Haemophilia Care in Europe Heat Map: Results of the survey of 43 countries

This heat map gives you a quick glimpse into how countries perform when providing care and treatment for haemo- Legend
philia and other rare bleeding disorders. It reflects the 2018 Survey’s results on Comprehensive Haemophilia Care by the
European Haemophilia Consortium. Blue represent values that either meet or exceed international standards. POSITIVE
represent values that need to improve while show some efforts in the good direction, but that still need work.
Country Hungary Ireland Sweden Iceland Kil::;i:je:m Italy Slovenia Finland Germany Belgium Slovakia Switzerland France Russia Norway Poland Lithuania Portugal R:rz)ﬁ:):c Croatia Estonia Greece Latvia Austria HBetl)'z:;aO\al?nda Denmark Israel Netherlands Spain Turkey
<< Above Factor VIl recommendation No response on Factor Vil >>
International units Factor VIII ---- 8.75 8.67 8.43 7.99 7.98 7.93 7.67 7.07 7.05 7.04 6.73 6.69 6.47 6.31 6.21 4.90 4.81 4.37 4.24 3.79 3.34 3.08 2.88 2.29 2.29 2.02 1.72 1.57 1.13 1.12 0.63 0.27
per capita Factor IX 2.03 1.22 1.04 0.56 2.20 0.96 0.58 0.99 0.59 0.99 1.28 0.85 0.70 1.30 0.36 0.52 0.37 0.44 0.36 0.48 0.27 0.40 0.29 0.14 0.22 0.06 0.06 0.02
Organisation Comprehensive Care Centres (CCC's) Yes Yes Yes No Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes No Yes No No Yes Yes Yes Yes Yes No Yes Yes Yes No Yes Yes Yes Yes Yes Yes Yes Yes Yes
of care Haemophilia Treatment Centres Yes Yes No Yes Yes Yes No Yes Yes Yes Yes Yes Yes No No No Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes No Yes No Yes Yes Yes Yes Yes Yes No No No Yes Yes
National Haemophilia Council or Co-ordinating Group No Yes Yes No Yes No No No No No Yes No Yes No Yes Yes No Yes Yes No No No No No Yes Yes Yes Yes Yes No Yes No No No No No Yes No No Yes Yes
Number of groups in decision-making on haemophilia care 2 3 2 2 3 2 3 2 3 3 3 3 3 3 1 3 2 1 3 2 2 2 3 2 3 3 2 2 3] 3 1 3 3
Number of groups choosing haemophilia treatment products 2 3 2 2 3 2 3 1 3 3 3 2 3 2 1 1 2 3 2 2 2 3 2 2 2 3 2 2 1 1 3 1
National Tender for procurement of factor concentrates Yes Yes No Yes Yes No Yes No No No Yes No No Yes Yes Yes No Yes No No Yes No No Yes Yes No Yes No Yes Yes Yes Yes Yes Yes Yes No Yes Yes No Yes No No
Treatment Home Treatment Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes No No Yes Yes Yes Yes Yes Yes Yes
regimens % of people with haemophilia using home treatment 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 51-75% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 10-50% 76-100% 76-100% 76-100% 76-100% 76-100% 51-75% 76-100% 10-50% 76-100% 51-75% 10-50% <10% <10% <10% <10% 76-100% 51-75% 76-100% 76-100% 76-100% 76-100% 51-75%
Treatment delivered to the patient's home No Unknown Some No Unknown Some No Some Some Some No Unknown Some Some Unknown Some Some No No Some Some Unknown No No No No No No Some No Unknown No No No No No Unknown No Some Some Unknown
Prophylaxis treatment availability Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Some Yes Yes Some Yes Children Children Some Some Yes Children No Some No Some No Yes Some Yes Yes Yes Yes Some
Children currently on prophy (%) 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 51-75% 76-100% 76-100% 76-100% 51-75% 76-100% 76-100% 76-100% 76-100% 26-50% 76-100% 1-25% 0 26-50% 0 76-100% 76-100% 76-100% 76-100% 76-100% 76-100% 76-100%
Adults currently on prophy (%) 51-75% 76-100% 76-100% 76-100% 76-100% 76-100% 51-75% 51-75% 51-75% 76-100% 51-75% 76-100% 51-75% 51-75% 76-100% 76-100% 51-75% 51-75% 51-75% 26-50% 26-50% 26-50% 76-100% 0 26-50% 1-25% 1-25% 1-25% 1-25% 51-75% 1-25% 0 1-25% 0 51-75% 51-75% 51-75% 26-50% 76-100% 26-50% 51-75%
Access to ITl (% of people with inhibitors) 76-99% 100% 100% 100% 100% 76-99% 100% 100% 100% 100% 100% 100% 100% 76-99% 100% 100% 1-25% 76-99% 100% 1-25% 100% 76-99% 76-99% 26-50% 51-75% 1-25% 0 0 1-25% 0 0 0 1-25% 0 100% 0 100% 100% 100% 100% 1-25%
Access to Emergency medicine and acute surgery Yes Yes Yes Yes Yes Sometimes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Sometimes Yes Yes Yes Sometimes Sometimes Yes Yes
specialist services  Paediatrics Yes Yes Yes Yes Yes Sometimes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
Infectious disease specialists (especially HIV) Sometimes Yes Yes Yes Yes Sometimes Yes Yes Yes Yes Yes Sometimes Yes Sometimes Yes Yes Yes Yes Yes Yes Yes Sometimes Yes Sometimes Yes Sometimes Yes Never Yes Yes Yes Sometimes Yes Sometimes Sometimes Yes Yes Yes
Hepatology Sometimes Yes Yes Yes Yes Sometimes Yes Yes Yes Yes Yes Sometimes Yes Sometimes Yes Yes Yes Yes Yes Yes Yes Sometimes Yes Sometimes Yes Sometimes Yes Never Sometimes Yes Yes Never Yes Sometimes Sometimes Yes Yes Yes
Rheumatology Never Yes Sometimes Yes Yes Sometimes Never Yes Yes Yes Yes Sometimes Yes Never Yes Yes Yes Yes Yes Yes Sometimes Sometimes Sometimes Sometimes Sometimes Never Yes Never Sometimes Yes Sometimes Never Sometimes Sometimes Yes Yes Sometimes Yes
