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IN THEIR OWN WORDS: PATIENT EXPERIENCES WITH PATIENT SUPPORT PROGRAMS
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HEALTH CARE AND PHARMACY
SERVICES OFFERED BY PSPS
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BACKGROUND
In July 2023, the Canadian Arthritis Patient Alliance (CAPA) - an
independent and volunteer-based arthritis patient organization -
launched a survey to explore the experiences of people living with
rheumatic disease with accessing and navigating Patient Support
Programs (PSPs). These programs were introduced in the early
2000s when biologics came onto the market to support health care
providers to monitor patients taking these medications. In contrast
to publicly available services provided to oncology patients, these
PSPs are run by private healthcare organizations and offer services
to help patients take the medication and navigate complex
reimbursement processes. The goal of this survey was to directly
evaluate patient experiences with PSPs and report the findings
through a patient lens.

A survey was co-developed with people with experience of living
with inflammatory arthritis (patient partners), many of whom had
first-hand experience in navigating PSPs. The survey covered
several domains, including first interactions with PSPs, health care
experiences, pharmacy services, and experiences switching to
biosimilars. The survey was open from June 2023 to January 2024.
During this time, 375 participants completed the survey.
Descriptive statistics were used to analyze the data by domain and
by the demographic profile of respondents. Recommendations
were also developed by the team informed by the survey analysis. 

METHODS

CONCLUSION
PSPs play an important role in helping people with inflammatory
arthritis access and manage biologic and advanced therapies.

Many patients report gaps in communication, inconsistent support,
and limited understanding of PSP roles and consent processes.

Improving patient education, transparency, and continuity of PSP
services could strengthen patient experiences and outcomes.

Greater patient engagement and clearer coordination between
PSPs, healthcare providers, and pharmacies may help improve
care delivery.
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RESULTS

“My program has been very helpful. Just remember that the clients are dealing
with very stressful conditions both health-wise, financially and socially and

need to be treated as such.”
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PATIENT SATISFACTION WITH PSPs (%)

“...medication delivery services are very useful to me”

“[I want] one consistent contact person. I’ve had at least 4.”

Approximately two-thirds of patients receive
information needed to take the medication,
however, 50% noted that adequate support
from a nurse was received.
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RECOMMENDATIONS
The table below outlines the recommendations to address the
survey findings. These recommendations were co-developed with
patient partners / people with lived experience. 

Survey respondents represented a wide range of ages and types of
arthritis as described below. Over 50% of respondents were under
the age of 40.

Provide support to patient groups to monitor patient
experiences with PSPs by conducting regular,

independent, arms-length evaluations. 

Simplify access to insurance systems like navigating
co-pays, prior authorizations, and financial

assistance.

Co-design PSPs with patient communities including
those from diverse, rural, and remote communities. 

Strengthen the informed consent process to ensure
patients are fully aware of the benefits and risks of

PSP enrollment and data protections available.

Prioritize clear, respectful and consistent
communications with patients, ensuring patients are

copied on all communications.

Provide funding to patient organizations to provide
education about PSPs, including their role in

supporting patients, services provided, and financial
support.


