Haemophilia Care in Europe Heat Map: Results of the survey of 37 countries

This heat map is designed to guide your eye to the items that are either positive or negative. Your can identidy where
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Populations has been taken from World Bank data. The estimated prevalence for
Haemophilia A is 1:10,000, for Heemophilia B 1:33,000 and for vWD 1:1,000.
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Significant disparity of access across Europe

The graph below summarizes the use of Factor VIIl per
capita compared to GDP per capita for each country
that provided data for 2015. The graph highlights the
significant difference in the amount of Factor VIIl avail-
able in a country and compares this to GDP, which is
used as indication of ability to pay. The size of the circles
for each country represent the Factor VIII use based on
reported registered patients. This is used to identify the
access by those patients with haemophilia within each
country to treatment and begin to understand the
impact of a registry.
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Overall, there is a clear disparity across Europe with
three distinct groups developing. In the coming years
there should be an emphasis on growing the Factor VI
per capita, Factor VIIl per patient and the optimisation of
Factor VIl use through registries to ensure equity across
Europe for all patients. The disparity already present in
the three groups should not increase.
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decade have accelerated
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These are countries are ones that are improving access to
Factor VIll relating to a growing economy. These countries
have made significant strides in the last decade but some
are still below the minimum European recommenda-
tions for Factor VIl per capita. On a per patient basis, the
increase is generally related to an increase in access to
home treatment, prophylaxis for children and adults, and
the availability of immune tolerance therapy.

These are countries where economies have been growing
but this has not resulted in similar increases in access to
Factor VIIl products as would have been expected and in
some cases even basic on-demand care is not available.
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A positive trend in meeting EDQM Factor Vil recommendation

For countries that have reported in all three surveys, there is a positive trend in terms of access to Factor VIl products rep-
resented by Factor VIl per capita. Whilst all countries have increased the overall volumes, there are still some countries that
remain below the minimum recommended European standards after six years of improvement.
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Europe is a disparate continent with a wide range of economic
conditions and health systems in individual countries. In 2008,
the European principles of haemophilia care were drafted by an inter-
disciplinary group of haemophilia physicians with input from key
patient opinion leaders and endorsed by EHC and EAHAD.

These principles are:

—_

Establishment of a central haemophilia organisation in each
country with supporting local group

National haemophilia patient registries

A network of multidisciplinary comprehensive care centres and
complementary haemophilia treatment centres

4. Partnership of health care professionals and patients in the delivery
of haemophilia care

Safe and effective concentrates at optimum treatment levels
Home treatment and delivery

Prophylaxis

Specialist services and emergency care

Management of inhibitors
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0. Encouragement of education and research

In 2009, the EHC carried out a survey in order to determine the extent
to which haemophilia care in across the continent of Europe compared
with these principles. A total of 19 countries responded to the first
survey'. This survey identified significant gaps in terms of the provision
of care in heemophilia within each country. The survey was repeated

in 20122 with 35 countries responding and again in 20153 with 37
countries. Over these six years, with the significant increase in countries
reporting a clearer picture of these disparities emerging. Whilst there
have been increases in the availability of clotting factor concentrates
(CFQ), there are still 13 countries who remain below the EDQM
minimum recommendations for CFC4, with further 5 countries unable
to provide data on CFC use due to lack of access to data.

The picture developing shows that countries with a highly organised
system for delivering haemophilia care is capable of producing a

level of care beyond their economic constraints. These are countries
with good registries that record all people with haemophilia (mild,
moderate, severe), have patient and clinician involvement in all aspects
of care including decision-making on haemophilia care and choosing
haemophilia treatment products. These countries also include a well-
defined network of comprehensive care centres and haamophilia
treatment centres to treat patients effectively and optimise the use of
CFC's to maximise the benefits for patients.
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