
S1 Appendix  

Focus Group Guide 

Note: All participants must be informal caregivers of a patient diagnosed with scleroderma. 

Each focus group will have the same set of interview questions (please see below).   

All focus groups will be conducted at patient conferences and will be led by two moderators. 

Individuals will be emailed the consent form and demographics questionnaires prior to the focus 

groups. Demographics questionnaires will be collected prior to beginning the focus groups. 

 

General Introduction, Ground Rules and Opening Questions 

Welcome to our session. We want to thank you all for taking the time to join us in talking 

about your experiences helping to care for a loved one with scleroderma. My name is Danielle 

Rice and I will be leading the focus group today along with Dr. Brett Thombs. We're both from 

McGill University in Montreal, Canada. We would like to develop, test, and make available 

effective support services for informal caregivers, like yourselves, in scleroderma. In order to 

develop effective support services, we need to begin by understanding the challenges, specific 

needs, and preferences you have regarding support services. The focus groups we are holding 

today are a first step. We are going to have discussions like this with additional groups today and 

within the next few months. 

You were invited to participate because you help to provide care for a family member or 

friend with scleroderma. In our discussions 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 while we are having our discussion today.  

You've probably noticed the audio recorders that we have here. We're tape recording the 

session because we don't want to miss any of your comments. People often say very helpful 

things in these discussions and we can't write fast enough to get them all down. Although we will 

be on a first name basis during our discussion, we won't use any names in our reports. We would 

also like for everyone to keep the discussions that we have today in this room. The discussions 

that we have should not be shared with others to respect the confidentiality of everyone 

participating. Does anyone have any questions? 

Questions for Informal Scleroderma Caregivers Focus Groups: 

Well, let's begin. We've placed name cards on the table in front of you to help us remember 

each other's names. Let's find out some more about everyone by going around the table. Tell us 

your name, where you live and one surprising thing about yourself.” 

Now we would like to ask some questions about your experiences as caregivers. We have 3 

main questions about challenges, support needs, and preferences about possible ways to provide 

support for informal caregivers like you. For each question, the question will be posed to 

everyone and then each of you will have a few minutes to write your responses down on paper. 

After everyone has written down their responses, we will go around the table and ask people to 

share one item at a time from their list until all items have been heard. Once all items have been 

shared we will discuss why certain items were identified. Then we will have one large list of 

responses. We will print the list of these responses, and each of you will have the chance to rate 

the importance of each item for you.  

The first question today is about the challenges you have experienced when helping to care 

for your family member or friend with scleroderma. Think about the challenges you have faced 



since taking on a caregiving role to somebody close to you with scleroderma (write this on 

board). For example, some caregivers have described challenges related to providing 

transportation to appointments, taking off time at work or balancing caregiving with their other 

responsibilities. Others describe more emotional challenges. 

(We will also write this question down on a board for all participants to see). Please take a 

few minutes and write these challenges down on a piece of paper. When you’re finished, we will 

share these challenges with everyone. 

Give participants time to make a list of challenges (approximately 10 minutes). 

Now I’d like everyone to share one item on your list and we will continue going around in 

this format until all items on each of your lists have been included. We ask for you to only share 

items that haven’t been mentioned yet. (One of the moderators will write down each item on a 

list for everyone to see). 

(Once all items have been shared). Now let’s all take a look at this list, are there any items 

that you think can be combined or removed? If so, why? (Group discussion is appropriate at this 

stage for clarification and discussion of the list). Do you think there are any important challenges 

that we’re missing here? 

(One of the moderators will have typed out the final list and printed a copy for each 

participant with a rating scale, 1-10 ! with 1 meaning not at all important and 10 meaning 

extremely important).  

We’d like all of you to look at your printed copy of the list that was developed and rate 

each item on a scale of 1 to 10, with 1 representing challenges that are not important to you 

personally, and 10 being challenges that are extremely important to you in your role as an 

informal caregiver.  



