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28 February 2009 -   2nd World Rare Disease Day in Russia

provided under care of 

 National Association of the Rare Diseases Patients' Organizations "GENETICS"
"Patient care, a public affair" 

The main target for Rare Disease Day 2009 in Russia is:
          To drive for signatures (the acceptance of the Reference) and  submission of the “Petition to the Government, Federation Council and State Duma of the Russian Federation about necessity of preparation and acceptance of the   Federal Program on Rare Diseases and Orphan Drugs for 2010-2015” 
The petition date started: on February, 27th, 2009
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Events and activity
1. Publication and distribution of the leaflet devoted  to the 2nd World Rare Disease Day  (1000 copies)
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2-0il MexgyHapogHbii Aetb pegkux 3aboresanui

HUKTO HE 3ACTPAXOBAH!

MURNMOHSI NIOREiE N0 BCEMY MUPY OTMETAT €ro, YTOGbI NPHKECTH OBECTBY
OHMMANME NPOGNEMbI PEAKNX GONE3HEF W TPYAHOCTEH, C KOTOPLIMK exe-
HEBHO CTANIKMBAIOTCA GObHBIE PEAKAMM JABONEBANMAMN W WX CeMbH.

O Yem Mbi rOBOPHM Ha «[IHE PeaKMX 3aBONeBaHHA?>

Alogu GoALHLIE PegrUMU 3ABOAEBIHUSIMU UMEIOT PaBHbie NPaBa ¢
OBLIMHLIMU AIOGLMU
Tpano wa AEYEHME, 3ABOTY, AOBOBb, IOHMMAHME, KM3Hb.

Pezixie GonesHi MOTYT 3aTPOHYTb TIOGYIO CeMb0, B M10G0E BPEMS. 310 He TOnbKo ™
HTO-TO YKACHOE, 4TO CYNGETCR C APYTMMM'. 3TO - OdeHs KECTOKaR ASiCTBNTEN-
HOCTS, KOTOPa# MOXT CIYUHTLCA C KXGAbIM, KTO WMEET PEGEHKA Wk C Hil CamMM.
7000 pepkix Gone3reit 1 COCTORNMH,
1% HaCeNeHS CTPaNbi ~ TO ECTB OKONO 1,5 MAMOHOB POCCHSIH

PenKas 60Me3Hs - NN TAKENBIX W MIHYPHTENbHLX WIMEHENWH § COCTORNIN
'310POBLS, KOTOPHIE BTMSIOT Ha XU3Hb MALIMEHTOB W UNEHOB WX CMelr;

‘350 7eKBPCTB-CHPOT NONYYWNM PETVCTPALMIO t MIDHMEHAIOTCS /13 NEYHUA PeAKHX
‘GoneHelt BO BCeM LIBWIII0BIHHOM MHPE, TONBKO EAMHALL! 3 HITX NOK@ AOCTYTHL
K MCON3082HWI0 B Pocciw,

TIOGEMsl 6OToHbX 1 WX CeHeil B BHAE COLVANBHOM U3ONALW, TPYAHOCTES! 8 nony-
EHI TONHOTO W CBOEBPEMEHHOTD AWAIHO33, COBPEMEHHX METO0B NEeHS 1
‘peaGMnMTaLw. OCTPaR HyXKa B QHHAHCHPOBIHMM ONEKM W NeseHys,  AOCTYTE K
[Pe3y/IsTaTam HOBEFLLNX Hay\HbiX UCCIEAOBINHIA H PaIPIBOTOK;

Hew3BecTHOCTS peayx 3a60nesanii 413 OGLUECTBA BNeJeT 3a OO/ KaK OrpoM-
Hble NPOBEMS AT GONsHBX 1 WX CEMEH TaK M AN MEAMUUHL B NOMOKGX CPEACTB
A9 Pa3PABOTKI M BHEADEHWS JDXDEKTHBHSIX METORMK WX NeNeHys;

Cpouan HeoBXogUMOCTE 0BbeguHenus!

TTaUMeHTH+ PABOTHIKN JAPABOOXPANEHIA
+HaYNHbIE W COUAAIIbHEIE PABOTHHKI-+IPABUTENCTBEHHbE SHHOBHUKI+
COTPYAHMKY hADMALIEBTHECKNX KOMNaHii

115 KOOPAMHALYN STUX ACHCTEMTE M0 NPOBNEMAM CBR3AHHAIM C PenKHM
3a60nesanwami paboTaeT ¢ 2008 rona HaUHOHaNLHaR ACCOMALA
OpraKU3aLAI GONbHbIX PEAKAMM 3260NEBAHMSMN <[ eHETUK>.

Havian c8ojo paGoty WHdopHaUMoHHsii nopTan
WWW.RAREDISEASES.RU

email: nacgenetic@mail.ru

PaBOTAeT rOPAAR NMHUA 110 PEAKHM 3a60NEBaHMSM:
’ +7(952) 383 20 83
OBpalaiTech K HaM CO BCEX YTONIKOB CTPaHsi
1 Mbi MI0CTaAEMCA MIOMONb BaM.

Accouauus <[ @HETUKA» TIOMOTET B CO3AaHAM Opraw3aumii
IAUMEHTOB N0 BCei PO AN OpraHM3aLMM OGLERVHEHHSIX ACHCTBI.

