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General Introduction
Welcome to our session. We want to thank you all for taking the time to join us in talking about your experiences and thoughts on physical activity as someone living with scleroderma. My name is [NAME] and I will be leading the session today along with [NAME]. We are both from McGill University in Montreal, Canada. We would like to develop, test, and make available an online program to promote and support participation in physical activity for people with scleroderma. In order to develop an effective program, we need to begin by understanding the barriers and facilitators to physical activity related to scleroderma. The session that we are holding today is the first step, and we are going to have similar sessions with additional groups of people at other scleroderma patient conferences.
You were invited to participate as someone with scleroderma regardless of your level of physical activity. In our session today, there are no wrong answers but rather differing points of view. Please feel free to share your point of view even if it differs from what others have said. Although you may not agree with what others have said, we ask that you listen respectfully as others share their views and that there is only one person speaking at a time. We also ask that you turn your cell phones on silent.
Although we will be on a first name basis, we will not use any names in our reports. We would also like for everyone to keep the discussions that we have today in this room confidential. Our discussions should not be shared with others to respect the privacy of everyone participating. Does anyone have any questions?
Nominal Group Technique Protocol
Introduction
Let’s begin by going around the table to introduce ourselves. Tell us your name and where you live.
Now, our main topic of interest concerns barriers and facilitators to physical activity specifically as it relates to your scleroderma. We have two objectives for today’s session: (1) develop a list of key barriers to physical activity that you have experienced related to scleroderma, and (2) develop a list of possible facilitators to overcome the barriers to promote and support physical activity among people with scleroderma. We want to construct an online survey to understand what we need to address when developing a physical activity program for people with scleroderma, and today’s session will help us to create this survey that will be sent to over 1,800 people living with scleroderma around the world. The format of today’s session will allow us to develop a list of barriers and facilitators to physical activity.
Session Format
We will ask two research questions about your experiences with physical activity. We will start by asking you to make a list of examples of barriers to physical activity, which should take around five to ten minutes. Then we will go around the table and ask people to share one barrier at a time from their list until all barriers have been shared, which should take around 25 minutes. We will present the barriers on the screen at the front of the room, and might ask you to clarify certain barriers. If someone has already shared the same barrier from your list, there is no need to repeat it, but please share your barrier if you think it differs, even minimally. If you think of additional barriers as we are talking, feel free to add those to your list and share. After sharing, we will discuss the list to clarify and revise as needed. Then, we will ask you to write a list of examples of facilitators that address each barrier as well as general facilitators that address multiple barriers and physical activity generally, and the same process of sharing and discussion will be repeated. Following this, the list of barriers and facilitators will be printed for everyone to rate. Overall, this session will last around 90 to 120 minutes. Does anyone have any questions?
Brainstorming Barriers
Barriers involve what discourages or prevents you from engaging in physical activities that you otherwise would enjoy. Here is our first research question: Think about those barriers or challenges that you have experienced related to scleroderma. What barriers have you experienced when thinking about or actually being physically active? (Type this question on the computer to display on the screen at the front of the room.) Please individually write down all your experienced barriers without consultation with other group members. For example, some people living with scleroderma have mentioned that specific symptoms can interfere such as Raynaud’s attacks when trying to go swimming, difficulty lifting weights due to stiff hands, or acid reflux that occurs during yoga. Other people have mentioned general lifestyle barriers related to living with a chronic illness such as experiencing intense fatigue or difficulty setting up a consistent routine due to flare-ups and health changes.
Sharing and Discussing Barriers
Now I would like everyone to share one barrier on their list and we will continue going around in this format until all barriers on each of your lists have been shared. We ask for you to only share barriers that have not been mentioned yet. If you think of additional barriers while we share, just add them to your list. (Type the barriers.) (Both moderators can ask for clarification of barriers if necessary.) (Once all barriers have been shared, have the participants discuss to reword unclear barriers, add any new barriers, remove or merge overlapping barriers, and separate individual barriers with multiple components into more than one barrier.)
Brainstorming Facilitators
Since we have our list of barriers presented on the screen, let’s move on to brainstorming examples of facilitators for each barrier. Facilitators allow people with scleroderma to be more active despite the barriers. Here is the next research question: Think about possible facilitators or strategies to overcome these barriers to promote and support physical activity among people with scleroderma. What barrier-specific facilitators would be helpful to overcome each barrier, and what general facilitators would be helpful to overcome multiple barriers and address physical activity in general? (Type this question.) Please write down all facilitators that you think would be helpful. You can write down more than one barrier-specific facilitator per barrier. For example, barrier-specific facilitators to acid reflux when doing yoga could be to adapt the yoga exercises and to make dietary adjustments.
Sharing and Discussing Facilitators
Now we will go through each barrier to share facilitators, and we will share general facilitators afterwards. We will make sure everyone gets a chance to speak before moving on to the next barrier. It is possible that for some barriers, no one will have any facilitators. That is fine, in which case we will move on to the next barrier. (Type the facilitators.) (Both moderators can ask for clarification of facilitators if necessary.) (Once all facilitators have been shared, have the group discuss to reword unclear facilitators, add any new facilitators, remove or merge overlapping facilitators, and separate individual facilitators with multiple components into more than one facilitator.) (Then, one of the moderators will print the final list for each participant.)
Rating Barriers and Facilitators
Now, we would like you all to look at your printed copy of the list and rate each barrier independently on a scale from 0 to 10, with 0 representing barriers that are not personally important to you when thinking about or actually being physically active, and 10 representing barriers that are extremely important to you when thinking about or actually being physically active. Then, indicate whether you have or have not tried each facilitator by marking the appropriate box. Rate the likelihood that you would use each barrier-specific facilitator to overcome the barrier to be physically on a scale from 0 to 10, with 0 representing facilitators that you would not likely use at all, and 10 representing facilitators that you would very likely use. Using the same scale, also rate the likelihood that you would use each general facilitator to be physically active. Let us know if you have any questions, and make sure you individually rate every barrier and facilitator.
Conclusion
We have come to the end of our session now. We would like to thank you for your participation today. Does anyone have any final questions?
