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Bine-nmpem’ep-MiHICTpPY 3 ryMaHiTapHOL
noJiiTuku Ykpainm — MinicTpy
KYJbTYPH YKpaiHu
MinicTepcTBa KyJIbTYPH YKpPaiHU

BEPE)KHIN Tersni

Ll]o00 8i0nogidanvbHo20 8uUC8imIeHHS
memu [IMJ] /lrowenna

HlanoBua naui Tersano!

I'pomanceka opranizamis «/{romenHa YkpaiHm» mOpoTATOM 0aratbox pOKIB
3MICHIOE CUCTEMHY MisUIbHICTh, CHPSAMOBAHY Ha MIATPUMKY JiT€Hd 1 JOpPOCTUX 13
nporpecyouoro M’s30B0i0 auctpodiero Jromenna (IIMJI dromenna). Opranizariis
Ma€ JO0CBIJ CHIBMpalli 3 YKpaiHChbKUMH Ta MI>KHAPOJHUMH JKAPSAMH W €KCTIEpTaMH Y
chepl pIOKICHUX 3aXBOPIOBaHb, a TAaKOX BOJOJII€ TIOTYXHUM iH(pOpMAaIliitHO-
MPOCBITHUIIBKAM ~pECypcoM, 1m0 3a0e3rneuye pOAMHHU JOCTOBIPHOIO, HAYKOBO
00rpyHTOBaHOIO 1H()OPMAIIIE€IO MO0 JIIKYBaHHS, OTJISIY Ta MIATPUMKH SKOCTI KUTTS
TAI[I€HTIB.

3aBmsiku  Oararopiuniii cmiBmpami Ta mapTHepcetBy 3 HJICJT «Oxmatmuty,
VYKpaiHCBKUM MEIUYHHM IIEHTPOM peadumirTamii MiTe 3 OpraHidYHUM YpaKeHHSIM
HepBoBoi cuctemu MO3 Vkpainu, 'O «Opdanni 3a xutts», 'O «Ykpaincbka
Akaziemis IUTSY01 1HBATITHOCT», €BPOMEHCHKOIO acoIllalli€l0 MEIUIIMHA CHY Ta
Helipodizionorii B YKpaiHi Ta 1HIIUM MapTHEpaM, B YKpaiHi BXKeE 3alpOBa/I)KEHA paHHs
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Ir€HeTHYHA J1arHOCTHKA, OPraHi30BYEThCS I1HAMBIAYaJbHE Ta TPYNOBE KOMIUIEKCHE
0OCTeXEHHS MAall€HTIB Ta JIKyBaHHsS BIAMOBIAHO J0 MIXKHAPOJAHHMX CTaHIAPTIB, a
TaKOX MPOBOJUTHCS TPYNOBE HABUAHHS MAIlIEHTIB Ta OaThKiB. Bee 11e BiAOyBaeThCs 1
(YHKIIOHYEe B CIELIaTi30BaHUX pePepeHTHUX UeHTpaxX. PaxiBUi IUX LEHTPIB
NPOWIUIM BIJANOBIJHE HABYAHHS 3 JIKyBAaHHS MALIEHTIB 3 M S30BOI0 AUCTPOQIEIO
JromieHHa B HeMpoM si30BUX 1ieHTpax Itanii, Benukoi bpuranii Ta [lIBerii, a Takox Ha
HAayKOBO-TIPAKTUYHUX KOH(EpEeHIIsIX 3a Y4YacTI0 HAyKOBIIB Ta JikapiB 3 I[3painto,
[Monbmii, benbrii, Xopsatii, Himeuunnu, ®panmii, CIIA, Yexii Ta IHIIUX KpaiH.
[Ipamtorors 1B1 poboul rpynu ekcrneptiB npu MO3 juis 3aTBEpKEHHS BIAMOBIIHUX
HactaHoB niia 1aHuX Maii€eHTiB.

