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Hemophilia, a genetic bleeding disorder that affects over 1.2 million patients worldwide, requires life-
long treatment and management that can be costly. To help healthcare professionals better understand 
and manage this condition, hemophilia registries have been established as databases containing patient 
information such as demographics, bleeding history, treatment, and outcomes. The data is gathered by 
healthcare providers and stored centrally for tracking incidence and prevalence trends, monitoring 
treatment outcomes, and identifying research gaps. 
One major benefit of hemophilia registries is that they help healthcare providers identify patterns and 
trends that can inform treatment decisions. By analyzing bleeding history and treatment outcomes data, 
providers can improve patient outcomes and quality of life. Hemophilia registries also help identify 
patients at risk of complications, including inhibitor development. 
World federation of hemophilia published the guideline for developing a national patient registry. In this 
article the process of establishing patient registry is explained and the collection forms of data items are 
listed. In addition, some examples of registries are introduced; a patient organization registry, a medical 
registry, a government registry and a form of combined registry. In 2018, world bleeding disorders 
registry (WBDR) was established and the effort is being made to collect the data worldwide. 
In Korea, the Korean Hemophilia Foundation (KHF) has developed a registry that has helped patients 
and families access better treatment. While registration is not mandatory, and nationwide data is limited, 
the KHF registry has had a positive impact. However, to improve the accuracy and scope of data, the 
first nationwide hemophilia registry is being developed in Korea. This registry will help healthcare 
providers better understand hemophilia, leading to better treatment options for patients and improved 
quality of life. 
 


