
 
 
 
 
 

CADTH Reimbursement Review 
Patient Input Template  
 

Name of the Drug and Indication 
Anifrolumab (Saphnelo) for Systemic Lupus 
Erythematosus (SLE) 

Name of the Patient Group 
Canadian Arthritis Patient Alliance / Arthritis Society/ 
Canadian Skin Patient Alliance  

Author of the Submission  

Name of the Primary Contact for 
This Submission 

 

Email  

Telephone Number  

 

1. About Your Patient Group 

CAPA is a grass-roots, patient-driven and managed, independent, national education and advocacy 

organization with members and supporters across Canada. CAPA creates links between Canadians with 

arthritis, assists them to become more effective advocates and seeks to improve the quality of life for all 

people living with the disease. CAPA believes the first expert on arthritis is the individual who has the 

disease, as theirs is a unique perspective. We assist members to become advocates not only for 

themselves but for all people with arthritis. CAPA welcomes all Canadians with arthritis and those who 

support CAPA's goals to become members. Our website is updated regularly and can be viewed at: 

www.arthritispatient.ca.  

 

The Arthritis Society has been dedicated to extinguishing the fire of arthritis since 1948. Dedicated to a 
vision of living in a world where people are free from the devastating affects that arthritis has on the lives 
of Canadians, the Arthritis Society is Canada’s principal health charity providing education, programs and 
support to the 6 million Canadians living with arthritis. Since its founding, the Arthritis Society has been 
the largest non‐government funder of arthritis research in Canada, investing more than $200 million in 
projects that have led to breakthroughs in the diagnosis, treatment and care of people with arthritis. The 
Arthritis Society is accredited under Imagine Canada’s Standards Program. The website www.arthritis.ca 
provides more detailed information. 

 

The Canadian Skin Patient Alliance (CSPA) is a national non-profit organization dedicated to supporting 
Canadians impacted by skin, hair and nail conditions. Our mission is to promote skin health and improve 
the quality of life of our community. We advocate for best care and treatment options for all skin patients; 
we educate on a variety of issues affecting these patients; and we support the members of our Affiliate 
organizations who work specifically on their disease areas such as acne, scleroderma, melanoma and 
psoriasis. To learn more, please visit www.canadianskin.ca. 
 

http://www.arthritispatient.ca/
http://www.arthritis.ca/
https://tascan.sharepoint.com/sites/Information-and-Support/National/Projects-Programs/CADTHSubmissions/Submissions/Anifrolumab%20February%202022/www.canadianskin.ca
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2. Information Gathering 

 

We developed a survey to hear directly from people living with Systemic Lupus Erythematosus (SLE) 

about their experiences with the condition and to gather their thoughts about alirocumab. Our 

organizations collaboratively developed the survey and it was shared via e-mail, and through our 

respective Canadian networks and communities, including social media and through personal contacts. 

 

Two survey responses were received regarding anifrolumab for SLE. Our survey respondents ranged in 

age from 18-24, and 51-60, one reporting mild disease, and the other reporting moderate disease. 

Neither survey respondent had experience taking anifrolumab. Our previous survey for the use of 

Belimumab was also used to help inform the greater context around commonly experienced symptoms 

and side effects from living with SLE, and the patients’ desired quality of life improvements from new 

medications. These patient experiences have helped to inform how anifrolumab may provide benefit to 

those living with Systemic Lupus Erythematosus (SLE). This submission was also reviewed by someone 

that lives with SLE and they provided additional context to the day-to-day challenges of living with the 

condition. 

 

3. Disease Experience 

 

Systemic Lupus Erythematosus (SLE) is a chronic autoimmune disease in which the body’s immune 

system attacks and causes inflammation in its own tissues. Inflammation results in swelling, pain and 

other symptoms. As a result of SLE, the skin, joints, kidneys, heart, lungs, blood vessels, the nervous 

system and almost any other organ can be affected. SLE can vary in severity; from mild to very severe. A 

person may experience active periods, commonly known as flares or flare-ups, and times where there is 

decreased activity or even inactivity (remission).  

 

SLE affects about one in every 2,000 Canadians. Men, women and children can all be diagnosed with 

SLE but it is far more common in women (90% of persons with SLE are women).  

 

The following symptoms were shared by people who responded to the current and previous surveys 

regarding SLE: 

• Skin rashes 

• Mouth sores 

• Fatigue 

• Nausea 

• Joint pain 

• Cognitive dysfunction (brain fog) 

 

People living with SLE shared the following perspectives about living with and dealing with their 

symptoms: 
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“It affects my energy. I have joint pain and pain from fibromyalgia. I have gastroparesis 

which may not be from lupus but it flares when I have a lupus flare. Gastroparesis gives 

me severe nausea. When I’m in a flare I get pleuritic pain. I am no longer able to work 

which drastically affects my quality of life. During flares I am unable to keep up with 

housework. My social life is greatly impacted because of my low energy.” 