Hapasi mMu rnuboko ctypOoBaHi iH(MOpPMAaIIMHOK CUTYyaIll€El0 HABKOJIO POJIMH,
K1 BUXOBYIOTh niteit 13 [IMJ] [romenHna. B ymMoBax BifiHM y CYCHUIBCTBI 3pOcCTae
HAIPY>KEHHS, MOIIUPIOETHCS CyIlepewInBa Ta 4acTo HemepeBipeHa iHdopmMarlis, 110
Ma€ 3HAYHWUIM €MOIIMHUN BIJIMB HA JIIOJEH.

30kpeMa, y CBITI 3’SBUBCS 1HHOBAllIMHUI mpenapar TeHHOI Tepamii s
nikyBanHs [IMJ] [romenHa, cxBajieHUil YIpaBIiHHIAM 3 KOHTPOJIIO 32 MPOIYyKTaMU 1
nikamu CHIA (FDA) Ha miacraBi KIIHIYHUX JOCTIKEHB JJIS TiTe BIKOM 4-5 POKIB.
3a pesynbTaTaMu JOCHIKEHb, Tepalis JEeMOHCTPYE 3HAYHE YMOBUIBHEHHS a0o
3YNHUHKY TPOTPECYBaHHS 3aXBOPIOBAHHS y IEBHOI T'PYINH TMAIl€HTIB (3aJIe)KHO Bij
TCHETUYHUX TTOKA3HUKIB).
[Mocumanns:https://www.fda.gov/news-events/press-announcements/fda-approves-
first-gene-therapy-duchenne-muscular-dystrophy

BopgHouac neii npenapar:

® [IPU3HAYAETHCS BHUKIIOYHO 3a pe3yJbTaTaMU CIIENiali30BAHUX TE€HETUYHUX
JIOCJTIJPKEHD;

e 10Tpedy€e KOMIUIEKCHOTO MEAMYHOTO 00CTEKEHHS Mepe]] 3aCTOCYBaHHSIM;

® BHMAarae MOXKMTTEBOTO KIIHIYHOTO KOHTPOJIIO;

® MOXE CTAHOBUTH PU3UKH JJIA 30POB’sI 0€3 HAJIEKHOTO MEUYHOTO CYIIPOBOY.

CraHoM Ha CBHOTOJIHI TIpemapar HE 3apeecTpoBaHUN B YKpaiHi Ta KpaiHax
€porneiicbkoro Coro3sy.

Yepes Haa3BUUaiHO BUCOKY BapTicTh Teparii (0mu3bko 3 mutH gonapiB CHIA 3a
OJIHY 1H €KI[I}0) POJMHM 3MYIIEHI 3BEpTaTUCA 10 Mefia, myOaiyHuX ocib 1 3aKiajiB
KyJbTYpH JJ1 300py KOIITIB.

Ha anp, y mpormeci iH(MOpMAIifHOTO BHCBITIICHHS YacTO MOIIHUPIOETHCS
HernepeBipeHa ad0 BUKpHUBIICHA 1H(GOPMAIIisS 010 CYYaCHUX CTaHIAPTIB JIIKYBaHHS Ta
norisny 3a mamientamu 3 [IMJ] Jlromenna sk B YkpaiHi, Tak 1 3a kopjaoHoMm. lle
MPU3BOJIUTH JIO:

e JucCKpenuTalii e(QEeKTUBHHX METOJIB MATpUMYIO4oi Tepamii (dhizudaHa
peabimiTairisi, OpTe3yBaHHS TOIIIO);
dbopMyBaHHS XUOHUX O4iKyBaHb y OATHKIB;
MOTIPIICHHSI TICUXOJIOTTYHOTO CTaHy POJIMH;
BIJIMOBH JIITE€H BiJl HCOOX1HOTO JIIKYBaHHS;
MOPYIICHHS TPaB JiTeH Yyepe3 BUKOPUCTAHHS iX €eMOIIIITHO Bpa3IMBOTO CTaHy B

MyOJIIYHOMY MIPOCTOPI.
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Jlo opraHi3ailii HaJXOATh YUCJICHH1 3B€pHEHHS BiJ OAThKIB, K1 MOBIJOMIISIOThH

PO Taki HACHIAKU: BIAMOBA AiTeH Bix (pi3UyHOI Tepamii, IrHOPYBaHHS OPTONEIUYHUX

3ac001B, TNIMOOKE NCUXOJIOTIYHE BUCHAXKEHHS POJIMH.

