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STEP 1: Please indicate if you prefer to take the survey in English, French, German Italian, Dutch, Portuguese, or Spanish using the drop down list at the top right of the screen.   

STEP 2:  Once you have chosen your preferred language, please click below to start the survey.
	
	Start the survey!

DEMOGRAPHICS

Directions: The following demographic questions are necessary for us to gain a better understanding of who has completed the survey. The items below will not require you to report any information that could lead to your identification. 

1. Please indicate your gender:          Male     Female
2. Please indicate your age in years: ..............................
3. In which country do you live?
· France 
· Germany
· Italy
· Netherlands 
· Portugal
· Spain
· United Kingdom
· Other, please specify:

4. What is your current housing location?
· Rural 
· Village/Town
· Suburb
· City 
· Other, please specify:


5. What is your racial or ethnic background? (Please check all that apply)  	  
· White 	 	 
· Asian 
· African 
· Other, please specify: 

6. What is your current relationship status?   
· Never married    
· Married 
· Living with partner in committed relationship  
· Separated 
· Divorced
· Widowed 

7. How many years of education have you completed, starting with elementary/primary school and including all levels of formal education?

_____________   years

8. What is your current occupational status? 
· Homemaker
· Unemployed
· Retired
· On disability
· On leave of absence
· Full-time employed
· Part-time employed
· Full-time student only

9. For Europeans not living in the UK: What is your family household income (from all sources): 	 	 	 
· Less than 14,000   EUR	 	 	 
· Between 14,001 and 27,000    EUR
· Between 27,001 and 41,000    EUR
· Between 41,001 and 55,000   EUR
·  55,001 EUR or greater
·  Prefer not to answer  

10. For Europeans living in the UK: What is your family household income (from all sources):	 	 
· Less than 10,000   GBP	 	 	 
· Between 10,001 and 20,000    GBP
· Between 20,001 and 30,000    GBP
· Between 30,001 and 40,000   GBP
· 40,001 GBP or greater
· Prefer not to answer  

11. What is your scleroderma diagnosis?
· Limited Scleroderma 
· Diffuse Scleroderma
· CREST
· I don’t know
· Other, please specify:

12.  How many years has it been since you first received your scleroderma diagnosis?
· 
· 0-1
· 1
· 2
· 3
· 4
· 5
· 6
· 7
· 8
· 9
· 10
· 11
· 12
· 13
· 14
· 15
· 16
· 17
· 18
· 19
· 20
· 21
· 22
· 23
· 24
· 25+…


SCLERODERMA SUPPORT GROUPS MEMBERS SURVEY

1. How many years have you been a member of this scleroderma support group?
a. Dropdown list from 0-1, 2, 3,…..25+

Part A: Reasons for Participating in Scleroderma Support Groups

Directions: We would like to know more about the reasons why you joined and continue to attend a support group. Please indicate the importance of the following reasons.

Response Options:
	 Very Important
	 Important
	 Somewhat Important
	 Not Important



1. Getting suggestions from other group members.
2. Providing suggestions to other group members.
3. Learning how other group members deal with issues related to scleroderma.
4. Openly talking about my fears and feelings regarding living with scleroderma.
5. Having a safe place where I can freely express my emotions.
6. Knowing that I am not alone.
7. Developing relationships with other people with scleroderma.
8. Spending time with people who understand what it is like to live with scleroderma. 
9. Getting comfort and reassurance from other scleroderma patients in the group.
10. Learning techniques such as meditation, relaxation, or yoga that can complement my medical treatment. 
11. Learning how to more effectively discuss my medical care with my physician and other health care providers.
12. Learning about other people's experiences with common scleroderma tests and treatments. 
13. Learning about medications used in scleroderma treatments and their potential side-effects.
14. Learning strategies that may help to reduce or control medication side effects. 
15. Learning helpful nutrition and food preparation tips for people with scleroderma. 
16. Learning about current scleroderma research. 
17. Learning about alternative healing practices, such as acupressure, herbs, and vitamins, that can complement my medical treatment.
18. Finding out how other people with scleroderma have handled changes to their appearance.
19. Discussing religious or spiritual concerns.
20. Discussing issues related to death and dying.
21. Learning how to talk with family and friends about my scleroderma.
22. Learning how to handle financial issues associated with living with scleroderma.
23. Learning about sexual issues that may arise as a result of my scleroderma.
24. Learning about how to fill out insurance and health forms.
25. Being able to borrow books, tapes, and videos through the support group.
26. Learning ways to communicate to my employer or work colleagues about my scleroderma.
27. Obtaining information about medical specialists who are knowledgeable about scleroderma. 
28. Learning ways to cope with unwanted attention from having scleroderma.
29. Providing comfort and reassurance to other scleroderma patients in the group.
30. Enjoying fun social activities. 

Part B: Organizational Features Important for Successful Scleroderma Support Groups

Directions: We would like to know more about how important you think the following factors are to having a positive support group experience.

Response Options:
	 Very Important
	 Important
	 Somewhat Important
	 Not Important



1. That the group facilitator has received training or accreditation.
2. Types of people who make up the group (for example, scleroderma patients only, scleroderma patients and their family members or other loved ones).
a. Who would you prefer to be included in the support group?
· Scleroderma patients only
· Scleroderma patients and their family members or other loved ones
3. Location of the group meetings (for example, hospital, community centre, church).
a. Where would you prefer group meetings to be held?
· Hospital
· Community Centre
· Church 
· Private Home
· Library
· Other….
4. Number of participants in a group.
a. What is your preferred number of participants in a group?
· Less than 10
· 11-20
· More than 20
5. Length of the group meetings.
a. How long would you prefer the group meetings to last?
· 0-1 hours
· 1-2 hours
· 2-3 hours
6. How often meetings are held (for example, once a week, once a month).
a. How frequently would you prefer the meetings to be held?
· Once a week
· Once a month
· Once every three months
· Once every six months 
· Other…
7. Having guest speakers come discuss scleroderma related topics.
8. That there is an opportunity for members to openly discuss their feelings and concerns. 
9. That group meetings follow a pre-determined agenda. 
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