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Strategic Plan 2022 

ourbelief 

 

The Canadian Arthritis Patient Alliance (CAPA) is Canada’s only volunteer-based arthritis patient 

organization run by patients for patients. CAPA is entirely patient-run and -driven, independent, and 

supports a community of people living with arthritis across the nation. Our belief is that the first expert 

on arthritis is the person who lives with arthritis and this person provides a critical voice and perspective 

that needs to be heard in decision-making.  

 

whatwedo 

 

CAPA uses the power of information, research, and communication to help people living with arthritis 

find their voice and to support others. Many people think arthritis only affects older people, or that it is 

merely a word for aches and pains. At CAPA, we work to clear up these misconceptions to create a better 

Canada for people living with arthritis and for those who support them. Arthritis is a number of 

debilitating diseases which affect Canadians of all ages and backgrounds. By collecting and producing 

patient resources, policy papers, and outreach projects, CAPA seeks to educate and empower people 

living with arthritis so they can continue to positively contribute to society and improve their health 

care experiences. CAPA communicates its work and information in many ways:  website, monthly 

newsletters, Facebook page, Twitter (@CAPA_Arthritis), Youtube channel, and Instagram 

(capa_arthritis). 

 

CAPA’s strategic priorities are achieved through collaboration and partnership with other patient 

organizations, representatives from government, policy-makers, researchers, healthcare professionals, 

industry, not-for-profit organizations, and other individuals and organizations. We welcome all 

Canadians with and affected by arthritis and those who support CAPA's goals to join our community. 

 

COVID19 
2021 has seen the pandemic continue to impact the globe. CAPA and its arthritis community continued 

to respond to the pandemic in many unplanned ways. This work will be highlighted throughout the 

reflections on 2021 and includes: continuing to update an evidence-based COVID19 website; creating 

videos with its Medical Advisory Committee about COVID19, arthritis and vaccines; spearheading 

http://www.arthritispatient.ca/
file:///C:/Users/annette/AppData/Local/Temp/arthritispatient.ca/news
file:///C:/Users/annette/AppData/Local/Temp/arthritispatient.ca/news
https://www.facebook.com/CAPA.Aca/
https://twitter.com/CAPA_Arthritis
https://www.youtube.com/channel/UCJPvsvUYNwrEtYMK0Fx1Bzg
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advocacy work around access to vaccines (first and subsequent doses) and contributing to guideline and 

decision-aid development related to COVID19 vaccination; contributing to research efforts and, more. 
ourreflections 

 

Since 2013, CAPA has set out an annual strategic plan to guide its operational activities. These plans are 

publicly available on CAPA’s website to ensure transparency and accountability to members. In the 

section that follows, we highlight our achievements with respect to the 2021 CAPA strategic plan. 

 

 

ourachievements2021 

 

The priorities of CAPA’s 2021 Strategic Plan are outlined below along with an update on 

accomplishments with respect to each of these. 

 

 

One Maintained an active, effective virtual, not for profit 

organization. 
 

Strategic Actions: 

 

1 Continued to fundraise for administrative needs and to support planned initiatives. Received 

funding for efforts related to sharing research ethics board approved research and to support 

translation of our pregnancy and parenting resources in to French. Fulfilled our reporting 

obligations under the Canada Not-for-profit Corporations Act (NFP Act) including our Annual 

Return. 
 

2 Welcomed one new Steering Committee member from Quebec who brings a range of arthritis 

and lived experiences. 
 

3 Continued to engage new and existing membership through outreach and participation in the 

arthritis community. 
   

 

Two Continued to reach out and meet the needs of the CAPA 

community. 
 

Strategic Actions: 

 

1 As a virtual organization run by volunteers, we continued to add new resources and information 

to our website in a timely way.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                     
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2 Continued and grew CAPA’s social media efforts (Facebook - 847 followers, Twitter – 1860 

followers, YouTube – 131 subscribers, and created an Instagram account – 317 followers). 
 

  

 

Three Initiated grassroots action. 
 

Strategic Actions: 

 

1 Continued supporting CAPA community initiatives that are firmly aligned with CAPA’s interests 

and allowed an opportunity to promote CAPA and share its resources. 
 

