Fulfilling Good Intentions

Focus group #1

Thank you for meeting with us today. 

The focus of our project is on health decision-making when the patient cannot make his or her own choices. You are all caregivers for a family member, and we’re interested to learn about your experiences and needs related to decision-making.

Some of you may have made health decisions; others may have thought about how you might make them.

1. To begin, let’s go around the table and please tell us about the family member you care for, and how long you’ve been a caregiver.


[consider asking for rating of level of care]

2. Please tell us what you have heard about health care proxies or living wills.

Have you or the family member you care for completed a health care proxy 

and/or a living will?

If YES,


How did you do this?

If NO,


Why do you think people don’t do this? (only 20% of Americans have)

3. Have you talked with your family member about what kind of care they would want if they were unable to make their own decisions?

If YES,


What did you learn about what your family member wants?


How did this discussion occur:



Did you bring up the topic, or did someone else?



Was anyone else involved in the discussion?



What helped you find out what your family member would want?



What made it hard to find out what your family member would 



want?

If NO,


Do you want to talk with them about their wishes?


If YES,


What gets in the way of doing this?


What would help you?



If NO,


Please talk about your feelings about this.

4. Please describe any involvement you have had with health care decision-making for your family member.

5. How do you feel about being your family member’s decision-maker?

6. If you had to make a decision for your family member today such as whether or not to have a feeding tube inserted or to have your family member on a machine to help them breathe, how would you decide what to do?

7. Do you feel you have enough information to make that decision?

8. How comfortable would you feel making that decision?

9. What worries you the most (if anything) about the possibility of having to make health decisions for your family member?

10. For those of you who have made health decisions for a family member, did you wish later that you had had more or different information to help you make the decision?

11. What would you tell a friend about being a decision-maker for a family member?

12. What kinds of help do people need to make health decisions for a family member who cannot make them on their own?

13. Is there anything else you can tell us about being a decision-maker for a family member that we have not covered?

[Summarize. Thank you.]

