[image: image1.jpg]Rare Disease Day



[image: image2.jpg]Hayuonarvnas Accoyuayus
opaanuayuti GoAbHLIX
pedKuMu 3a60Ae6aHUAMU

«I'evHemuxa»




         Conducting of "Rare Disease day” in Russia has become sign event. It is this day the National Association of organizations of patients with rare diseases, “Genetics”; in 2008, first declared itself, and was talking about rare diseases, not just as individual cases of disease, as well as the general problem of the world, including Russia, which affects a fairly large number of people. A large press conference and an exhibition of drawings made by children with rare diseases were conducted.

In 2009 was a big press conference, attended by a large number of people (patients, medical workers, representatives of the power, mass media). The problems of diagnostics of rare diseases and awareness of the population about rare diseases were discussed at this conference.       
Actions have been carried out: 
 - Signature Collection and acceptance of the reference to the State Duma, the Federation Council and the Government of the Russian Federation;

 - Presentation of an information portal: www.rаrediseases.ru devoted to a theme of rare diseases in Russia;

 
- An exhibition of drawings and photographs of children - of patients with rare diseases 

 - Exit seminars in medical and educational institutions devoted to Day of Rare Disease;

- Fund raising for to help patients with rare diseases.
We know "Rare Disease day» in 2010 is devoted to clinical trials with patient’s participation in them. But absolutely other events take place currently in Russia. And in the struggle for the significance of the status of a person with rare diseases, we are lagging behind Europe and the rest of the international community. We have just formed Patient movement, and our Association is the umbrella organization that helps people with rare diseases to organize in groups, teaches to defend their interests and to stand up their rights. At present in Russia there were very intense conditions with maintenance with preparations and the reference of the medical products, therefore we direct all efforts on struggle against laws which can leave sick people without treatment. In Russia there was currently very tense situation with the provision of drugs and treatment drugs, so we are focusing all our efforts to fight against laws that could leave sick people without treatment.

Therefore, Feb. 28, 2010 in St. Petersburg will host a round-table with the representatives of governments, the representatives of Health and Patient organizations. A big charitable concert is in the program of "Rare Disease day”. Also charitable programs for fund-raising and procurement of drugs for patients with rare diseases will begin their work in this day. “Rare day” in St. Petersburg will be widely reported by the media: broadcast on TV and radio.

В программе дня большой благотворительный концерт. Также в этот день начнут свою работу благотворительные программы по сбору средств и закупке препаратов для больных с редкими заболеваниями. Редкий день в СПб будет широко освещен средствами массовой информации: трансляция по ТВ и радио.

The big charitable concert there will begin the action charitable programs on fund raising, and purchase of preparations, an extended coverage of action by mass media, translation on TV. and radio.

We stand in solidarity with all countries which spend this day!

There are no borders and distances for us!

Let's overcome all barriers!

We are together!

The contact information:

National Association of the organisations  of rare diseases "Genetics", 

The address: 196086, St.-Petersburg, avenue Moscow,  79 A, a premise 9Н.

e-mail: nacgenetic@mail.ru, a site: http://www.rarediseases.ru/,

Fax: +7(812) 275-47-30, phones: +7(812) 319-34-23, +7(812) 275-47-30

 +7-950-03-21-184 (Karimova Svetlana Igorevna),

 +7-921-573-48-98 (Sokolov Alexey Albertovich),

 8-800-555-00-48 – the Federal straight line on rare diseases (a call free)

      Skype: nacgenetic