Finally, we’d like to ask you about your preferences for potential support services, and the 

ideal format for these services. Think about services that could be put in place to provide better 

support to scleroderma caregivers. What programs, services/and or supports would be helpful in 

your role as a caregiver? How would these programs, services and/or other supports operate? For 

example, some caregivers attend support groups. The format of these support groups may be in 

person, online or telephone based. Other caregivers have suggested that educational services in 

lecture format for caregivers would be beneficial when a loved one is diagnosed with 

scleroderma.  

(We will also write this question down on a board for all participants to see). Please take a 

few minutes and write down on a piece of paper support services that you think would be 

helpful, and the way in which these services could be applied. When you’re finished, we will 

share the list of support services with everyone. 

Give participants time to make a list of supportive services (approximately 10 minutes). 

Now I’d like everyone to share one item on your list and we will continue going around in 

this format until all items on each of your lists have been included. We ask for you to only share 

items that haven’t been mentioned yet. (One of the moderators will write down each item on a 

list for everyone to see). 

(Once all items have been shared). Now let’s all take a look at this list, are there any items 

that you think can be combined or removed? If so, why? (Group discussion is appropriate at this 

stage for clarification and discussion of the list). Do you think there are any important support 

services that we’re missing here? 



(One of the moderators will have typed out the final list and printed a copy for each 

participant with a rating scale, 1-10 ! with 1 meaning would not likely use and 10 would very 

likely use).  

We’d like all of you to look at your printed copy of the list that was developed and rate 

each item on a scale of 1 to 10, with 1 representing supportive services that you would not likely 

use personally, and 10 being supportive services that you are very likely to use. 

Conclusion 

End by saying; We’ve come to the end of our focus group now. We’d like to thank you for 

your participation today. Does anyone have any final questions?  

 

 

  



S2 Appendix. Category Descriptions 

Physical health concerns: challenges related to the physical health or limitations of the 

caregiver, including sleep problems and fatigue.  

 

Financial problems and work or employment problems: challenges associated with financial 

struggles, work scheduling, and work-associated changes.  

 

Role strain: challenges associated with role fulfillment or the perceived inability to complete 

key roles, including family roles, understanding or managing the caregiving role, managing 

many tasks at once (excluding challenges specific to paid employment), and challenges in 

learning new skills to fulfill the caregiving role. Does not include challenges related to the 

quality of the relationship with the care recipient or challenges when interacting with the care 

recipient, changes to social interactions with friends, or challenges associated with work and 

employment.  

 

Information, resources, and support needs: challenges related to obtaining or accessing 

information or supportive resources needed by caregivers. This may involve information that 

would be obtained from medical professionals, other informal caregivers, legal systems, or 

health care systems, such as information on how to obtain health insurance, where to obtain 

caregiving resources, or how to obtain information about managing the care recipient’s 

limitations. Challenges related to interactions with health professionals are included.  

 



Fear, anxiety, and uncertainty: challenges involving feelings of fear, anxiety, or uncertainty 

about the future, including the unpredictability of the care-recipient’s disease; fear about medical 

procedures; or fear-related thoughts or emotions. 

 

General emotional difficulties: challenges involving negative feelings, or negative affect other 

than fear and anxiety, such as negative feelings directed towards the self (e.g., guilt).  

 

Emotional difficulties of the care recipient: challenges involving helping the care recipient 

with emotions and feelings, but not including challenges related to how emotional difficulties 

affect the interaction of the caregiver and care recipient relationship.  

 

Changes in relationship dynamics with the care recipient: challenges related to changes or 

difficulty in the quality of the relationship with the care recipient, including changes to 

interactions, communication, and relationship dynamics and changes in intimacy and sexual 

issues between caregiver and care recipient partners. Does not include challenges related to 

negative feelings or anxiety directed towards the self or the care recipient.  

 

Changes in social interactions: items that involve changes or difficulty in social interactions 

with others outside of the family and leisure activities, but not including changes in activities 

core to the caregiver and care recipient relationship.



