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CADTH Reimbursement Review 
Patient Input Template  

Patient Input Template for CADTH Reimbursement Reviews 

 

Name of Drug: guselkumab (Tremfya) 

Indication: Psoriatic Arthritis  

Name of Patient Group: Canadian Arthritis Patient Alliance, Arthritis Society & CreakyJoints 

Canada 

Author of Submission: Laurie Proulx 

1. About Your Patient Group 

The Canadian Arthritis Patient Alliance (CAPA) is a grassroots, 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 of 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 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 (AS) has been setting lives in motion for over 70 years. 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 over 6 million Canadians living with arthritis. Since its founding in 
1948, 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.  
 
For more than two decades, CreakyJoints has served as a digital community for millions of arthritis 
patients and caregivers worldwide who seek education, support, advocacy, and patient-centered 
research. All of our programming and services are always provided free of charge. CreakyJoints is 
part of the non-profit Global Healthy Living Foundation, whose mission is to improve the quality of 
life for people living with chronic illnesses. In keeping with our work at CreakyJoints USA, 
CreakyJoints Canada inspires, empowers, and supports arthritis patients – and patients living with 
other chronic conditions – and their caregivers to put themselves at the center of their care by 
providing evidence-based education and tools that help people make informed decisions about the 

http://www.ghlf.org/
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daily and long-term management of arthritis and other chronic conditions. At the heart of 
CreakyJoints Canada is collaboration. We will continue and strengthen our work with Canadian 
arthritis organizations and patient advocates that you know, love, and respect. We are all stronger 
together. 
 
2. Information Gathering 

We developed a survey to hear directly from people living with psoriatic arthritis (PsA) about their 

experiences with PsA and experiences taking guselkumab (Tremfya). The survey was 

collaboratively developed by the Canadian Arthritis Patient Alliance (CAPA), the Arthritis Society, 

Canadian Spondylitis Association (CSA), Canadian Association of Psoriasis Patients (CAPP), 

CreakyJoints Canada, and Canadian Psoriasis Network (CPN). The design was informed by the 

lived experiences of the organizations’ members, many of whom live with various forms of arthritis. 

The survey was shared via e-mail, social media, and organization websites from all five 

organizations, through our respective Canadian networks and communities. The survey was open 

from April 20, 2022, to May 16, 2022.  

 

CAPA, CreakyJoints Canada, and the Arthritis Society are making this collaborative submission, 

while the three remaining organizations who collaborated on the survey design will each be making 

their own submissions based on survey response data and their unique community perspectives.  

 

There were 70 people that completed the survey with most participants living in Ontario (49%) 

followed by British Columbia (17%), Alberta (10%), Quebec (6%), New Brunswick (6%), Nova 

Scotia (6%), Newfoundland and Labrador (4%) and Nova Scotia (4%). Under 15% of survey 

participants were under the fifty years of age while the age range of the remaining survey 

participants ranged from fifty to eighty-five. Two survey participants have experience taking 

Tremfya. Four out of 5 people with psoriatic arthritis identified as a woman and one out of 5 

identified as men. Over 20% of participants identified as living with a disability and about 70% of 

participants identified as white. A low number (4%) of survey participants sleep in government or 

group housing, 7% of survey participants rent housing while the remaining amount (89%) own their 

current housing.  
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3. Disease Experience 

 Psoriatic arthritis (PsA) is a chronic, inflammatory, systemic disease of the skin and joints. 

Symptoms include musculoskeletal pain, stiffness, 

fatigue, and limited range of motion in the joints as 

well as psoriasis plaques that are itchy, sensitive, red, 

flaky and cause pain. PsA is also a systemic disease 

meaning that other parts of the body in addition to 

joints can be affected, including the eyes and heart, 

metabolic disease, and related musculoskeletal diseases like osteoarthritis.  

