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A Retrospectively Analysis on Registration and Management of 475 Children with Hemophilia. Zhou Yin, Li Kuixing, Xiao Juan. Depart-
ment of Pediatrics , Peking Union Medical College Hospital,Beijing 100730 ,China

Abstract Objective To introduce the registration and management system of children with hemophilia in our hemophilia treatment
center, and retrospectively analyzed our data to provide experience and improve the understanding of hemophilia registration and manage-
ment, in order to provide an integrated management mode which accords with the situation of China for children with hemophilia. Methods
We collected the data of children with hemophilia for statistical analysis, who were registered since December 1, 2007 to October 31,
2014. Results The collected data included 475 cases, respectively from 28 provinces, municipalities and autonomous regions; among
them Hemophilia A was 414 cases (87.16% ), hemophilia B 61 was cases (12.84% ) ; the severe type was 359 cases (75.58% ), the
intermediate type was 74 cases (15.58% ), the light type was 42 cases (8.84% ) ; only 132 cases (27.79% ) of them had a family his-
tory of hemophilia. Clinical classification was related to the age for the first bleeding (P <0.01). The smaller the age for the first bleed-
ing, the heavier clinical classification the children had. The age for first bleeding was correlated with joint damage (P <0.01). The first
time bleeding age was smaller, the joint damaged more easily. Conclusion Hemophilia registration and management work in China is
still in its infancy, because the lack of the research and experience of hemophilia integrated management, the registration system is not

perfect. It requires the health departments at all levels to strengthen the construction of hemophilia center, to improve the level of tracking

management of patients, to improve the life quality of children with hemophilia.

Key words Hemophilia; Registration; Administration
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