2 Continued to participate in the SPOR Chronic Pain Network and SPOR Evidence Alliance, providing 

the voice of people living with arthritis and pain throughout both Networks’ activities.  

 

3 Continued to engage with Health Canada on issues of importance to the CAPA community through 

a leadership role on the Canadian Pain Task Force and through participating in national consultation 

efforts. 

 

4 Continued to engage in dialogue related to pharmacare, drug pricing, and other issues of relevance 

to the CAPA community. Through the Best Medicines Coalition (BMC) and independently we 

provided input and submissions related to the Patented Medicines Pricing Review Board proposed 

regulation update. We also provided input to the Canadian Agency for Drugs and Technologies in 
Health’s (CADTH) various drug-specific patient input submissions. We were part of consultations 

with the New Brunswick, Ontario, and Quebec Ministries of Health with respect to its biosimilars 

policy and helped in development efforts of a Massive Online Open Course (MOOC) on biosimilars 

(supported by the Ontario Ministry of Health) that will be launched in 2022. 

 

5 Contributed to the arthritis community’s grassroots efforts to advocate for continued funding for The 

Arthritis Program in Newmarket (Dr. Carter Thorne’s rheumatology clinic). 

 

  
  

 

Four Continued to work closely with our strategic partner, The 

Arthritis Society. 
 

Strategic Actions: 

 

1 Meet regularly with the Society’s leadership at national and regional levels. One Steering 

Committee member participated in an innovation brainstorm hosted by the Society leadership and 

one Steering Committee member participates in the Society’s Online Consumer Panel. 
 

2 Collaborated on all CADTH patient input submissions for arthritis in 2021, including: upadicitinib 

for psoriatic arthritis and anakinra for Still’s disease/Still’s juvenile idiopathic arthritis. Patient 

input submissions are posted on our website. 

 

http://arthritispatient.ca/wp-content/uploads/2021/01/CADTHSubmission_Upadacitinib_Final_updated.pdf
http://arthritispatient.ca/wp-content/uploads/2021/01/CADTHSubmission_Upadacitinib_Final_updated.pdf
http://arthritispatient.ca/wp-content/uploads/2021/01/CADTH_Patient_Input_Anakinra_Jan-15-for-website.pdf
http://arthritispatient.ca/patient-input-submissions-for-cadth/
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3 Participated in the research and training program by contributing to research and training grant 

reviews and updating materials for patient peer reviewers for the Society’s research granting 

program.  
 

4 

 

 

Participated as collaborators on The Arthritis Society-funded research grants/projects.  

5 Participated in the Canadian Arthritis Research Conference as presenters, moderators and 

participants. 

 
 

  

Five Worked closely with other organizations and advocates. 
 

Strategic Actions: 

 

1 Remained active members of The Best Medicines Coalition. Numerous Steering Committee 

members participate actively in discussions related to the Patented Medicines Pharmaceutical 

Review Board regulation changes (via the drug pricing working group), briefings around drug 

shortages and elections, and at BMC’s Annual General Meeting. 

 

2 Worked with Health Canada as an invited member of the Canadian Pain Task Force, participating 

in national consultations related to living with chronic pain and reducing the stigma of opioid use 

for people living with pain. 

 

3 Worked on patient input on the Common Drug Review for CADTH, as well as the parallel 

provincial agencies. 

 

4 Continued to build our relationships with Arthritis Health Professionals Association (AHPA) and 

to disseminate information through the AHPA communications to members and the Canadian 
Rheumatology Association.  

 

5 Built and enhanced existing and new industry relationships. 

 

6 Collaborated with and participated in Canadian Institutes for Health Research committees and 

initiatives. One Steering Committee member continued to be a member of the Canadian Institutes 
of Health Research’s Institute of Musculoskeletal Health and Arthritis Patient Engagement 
Research Ambassadors, another Steering Committee member is part of CIHR’s Citizen Advisory 
Committee. 

 

7 Continued involvement with the Cochrane Collaboration. 
 

8 Remained on the Patient Partner Working Group of the Ontario SPOR Support Unit and on the 

Patient Partner Advisory Committee of the Saskatchewan Centre for Patient Oriented Research. 
 



