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Introductory script: Welcome and thank you very much for agreeing to participate in this focus group.  The goal of this conversation is to learn from you so that we can find better ways to support you, as someone who is coping with heart failure, in the community.  We are hoping that everyone will participate in the conversation and want you to know that there aren’t any right or wrong answers.  Every person’s experiences and opinions are important and we hope you will speak up whether you agree or disagree with others.  What is said in this session should stay here.  We will be recording the session but we will not be attaching your comments to your name or identity.  Everything shared here will remain confidential.  As a reminder, your participation is completely voluntary.  You do not have to answer any questions that make you feel uncomfortable and you are free to stop participating at any time, without repercussion. For those of you who are caregivers, please answer these questions based on who you care for. For example, when asking, “have you seen a doctor before?” please answer if the person you care for has seen a doctor before. If you are every confused by a question, please let me know. Do you have any questions?
1. First, we want to learn more about your experience. How has heart failure impacted your life?
a. How, if at all, has living in a rural area impacted your experience of having heart failure? PROBES –Does it make things easier for you?  Harder? 
b. What services do you have that make things easier?  What do you wish you had?

2. How, if at all, does having heart failure impact your relationship with others, such as your family and friends 
3. How many of you have heard of palliative care?  (Call on those who have heard of it and ask them for what they understand it to be)
a. Provide definition: How medical providers define: it is specialized medical care for people living with a serious illness.  This type of care is focused on providing relief from the symptoms and stress of the illness.  The goal is to improve quality of life for both the patient and the family.  It is provided by a specialty-trained team of doctors, nurses and other specialists who work together with your other doctors (such as cardiologists) to provide an extra layer of support.
b. For those that have had palliative care, 
i. In what ways was palliative care helpful?  In what ways was it not helpful?  
ii. Was there anything you wished the palliative care team had done for you?  
c. For those of you who haven’t experienced palliative care, is this something you would be interested in? Why or why not? 
4. I’m guessing many of you have seen a doctor over the computer (tele-medicine, video chat).  Is that right?  (if not, explain what tele-medicine is like) Consider for a moment seeing a palliative care provider (nurse, doctor, social worker) over the computer.  
a. What might be helpful about this?
b. What concerns do you have?  
c. Did you have issues with the technology?  Trouble seeing or hearing the doctor? Bandwidth?
d. What can we do to make it easier for patients like you to use the computer to talk to palliative care teams?
5. Have you ever had a visiting nurse or nurse care manager involved in your care?
a. What did they do for you?
b. In what ways was it helpful?  In what ways was it not helpful?  
c. Was there anything you wish they had been able to do for you? 
6. Tell us about any conversations you’ve had about what to expect in the future related to your heart failure.
a. Who has talked with you about what to expect in the future?  
b. What have you been told about what to expect in the future?  
c. Who has started these conversations, you or your doctor? 
d. What would be important for you to know about the future related to your heart failure?  Who do you want to hear that information from?
7. Have you ever talked to doctors about completing a form that documents who would make decisions for you and what type of care you would want if you were unable to talk for yourself.  
a. What was that conversation like?
b. Did you complete the document?  Why or why not?  
c. What sort of help do you wish you had?
d. If you haven’t had this conversation, would you like to? What would you want this conversation to be like? 
8. Next, I’d like you to look at a few different options for something you could complete with a nurse.  (Show two options – serious illness conversation workbook, advance care planning workbook)
a. Would this be something that you might be willing to complete with the help of a RN?  Why or why not?  
9. Is there anything else that you’d like to share with me at this time? 


