
CIHR AWARDED GRANT: 

Building tools to help patients manage rheumatoid arthritis 

For someone with RHEUMATOID ARTHRITIS  (RA), the period shortly after diagnosis is often filled with 

uncertainties and anxiety as the patient searches for information to make treatment decisions. With an aim to 

improving a patient's ability to participate in shared decision making about a course of treatment, Dr. Linda Li's 

team is developing a web-based decision aid with the support of a CIHR Knowledge-to-Action grant. 

The team proposes to develop and evaluate an Animated, Self-serve, Web-based Research Tool (ANSWER) 

designed to support people with RA in making decisions about their treatment. ANSWER will combine the best 

evidence of treatment options, the contextual information about how to make health care decisions and the 

concept of effective consumers. The project team's proposal highlights the fact that the content, storyline and 

animation for ANSWER will be developed in collaboration with members from six different disciplines (clinical 

and HEALTH SERVICES  research, social and information sciences, knowledge translation and graphic 

design/animation production) as well as knowledge users from the arthritis community, with the final product 

available for public access at the end of the evaluation. 

Excerpt from proposal: 

Research Question 

The proposal for this project makes a strong case for the need to bridge the gap between the research evidence 

around RA care and the actual use of effective treatments. The project team outlines in detail its specific objectives 

for the development of ANSWER, to provide evidence-based information and decision support for people with RA. 

Justification for the tool is provided, citing research around the factors that affect the treatment decisions of people 

who have been recently diagnosed with RA and the effectiveness of interactive decision aids in improving care. 

Research approach 

The ANSWER team proposes to develop the program based on rigorous criteria outlined in the International Patient 

Decision Aid Standards and through a collaboration of health researchers, computer animation experts and trainees 

and RA patients. The tool will be piloted and further improved based on feedback from a group of target users. 

Another strength of the ANSWER project is the active and committed involvement of experts from the six relevant 

disciplines as well as knowledge-user groups. Collectively, members of this team have contributed from the 

planning phase of the project through to its completion. 

Feasibility 

The project team highlights existing relationships with key patient and consumer groups, including the 

Canadian ARTHRITIS Patient Alliance and The Arthritis Society, that are well positioned to assist in the 

development of KT activities. Recognizing the potential benefit of the ANSWER program for the management of 

early RA in primary care, the B.C. Ministry of Health has agreed to provide informal consultation for the tool 

development and to assist in disseminating the final product in primary care settings in British Columbia. 

Outcomes 

By developing a user-friendly tool that can be distributed widely on the Internet, the ANSWER team is confident 

that the final product can reach people who may not be familiar with the use of decision support or who have 

difficulties in completing the existing paper-based RA decision aids. It is expected that in promoting the practice of 

shared decision making, ANSWER will ultimately help to improve RA patients' ability to be effective users of health 

care resources. 

Full web link:  http://www.cihr-irsc.gc.ca/e/45321.html#a6.3 
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August 30, 2013 

 

Dr. Jennifer Stinson 
Department of Anesthesia and Pain Medicine and Child Health Evaluative Sciences 
Hospital for Sick Children 
555 University Avenue 
Toronto, Ontario, M5G 1X8 
 
Dear Dr. Stinson, 
 
Re: CIHR Grant: ‘iCanCope with Pain: An Integrated Smartphone and Web Self-management Program for Adolescents and 
Young Adults with Chronic Pain’. 
 
 The ILC Foundation (“ILC”) has recognized the importance of chronic pain in children, adolescents and young adults 
and the devastating effects that it can have on this at risk population and their families. These negative effects are seen in the 
form of physical disability, a high rate of school absences, significant sleep disruption, distress and other psychological 
difficulties, tremendous strain on families, high financial costs to families and the health care system, and, perhaps most 
importantly, a very poor quality of life. 
 
 In 2011, the ILC organized and vetted its charitable programs based on an in-depth evaluation of the needs of this 
population base.  We learned of the complete lack of community support programs and the enormous systemic gaps within 
health care that affect children and young adults alike.  These gaps are recognized as: 
 

 Transition of care from pediatrics to adult health care centers, leading some young people with chronic pain to take 
their lives as in the case of Dominic Boivin who ended his life after suffering for four years with misunderstood 
complex chronic pain. 

 Lack of best practices in the diagnoses, treatment and care of a broad group of chronic pain diseases. 

 A complete lack of community based peer support programs to help reduce feelings of isolation, fear and depression 
http://www.canada.com/health/When+hurting+stop+chronic+physical+pain+drove+Calgary+teen+take+life/7561169
/story.html. 
 

  
 Through the ILC’s national peer-to-peer support network of families whom experienced the devastating feeling of 
sadness at the loss of Dominic, a collaborative approach was taken to develop a program to honor Dominic’s life and his family.  
For this reason, the ILC Dominic Boivin Fund has been established to support the critical challenge of chronic pain in children 
and youth. 
 
 The ILC supports this initiative as it can improve the lives of adolescents and young adults with chronic pain.  The 
proposed research aims to test the effectiveness of the iCanCope with Pain electronic pain diary to improve the quality of life 
adolescents and young adults who suffer from pain daily.   
 
 The ILC looks forward to working with you to help promote the use of the program in young people with chronic pain 
and to participate in the dissemination of findings of this study. 
 
Sincerely,  
 
/original signed 
Sandy Smeenk 
 
Sandy Smeenk 
Founder and Executive Director 
 
Cc:  Jean Boivin and Nathalie Bellevance 
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