foundation

Children with Spinal Muscular Atrophy

PE30JIIOIIA
Kpyrnoro crony

«IlisiorHa Mepexa MyJbTUANCHMILIIHAPDHUX KoMaH] HAa npukaaai CMA. lllnsax xo
inTerpauii y €sponeiicbky Mepe:xxy European network of reference centers ERNs»

M. KuiB 25 xxoBtHs 2019 poky

VYyachuku Kpyraoro Croiny MenuwuHi NOpaliBHUKM, NOpo(QiabHI  CHELIaNiCTH, HAyKOBI,
npencraBuuku Komitery BP Ykpainu 3 nutans 310poB's Hallii, METUYHOIT JOTIOMOTH Ta MEAUYHOTO
CTpaxyBaHHs, IHII 3aIliKaBlieHI CTOPOHM Ta MPEACTaBHHUKHU MAIlliEHTChKOI oprasizamii «/itu 3i
CHIHAJIBHOIO M’S30BOI0 aTpOo(i€ron, sIKUM pernpe3eHTye MITOTHUH NpoeKT «MynbTUAMCHUILTIHAPHA
komaHzna ansi CMAy, mo cTaBisATh 3a METy 00'€eIHATH TBOPYMN MOTEHLias] JJIs MOIVIMOJICHHS
3HaHb, OOMIH JIOCBiZIOM, NpPAaKTUYHE BIPOBA/PKEHHS HANWCY4YaCHIIIMX METOMIB JIIKYBaHHS,
TIarHOCTHKU Ta Npo¢iJakTUKKU 3axBopioBaHb Ha CMA Ta iHIII piIKICHI HEPBOBO-M S30Bi
3axBoptoBanHs (PHM3).

3acsyxaBIIH JOTOBIII MDKHAPOJIHUX €KCIIEPTIiB, €KCIIEPTIB, JIIKAPiB, MPEICTABHHUKIB MalllEHTCHKOT
oprasisariii, mpeJCTaBHUKIB OpraHiB 3aKOHO/IaBYO1 BIIaJH, IPEICTABHUKIB 3aI[IKaBICHUX CTOPIH;

BpaxoByrwouu:
YMHHE 3aKOHOAABCTBO Y KpaiHH;
MDKHApO/IHI 3000B’s13aHHs Y KpaiHu;
3aeKIapoBanuii pyx Ykpainu no €C,
npomno3uilii yaacaukiB Kpyrmnoro Croiy;

Bepyun no yBarum pexkomenpauii Pamgu €Bponmu Ta mnocnanHs €Bpormeiicbkoi Kowmicii 1o
€Bporneiicbkoro IlapnaMeHTy 11010 PiAKICHUX 3aXBOPIOBaHb; JOCBiJ Jit0uoi €Bporeiicbki Mepexi
piakichux  3axBoptoBaHb ~ERNs  (European network  of  reference centers) Ta
MYJIBTHIUCIMITTIHAPHUX KOMAaHI;

BuBuuBmu pexkomennaiii mepexi ERNs;
Cnuparwuncs:

Ha iICHYIOUni B YKpaiHi 10CBig MeIUYHOI gormoMord manieHTam 31 CMA Ta inmumvu PHM3 Ta
npo(iTaKTUKU CHaJKOBOI MATOJOTIi, IHAUBIyai3alii 3aco0iB MEPBUHHO1T, BTOPUHHOI 1 TPETUHHOT
MEIUYHOI JOTIOMOTH Ta PO ITaKTUKH;



YCBIJIOMJICHHSI, 1110 COLIaTbHUHI e€(EeKT BUHUKHE JIMIIE IPH MMOETHAHHI 3yCHIIb YCIX - BUCHUX
1 JikapiB, 0aTbKiB, 1, HairoyioBHime — JlepkaBu, SKi BKJIaJAyTh CBOI 3HAaHHS Ta CHJIH Y
CTBOPEHHSI MEpEeXi IUIs TOJOJaHHS KPU30BOi cHTyarii y cdepi momomoru marieHtam 31 CMA
(inmmmu PHM3);

HAasBHUU €Tam peatizallii mJIOTHOro MpoekTy « MynbTuaucuuuiinapaa komauaa st CMA»;