 

PsA can vary in severity from mild to very severe. Survey participants rated their disease severity 

as an average of 57 out of 100. A person may 

experience active periods of disease (commonly 

known as flares or flare-ups) and times where there is 

decreased activity or even inactivity (remission). While 

people who have PsA live with several symptoms, how 

they experience those symptoms and the severity of 

PsA can be different from person to person – PsA is 

unique to each person who lives with it. There is 

currently no cure for PsA. Survey participants 

indicated a range of symptoms that are difficult to 

manage including joint stiffness (79%), fatigue (75%), 

changes in fingernails and toes (63%), hip pain (61%), back pain (51%), anxiety (47%), and stress 

(33%).  

 

People living with the disease are also at risk of co-morbidities, such as depression and mental 

health issues, diabetes, and cardiovascular disease. 

Periods of very active disease are called a ‘flare’ and 

for some people, flares can be incapacitating. Flares 

are not predictable in terms of how severe they will be 

or how long they will last. They may last for a few 

hours, days, weeks or even months. Because of their 

unpredictability, flares must be dealt with reactively by 

people. The unpredictable nature of PsA also often 

makes it feel like a person is not in control of their 

disease and can impact their ability to carry out day to 

day activities and life roles, such as contributing to the workplace. 

“I live with hypertension, depression, 
metabolic syndrome, fibromyalgia, and 
the awful side effects of that, and 

Inflammatory bowel disease.”  
Person living with Psoriatic arthritis 

“I live very independently. The only 
difficulty I have is I get tired more 

often and very occasionally have issues 
with my knees and feet/ankles. Pain 
and swelling. Stairs can sometimes 

present an issue if it's multiple stories. 
This happens after prolonged walking, 

standing or excessive exercise.” 
Person living with psoriatic arthritis 

“I have to plan ahead to make sure I’m 
not scheduled for anything on recovery 

day. I have to rest every afternoon or 
face the consequences.” 

Person living with psoriatic arthritis 

“(I am) not well (and) in constant 
pain.” 

Person living with psoriatic arthritis 
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The disease impacts all aspects of a person’s life including a variety of activities that people without 

PsA take for granted such as walking, sleeping, 

holding a phone, standing, and taking care of 

everyday tasks, such as shopping, running errands, 

and cooking. Given the limitations in activities of daily 

living, PsA impacts all aspects of a person’s life 

including workplace participation and productivity, 

carrying out parenting and other social roles, and 

relationships with spouses, friends, and family 

members. When asked about the most significant impacts of PsA on their daily quality of life, 

respondents expressed that PsA interfered with work (54%), social connections (52%), self-esteem 

(50%), mental health (50%), intimacy (50%), family life (38%) and friendships (24%). Other impacts 

included embarrassment and self-consciousness from symptoms caused by PsA. 

 

People indicated difficulties in contributing and participating at school or work due to the fatigue, 

pain, and other symptoms of the psoriatic arthritis. 

People with psoriatic arthritis that completed the 

survey indicated that they missed work due to 

their disease, including 28% missing 1-3 

workdays per month, 17% missing 4-6 days per 

month, and 7% indicating they do not work due to 

PsA. PsA impacts lives in many ways: daily tasks 

that many well individuals take for granted may 

become too difficult or exhausting to complete; 

participating in leisure activities or hobbies can be 

challenging; while caring for or spending time with 

family members, including children, 

spouses/partners, and other loved ones, also becomes difficult.  

 

PsA’s impacts also extend to others within a person’s support circle, including caregivers such as 

spouses/partners and children who provide valuable emotional and direct support in complete 

activities of daily living. Often, these people take on 

additional chores or tasks such as cooking, cleaning, 

shopping, etc. to support the person living with PsA, 

and family roles change as spouses / partners take 

on more tasks, such as supporting their spouses / 

partners in getting to and from medical 

“I take things day by day. I miss out on lots 
of things due to pain and fatigue. I work 

shift work, usually 4 hrs per shift anymore, 
even an hour, keeps me awake at night with 

agonizing foot and toe pain especially.” 
Person living with psoriatic arthritis 

“I only work online with a modified work 
schedule. I’m not able to do housework, 

exercise, socialize or travel like I used to.” 
Person living with psoriatic arthritis 