 

 5 

9 Continued to participate as collaborators on research teams such as the Saskatchewan and Ontario 
SPOR Support Units’ projects, Outcome Measures in Rheumatology (OMERACT), CIORA funded 

research projects and maternal health research projects, especially with respect to designing 

research questions that are important to patients and ensuring knowledge translation beyond the 

research community. Participated as members of the team that produced and delivered the 

Partners in Research web-based modules with researchers based at St. Michael’s Hospital 
(Toronto). Engaged with the SPOR Evidence Alliance delivering training for patients participating 

in rapid reviews and identifying ways to continue to improve patient engagement in the Alliance.  

 

10 Continued to build relationships with the private payer community to ensure there is an 

understanding of arthritis, the importance of therapeutic options for patients, and the overall 

impact of arthritis on individuals in all capacities (at home, work, being a productive and 

functioning member of society). 

 

11 Continued to engage with other patient advocates and patient organizations, both nationally and 

internationally, including:  

- CreakyJoints. We engaged in the Tumbler and Tipsy by Michael Kuluva Spring/Summer 

2021 Virtual Fashion Show Live Twitter Session which expanded our reach with our social 

media platforms. CAPA was also the Canadian Arthritis Partner for the multimedia video 

for the Tumbler and Tipsy by Michael Kuluva fashion show. Also co-hosted a Twitter chat 

with CreakyJoints for National Pain Awareness Week with over 850,000 impressions, 309 

tweets and 40 participants. 

- Lene Andersen (The Seated View). Hosted our first Instagram Live event about Growing 

up with Juvenile Arthritis with writer and advocate, Lene Andersen with guests Natasha 

Trehan and Trish Peters (founders of Take a Pain Check). Also hosted our first Facebook 

Live event about coping with arthritis pain in support of National Pain Awareness Week. 

Lene Andersen also hosted this event with guests Michael Kuluva and CAPA President, 

Linda Wilhelm. 

- People with Arthritis and Rheumatism (PARE) and EULAR’s Patient Research Partner 
group. CAPA’s 1st Vice-President attends EULAR’s Patient Research Partner meetings and 

is contributing to their curriculum modules that are under development.  

- Take a Pain Check. CAPA’s 2nd Vice-President is a member of the medical advisory board 

of Take a Pain Check, a newly formed not for profit patient organization supporting youth 

with rheumatic diseases. 

- Canadian Institute for Health Information (CIHI). CAPA’s 2nd Vice-President had been 

engaged in the work of the CIHI Patient Engagement Community of Practice and 

presented at the CADTH Symposium about virtual care.  

- Irish Children’s Arthritis Network (iCAN). Working on a methotrexate tips and tricks 

sheet together. 

- ACTion Council. Participated in efforts to catalogue patient engagement in arthritis 

research. 

- Arthritis Consumer Experts, Arthritis Patient Advisory Board and Canadian Spondylitis 
Association. Part of an Arthritis Alliance of Canada Legacy Grant Project hosting virtual 

meetings with jurisdictions across Canada (including BC, Saskatchewan, Manitoba, 

Ontario, Quebec and New Brunswick) on Inflammatory Arthritis Models of Care and the 

potential future role of virtual care in rheumatology. 

-  International Alliance of Patient Organizations (IAPO). CAPA is a member organization. 
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12 Engaged with Clinical Trials Ontario to provide input and feedback into resources developed in 

collaboration with patients, patient organizations and health charities (including their website, 

clinical trials finder, and input to Health Canada and the International Council on Harmonization, 

relating to patient engagement with clinical trials). 

 

13 Contributed to the Drug Safety and Effectiveness Network through one Steering Committee 

member being part of it. 

 

14 Provided patient perspective in the peer review grant process for the Canadian Institutes of Health 
Research (CIHR) and also for its Strategy for Patient Oriented Research initiative. 

 

15 Continued to be an active member of the COVID-19 Global Rheumatology Alliance via 

participation in its Steering Committee and various patient working groups. Presented at the 

American College of Rheumatology on “Empowering Patients in Rheumatology Research and Care 

Delivery”. Participated in international surveys on the experiences of rheumatology patients 

getting the COVID-19 vaccines.  

 

16 

 

Contributed to the literature on patient engagement and the patient experience, including: 

- A preprint on barriers to compensating (paying) patient partners in research. 

