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The Federacao Brasileira de Hemofilia collaborates with PROBE study
through a campaign in 27 Federal Units in Brazil to increase the
participation of people with Hemophilia A and B.

INTRODUCTION:

The Federacao Brasileira de Hemofilia (FBH, Brazilian
Hemophilia Federation) carried out a campaign to increase
responses to the PROBE questionnaire, which collaborates
with the World Hemophilia Federation and was integrated
into myWBDR and GTR. To have robust data on the quality of
life, treatment and daily life of people with Hemophilia A and
B. The data collected is intended to be used in FBH advocacy
actions to improve Public Policies in Brazil.
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OBJECTIVE:

Encourage the participation of people with hemophilia, their
family members/caregivers and society in general to understand
the panorama of coagulopathy in the country.

Obtain data on living with hemophilia in clinical, social and
professional aspects to identify barriers to improving the
patient's quality of life. The data will be used to generate
evidence for Advocacy work by FBH and understand the journey
of people with hemoplhilia in all aspects of their life and daily life.

METHODOLOGY:

PROBE has real-life data from patients, which is why FBH has been a
partner in the study since 2018 and has a specific response that
allows you to know the state where the person lives and the distance
from their home to the HTC.

The information collected by PROBE allows FBH to hold meetings with
government authorities and propose improvements for the treatment
of people with hemoplhiliain all 27 federative units in Brazil.
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PROBE data shows a good cross-section of people with Hemophilia A, B and carriers. Brazil
has free treatment through the Public Health System, which is an example for
the world and, even so, there are windows of improvement that should be
taken advantage of. With this data, FBH will work to improve Public Policies
with government authorities to improve access to treatment and quality

of life in Brazil.
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Mr. Mark Skinner is the principal investigator of PROBE

PROBE collaborates with the World Hemophilia Federation
and has been integrated into myWBDR and GTR.
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All PROBE data in Brazil is securely
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