“(I don’t receive any support) at the 
moment per se but spouse drives me to 
grocery store and helps pack bags, does 
washing of dishes after I cook and bake. 
I do not qualify for other supports from 

my community at the moment. 
Person living with psoriatic arthritis 

“Spouse helps with errands, finances, 
cooking, cleaning. Sister and father 
understand and provide emotional 

support. Friends do not care.”  
Person living with psoriatic arthritis 
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appointments. They may provide emotional support to help the person living with psoriatic arthritis 

in navigating the health care system and the anxiety and stress of living with PsA.  

4. Experiences With Currently Available Treatments 

 

Clinical practice guidelines emphasize early aggressive treatment of PsA, which provides the best 

long-term outcomes for people living with the disease. A number of treatment approaches are used 

to manage PsA including non-steroidal anti-inflammatory drugs (NSAIDS), corticosteroids and 

conventional synthetic Disease Modifying Anti-

Rheumatic drugs (csDMARDS) such as Methotrexate, 

as well as biologic Disease-Modifying Anti-Rheumatic 

Drugs (bDMARDs), such as Etanercept and Infliximab. 

Effective treatments mean that people with PsA do not 

need to live with the permanent damage, high medical 

costs (e.g., surgery, mobility aids, accessible housing) and disability. Early intervention is critical to 

allow people with Psoriatic Arthritis the opportunity to fully participate in all aspects of life. 

 

Notwithstanding the fact that numerous medication options exist, patients’ responses to medication 

can vary significantly. Some medications are effective for 

some people with inflammatory arthritis while not 

effective for others. Survey participants indicated that 

they had experience with many medications, such as 

Methotrexate (61%), Hydroxychloroquine (29%), 

Sulfasalazine (32%), and Leflunomide (22%).  

 

Some treatments will only manage the disease for a short period of time before the patient’s 

immune system adapts to a drug’s presence (i.e., becomes non-responsive to it) and they will have 

to switch to another medication. In some cases, patients with PsA may not adequately respond to 

any of the DMARD’s (conventional and biological) currently available. A third of survey participants 

noted that they had an inadequate response to currently available treatments. As a result, patients 

need a number of medication options in order to effectively manage their disease throughout their 

lives. There are also no specific tests that identify which medication will be effective for a person 

living with PsA. This means that a person with the disease will need to go on one or more 

medications on a trial-and-error basis in order to find a medication that is effective. Often, the 

treating physician determines which medication is most appropriate based on a number of factors 

such as patient preferences, mode of administration, anticipated side effects, etc. It is also an 

anxious and stressful experience if medications are not effective and cost thousands of dollars out 

“(I tried) Chloroquine for my enthesis 
was ineffective - I have not been 

offered other DMARDs as 
apparently, I don't qualify.” 

Person living with psoriatic arthritis 

“My rheumatologist wasn’t seeing 
much improvement. Nor was I. So, 

after a month trial of some we 
changed them.” 

Person living with psoriatic arthritis 
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of pocket. Oftentimes, people with PsA need to make difficult financial choices in order to pay for 

their medications. 

 

It is also important to note that conventional synthetic DMARDs (csDMARDS) are difficult to take for 

people living with PsA. Nausea, vomiting and a general 

malaise can persist for days after treatment with 

csDMARDS. Due to these experiences, many patients 

may not wish to take the medicine in question because 

the medication(s) is too difficult to take. This impacts 

adherence to treatment, increases health care costs 

(e.g., more visits to the doctor) and makes it difficult for 

people living with PsA to work, carry out social roles 

and participate in other activities of daily living. Toxicity 

issues (e.g., liver) can also be of concern for people 

taking csDMARDS, such as Methotrexate, Immuran, and Leflunomide.  

