
	
	

 
 
 
 
 
August 1st, 2018  
 
Ms. Karen Nielsen 
President, Scleroderma Society of Ontario 
41 King William Street, Empire #202 
Hamilton, ON L8R 1A2 
 
 
RE: Progress Report for the Scleroderma Patient-centered Intervention Network’s Physical 
ACtivity Enhancement (SPIN-PACE) program  
 
Dear Karen, 
 
The following is a report outlining the progress that has been made on the SPIN-PACE program, which 
received funding from the Scleroderma Society of Ontario in November 2017. The work that was funded 
is intended to gather the preliminary data necessary to develop a guided physical activity intervention for 
people living with scleroderma. 
 
As you are aware, with the support of the Scleroderma Society of Ontario’s contribution, we were able to 
apply for a Canadian Institutes of Health Research (CIHR) Strategy for Patient-Oriented Research grant, 
which required that any funds awarded be matched by a patient organisation. Our CIHR grant was 
positively reviewed. Reviewers recognised that exercise programs exist to enable patients with more 
common diseases to be physically active and that the same opportunity should be afforded to those living 
with a rare disease. In their review of our proposal, positive elements highlighted by the reviewers 
included the accomplishments and strength of our team and our long-standing effective partnership with 
the Scleroderma Society of Ontario. We were awarded the CIHR grant for $40,000, which along with 
your organization’s contribution brought our total operating budget to $80,000. 
 
Since funding from the matching CIHR grant was not obtained until March 2018, this report outlines 
progress made thus far, as well as activities that are still pending and will be completed in the next 
months. 
 
Data collection 
 
To date, we have conducted 8 nominal focus groups of 3-8 participants each. The purpose of the groups is 
to identify barriers and facilitators to physical activity in scleroderma. These groups were conducted 
during Scleroderma Canada’s Patient Forum (Halifax, September 2017), the Scleroderma Foundation Tri-
State Chapter’s Annual Research Day (New York, November 2017), the Systemic Sclerosis World 
Congress (Bordeaux, February 2018) and the Scleroderma Foundation’s Patient Conference 
(Philadelphia, July 2018).  
 
Each of these focus groups was led by two SPIN team members, trained in the method of “nominal” 
groups. Members who have led groups include Dr. Brett Thombs, Ms. Marie-Eve Carrier, Ms. Julie 
Cumin, and Ms. Danielle Rice. Unlike typical focus group discussions, nominal focus groups are highly 
structured and geared specifically towards needs assessment. In 90 minutes, researchers are able to obtain 
a large amount of data regarding specific reasons why people with scleroderma are not as active as they 
would like to be, and solutions they have found useful in tackling these barriers. Participants then give 



	
	

ratings to the items on the final list of barriers and facilitators, which allows researchers to gauge which 
items are widely considered to be relevant and should therefore be addressed in a subsequent physical 
activity intervention. The 32 patients who have participated in nominal groups thus far have included 
men, ethnic minorities, and people of diverse incomes, ages and levels of physical limitations. Early data 
analysis suggests that barriers fall under three key themes: Physical, Psychosocial and Environmental. 
Nominal focus groups will continue to be held until data saturation is reached, meaning that collected data 
tends to replicate previously collected data rather than generating new insights. We anticipate conducting 
at least 4 more groups, including groups in Calgary at the Scleroderma Canada national conference in 
September 2018. This early phase of data collection is therefore close to being complete. Once complete, 
results will be translated into a survey that will be administered to patients (approximately 2,000) who are 
enrolled in the SPIN Cohort, which will allow us to assess the degree to which barriers are common and 
to which possible facilitators are likely to be used if included in a patient support program. 
 
Ms. Julie Cumin has been responsible for coordinating the project thus far. Starting in September 2018, 
Mr. Sami Harb will begin his Master of Science degree in Psychiatry at McGill University and will take 
over coordination of this project as part of his thesis research. Mr. Harb will moderate the last few focus 
groups during Scleroderma Canada’s National Conference (Calgary, September 2018) and undertake the 
next phases of this project, which include data analysis of the group results, survey development and 
administration, and the compilation of a final report to inform intervention development.  
 
Thank you again for your support of the early stages of this ambitious project, which we hope will have a 
meaningful impact on the lives of people living with scleroderma. We have made tremendous progress 
over the past 10 months and will continue to do so until this program is developed and disseminated. 
Please do not hesitate to contact us should you have any further questions about our work and progress 
made to date. 
 
 
Yours sincerely, 
 
 

                                                                                 
 
Ian Shrier, MD, Ph.D. 
Senior Investigator, Centre for Clinical 
Epidemiology  
Lady Davis Institute for Medical Research 
 
Jewish General Hospital 
5750 Côte des Neiges Road 
Montréal, Québec, H3S 1Y9 
Tel (514) 340-7563 
E-mail: ian.shrier@mcgill.ca 
 

Brett D. Thombs, Ph.D. 
Professor, Faculty of Medicine 
McGill University 
 
 
Jewish General Hospital 
4333 Côte Ste-Catherine Road 
Montréal, Québec, H3T 1E4 
Tel (514) 340-8222 ext. 25112 
E-mail: brett.thombs@mcgill.ca

 
 
 


