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rFIX products for 2018-2020
Product Half-life Quebec All other provinces

Alprolix 2.5 to 3 times that of 
standard products

Available to patients who meet strict 
criteria (short half-life, venous access 
difficulty, other demonstrated  
medical need)

Available for patients under 18 years  
of age (until further notice)

Benefix Standard Not available No restrictions on access

Idelvion 5 times that of 
standard products

Available to patients who meet strict 
criteria (short half-life, venous access 
difficulty, other demonstrated medical 
need)

Not available

Rebinyn 5 times that of 
standard products

Not currently available No restrictions on access, but not 
indicated for patients under 18 years

Rixubis Standard No restrictions on access Not available

PROBE moves to intensive data collection phase
by David Page, CHS National Director of Health Policy

n 2018, the PROBE (Patient Reported Outcomes, Burdens 
and Experiences) study is starting the intensive data 
collection phase of its work. It is unique in being the world’s 
first patient-reported outcomes research study conceived 

by patients and whose principal investigators are primarily patients.
The goal of the PROBE study, which uses a short questionnaire 

to collect data, is to investigate patient perspectives on outcomes 
they deem relevant to their lives and care. For the moment, PROBE 
is focusing on hemophilia A and B.

Government and private payers increasingly value data based 
on patient-centered outcomes research as part of the overall cost-
benefit evaluation of high-cost care and treatment of diseases such as 
hemophilia. More robust patient reported data will improve advocacy 
efforts to support comprehensive care programs, improve prophylaxis 
regimens and justify the introduction of innovative therapies.

The first phase of the study in 2015 tested the feasibility of 
having the questionnaire administered by the National Member 
Organizations (NMOs) of the World Federation of Hemophilia. 
Canada was one of 17 participating NMOs. This phase confirmed 
the content and clarity of the PROBE questionnaire, the robustness 
of study methodology and the ease of administration.

The second phase of the PROBE study, conducted in 2016 and 
2017 in which Canada also participated, assessed the validity and 
reliability of the questionnaire using statistical analysis.

The PROBE questionnaire 
can be administered via 
paper surveys at patient 
organization meetings or via an online portal. People not affected by 
a bleeding disorder are encouraged to complete the questionnaire 
as well; they serve as a control group. The completed surveys are 
then sent to McMaster University in Hamilton (ON) for entry into a 
secure computerized database.

These are a few of the questions the PROBE study will answer:
 In a given country, compared to the general population, how 

does hemophilia affect a person’s ability to be educated? To be 
employed?

 In a given country, how does chronic pain affect the ability of a 
person with hemophilia to conduct activities of daily living?

 How does the level of treatment provided in a country affect the 
health status of a person with hemophilia, compared to other 
countries in the region and the rest of the world?

The CHS is committed to gathering as much data as possible 
over many years. There will be opportunities to complete the 
PROBE questionnaire at CHS/chapter meetings and online.

To learn more, or to read published abstracts, posters and articles 
that report on the PROBE data, visit probestudy.org. To find out more 
about participating in data collection, you can contact me by e-mail 
at dpage@hemophilia.ca or by phone at 1-800-668-2686, ext.224. 

I