 

Patients may also pursue medical cannabis and/or non-pharmacological approaches to manage 

PsA symptoms, such as physiotherapy, occupational therapy, massage therapy, counselling, or 

acupuncture. These approaches can often help to address the symptoms of the disease, such as 

pain and fatigue. However, there are significant unmet patient needs in terms of accessing non-

pharmacological treatments, often because they are not reimbursed through provincial health care 

systems, the treatment options are simply not offered, or there are lengthy waits.  

 

Patients identified many challenges in accessing treatment options. Expense, travel, and time 

required for treatment were all cited as being prohibitive. Some patients identified a difficulty in 

access to treatment relating to lack of access to specialists and general practitioner, and/or the 

COVID-19 pandemic restrictions. Survey participants accessed reimbursement of medication costs 

in multiple ways, such as through private drug plans (57%), provincial or federal government drug 

programs (21%) or disability support programs (7%).  

5. Improved Outcomes 

PsA patients have identified several outcomes that are important to them and that should be 

considered when evaluating new therapies, including:  

• route of drug administration (pills vs infusion vs self-injections)  

• a reduction in pain and fatigue  

• effective for psoriasis symptoms as well as psoriatic arthritis symptoms.  

“I had terrible side effects. I just did not 
feel right.” 

Person living with psoriatic arthritis 

“I discontinued methotrexate as I felt it 
was of no benefit to me and has very 

harsh side effects.” 
Person living with psoriatic arthritis 
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• increased mobility  

• ability to work and be productive at work  

• ability to carry out activities of daily living  

• ability to effectively carry out parenting tasks 

and other important social roles  

• reduced infection rates  

• affordability of the medication  

• increased quality of life 

• improved sleep  

Current medications for the treatment of PsA also have a number of negative side effects, such as 

fatigue which often persists beyond 24 hours (Methotrexate), nausea (Methotrexate, Arava, 

Immuran), increased infection risk (most DMARDs), liver toxicity and weight gain (Prednisone). 

 

 

 

 

  

 

6 Experience with Drug Under Review 

 

From those surveyed, two people identified having experience with taking guselkumab (Tremfya). 

The respondents shared positive and negative effects of taking guselkumab: 

“I had 80% clearer skin, much improved mobility, and range of motion. No negative effects.”  

 

“Nothing negative. Took longer for clearer skin.” 

 

“(It was) better at psoriasis than arthritis.” 

“I would hope it works to alleviate 
fatigue.” 

Person living with psoriatic arthritis 

“Looking to get back to a regular exercise 
routine. That’s my ultimate goal. Not as 
many stomach issues. Perhaps an easier 

time in the mornings.” 
Person living with psoriatic arthritis 

 

“Hopeful I would qualify to as after 10 days on current treatment 
(monthly injections) I go back to hardly being able to do daily tasks or 
walk but I continuously push through. Would love to have that quality 
of life and able to function and would absolutely accept side effects if 

less pain and flares could happen. At this moment even a 15% 
improvement would be amazing! This would help with less er visits, and 

in constant pain.” 
Person living with psoriatic arthritis 

 

“I have scar on lung. (I) don’t want 
infections either.” 

Person living with psoriatic arthritis 
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“Overall, skin wasn't as clear as on another biologic, and it's not ruled out if my shoulders have PsA 

or OA, so I cannot say that it did not help for PsA in shoulders.” 

“(It was) easier to take than some. (It) would be more convenient to inject at home rather than make 

a doctor’s appointment and have to travel and take time off work.” 

 

“(There were) less injections. I get severe hangover after injecting any biologic. Headache, feel off.” 

 

In terms of long-term benefits of taking the medication, the two people noted the following:  

“I expect to live longer because life isn't as miserable as it once was.”  

“If it slows disease progression, that is good.” 

 

“There was much less aggravation for myself and my family because I feel better.”  

“(The medication) kept PsA from getting worse.” 

7. Companion Diagnostic Test 

Not applicable 

8. Anything Else? 
 

Not applicable 

 