 

“1) fatigue, muscle pain, joint pain, muscle weakness 2) impedes upon my ability to do 

work and do school full-time 3) walk long distances” 

 

“Joint pain, skin rash, mouth sores, fatigue and edema. I get tired very easily and my 

feet get sore if I try to do too much. Makes it difficult to keep up with daily life and 

socially.” 

 

“Extreme fatigue, nauseousness, joint pain, brain fog and lack of concentration”  

 

“Joint pain, fatigue, rashes, cognitive dysfunction, swelling.” 

 

“I have joint and muscle pain, and difficulty walking very far. Staying in bed for more 
than four hours is difficult. I have shortness of breath, likely from having heart failure the 
last year and a half. I had a mild heart attack caused by lupus, as myocarditis. I also 
have recently been told I have asthma.” 

 

“Complete exhaustion, facial rash, body rash, sore swollen joints, sore muscles, 

problems with eyesight because of medications, lung problems, I could go on forever.”  

 

“During flare I have hair loss, arthritis and nephritis but mostly I am dealing with skin 

lesions, butterfly rash and fatigue.”  

 

The disease impacts patients’ lives in many ways. Impacts on quality of life were noted by all 

respondents. People living with SLE shared the following perspectives about the impact of the disease on 

their lives: 

 

“Shopping for groceries is difficult, as are food prep and cooking a meal. Any task 

requiring bending or kneeling is hard, I need to use a stool or chair to do things. Lifting 

wet laundry is hard to do, making the bed.” 

 

“I find it extremely hard to complete my work, on some days I find it difficult to write a 

sentence.” 

 

“Been off work numerous times. Impacts entire life when in a flare.” 

 

“There are so many things that I have had to give up over the years, driving, gardening, 

most of my crafting, needlework, vacuuming, yard work.” 
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“The fatigue and need for 10ish hours of sleep to function makes working full time a 

challenge.” 

 

 

4. Experiences With Currently Available Treatments 

 

Medications for SLE aim to control rashes, inflammation, and minimize disease activity so that no long-

term joint or organ damage occurs, as there currently is no cure for the disease. Treatments used include 

nonsteroidal anti-inflammatory drugs (NSAIDs), antimalarial medications (hydroxychloroquine and 

chloroquine), corticosteroids, and immunomodulation drugs, such as methotrexate, cyclophosphamide, 

and canakinumab. Belimumab is another treatment option specifically approved to treat lupus, though 

access to this medication is limited based on the type of drug coverage, and can be quite cost prohibitive. 

The following provides a general description of the treatments used and their side effects: 

 

• NSAIDs are used to treat pain relating to the disease. The NSAIDS may cause many side effects, 
from stomach upset to changes in kidney function.  

 

• Antimalarial medications such as hydroxychloroquine and chloroquine, the most common unwanted 
effect of which is some stomach upset. However, if hydroxychloroquine and chloroquine are taken in 
a high dose and over a long period, they may accumulate in the retina and cause a loss of vision and 
in rare cases, blindness may occur.  

 

• Corticosteroids are commonly used in the treatment of lupus and although effective, there are a 
significant amount of side effects when taken for longer durations and at higher doses. 
Corticosteroids can cause short-term effects such as weight gain, acne, excess facial hair, mood 
swings, high blood pressure, high blood sugar, increased infection, stomach ulcers, hyperactivity, and 
increase in appetite. Long-term effects include osteoporosis, glaucoma and cataracts, osteonecrosis, 
skin changes, heart disease, and stroke.  

 
• Traditional immunomodulation drugs such as methotrexate are also commonly used and have a 

range of side effects that are difficult to manage. Side effects include nausea, vomiting, hair loss, 
diarrhea, decrease in white blood count, bone marrow toxicity, liver toxicity, and bladder-related 
problems. Less commonly used forms of immunomodulation medications used to supress symptoms 
include cyclosporine, leflunomide. 

 
• Belimumab is a more recent medication developed to treat lupus, though carries side effects such as 

nausea, diarrhea, fever, stuffy or runny nose and sore throat, persistent cough, trouble sleeping, leg 
or arm pain, depression, headache, and pain, redness, itching, or swelling at the site of injection 
(when given subcutaneously), in addition to also causing potential allergic reaction. Taking an 
antihistamine with belimumab is a regular recommended course of medication administration. It is 
also not covered generally by public drug plans and generally only accessible to those with private 
drug coverage. 

 
Patients expressed a desire to reduce their use of steroids due to concerns of bone density loss. Patients 

shared these experiences regarding their current treatments and that they tried a range of treatments 

using a difficult trial and error process with often less than ideal results: 
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“Prednisone was effective in managing inflamed kidneys - Plaquenil, Imuran and 

Benlysta did not make much of a difference symptom wise but helped with blood 

work…Access to treatments is easy, [but] treatments are not addressing my fatigue.” 

 

“I have been taking the same medications for over 10 years. I know that there are other 

medications but I’m not sure what the qualifications are to be able to try them. I don’t 

have kidney or heart Investment. I think that these problems are what qualify people for 

the infusion treatments. I would be curious to know if my symptoms would be more 

responsive to infusion treatments.” 