Orthopaedics Sometimes Yes Yes Yes Yes Sometimes Yes Yes Yes Yes Yes Sometimes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Sometimes Yes Yes Yes Yes Sometimes Yes Yes Never Yes Yes Yes Sometimes Yes Yes Yes
Physiotherapy Sometimes Yes Yes Sometimes Yes Sometimes Yes Yes Yes Yes Yes Yes Sometimes Yes Yes Sometimes Yes Sometimes Yes Yes Yes Yes Sometimes Yes Sometimes Yes Yes Yes Sometimes Yes Sometimes Sometimes Yes Sometimes Sometimes Yes Yes Yes
Dentistry Never Yes Yes Never Yes Sometimes Yes Yes Yes Yes Yes Sometimes Yes Yes Yes Yes Yes Sometimes Yes Yes Sometimes  Sometimes Sometimes Yes Yes Yes Yes Never Sometimes Yes Yes Never Yes Yes Yes Sometimes Yes Yes
Obstetrics and Gynaecology Never Yes Yes Never Yes Sometimes Yes Yes Yes Yes Yes Sometimes Yes Sometimes Never Yes Yes Yes Yes Yes Yes Sometimes Yes Sometimes Yes Yes Yes Never Yes Yes Sometimes Never Yes Sometimes Yes Sometimes Yes Yes
Genetics Never Yes Yes Yes Yes Sometimes Yes Yes Yes Yes Yes Sometimes Yes Sometimes Yes Sometimes Yes Sometimes Yes Yes Yes Sometimes Sometimes Sometimes Yes Yes Sometimes Never Sometimes Never Never Never Never Never Never Yes Yes Yes
Social and psychological support Never Yes Yes Sometimes Sometimes Sometimes Never Yes Sometimes Yes Yes Sometimes  Sometimes Never Yes Sometimes Yes Sometimes Sometimes Yes Yes Sometimes Never Sometimes Never Yes Yes Never Sometimes ~ Sometimes Sometimes Never Yes Never Sometimes Sometimes Yes Yes
Pain management Never Yes Yes Sometimes Sometimes Sometimes Never Yes Yes Yes Yes Sometimes  Sometimes Never Sometimes Yes Yes Sometimes Sometimes Yes Sometimes Sometimes Yes Sometimes Never Never Yes Yes Sometimes Yes Sometimes Sometimes Sometimes Yes Never Sometimes Yes Yes
General surgery Sometimes Yes Yes Yes Sometimes Sometimes Yes Yes Yes Yes Yes Sometimes Yes Yes Yes Yes Yes Yes Yes Yes Yes Sometimes Yes Sometimes Sometimes Yes Yes Sometimes Yes Yes Sometimes Yes Yes Yes Sometimes Sometimes Yes Yes
Urology Never Yes Yes Yes Sometimes Sometimes Yes Yes Yes Yes Yes Sometimes Yes Sometimes Yes Yes Yes Sometimes Yes Yes Yes Sometimes Yes Sometimes Sometimes  Sometimes Yes Sometimes Yes Yes Sometimes Sometimes Sometimes Yes Sometimes Sometimes Yes Yes
Share of Expected Haemophilia A 92% 127% 65% 193% 119% 68% 103% 44% 46% 87% 96% 69% 91% 44% 62% 64% 53% 53% 88% 101% 76% 80% 67% 74% 65% 307% 11% 433% 439% 4% 406% 4% 687% 72% 32% 38% 117% 14% 23% 13%
Bleeding Disorder  Haemophilia B 77% 160% 57% 19% 87% 48% 48% 41% 28% 69% 46% 45% 69% 25% 56% 37% 28% 36% 43% 69% 25% 56% 45% 57% 40% 109% 18% 186% 286% 1% 162% 2% 400% 21% 1% 14% 68% 7% 20% 7%
Prevalence von Willebrand Disease 15% 29% 2% 14% 16% 5% 9% 10% 5% 17% 12% 0% 3% 1% 1% 5% 1% 0% 8% 5% 8% 10% 6% 3% 4% 3% 1% 9% 6% 0% 7% 0% 17% 0% 0% 0% 0% 0% 2% 0%
Haemophilia Pasma-derived factor concentrate Always Rarely Rarely Never Sometimes Sometimes Rarely Rarely Always Always Always Rarely Always Always Rarely Always Always Always Always Always Always Rarely Always Always Always Always Always Always Always Always Always Always Always Rarely Always Rarely Always Sometimes Rarely Always Rarely Always Always
replacement Recombinant factor concentrate Rarely Always Always Always Sometimes Always Always Always Always Always Sometimes Always Always Always Always Sometimes Always Always Always Sometimes Always Always Sometimes Never Always Always Rarely Always Rarely Never Rarely Rarely Sometimes Rarely Always Rarely Always Sometimes Always Always Always Always Always
therapy Plasma Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Rarely Rarely Never Never Never Never Never Never Rarely Never Rarely Rarely Sometimes Never Rarely Always Never Never Never Never Never Never
Cryoprecipitate Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Rarely Never Never Never Never Rarely Never Rarely Rarely Sometimes Rarely Never Always Never Sometimes Never Never Never Never
VWD Plasma-derived factor concentrate Rarely Always Always Always Always Rarely Always Always Always Always Always Always Always Always Always Always Always Always Always Rarely Always Always Sometimes Always Always Always Rarely Always Rarely Never Always Rarely Always Always Rarely Always Sometimes Always Always Sometimes Always
replacement DDAVP Rarely Always Always Always Always Always Rarely Always Always Always Rarely Always Always Never Always Sometimes Rarely Always Rarely Rarely Sometimes Always Always Rarely Always Always Never Rarely Rarely Rarely Always Always Never Sometimes Rarely Never Always Rarely Sometimes
therapy Plasma Never Never Never Rarely Rarely Never Never Never Never Never Never Never Never Never Never Never Never Never Never Rarely Never Never Rarely Never Never Never Never Always Never Always Rarely Sometimes Sometimes Always Never Never Never Never Sometimes Never
Cryoprecipitate Never Never Never Rarely Rarely Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Never Rarely Never Rarely Always Rarely Always Never Always Rarely Never Never Always Never Never Never Never