S3 Appendix. List of All Original Caregiver Generated Challenges and Item Means 

Item  Focus Group 

Number 

Mean Rating of 

Challenge 

Importance (1-10) 

Number of 

Participants That 

Rated the Item 

1.! Having to take time away from work 1 4.0 2 

2.! Balancing caregiving and work demands 1 6.0 2 

3.! Fatigue and physical exhaustion 1 5.0 2 

4.! Inability to do the things we used to do as a couple 1 6.5 2 

5.! Inability to help address pain 1 4.0 2 

6.! Resentment from care recipient directed at caregiver 1 4.0 2 

7.! Managing frustration and anger towards loved one 1 4.0 2 

8.! Difficulty sleeping 1 5.0 2 

9.! Difficulty managing stress and relaxing 1 7.5 2 

10.!Managing multiple caregiving responsibilities 1 6.5 2 

11.!Finding time for myself 1 8.5 2 

12.!Feeling helpless 1 7.0 2 



13.!Feeling hopeless 1 3.0 2 

14.!Others not recognizing my care recipient’s illness and needs 1 9.0 2 

15.!Losing things that we liked to do together 1 5.0 2 

16.!Worry about an uncertain future 1 9.0 2 

17.!Can’t get away to do things that I like to do 1 2.5 2 

18.!Lifestyle changes in my own life to accommodate my care recipient’s 

needs 

1 6.5 2 

19.!Finding help for things that my care recipient used to do 1 5.0 2 

20.!Ability to find reliable and accurate information about scleroderma 1 3.5 2 

21.!Difficulty understanding important information about scleroderma 1 2.5 2 

22.!Finding the right medical person 1 7.5 2 

23.!Getting access to a knowledgeable rheumatologist 1 7.5 2 

24.!Navigating the medical system 1 8.0 2 

25.!Insensitivity of others 1 9.0 2 

26.!Lack of awareness of others about scleroderma 1 9.5 2 

27.!Fear that I will be left alone 1 8.5 2 



28.!Not being able to find any answers to why this happened 1 8.5 2 

29.!Managing insurance restrictions for getting needed care 1 8.5 2 

30.!Expense of drugs and medical care 1 8.5 2 

31.!Financial considerations due to loss income 1 7.0 2 

32.!Guilt about leaving my care recipient alone 1 6.5 2 

33.!Guilt that I could have done something differently that would have 

prevented scleroderma 

1 5.0 2 

34.!Resisting tendency to overprotect or “smother” my care recipient with 

attention 

1 7.5 2 

35.!Allowing my care recipient to do things for himself or herself when 

appropriate 

1 5.0 2 

36.!Not having access to a caregiver support group 1 10.0 2 

37.!Not having information about how to be a good caregiver 1 9.0 2 

38.!Not knowing other people who understand what I’m going through 1 9.0 2 

39.!Knowing how much to help 2 5.8 5 

40.!Being able to help set limits and establishing boundaries on activities  2 6.4 5 



41.!Being able to step back and give my care recipient freedom to be 

independent 

2 6.6 5 

42.!Negotiating access to needed medications 2 4.8 5 

43.!My care recipient’s limitations are always on my mind 2 5.8 5 

44.!Understanding when my help isn’t wanted or needed 2 5.6 5 

45.!Having to handle all of the household chores on my own 2 6.0 5 

46.!Dealing with my care recipient’s denial of the effects of the disease 2 5.2 5 

47.!Interactions with doctors who are not knowledgeable about scleroderma 2 4.6 5 

