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HOW TO GATHER
THE BEST INTERNATIONAL KNOWLEDGE 
AVAILABLE?

CONCEPTION

Until 1999, only sporadic lectures were presented at different scientific events on HAE. 
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CONCEPTION - THE WORKSHOP

FOUR LEGS GOOD…
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42 COUNTRIES
9 SESSIONS 

87 SPEAKERS 
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12 SPEAKERS 

VISEGRAD 1999 BUDAPEST 2017



THE MOST IMPORTANT INCREMENTS OF THE WORKSHOP

• Establishing a community of experts
• Creating an opportunity for discussion in person
• Facilitating collaboration in research
• Establishing HAE National Centers
• Creating a Global HAE Registry
• Establishing the International HAE Patients Organization
• Conducting number of clinical trials 
• Developing novel drugs for treatment of HAE (7 new drugs 

over 10 years and 5 under development)
• Standardization of diagnostic tests (external quality

assessment)
• Developing consensus documents and guidelines



THE METHOD FOR DEVELOPMENT HAE GUIDELINES

- drafts a consensus or guideline
- identify, summarize, and evaluate the highest-quality evidence 
from well-designed and conducted research, as well as the latest 
data 
- presents their recommendations at a roundtable discussion 
held at the Workshop 
- the recommendations are voted by the attendees on the spot
- after the Workshop, the manuscript is circulated among the 
participants 
- once all the opinions have been taken into account and 

harmonized, an expert consensus is published

A GROUP OF HAE EXPERTS 
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https://www.google.com/

CONSENSUS



International consensus statement on the application of genetics
in the management of primary angioedema

CONSENSUS

NEW



11th C1-INHIBITOR DEFICIENCY AND ANGIOEDEMA WORKSHOP
23-26 MAY, 2019, BUDAPEST

ROUND TABLE DISCUSSIONS
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