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®doHp oronouye npo yyacTb Y MikHapoaHomy [Hi PigkicHnx 3axsoptoBaHb 28 ntoTtoro 2011.

Lle ©yme yetBeptunm wopiyHmi [eHb PigkicHux 3axBoptoBaHb. Bneplue iHiUiOBaHWMIA €BPOMENCHKOI OpraHi3alieto
pigkicHux 3axsoptoBaHe EURORDIS 29 ntotoro 2008 uelt geHb HabyB He TifbKM €BPOMENCHKOro, a CBITOBOro maclutaby
npoBeaEeHHS TPOMaACbKUX aKUii.

onoBHa MeTa UbOro OHSA - NIABULLUTMA PO3YMIHHA CYCNifIbCTBOM PiAKICHNX 3aXBOPKOBAHb, iIX BMJIMB HA XUTTH NaUieHTIB y
BCIX acnektax, BU3HaYUTWU PigKIiCHI 3axXBOPKOBaHHSA OAHWM 3 MPIOPUTETIB AS1I9 CUCTEMU OXOPOHWM 300POB'A, NMPUBEPHYTU
yBary 0o pO3BUTKY OOCHIMKEHb, HEOOXiaHNX Ans 6e3neyHoi Ta edpeKTMBHOI NiZTPUMYOYOI Tepanii Ta NiKyBaHHS pPigKiCHUX
3axXBOpPIOBaHb, NOKa3aTy, WO, HE3BaXXal4mn Ha PigKICTb TakMX NAUiEHTIB - BOHW MaloTb piBHE NpaBO Ha MeAWYHY JOMOMOrY,
HaBYaHH4A, AOCTYN A0 COLianbHOro XUTTS.

Mwu ouikyemo, wo B pesynbTaTi akuinn MixHapogHoro [Ha PigkicHux 3axsoptoBaHb 2011 BCe-Takm NOYHETHCS CTBOPEHHS
HauioHanbHOI nporpamMu 3 pigKiCHUX 3axBOPHOBaHb, sfika HagacTb MOXMMBICTb ANs1 PIBHOrO OOCTYyNy [0 NiKyBaHHA Ta
CBO€YaACHOMY [iarHOCTYBaHHIO MNaUieHTIB 3 pigKICHMMK 3aXBOPIOBaHHAMMU, 3'BUTBCS PO3YMIHHS TOrO, WO NiABULLEHHS
edeKTUBHOCTI  OjarHOCTMKM i Tepanii pigkicHUX XBOpOO MOXIMBE JfMWE B paMKax LMPOKOro MiXXHApOL4HOro
cniBpobiTHMLTBA Ta perynsapHoro obminy iHpopmauieto.

Mwn cnogiBaemocs, wo uen [eHb, OONOMOXe FPOMAACLKOCTI Ta 3aKOHOAABYMM CTPYKTypam ycBigoOMWUTM Mpobnemy
pigkicHux xBopob i noTpebu nauieHTiB, Ski CTpaxgaroTb Big4 HWX, LO3BOMMTL 3p0o0OUTW KPOK Ha3ycTpiy chiBnpadi 3
rpoMafCbKMMK OpraHi3auisiMu, SKi KOXXeH AeHb CTUKaKTbCA 3 MPOBNEeMOoro piaKiCHMX 3aXBOPHOBaHb.

PigkicHi xBopoOuM € XpPOHIYHMMMK, NPOrpecyrvnMn, NPU3BOAATL 4O HE3BOPOTHIX (DI3MYHUX 3MiH, i, HAN4YacTiwe, Hebe3neyHi
ansa xutts. CborogHi He icHye nikyBaHHst ons 6000 - 8000 pigkicHMx xBopoO, 75% 3 Akux 3a4inalTb NauieHTIB AUTAY0ro
BiKy.

B YKPAIHI ®oHaom 3apeectpoBaHo 65nm3bko 100 nauieHTiB, sIKi XKMBYTb 3 PiAKICHUM FEHETUHYHUM 3aXBOPIOBAHHAM -
cniHanbHOW M'A30Bot0 aTpodieto (CMA), xo4a 3a HawmmMun ouiHKaMu ix Moxe 6yTn noHag 400.

Mwu cnopiBaeMocs Ha Bally y4acTb Y akLisX Liel BaXNnBOI AaTu.

Hpesunent ®oHay

«Jlitu 3i CMA»

PigkicHa xBopo6a - xBopoba, Lo pigKo 3yCcTpivyaeTbCs B
3aranbHin nonynsuii HaceneHHs, 3arpoxye XutTio abo
XPOHIYHO Mporpecye, npu3BoauMTb OO0 cMmepTi abo
iHBaNigHOCTI. 3a 3aTBEpPAXKEHUM MiDKHapO4HUM
HOpPMaTMBOM MOPIr  BiAHECEHHS TOr0 YW  iHWOro
3aXBOPIOBAHHA [0 PiAKICHUX nNpunagae Ha 4acTtoTy
meHwe 1 3 2000 rpomagsH (cxBameHo nporpamo 3
pigKicHMM 3axBoptoBaHHsAM 1999-2003, Tlpasuaamu (EC)
141/2000) [1].

[1] Communication from the commission to the European
parliament, the council, the European economic and social
committee and the committee of the regions on Rare Diseases:
Europe's challenges. Brussels, 11.11.2008 COM(2008) 679
final.

Bitauaiii MaTiounieHko

CMA - pigkicHe reHeTU4YHe 3axXBOPHOBAHHS, LLO BpaXkae
KoxxHoro 3 6000 HoBoHapomkeHnx. KoxeH 40 xutenb €
HocieM reHa, wo Buknnkae CMA, ska Bpaxae,
He3BaXkaloun Ha CcTaTb, HaAUIOHANbHICTb | BiK. Tinbku
KOXXeH [OpPYrMn HOBOHAPOLKEHWN, [AiarHOCTOBaHUW 3
CMA, 3ycTpiHe CBiil ApYyrMin eHb HAPOMKEHHS.

®oua «itn 3i CMA» ctBopero B 2004 GaTpkamu IiTed 3
pIOKICHIM TeHeTHYHHM 3axBopioBaHHsSM — CMA; 00’enqnHye
OatpkiB 3 yciel YkpaiHwm, 3a0e3nedyroud iX HEOOXiTHOIO
iH(hOpMaIIi€r0 Ta MOPATBHOKO MIATPHMKOO.
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