- Contributed to a paper by the SPOR Evidence Alliance on patient engagement in the 

Alliance and from the paper there will be a workshop on improving the patient 

engagement experience. 

- Contributed to a paper on editors-in-chief perceptions of patients as (co) authors on 

publications and the acceptability of ICMJE authorship criteria: a cross-sectional survey. 

 

17 Participated and contributed to the work of the Canadian Pain Care Forum, that applies expertise 

in evidence-based medicine to identify, collate, review, revise, update and develop clinical practice 

guidelines for the treatment of chronic pain. 

18 Partnering with the Canadian Rheumatology Association in developing guidelines for transition 

of care for patients living with Juvenile Idiopathic Arthritis. 

  

 

 

Six Executed CAPA-led projects. 
 

CAPA successfully delivered on a number of its own initiatives in 2021. 

 

Strategic Actions: 

 

1 Continue to disseminate educational and support materials on living with arthritis and pregnancy 

and having a family, methotrexate, work and arthritis, and living with chronic pain, to the 

broader arthritis and medical communities, as well as to policy-makers. CAPA is participating 

with Canadian arthritis patient organizations on an awareness activity concerning the value of 

virtual care post COVID-19.  
 

https://osf.io/kdpwv/
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-021-00290-1
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2 Work with iCAN to finalize development and begin dissemination of a resource based on survey 

results of children with arthritis and their parents. This work continued to be on hold due to the 

pandemic. 

3 Finished the update of the French Together Enhancing Arthritis Management (TEAM) modules. 

These were featured in our newsletter.  

4 Continued to reach out to international arthritis organizations, to build relationships, work 

collaboratively and share resources and materials. 

 

5 Continued to promote CAPA resources, including the Arthritis Patient Charter and position 

papers. 

6 Continued to bring awareness to topics such as pain management, medical cannabis, medication 

safety during pregnancy/breastfeeding and other issues that impact people living with arthritis 

and require continued attention, advocacy and research. 

 

7 Worked to increase community engagement with the research community – both in academia 

and industry. Steering Committee members contributed to the Patient Focused Medicines 
Development initiative. 

 

8 Launched a survey on International Women’s Day to better understand the sexual and 

reproductive needs for women+ living with inflammatory arthritis, rheumatic and psoriatic 

diseases. The report “Baring it All” summarizing the findings was shared in September as part of 

Arthritis Awareness month and dissemination efforts continue to various stakeholders.  

 

9 Started to develop a resource on aids and gadgets for daily living that have been tried and tested 

by people living with arthritis. 

10 Updated the resource on pregnancy and parenting in partnership with health care professionals 

and disseminate to the arthritis community.  

11 Undertaken a project to help CAPA members understand the different organizations in the 

health policy and research landscape in Canada. Short videos created in collaboration with 

organizations such as CIHR, CADTH, CIHI, pCPA, PMPRB, Health Canada, and others would be 

posted on the CAPA YouTube site. 

 

12 The planned project to help CAPA members understand the different organizations in the health 

policy and research landscape in Canada has been put on hold due to the COVID19 pandemic. 

Short videos will be created in collaboration with organizations such as CIHR, CADTH, CIHI, 

pCPA, PMPRB, Health Canada, and others and posted on the CAPA YouTube site. 

 

13 Explored ways to diversify CAPA’s funding sources. In addition to industry funding, CAPA has 

secured donations and funding from academic organizations for project involvement and sharing 

research project participation opportunities with its members. Plans to engage various federal and 

provincial Ministries of Health with respect to funding were put on hold due to the COVID19 

pandemic. 

 

http://arthritispatient.ca/team-project/
http://arthritispatient.ca/arthritis-patient-charter/?hilite=%27patient%27%2C%27charter%27
http://arthritispatient.ca/capa-news/now-launched-baring-it-all-final-report-on-reproductive-and-sexual-health-in-women-with-ia-psa-and-rheumatic-diseases/
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14 Launched activities in support of National Pain Awareness week including a Facebook Live event 

hosted by Lene Andersen with guests Michael Kuluva and Linda Wilhelm and ran a joint Twitter 

chat with Creaky Joints and Lene Andersen focused on coping with arthritis pain.  
 

