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Background

Inherited bleeding disorders (IBDs) are a heterogeneous group of rare diseases characterized by
bleeding manifestations of variable severity. IBDs require life-saving treatment, which is complex and
costly. Treatment usually requires intravenous infusion of clotting factor concentrates (CFCs) and/or
blood products on a prophylactic and/or episodic basis.

The aim of this presentation is to describe the processes and outcomes of the National Program of
Inherited Bleeding Disorders of the Ministry of Health (MOH) since 2004 in Brazil.

The beginning

The population of patients with IBDs increased nearly 200% from 2002 to 2018 (Figure 1). This was a
result of policies that focused on educating personnel who worked in the hemophilia treatment centers
(HTCs) and diagnostic laboratories, on producing guidance documents, and on teaching the principles
of treating patients. Brazil now has the fourth largest population of patients with hemophilia in the world.
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Figure 1. Evolution of the population of patients with IBDs in Brazil, 2002-2018
(from Perfil das coagulopatias hereditarias no Brasil, 2018 [unpublished]).
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Registry of IBDs

In 2009, we built a Web-based registry that collects clinical, laboratory, and treatment data on all
patients with IBDs in Brazil® (Figure 2).
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O Ministério da Salde é o 6rgdo federal responsavel pelo Programa Nacional de Coagulopatias Hereditarias, doengas hemorragicas decorrentes da deficiéncia quantitativa
e/ou qualitativa de um ou mais fatores da coagulagdo. Estas doencgas se caracterizam pela ocorréncia de hemorragias de gravidade vandvel, de forma espontinea e/ou pés-
traumatica. Pacientes com coagulopatias necessitam fazer uso freqiiente de hemocomponentes e/ou hemoderivados.

A manuten¢do de um registro atualizado dos pacientes com coagulopatias € fundamental para o conhecimento sobre a prevaléncia da doenga e suas complicagdes, os
dados sécio-demogrificos e clinicos destes individuos, o tratamento e a vigildncia epidemiolégica das infecgdes, a presenca de inibidor e de possiveis reacdes adversas ao
tratamento. Ainda, é de suma importancia, a informagdo sobre o quantitativo de fatores de coagulagdo dispensado a esses individuos. O sistema informatizado Hemovida
Web - Coagulopatias foi desenvolvido com o objetivo de sistematizar essas informagdes, permitindo o monitoramento destas doengas e contribuindo para o planejamento
das agdes do Programa, possibilitando uma melhor organizagdo da atengdo a esses pacientes.

A adesdo ao sistema informatizado e sua utilizagdo adequada pelos servigos assistenciais sdo primordiais para o éxito desse trabalho, que propiciara avangos concretos no
campo da informagéo, favorecendo a concepgdo, o monitoramento e a avaliagdo do Programa Nacional de Coagulopatias Hereditérias. A disponibilidade de dados, informagdes
e indicadores subsidiard a tomada de decisdo dos gestores do Sistema Unico de Salide e instrumentalizara os érgdos de controle do governo e as instancias de controle social.
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Figure 2. Web page for http://coagulopatiasweb.datasus.gov.br.
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Figure 5. Standardized mortality ratios for males
with hemophilia A and hemophilia B, 2000-2014.°
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