TONLKO OAHOBPEMEHHbE AEHCTBUA BO BCEM MUDE MOFYT rapaHTUPORATS, UTO
FONOC NAUAHTOR C PEAKMMM 3ABONEBAHMAMA YCTBLIT GONBLLE TIORE — M Mel
ROt NPOROITAET GOPOTLCA 32 WX XI3HH CErORHS, 3aBTP3, KAXABIH ALK

Ml MOAFOTOBWM OTKpbiTOE OBpaUiEHWe K [OCYAIPCTBEHHOM Aywe, CoBey Deae-
'PaLU  T1pBATENSCTBY POCCHICKOTi DEAEPAUMH O HEOBXORMMOCTH PaspaBoTk 1
NAHSTH HALUWOHANLHOT (TOTpaMM NO PeAkyM 3a60neBaHHaM, I0CTaBHB CBoKD
NOAMVCH NIOR 3TM OGPaLIEHHEM Bl NIOMOXETE MHOTUM NoRAM!
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ECAM Bbi He paBHOAYWHbIFi uenosex!
NpcoeannsiiTecs!
¥ BMecTe Mbi CHOKeM Bee NpeoponeTs!

ipeamnent Housosansoh Acousausm <feserear
Kapuwons Coenrans Wopessa
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2. The Press Сonference and Round Table devoted to the Rare Disease Day   have  held in St.-Petersburg 27.02.09 at 12.00-14.00,  (at the press-centre of the Publishing House "CHANCE", St.-Petersburg, street 9th Soviet, 4-6)  - more than 50 participants.

Originators:  National Association of the Rare Diseases Patients' Organizations "GENETICS",  Publishing House "CHANCE".
Participants: Representatives of the Government of St.-Petersburg and profile Сommittees (Committee on Public Health Services, Committee on the Work and Social Protection of Population), representatives of Public Organizations of patients with rare diseases (12th PA), the doctors who are engaged in diagnostics and treatment of such patients, patients with rare diseases and theirs relatives, representatives of firms – manufacturers of medical products for treatment of rare diseases – "medicines-orphans", Mass-Media (TV, radio, newsletters and magazines reporters), volunteers, other invited persons.   
Main Sponsor: [image: image4.jpg]
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3. Exhibition of drawings and photos of children - patients with rare diseases [image: image13.jpg]
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4. Presentation of an Information Portal addresses www.rаrediseases.ru devoted to a theme of rare diseases in Russia (officially starts at February, 28th)
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5. Publication and distribution of the booklet’s reprint “The Personalized Medicine and Treatment of Rare Diseases as a Strategic Direction of Public Health Services Developments”  (500 copies).
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6. Carrying out of actions at the specialized exhibition «Childhood Planet» together with employees of City Medical Genetics Center.
7. Initialization of series of seminars at the medical and the educational institutions devoted to Rare Disease and Orphan Drags.
8. The drive to whip-round and raising of funds for the aid for patients with rare diseases in Russia.
9. The “Petition to the Government, Federation Council and State Duma of the Russian Federation about necessity of preparation and acceptance of the   Federal Program on Rare Diseases and Orphan Drugs for 2010-2015”  was unanimously accepted at the press-conference, the groups of tens volunteers start of drive for signatures of private and legal entity all over the Russia.
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The planned date of Petition submission to the Government, Federation Council and State Duma of the Russian Federation is April, 15th.

[image: image20.jpg]



Through these efforts and activity  National Association of the Rare Diseases Patients' Organizations "GENETICS"  represents on behalf of rare disease patients, theirs relatives and healthcare professionals in Russia by promoting good health and social outcomes and contributing to a sound of World Rare Diseases & Orphan Drugs Public Activity
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The  full video, photo and press reports about Rare Disease Day in Russia will be accessible  at the website of  Publishing House "CHANCE": http://www.chance.ru/
and at the information portal of NA CENETICS:   www.rarediseases.ru
Some current Mass-Media and internet links:
a) http://www.tv100.ru/news/28-fevralja---vtoroj-ezhegodnyj-Den-redkih-zabolevanij/
b) http://www.tv100.ru/video/view/63107a4a18fa62d832c9ff72607c4d72/
c) http://www.svobodanews.ru/Content/Article/1500817.html
d) http://www.svobodanews.ru/Content/Transcript/1500844.html
e) http://hizina.ru/blog/2009/03/01/segodnya-mezhdunarodnyj-den-redkix-zabolevanij-mozhno-li-predotvratit-neizlechimyj-nedug/
f) www.advita.ru/img/prrz.doc
      
National Association of the Rare Diseases Patients' Organizations "GENETICS"
Tel/fax: +7(812) 446-22-41

Tel:  +7(950)03211 84, +7(921)3270341, +7(921)5734898
Hot line: +7 (952) 383 20 83
email: nacgenetic@mail.ru; angel_sv@mail.ru; dr.sokolov@users.mns.ru
The address for the correspondence:  Association "Genetics"  
Narodnaya str. 16 ap. 32, St.-Petersburg,  193079, Russia 
Web portal: www.rarediseases.ru
Karimova Svetlana, the President of National Association "Genetics", the mum of the child suffering from the rare genetic disease

Zasimenko Elena, the Vice-president on social questions of National Association   "Genetics", the mum of the child suffering from the rare genetic disease

Prof. Sokolov Alexey, MD, DSc, the Vice-president on medical questions of National Association "Genetics"
Prof. Larionova Valentina, MD, DSc, the Chairman of the Council of Experts of National Association   "Genetics", the head of laboratory of molecular diagnostics