 

 

Seven COVID-19 related work. 
 

Strategic Actions: Given the unknown nature of the pandemic, these efforts were unplanned and all 

represent efforts that CAPA undertook on top of its planned work in 2021. 

 

1 Created and kept a resource page up to date about COVID-19 for people who live with arthritis. 

This resource page was reviewed by the Medical Advisory Committee for accuracy. 
 

2 Contributed to efforts of the entire Canadian arthritis community with respect to ensuring access 

to necessary medications for people who live with arthritis, given the initial thought that 

hydroxychloroquine might be a useful treatment for COVID-19. One Steering Committee was 

invited by CADTH to continue to provide a patient perspective in the development of their 

evidence-based COVID-19 treatment page. 

 

3 Partnership with the COVID-19 Global Rheumatology Alliance through the development and 

dissemination of the Patient Experience Survey and the COVID-19 Vax Survey. Involvement in 

identifying patient resources and developing lay research summaries for the improved 

understanding of patients with rheumatic disease globally. Membership on the Patient Board of 

the COVID-19 Global Rheumatology Alliance to lead patient engagement initiatives and guide 

the patient-centric direction of the organization. 
 

4 Produced two video Q&As with a Steering Committee member interviewing CAPA’s Medical 

Advisory Committee, Drs. Cheryl Barnabe, Janet Pope, and Carter Thorne, about COVID-19 and 

COVID-19 vaccines from the perspective of someone living with inflammatory arthritis. 

 

5 Worked with the Canadian Rheumatology Association to develop guidelines related to COVID-

19 vaccination for individuals who live with inflammatory arthritis and a decision aid to help 

people have conversations about and make an informed decision about vaccination. Presented this 

work to COVID-END, the SPOR Evidence Alliance, and at the CADTH Annual Symposium. 

 

6 Advocated to the National Advisory Committee on Immunization about COVID-19 vaccination 

with members of our Medical Advisory Council and the Canadian Rheumatology Association. 

Also advocated to various provincial Ministries of Health on this topic. 
 

  
 

 

ourplan2022 

 

http://arthritispatient.ca/covid-19-information-resources/
https://cadth.ca/sites/default/files/covid-19/what_you_should_know_about_drug_treatments_for_COVID-19.pdf
https://www.youtube.com/watch?v=eP-spVGwrfg&t=12s
https://www.youtube.com/watch?v=y4OOXcXTiqU
https://rheum.ca/resources/cra-grade-recommendation-on-covid-19-vaccination-and-feedback-survey/
https://rheum.ca/resources/cra-grade-recommendation-on-covid-19-vaccination-and-feedback-survey/
https://rheum.ca/decision-tool/
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We believe that CAPA has continued to deliver on its strategic plan and goals, and continues to achieve 

progress as a small, volunteer-based organization. Each year we further develop our own independent 

projects where we see gaps and opportunities for us to share resources and information with our 

community. Our plan for 2022 is outlined below. 

 

ourpriorities 

 

 

One Maintain an active, effective virtual, not for profit organization. 
 

Strategic Actions: 

 

1 Continue to fundraise to maintain current administrative needs and provide support for planned 

initiatives. Continue to diversify fundraising efforts. 

 

2 Continue to develop policies as required. 

3 Engage and grow the CAPA community. 

   

 

Two Continue to reach out and meet the needs of the CAPA 

community. 
 

Strategic Actions: 

 

1 As a virtual organization, we will continue to add new resources and information to our website 

in a timely way.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                     
 

2 Continue to enhance CAPA’s reach via social media and its newsletter. 

3 Apply for funding to continue to translate resources in to French. 

  

 

Three Initiate grassroots action. 
 

Strategic Actions: 

 

1 CAPA will continue to support community initiatives that are firmly aligned with CAPA’s interests 

and allow an opportunity for members to promote CAPA. 
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2 Continue to participate in the SPOR Chronic Pain Network (pending its grant application outcome) 

and Evidence Alliance, providing the voice of people living with arthritis and pain throughout both 

Networks’ activities. 

 

3 Continue to engage with Health Canada regarding issues of importance to CAPA members. 

 

4 Continue to engage in dialogue related to health policy and other issues of relevance to the CAPA 

community. 

