Type 1 Diabetes Coping and Communication

Focus Group Protocol
Parent Group
Introduction:

Introduce Moderators by name as researchers at Vanderbilt University and thank participants for coming today.

“We are here to learn more from you on how we can support mothers with an adolescent who has type 1 diabetes, which is an experience that all of you here have in common. More specifically, we seek to develop a program for helping mothers, and we want your input. 

This discussion is very important to our goal of developing a beneficial program so before we get started let’s review some guidelines that will help our discussion go smoothly. 

· We ask you to speak one at a time so that we can hear what each person has to say.
· We record these Group Sessions because everything you say is important to us. Speaking one at a time allows us to understand people on the recordings in addition to being respectful. 
· Your name will not be attached to any of the recordings or other information gathered here today. 
· We ask that you respect one another’s responses by not interrupting and not criticizing what people say.
· We encourage you to actively participate in a conversation not just with the two of us (moderators) but with all of the participants.
· Everything that is said in this room stays in this room. Please do not share anything that is said here with people outside of this room.
·  Because we have a lot to cover, there may be times where the moderators (NAMES), interrupt the conversation to shift to a new question or to refocus the discussion. It is not that we do not find what you are saying interesting or meaningful, it is just that our job is to ensure that we get to each of the researchers’ questions.
· In event that one of you becomes very upset or finds it too difficult to talk about the topics we would like you to discuss, we will encourage you to step out of the room at least briefly to determine whether you wish to continue with the discussion.  A member of our team will accompany you in order to be sure that you are alright. Please know that the decision to continue with tonight’s focus group is yours to make. 
· We will meet for the next hour and a half, so we should end about ____(time).”
Note any other items that need to be covered in the consent and then have participants sign them and pass them in to one of the moderators.

Questions:

I. Opening:

1. “First we would like to ask each of you to introduce yourself by telling us your first name, your child’s current age and how old he/she was when he/she was first diagnosed with type 1 diabetes.”
II. Challenges of having an Adolescent with Type 1 Diabetes
“We are interested in developing a program using information your family and other families have shared over the years as part of our study of adolescents with type 1 diabetes and their parents. The program would try to help you cope with (or handle) that stressful time during adolescence. We want your expert opinions about this!”
1. I want you to imagine that there is a boy or girl who is upstairs with their mom and dad and their just doctor came in the room and told them that the child has diabetes.  What would you say to that child and family?  Since you guys are the experts, what advice would you have for them?  

PROBE: What would you suggest they do?

PROBE: What things have you done to cope with your emotions about your child’s illness and its treatment?
PROBE: What things have been most helpful to you in coping?
PROBE: What things have been least helpful?

2. Thinking back on your experience of having an adolescent with type 1 diabetes, what would you tell them will be the most challenging?
PROBE: What parts of parenting have been most challenging for you?

PROBE: What presented the greatest challenges for your child (emotionally and socially)?

PROBE: What have been the greatest challenges for your family as a whole?
PROBE: For those of you whose children were diagnosed at a younger age, did these challenges change over time from childhood through adolescence? 
Key in on: IF YES: When did they change and how?

3. Would you recommend to other mothers that they learn helpful ways to cope with the stress of parenting an adolescent with type 1 diabetes?  
PROBE: Would you have been interested in learning helpful ways of coping with your child’s illness?
III. Response to Initial Ideas for new Program
“As I said earlier, we are interested in developing a program to help families going through what your family has been through. The program would try to help mothers cope with having an adolescent with type 1 diabetes, and make the experience less stressful for you and your family.”
1. What do you think about such a program?
PROBE: Do you see this program as relevant and useful?

PROBE: How important would it have been to you to participate in such a program near the time of your child’s diagnosis given all of the other demands on your time?

2. When, after a child’s diagnosis, would you say is the best time to do this kind of program?
PROBE: Would you have been willing and able to participate in such a program within the first 6 months after your child’s diagnosis? 
Key in on: If no: When would you have first been willing and able to participate?

3. What do you think about the time commitment of this program?
PROBE: How often would you be willing to participate (each day, each week, once a month, etc.)?
PROBE: How long would you be willing to be in such a program (one month, 4 months, 6 months)?
“There are many ways that we could deliver this program. We would now like to ask you some more specific questions about different formats we are considering.“

4. What do you think about a program such as this that is online, either entirely or in addition to a face-to-face component?
PROBE: Would you prefer an online program, a phone-based program, one that meets face-to-face or a combination? 
Key in on: Why? 
PROBE: Which do you think would actually be most helpful?
PROBE: Given the demands of your schedule, in which would you be most likely to participate?

5.  If this was an online program, with a story line of characters, would you rather see cartoon characters or actual people throughout the program?

6. What do you think about seeing videos modeling effective ways to communicate with your child about type 1 diabetes?
PROBE: Would it be helpful to you?

7. How do you feel about participating in such a program with other families (in a group format versus just your family)?

PROBE: Would you find a group format more helpful?
PROBE: Would you be more or less likely to participate?
PROBE: Would you be comfortable sharing your experiences, thoughts, and feelings with other people in the group?

PROBE: Would you be willing to share the same information whether it was in an online group format (such as a discussion forum for group members only) versus an in-person group?
PROBE: Would you like to have something like face-time or skype where you can see other members or would that not appeal to you?
8. What other kind of services would be the most helpful for families after their child is diagnosed?

PROBE: Did you receive any similar services/programs when your child was diagnosed?

Key in on: What worked and didn’t work for you?
Closing:
Summarize the group’s points of views and let them know that it is time to begin closing the discussion. 

If there are any points that need to be clarified, clarify them now.

“Do you think we have missed anything in the discussion today?”
Thank participants for participating and direct them to where they can pick up their payment.
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