BusHaoum HEOOXiJTHICTH CTBOPEHHS MEpeXi MyIbTUAMCHUIUIIHAPHUX KOMaHJ, SKi BPaXxOBYIOTb
noTpeOM TMamlie€HTiB 3 PIAKICHUIMH HEPBOBO-M’S30BUMH 3aXBOPIOBAHHSMH Ta HEOOXIIHICTIO
CTBOPEHHS JIep>KaBHOI MOJITUKU (TporpamMu) MeAUYHOi Jornomoru nauieHtam 31 CMA Tta iHmmMu
PHM3, y Tomy umcm sl momayibmioi iHTerpamii YKpaiHM y €BpONEHCHKY MEPEeKy HaJTaHHS
JIONIOMOT Y Talli€eHTaM 3 P1IKICHUMU 3aXBOPIOBAHHAMU;

Bupimmiu:

1. CrtBopuTH HalioHATBHY Mepexxy 3 MyJbTHIUCIUILTIHAPHUX TPy (axiBIiB JJIs PiIKICHOTO
HEPBOBO-M’s130BOro 3axBopioBaHHs CMA (Mynbruaucuumiinapai komanau - MJK)
NUIIXOM TEPIIOYeproBoro yrBopeHHs ocepenkiB y Kuesi, JIbBoi, Omeci, 3amopixoki, sKi
MalOTh CTaTH OCHOBOIO JJIsi CTBOPEHHS BIJMOBITHOI JEP>KaBHOI MPOTpaMu, IiJIMHCABIIN
MeMopaHayM PO HAMIpPH.

2. Creoputu HarasimoBy Paxy Mepexi

3. B3saru 3a ocHoBy I[lonoxxennst mpo MJIK Tepminom Ha 1 pik, a0 10 BHHUKHEHHS CyTTEBUX
3ayBa)keHb (BHECEHHS ITPABOK 32 METO/IOM Y3TO/DKEHHSI CTOPOHAMHU).

4. 3ayyacTi NpeACTaBHUKIB BCIX 3aIIKaBJICHUX CTOPIH: OPraHiB Jep>KaBHOI BJIa/IM, HAYKOBIIIB,
MDKHApOJHHMX Ta MAIllEHTCHKUX OpraHizauiid, 0i3Hecy, HE3aJeKHHUX EKCIEePTIB BHU3HAUUTH
nusixu (piHaHCyBaHHS, (yHKIIIOHYBaHHS, CTa0UIBHICTh, 3aKOHOJABYYy Ta aJMiHICTpPAaTUBHY
miaTpuMky i 10 01.12.2019 y3roauTu HOpOKHIO KapTy CTBOPEHHS Ta PO3BUTKY Mepexi
MynbTUIUCIMITTIHAPHUX KOMaH,.

5. Buectu Ha posrmsgg MO3 Vikpainum npono3umii At 3aTBEpIKEHHS Ta BIPOBAKCHHS
cucteMu HagaHHs gomomoru marieHtaM 3 PHM3 na mpuxmani CMA 11s 3a70BOJICHHS
noTped MAalieHTIB 3 PIIKICHUMHU 3aXBOPIOBAHHSAMH HAa MAaKCHMaJIbHOMY PIBHI Cy4YacHHX
3HaHb.

6. Buectn mnpomnosumito 1o Komitery BP Vkpainu 3 mutanp 310poB's Halii, MeIU4HOI
JIONIOMOTH Ta MEIUYHOIO CTpaxyBaHHs IPO 3MIHM /10 3aKOHOJABCTBY YKpaiHU B YaCTHHI
rapMoHizailii 3 3akoHomaBcTBOM €C, 1m0 JO3BOJUTH MPHUEAHATUCH 10 CBPOMEHCHKOT
Mepexi.

7. llpe3eHTyBaTH HampalOBaHHd XapKiBCcbKoI MyJabTHIMCHUILUIIHAPHOI KOMaHIM Ha
TpeHinry 2 nmucronana 2019 poky y M. Xapkis.

8. Pesoumonito HampaBUTH BCIM 3alliKaBJICHUM CTOPOHAM Ta JOKJIACTH 3yCHIb Ui il
BHUKOHAHHS.

[Ipuiinaro 6inpmIicTio Ha 3acimanHi Kpyrmoro Croy.

Bin 1Y InctutyT HeBposorii, ncuxiaTpii Ta Awnppiit [larimno
HapkoJjorii AMH Ykpainu
Big XB® «/litu 31 CMA» Biramit MaTtromnenko