V 3B’43Ky 3 BUILEBHUKIAICHUM, 3BEPTAEMOCS 3 IPOXAHHSIM:
COPHUSTH MIATOTOBLI Ta MOLWIMPEHHIO OQIUIAHOro 3BepHEHHs MiHicTepcTBa /10
3aKia/iB KyJbTypH, AITYIB MUCTEITBA, MPEJCTABHUKIB Meia, OJorepiB Ta myOaiyHUX

0c10 mo10:

® BIJNOBIJAIHLHOTO Ta €TUYHOI'0 BUCBITIICHHS TeMu JiikyBaHHs [IM/] J{rommenHa;

® HEJOMYLIEHHS TMOUIMPEHHS HEJOCTOBIPHOI abo HemepeBipeHoi

1H(popMmarlii;

MEIUYHOI1

® yTPUMAaHHS BiJ MyOJIYHUX KOMEHTapiB Ta 3aKJIMKIB 0€3 3aydyeHHs NpOodUIbHUX

¢axiBIiiB;

® [IOBaru Jio Mpas 1 MCUXOJOTIYHOTO CTaHy JITEeH Ta IXHIX POJIMH.
'O «romenHa Ykpainu» rotoBa BUCTYNUTH €KCIIEPTHUM MMAPTHEPOM Y
iAroToBLI 1H(GOPMAIIITHUX MaTepiaiB Ta po3’ACHEHb AJIs 3a0e3MeYeHHs] KOPEKTHOTO

BHUCBITJICHHS JAHOI TEMHU.

CnoniBaemMocsi Ha MIATPUMKY y BHUPIIMIEHHI I[bOTO BAXKJIMBOTO MUTAHHS 3aJIs
30€peKeHHSI 3/I0POB’sI, TIIHOCTI Ta SIKOCTI KUTTS JITeH B YKpaiHi.

IMinnucanru:

Bonmogumup Maptuntok, romosa ['O «Ykpaincbka Akaaemis

3axBoptoBanb Ta reHHoi Tepanii HICJI «Oxmataut»

i ) X (—I'Io,qnwcaHT:
JTUTSYOI IHBAJIITHOCTI», ToJIoBa YKpaiHChKOTO MEIMYHOTO %—,7,)
IEHTPY peaduriTamii AiTel 3 OpraHiYHUM ypaKeHHSIM HEPBOBOI
cuctemu MO3 pralHI/I \—— E6899FA098AB40D...
Haranis Camonenko, 3aBigyBauka Llentpy opdannmx ~—DocuSigned by:
Hamaria Camonensa

N\ 75C34DC3A792440-

Jlecs leBuyk, ronosa I'O «Opdanni 3a KUTT»

(—Signed by:

N—— CAFED4CA582D406...

Jmutpo Mukurenko, roigosa ['O «YkpaiHcbke TOBapUCTBO
TE€HETHUKH JIFOAUHI

(—Signed by:

S 4BAF5AFE7BAE4FA

Hapis KoctrokoBa, nmpe3ugaeHTka €BpoIeichKoi acoriamii
MEJUITMHU CHY Ta Herpodizionorii

f—Signed by:

\_{ renB0a5705E4mD

Anina XmenbpHuUIbKA, TojoBa 'O «/lromenHna Ykpainm

,—Signed by:

AniHa XMernbHi

ALbKa

N AB1AG2E0F4D543
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