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Transparency and Advertising Regulatory Surveillance 

Marketed Health Products Directorate 

Health Products and Food Branch 

Health Canada 

200 Eglantine Driveway 

Address Locator 1906C 

Ottawa, ON K1A 0K9 

 

To Whom It May Concern: 

 

We are responding to the request for input on the draft guidance document “The Distinction 

Between Promotional and Non-promotional Messages and Activities for Health Products.” 

 

The Canadian Arthritis Patient Alliance (CAPA) is a grassroots, patient-driven, independent, 

national advocacy organization with members and volunteers across the country. Our belief is 

that the first expert on arthritis is the individual who lives with arthritis, and who provides a 

unique perspective that is all too often absent. CAPA works to create links between Canadians 

with arthritis and their support systems. Our strategic priorities are achieved through 

collaboration and partnership with other patient and advocacy organizations, representatives 

from government, researchers, healthcare professionals, industry, not for profit organizations, 

and other individuals and organizations. CAPA communicates news on health policy, research, 

technology and emerging issues relevant to members. 

 

In reading the draft guidance, we feel it is important to highlight how patients and caregivers – 

who are key stakeholders in the healthcare system – are subject to the guidance. Patient voices 

need to be heard by industry and in the activities they support such as continuing medical 

education. Technology and greater access to information has changed the power imbalance 

and greatly expanded the ways that patients and patient groups are asked to be involved. We 

sit at many tables including expert advisory committees and taskforces created by Health 

Canada. Our contributions need to be recognized throughout this official guidance document. 

 

In the area of conferences and presentations, we are conspicuously absent in the draft. Many of 

us have addressed healthcare professionals and been involved in organizing healthcare 

conferences that are attended by healthcare professionals. We need to see how our 

participation can be supported in this  guidance or we run the risk of patients, caregivers, and 

the public being excluded because organizers don't know or can’t find 'proper procedures' to 

include us.  
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In the sections on Educational Activities/conferences/CMEs, the draft guidance seems to 

assume an exclusively professional audience (line 260). Patients are increasingly attending 

these activities and the procedures for their participation should be highlighted.  

 

Specific guidance would be helpful on conferences organized by or for patients, such as in 

disease group conferences (e.g. Sjogren’s Annual Patient Conference) or learning activities for 

patients. Furthermore, we recommend that Health Canada communicate the final guidance 

document broadly to stakeholders including provincial and territorial governments, researchers, 

and the media. It is important to convey the legitimacy of the efforts of patient groups to support 

and educate their members.  Patient groups are often criticized for receiving industry funding 

even when strictly adhering to this draft guidance. With funding for not for profit organizations at 

risk, industry funding provides an effective way to sustain operations and support patients 

directly. Not for profit organizations fill an important gap in providing education and support not 

provided directly by various levels of government.  

 

Line 143 restricts the communication of the Special Access Programs as noted in the following 

text:  

 

“In the case of unauthorized health products, or unauthorized indications:… no reference 

is (to be) made suggesting that the health product is available through the Special 

Access Program (SAP) for drugs and medical devices”.  

 

How are patients and the public able to find out about the SAP? Does Health Canada effectively 

promote this program to the public?  

 

Some of our members reflect the broadening role of patients in the healthcare and research 

areas; we often form part of research team, or work on the design of trials. We would like to see 

this guidance document outline how patients contribute to the design and conduct of clinical 

trials while ensuring activities and messaging are non-promotional. We have also signed on to a 

submission developed by Clinical Trials Ontario, an organization that supports the patient 

perspective in clinical trials as one of its three key strategic pillars. 

 

Thank you for the opportunity to provide comments on the draft guidance document. Please do 

not hesitate to contact me should you wish to discuss our perspective in greater detail. 

 

Sincerely, 

 

 
Linda Wilhelm 

President 

Canadian Arthritis Patient Alliance 