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.




Signiﬁcant dispa rity of access across Eu rope Europe is a disparate continent with a wide range of economic Respondent countries for each survey
conditions and health systems in individual countries. In 2008,
the European principles of haemophilia care were drafted by an inter-
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These countries historically — countries. Over these six years, with the significant increase in countries Finland ° ° °
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The picture developing shows that countries with a highly organised Serbia ° ° °
Russia Portugal system for delivering haemophilia care is capable of producing a Slovenia ° o °
PolandLithuania Norway Russia Poland Lithuania Portugal Czech Republic Latvia Bulgaria Romania level of care beyond their economic constraints. These are countries Spain ° ° °
Gech Repubic 12 with good registries that record all people with haemophilia (mild, Turkey ° ° °
6 moderate, severe), have patient and clinician involvement in all aspects Ukraine = A -
Group B of care including decision-making on haemophilia care and choosing (roatia o o
These are countries are ones that are improving “ haemophilia treatment products. These countries also include a well- Estonia R .
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These are countries where economies have been growing european haemophilia consortium
but this has not resulted in similar increases in access to
Factor VIl products as would have been expected and in

Albania
Ukraine

Moldova

Armenia some cases even basic on-demand care is not available. EHC Headquarters 37 countries. Ho‘imoph|l|a 201 7,23(4)@259-@266 doi:10.111 ]/hae] 3263.
OKyrgyZSta" Rue de la loi 28 european haemophilia consortium “Giangrande PLF, Peyvandi F, O'Mahony B, et al. Kreuth IV: European consensus
Brussels, 1000 Belgium proposals for treatment of heemophilia with coagulation factor concentrates.
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