [FAMILY MEMBER]) see any other doctors or healthcare providers that are NOT from [PROGRAM]?
a. Can you tell me about all of the doctors and other health care providers that (you / your [FAMILY MEMBER]) see(s)?

II.	Program Overview / Communication (15 minutes)

Now I want to ask you some more questions about the care (you / your family member) receives from [PROGRAM].

1. Who (do you / does your family member) see from [PROGRAM]?  
a. (Have you / Has he/she) seen anyone else from [PROGRAM] – such as doctors, nurses, social workers, and other types of people?
b. How often (do you / does he/she) see the people from [PROGRAM]? 

2. What types of services (do you / does he/she) receive from [PROGRAM]?
c. Does [PROGRAM] provide any services that (you don’t / he/she doesn’t) use? 

3. Can you talk me through a typical visit?  What usually happens?  
a. Does the team usually come to (your / your family member’s) home? 
i. (Do you / does your family member) ever visit them in their office?
ii. What about phone calls – do you or anyone in your family ever talk to anyone from the program on the phone?  
1. How often? 
2. How useful are those calls to you?
b. What are some things that go well with those visits? 
i. How about things that do not go well?
c. Do you or anyone in your family ever talk to or see providers “after hours” – like on nights or weekends?  
i. Can you tell me more about that?
ii. How do you contact them after hours? 
iii. Do you get the help you need after hours? 
d. Is there one person from [PROGRAM] who is the main point of contact? 
i. Is this the person you call if you are were worried about (your / your [FAMILY MEMBER]’s) health?
ii. Do (you / your [FAMILY MEMBER]) typically receive care from a specific person or team assigned to you, or by whoever is available?  
e. Do the people from the [PROGRAM] know about the care [you / your family member] receive from other doctors outside the program?
i. How do they know about that?  Do you have to tell them about this care? 

4. If you have a question or problem about (your/your family member’s) health care, who is the first person you would ask?

5. How do the health care providers from [PROGRAM] treat (you / your [FAMILY MEMBER])?

a. Do you feel like [PROGRAM] knows what matters most to (you / your [FAMILY MEMBER])?
b. Does [PROGRAM] listen to concerns about (you / your [FAMILY MEMBER])’s care? 
i. Are your concerns taken seriously?
c. Do you feel like [PROGRAM] really “hears and understands” (you / your [FAMILY MEMBER])?  

4. (Have you / Has your family member) spent any time in a hospital, nursing home, or other facility since starting with [PROGRAM]?  
a. When was that?
b. Did the [PROGRAM] know [you were / your family member was] in the [hospital]?
c. Did the [PROGRAM] help [you / your family member] after returning home? 

III.	Care Planning / Treatment (20 minutes)

Now I have a few more specific questions about [your / your family member’s] care.

1. Can you tell me about a recent decision about (your / your [FAMILY MEMBER]’s) health care? (For example, deciding whether to start a new medication, or have a procedure.)
a. Who did you talk to about this?
b. Did that person/people explain choices in a way that was easy to understand? 
a. Why do say that? 
c. Did you feel like (you/your family member) had a say in the decision?  
a. Why or why not? 
d. Do you feel like (your/your family member’s) preferences were respected?  
a. Why or why not?

2. Have you spoken to anyone about making a plan for (you / your family member’s) care?  
a. IF NEEDED: Have you spoken with anyone about what would happen if (your / your family member’s) health changed?
b. What did they call this?  Do you remember?
c. Who did you talk to about this?  Was it someone from [PROGRAM]?
d. Do you remember when this happened? 
e. What kinds of things were in that plan? 
f. Has that plan been updated over time? 
i. If so, when and why?
g. Can you think of any times when the care plan wasn’t followed?  
i. Why do you think this happened?  
ii. Did [PROGRAM] explain the reasons to you?

3. Did someone from [PROGRAM] ever ask (you / your [FAMILY MEMBER]) who (you/he/she) would trust to make decisions if (you were / he/she was) ever unable to make decisions? 

4. How well does [PROGRAM] help (you / your [FAMILY MEMBER]) manage the symptoms that are most bothersome to (you/him/her)? 
a. What do they do to help?


5. Does the team know about any medications that (you / your [FAMILY MEMBER]) take(s)?
a. How do they know?
b. Do they help manage (your/his/her) medications?
c. Have they asked to see (your/his/her) medications? 

6. Does the team provide help with (your / your [FAMILY MEMBER]’s) personal care needs, such as bathing, dressing, and going to the bathroom? 

7. Does the team talk to you about how you are feeling emotionally? Tell me more about that.  [INTERVIEWER NOTE – COULD BE PATIENT OR CAREGIVER – WE WANT TO KNOW ABOUT BOTH]
a. What about your family members – do they talk to them?
b. Do you wish the [PROGRAM] team would talk with you more or less about how you’re feeling emotionally?
c. Do you receive any spiritual support from the [PROGRAM] team, from someone like a chaplain?
d. Does the team respect traditions and values that are important to you and your family?  Why or why not?

8. Does [PROGRAM] talk with you about any non-medical help (you / your [FAMILY MEMBER]) might need, such as with…
a. Transportation? 
b. Housing? 
c. Food? 
d. Help for your family members?

IV. Describing High-Quality Care (10 minutes)
Now, I’d like to ask you a few more general questions about [PROGRAM].

1. What parts of [PROGRAM] have been most helpful?
a. How would you describe what makes a program good? (IF NEEDED ONLY: For example, being on time, or being respectful – what is the most important?)
b. What types of services would a good program provide? 
c. How would the doctors, nurses, and other staff in a good program act?
d. What else would make a program “good” to you? 

2. What parts of the program have been the most troublesome?
a. How would the doctors, nurses, and other staff in a poor program act?
b. What else would make a program “bad” to you? 

3. What is missing from the program? (What do you wish was included?)

4. If there was one question you could ask of a program like [PROGRAM] before starting care with them, what question would you ask?
a. In thinking about all the things we discussed today, what do you think is the most important topic to include on the survey?


5. If you had to rate someone’s experience in a program like [PROGRAM], what kinds of things would you focus on?
a. As I mentioned, we will be developing a survey about patients’ and family members’ experiences with [PROGRAM].   What do you think is important to include on the survey?

V.	Final Thoughts (10 minutes)
Imagine we wanted to send you a survey about your experience of care in [PROGRAM]…

1. IF PATIENT: Do you feel you would be able to complete a survey if you got one in the mail, or got a phone call to complete a survey about your care over the phone?  
a. Would you ask a family member or friend to help you complete it? 
b. Would you prefer to complete such a survey by mail or by phone? How about on the web?

2. IF CAREGIVER:  What about your [FAMILY MEMBER]?  Would he/she be able to complete a survey by mail, or over the phone?
a. Would you prefer to complete such a survey by mail or by phone? How about on the web?
b. Would your family member prefer to complete such a survey by mail or by phone? How about on the web?
c. If we addressed the survey to [FAMILY MEMBER], would you open it?  Would you respond?  Why/why not?

3. Is there anything else we should know about the care (you / your [FAMILY MEMBER]) gets to help us in thinking about what to include in the survey?  
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