 

 

Four Continue to work closely with our strategic partner, The 

Arthritis Society. 
 

Strategic Actions: 

 

1 Continue to meet with leadership at a national level, partnering in appropriate ways and providing 

patient input at many levels, and facilitating regional collaborations.  
 

2 Develop joint strategies and take action on key projects where there are appropriate synergies. 

 

3 Participate in the research and training program including as collaborators on Society-funded 

projects. 

 
 

  

Five Work closely with other organizations and advocates. 
 

Strategic Actions: 

 

1 Remain active members of the Best Medicines Coalition. 

 

2 Work with Health Canada on critical initiatives. 

 

3 Work on patient input on the Common Drug Review for CADTH, as well as the parallel provincial 

agencies that solicit patient input and to encourage the expansion of the patient input process 

overall. Submit at least one abstract to the CADTH conference. 

 

4 Continue to build our relationships with AHPA and the CRA. 

 

5 Build and enhance existing, and new industry partnerships. 

 

6 Collaborate with and participate in Canadian Institutes for Health Research committees and 

initiatives. 

 

7 Continue involvement with the Cochrane Collaboration. 
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8 Continue to participate as collaborators on research teams such as the SPOR SUPPORT Unit 
projects, Evidence Alliance and where appropriate partnerships can be built and where meaningful 

engagement is ensured, especially with respect to designing research questions that are important 

to patients and ensuring knowledge translation beyond the research community. 

 

9 Continue to build relationships with the public and private payer communities to ensure there is 

an understanding of arthritis, the importance of therapeutic options for patients, and the overall 

impact of arthritis on individuals in all capacities (at home, work, being a productive and 

functioning member of society). 

 

10 Continue to engage with other patient organizations, both nationally and internationally, such as 

CreakyJoints, PARE, iCAN, IAPO, and the COVID-19 Global Rheumatology Alliance. 

  

 

Six Execute CAPA-led projects. 
 

CAPA successfully delivered on a number of its own initiatives in 2021. We plan to continue to build 

on these successes in the 2022 Strategic Plan outlined below. 

 

Strategic Actions: 

 

1 Continue to disseminate educational and support materials on living with arthritis and pregnancy 

and having a family, methotrexate, work and arthritis, the Baring it All report, and living with 

chronic pain, to the broader arthritis and medical communities, private payers, and policy-

makers. CAPA is participating with Canadian arthritis patient organizations on an awareness 

activity concerning the value of virtual care post COVID-19.  
 

2 Work with iCAN to finalize development and begin dissemination of a resource based on survey 

results of children with arthritis and their parents. 

3 Continue to reach out to international arthritis organizations, to build relationships, work 

collaboratively and share resources and materials. 

 

4 Continue to develop monthly newsletters for our community, promote CAPA resources, 

including the Arthritis Patient Charter and position papers. 

 

5 Continue to bring awareness to topics such as pain management, medical cannabis, medication 

safety during pregnancy/breastfeeding and other issues that impact people living with arthritis 

and require continued attention, advocacy and research. 

 

6 Work to increase member engagement with the research community – both in academia and 

industry. 
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Launch a resource on aids and gadgets for daily living that have been tried and tested by people 

living with arthritis. 
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8 
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Undertake a project to help CAPA members understand the different organizations in the health 

policy and research landscape in Canada. Short videos created in collaboration with 

organizations such as CIHR, CADTH, CIHI, pCPA, PMPRB, Health Canada, and others would be 

posted on the CAPA YouTube site. 

 

Host a webinar on vaccines for immunocompromised people  

  

10 Continue to diversify CAPA’s funding sources. 

 

11 Undertake a membership survey to learn how members may wish to be more engaged and begin 

to engage more members in CAPA’s day to day activities. 

 

12 Update CAPA’s pain resources to provide tips to people living with arthritis in better managing 

their pain. 

  

13 Launch a project with Take a Pain Check focused on understanding the needs of young people 

living with rheumatic diseases including increasing our visibility and content on Instagram 

  

14 Start to develop relationships with organizations so CAPA can ensure its resources and materials 

best reflect and are relevant to the Canadian population and also reach more of the population. 
 

 

 


