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Improving factor supply in Russia
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Results of cryo and plasma use

As a result of treatment with outdated
products, in Russia, 90% of persons
with hemophilia have severe joint

damage and 95% (severe form) are
infected with HCV.
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Russian Hemophilia Society

.- founded in 2000 (though first

hemophilia organization in Russia
founded in 1989);

- 62 regional chapters.
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From beginning we tefined three tasks as
the main mission of our organization:

- assistance in improving medical care for
PWH

- social support for PWH and their families;

. Information and education for PWH, their
families and professionals.
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Patient advecacy program

 Regular working with federal and local authorities
and informing on the needs to purchase factor
concentrates.

Methods: meetings, official letters, letters from
patients, letters of different groups and
organizations, addresses of deputies of federal
and local parliaments

National member organization of the
World Federation of Hemophilia
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Russian Patients Union

- Established in 2010
- Unites more than 15 patients organizations
. Declaration of patients’ rights in Russia was

Issued

- The code of ethic has been developed for

patients organizations

- Lobbying of common interests for Union

members
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On April, T/t
World Hemophilia Day
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Close cooperation with WFH

* Realization of WFH programs: GAP, Country
program, training of NMO volunteers,
Medical Training Fellowships, Twinning
(Medical and Organizational), Humanitarian
Aid

* Participation WFH in actions on lobbying

* Examination by WFH in support of the
lobbying program

National member organ of the
Wo IdFd atio mephI
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Patient advecacy program

* the national standart of hemophilia and
vIWD treatment in Russia

* the national guidelines of hemophilia
treatment in Russia

* national hemophilia registry

National member organization of the
World Federation of Hemophilia
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standard of hemophilia treatment
IU dosage/12 months

- On demand
pdVIIl — 24000; rVIII — 32000; IX —40000;
- Prophylaxis
pdVIIl — 240 000; rVIII — 252 000;
IX — 140 000;

National member organization of the
World Federation of Hemophilia
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The national guidelines of
hemophilia treatment in Russia

|. Area of implementation

ll. Legal reference

lIl. Generalities

V. Implementation of standards

V. General issues

VI. Characteristics of requirements:

6.1. Patient's model — primary diagnostics

6.2. Patient's model — prophylaxis

6.3. Patient's model — hemorrhages of different body locations
6.4. Patient's model — condition requiring hospitalization

6.5. Patient's model — hemorrhages of different body locations
(inhibitors to factors VIII/1X)

6.6. Patient's model — condition requiring hospitalization (inhibitors to factors VIII/1X)

National member organization of the
World Federation of Hemophilia
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Registry of PWH

We have data on 7629 persons (1905
of them are under age of 18)

National member organization of the
World Federation of Hemophilia
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Distribution of PWH In the registry in
accordance with diagnoses

b
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OHemophilia A

® Hemophilia B

2vWD

@ Other bleeding disorders




During 2004 and at the beginning of 2005,
the Russian authorities reformed the health
care and social system. This meant a
change in drug supply for patients

National member organization of the
World Federation of Hemophilia
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Nowadays

Federal budget pays for medicines from the special list for 7 diseases
(hemophilia, hypophysial nanism, disseminated sclerosis,
mucoviscidosis, Gaucher's disease, myeloleukemia, conditions after
transplantation).

Money for these medicines are allocated by separate line in the law
about the federal budget (It is approved by National Parliament of
Russia).

The list of medicines is authorized by the Decision of the Government
of Russia. In the list included concentrates of factors VIII, |X, rVila.

Ministry of Health will organize auction on purchase of factors
concentrates. Then these products are distributed between regions of
Russia.

Patients receive medicines under recipes in drugstores (free of
charge).

Persons with hemophilia get home treatment. There is a possibility of
prophylaxis and I TI.

National member organization of the
World Federation of Hemophilia
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Total Vil factor concentrates supplyin
Russia, million IV
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