48.!Rushed, inconsiderate, insensitive behavior from doctors 2 5.0 5 

49.!Advocating for my care recipient’s needs 2 5.6 5 

50.!Dealing with my care recipient’s anger about having scleroderma 2 4.2 5 

51.!Having to make difficult major medical decisions 2 5.0 5 

52.!Anger at medical professionals who don’t treat my care recipient 

appropriately or respectfully 

2 5.2 5 

53.!Having to play the role of the “mother” or authority figure to my adult care 

recipient 

2 6.0 5 



54.!Frustration about knowledge about scleroderma and its treatment 2 6.2 5 

55.!Lack of understanding by doctors on how treatments affect scleroderma 

patients differently than other patients 

2 6.2 5 

56.!Being too overbearing or involved when my care recipient can do it 2 5.8 5 

57.!Dealing with my care recipient’s depression 2 4.0 5 

58.!Providing needed help when my care recipient doesn’t want it or resists it 2 5.4 5 

59.!Helping my care recipient feel useful despite real physical limitations 2 5.8 5 

60.!My care recipient’s suicidality 2 3.0 5 

61.!Frustration negotiating with government agencies to get needed support 2 5.2 5 

62.!Dealing with medical, insurance, and disability related paperwork 2 5.2 5 

63.!Having to take days off from work (i.e., appointments, taking care of 

children) 

3 4.3 6 

64.!Managing last minute changes in plans (i.e., unpredictability of the 

disease) 

3 3.8 6 

65.!Providing emotional support on challenging/bad days (i.e., due to 

increased disability, emotional need) 

3 8.0 6 



66.!Understanding the emotional needs of the patient (i.e., what is going on 

with the patient’s emotions) 

3 9.3 6 

67.!Getting open and honest responses from patients about their 

emotions/feelings  

3 6.7 6 

68.!Finding the balance between interfering and providing care  3 7.7 6 

69.!Social implications/limitations (i.e., having to leave early) 3 5.7 6 

70.!Transitioning from the role of primary caregiver, to someone with a less 

prominent role 

3 3.5 6 

71.!Frustrations with offering suggestions and them not being considered  3 6.3 6 

72.!Financial implications/stressors (i.e., budget changes, job changes, days 

off) 

3 6.2 6 

73.!Accommodating trips and excursions (i.e., having wheelchair access, limits 

to what one can do) 

3 6.0 6 

74.!Reminding and making sure my care recipient is wearing adequate 

clothing for the weather 

3 5.0 6 

75.!Navigating healthcare issues while travelling (i.e., making sure you always 3 7.0 6 



have access to medication, coverage, ability to communicate about the 

disease)  

76.!Learning new skills/abilities to compensate for a loss of these 

roles/responsibilities originally assumed by my care recipient (i.e., 

cooking, cleaning) 

3 4.3 6 

77.!If the care recipient does not let the caregiver help them, or being unsure of 

how much help the care recipient’s needs  

3 5.8 6 

78.!Trying to find the balance between providing my care recipient with 

support and letting them do things on their own  

3 5.7 6 

79.!Engaging in winter activities (i.e., not possible because of the cold) 3 5.8 6 

80.!Having to do all of the winter activities alone (i.e., playing with kids, 

walking the dogs) 

3 4.2 6 

81.!Dealing with emotional struggles of my care recipient when they cannot 

take part in activities 

3 6.5 6 

82.!Trying to find useful daily devices (in the kitchen, etc.)  3 4.0 6 

83.!Financial guilt (i.e., one person having to work and cover more bills, 3 5.5 6 



communicating about this)  

84.!Fatigue  3 6.7 6 

85.!Eating in restaurants (i.e., accommodating diet restrictions) 3 4.2 6 

86.!Managing your own emotions as a caregiver (i.e., mental health 

challenges, sickness, stress) 

3 8.2 6 

87.!Learning information about the disease (i.e., initial flood of information 

following diagnosis)  

3 7.3 6 

88.!Dealing with further medical complications (i.e., lung transplants) 3 5.7 6 

89.!Dealing with the unpredictability of the disease (i.e., uncertainty about 

progression) 

3 7.7 6 

 

 
 
 
 
 



 
S4 Appendix. List of All Original Caregiver Generated Support Services and Item Means 