 

“When first diagnosed I was put on Plaquenil and it worked wonders for many years but 

I then unfortunately developed neuropathy from this medication. Prednisone has worked 

well but I am now having issues with bone density.” 

 

“I’ve been on prednisone, on and off for over 30 years. Plaquenil for that time as well. I 

used to take anti-inflammatories, like Celebrex, but they were no longer helping. In 

recent years I’ve been on Methotrexate, both oral and injectable, Arava, Imuran, 

Cyclosporine and recently, Cyclophosphamide. Most of these have been hard to 

tolerate, with nausea, headache, tremors, anxiety. Irritable bowel and urinary tract 

infection. None of these have helped much with my joint pain.” 

 

“Have taken Plaquenil since the beginning but it wasn't enough on its own after about 2 

years. Imuran was not effective at controlling my lupus nephritis and I was switched to 

MMF/cellcept and that has been working well to control my symptoms until my most 

recent flare. Currently on benlysta and seems to be keeping my skin conditions under 

control and allowing me to keep MMF at a lower dose therefore increasing my white cell 

count.”  

 

“Up to benlysta, the only drug that would work that I could tolerate was prednisone. Long 

term effects were a concern… Although the prednisone helped to control the disease, 

the long-term effects of high doses over the 46 years I have had SLE was/is a concern.” 

 

Patients also expressed the difficulty in receiving reimbursement for medications, and had this to say: 

 

“It has been a huge obstacle to get cellcept covered because it is only recognized for 

transplant patients and not to prevent needing a transplant by controlling lupus. It 

usually takes months of argument with insurance and province to get it covered and I 

need to renew annually. Benlysta has been good but working full time is impossible 

because no job let's you take a half day every month for the infusion and the self-injector 

needs to be refrigerated which doesn't work well for travel. I think a lot more could be 

done for this issue.” 

 

Improved Outcomes 
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People living with SLE reported that current treatments are difficult to tolerate because of side effects. A 

variety of side effects are difficult to manage such as allergic reaction, stomach upset, nausea, anxiety, 

headaches, tremors and difficulties in administering injections, as well as concerns about organ damage. 

Minimizing these side effects are important outcomes that should be considered when evaluating new 

therapies. Patients shared these perspectives: 

 

“High doses of prednisone terrible side effects. Methotrexate had allergic reaction. 

Tolerate Plaquenil and Imuran. Benlysta has worked best.” 

 

“I used prednisone to begin with...side effects... mood swings, moon face, unable to 

sleep, agitated at times.  Plaquenil... upset stomach sometimes.  Methotrexate injection 

weekly... nausea, weight loss and had to take other medications to control the nausea. 

Extremely difficult to tolerate...was unable to go out the day I took it.  Benlysta...side 

effects minimal...headache and tired.” 

 

“[The] hardest side effects to tolerate were weight gain, avascular necrosis, hunger, and 

GI problems.” 

 

The expectations of the drug are to offer another treatment option for patients with SLE. New treatment 

options have the potential to ease the burden on patients, their families, caregivers and the healthcare 

system. Overall, there are several outcomes of importance to people living with SLE including: 

• a reduction in fatigue, joint and muscle pain, rash and skin irritations 

• increased mobility and participation in physical activities  

• ability to participate in school activities and work 

• ability to carry out activities of daily living and social roles 

 

5. Experience With Drug Under Review 

 

Patients’ response to SLE medications vary significantly. Some medications are effective for some 

people, while not effective for others. Some treatments will only manage the disease for a short period of 

time before the patient’s immune system adapts to a drug presence (i.e., becomes non-responsive to it) 

and they will have to switch to another medication. In some cases, patients with SLE may not adequately 

respond to any of the medications currently available. As a result, patients need a number of medication 

options in order to effectively manage their disease throughout their lives.  

 

There were no survey participants who had experience with anifrolumab. Though the two respondents 

who were asked about anifrolumab had this to say regarding a new medication, and risks and benefits of 

experiencing side effects: 

“I would be very willing to try it. I would like to see if I would have more energy leading 

to a better quality of life.” 
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“Enhanced quality of life by reducing fatigue; yes I’m willing to experience serious side 

effects if it works; a 50%-75% improvement would be acceptable” 

 

6. Companion Diagnostic Test 

 
Not applicable 

 

7. Anything Else? 

 
Patients often endure a complicated and lengthy process to find a treatment that helps them manage their 
symptoms. Since most medications are not designed to treat lupus, there can often be a lack of 
knowledge about which treatment options may work best to treat specific symptoms. Being able to treat 
the underlying cause of symptoms, such as inflammation may help improve the treatment process for 
people living with SLE.   
 
Obtaining medications designed specifically to treat SLE, that both work for the patient, and have a low 
cost is a difficult combination to achieve. Having more medication options available to help treat SLE will 
help to expand the options available for people hoping to reduce underlying inflammation to reduce side 
effects, and improve overall quality of life with SLE.  
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