
 

                           
 

1 
 

 

August 4, 2022 

 

To whom it may concern, 

 

We are writing on behalf of the Canadian Arthritis Patient Alliance, Arthritis Society, and 

Canadian Skin Patient Alliance as these organizations represent the rheumatic disease 

and skin patient communities in Canada. Our organizations jointly developed a patient 

input submission for anifrolumab (Saphnelo) in response to the review of this 

medication by CADTH. Our organizations are disappointed with the recommendation 

that anifrolumab (Saphnelo) not be reimbursed for the treatment of adult patients with 

active, autoantibody positive, systemic lupus erythematosus (SLE) and we wish to 

convey our concerns about the recommendation. 

 

Unlike other rheumatic diseases like inflammatory arthritis, SLE patients have not had 

the benefit of any significant treatment advances in over thirty years. Some medications 

have come onto the market in Canada, like belimumab (Benlysta), however these 

medications are not widely reimbursed by public drug plans across Canada and were 

also not recommended for reimbursement by CADTH. While patients living with SLE 

wait for better scientific evidence, SLE patients face continued barriers to diagnosis and 

the limitations of current treatment options. For example, current treatment protocols 

rely heavily on traditional disease modifying anti-rheumatic drugs and corticosteroids 

which significantly impact patient quality of life and cause other often irreversible side 

effects like bone deterioration, vision loss, and weight gain. The disease or treatment 

side effects impacts the ability of patients to participate in various aspects of life, such 

as work, parenting, romantic and social relationships, and activities of daily living. Our 

recent interview with Nadine Lalonde, a person who has lived with SLE for close to 15 

years, expresses the impact of SLE on her life including significant work disability and 

financial insecurity.  

 

Patients’ responses to currently available treatments vary significantly. Some 

medications are effective for some people while not effective for others. People can 

often go through a process of trial and error with SLE medications to develop a 

treatment plan that meets their needs. This highlights why a variety of treatment options 

are needed to help manage a patient’s disease including newer medications like 

anifrolumab (Saphnelo). We anticipate that anifrolumab (Saphnelo) would only be 

available to patients who have previously tried traditional DMARD’s and be available to 

sub-set of the patient population reducing overall payer costs. If patients could benefit 

from anifrolumab, it would be stressful for patients to find out that the medication would 

not be reimbursed. It is important to remember that many public drug plans require that 

https://www.youtube.com/watch?v=T7Rpj_783AE
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the patient benefit from the medication in order to continue treatment. Current economic 

analysis often does not consider other relevant costs for patients such as early work 

disability and health care costs like Emergency Department usage and hospitalization.  

 

In 2021, we discussed reimbursement recommendations for SLE with the Vice-

President of Pharmaceutical Reviews (Brent Fraser) to better understand the rationale 

for the decisions. As CADTH evolves into an organization focused on “health 

technology management”, there is an opportunity to shift the focus of reviews to create 

real-world evidence. Focusing specifically on creating real world evidence for SLE 

patients can address the lack of efficacy data noted in the listing recommendations and 

track the long-term outcomes of importance to patients like reduction in organ damage 

and corticosteroid use. Using real world evidence in economic evaluations is critical to 

ensure we know the the proportion of patients that benefit from treatment and that other 

relevant costs, like work disability and health care utilization, are adequately considered. 

 

We appreciate the opportunity to provide feedback on the draft recommendation and 

welcome the opportunity to meet to openly discuss our concerns and further understand 

the decision-making process. 

 

Sincerely, 

 

 

 
  

  
Laurie Proulx 

 
Sian Bevan 

 
Rachael Manion 

Vice-President Vice-President Executive Director 
Canadian Arthritis Patient 
Alliance 

Arthritis Society Canadian Skin Patient Alliance  

 