Item  Focus Group 

Number 

Mean Rating of 

Challenge 

Importance (1-10) 

Number of 

Participants 

That Rated the 

Item 

1.! Caregiver-led face-to-face support group 1 6.0 2 

2.! Professionally-led face-to-face support group 1 7.5 2 

3.! Caregiver-led phone-based support group 1 4.0 2 

4.! Professionally led phone-based support group 1 4.0 2 

5.! Caregiver-led internet-based support groups 1 5.5 2 

6.! Professionally led internet-based support groups 1 5.5 2 

7.! Caregiver internet-based chat groups, forums, or social network site 1 9.0 2 

8.! Internet-based chat group or forum with knowledgeable healthcare provider 1 10.0 2 

9.! Caregiver-led breakout groups at patient conferences 1 9.5 2 

10.!Professionally led breakout groups at patient conferences 1 9.0 2 

11.!Internet resource site designed for caregivers 1 10.0 2 



12.!Internet-based psychological and emotional support tools (e.g., guidance on 

cognitive tools, use of journaling) 

1 10.0 2 

13.!One-to-one peer support (e.g., ability to call somebody on the phone) 1 9.5 2 

14.!Professionally led in-person support groups for caregivers 2 8.0 5 

15.!Caregiver-led in-person support groups for caregivers 2 7.8 5 

16.!Professionally led telephone-based support groups for caregivers 2 6.8 5 

17.!Caregiver-led telephone-based support groups for caregivers 2 7.0 5 

18.!Professionally led internet-based support groups for caregivers 2 8.8 5 

19.!Caregiver-led internet-based support groups for caregivers 2 9.3 5 

20.!Controlled chat room or forum for caregivers 2 9.0 5 

21.!Caregiver newsletter 2 9.5 5 

22.!Retreat for caregivers 2 7.0 5 

23.!Online workshop for caregivers to help understand scleroderma and its impact 

on families 

2 8.3 5 

24.!Information on resources to help with caregiving burden 2 8.8 5 

25.!Tools or resources on managing interactions with healthcare providers 2 9.3 5 



26.!Tools to raise awareness about scleroderma 2 9.8 5 

27.!Specific sessions or workshops focused on caregiver needs (i.e., at 

conferences)  

3 8.5 6 

28.!Financial support for families without insurance (i.e., from pharmaceutical 

companies, from special funds specific for patient support)  

3 5.0 6 

29.!Information package/pamphlet about scleroderma for newly diagnosed 

patients (covering all aspects of the disease, not just the long term 

outcomes/shocking content)  

3 7.3 6 

30.!Information about scleroderma on an online reputable website for newly 

diagnosed patients (covering all aspects of the disease, not just the long term 

outcomes/shocking content) 

3 7.8 6 

31.!Loosely structured local in person peer support group meetings (i.e., with 

some structured activities) 

3 7.3 6 

32.!List of names of other scleroderma caregivers in your area (i.e., contact them 

for support, meetings) 

3 5.7 6 

33.!Increased access to and funding for medical support devices (i.e., wheelchairs, 3 6.8 6 



oxygen) 

34.!Online informational resources explaining the different physiological 

symptoms that might occur  

3 8.3 6 

35.!Online support groups (via teleconference, skype) for caregivers  3 7.0 6 

36.!Online support groups (via teleconference, skype) for patients and caregivers  3 5.7 6 

37.!Physicians providing online medical advice and consults  3 6.0 6 

38.!Networking resource with other patients, caregivers, physicians  3 6.8 6 

39.!Information on how to accommodate people with scleroderma when they 

attend scleroderma related events (i.e., on hotel websites, in conference 

program) 

3 4.2 6 

40.!Educating physicians/doctors/medical community about scleroderma (i.e., 

how to speak with and educate medical community about scleroderma 

specific issues)  

3 6.8 6 

41.!Helping professionals know more about scleroderma and the patient’s specific 

needs related to scleroderma (i.e, via business card)  

3 7.5 6 

 


