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INTRODUCTION
Advances to support accessibility and robust data collection is 
important in a world of rapidly changing technology.

We aimed at supporting longitudinal data collection on the PROBE 
questionnaire1 and integrating the data collection with other 
databases, using the Canadian Bleeding Disorder Registry (CBDR) 
as a proof of concept.

METHODS
§ Series of semi-structured interviews were conducted to assess 

the needs ad expectations of the following:
§ PROBE Investigator
§ People with Hemophilia
§ Representatives of the Sponsors

§ Development of the App for iOS and Android using react-native, 
with user-centered approach (multiple iterative circles)

§ The myPROBE App was evaluated BY:
§ System Usability Scale (SUS)
§ Open feedback framework

RESULTS
§ App released in July 2019
§ 17 users (age 23-67 years) evaluated the published version
§ Median SUS score (first, third quartile) 85 (68, 88) out of 100
§ The newly introduced functionalities:

§ The capability of longitudinal tracking and repeated 
filling of the survey at different time points

§ Connection with CBDR
§ Removing and adding questions as needed

§ Development of the new secure database storage for personal 
information

§ 1148 participants completed PROBE since the app release, 
162 of which using CBDR credentials

§ The myPROBE app is available in 70 + countries and 75+ 
languages and continues to grow.

CONCLUSIONS
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