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Mpo nopiBHAJILHUM
3BiT NpoO Aornag 3a
AOPOCIMMM  3i

CMA

Llet KOpOTKWMM 3BiT [JOMOBHIOE MOPIBHAbHMM 3BIiT WOA0 A0-
rnaay 3a Aopocaumu nauieHtamm 3i CMA, ony6nikoBaHMM Y
2024 poui, Wo6 OUiHMTH, AK HAJAETbCA AOMOMOra AOPOC/AMM 3i
cniHasbHOW M’Aa3oBoto atpodieto (CMA), aKi npoxuBatoTb y 22
€BPOMNENCBKMX KpaiHaxX, a Takoxk npoekT OdySMA, atnac jgo-
ctyny go CMA. MeTa upboro 3BiTy NoadAra€ B Tomy, W06 HagaTH
cninbHOTi nauieHTiB 3i CMA HayKOBO-06I'PyHTOBaHMM pecypc Ta
3anyumtn nonitmkis €C i HauioHanbHMX AepyKaB i NiABUWMTHU
06i3HaHiICTb NpO Npob6aemMu 3 AOrASA0M, 3 AKMMM CTUKAKOTbCA
aopocni, AKi *XuByTb i3 CMA. Y HbOMY TaKOX MICTATbCA 3aK/U-
KW J10 AiM WoA0 3MiH MONITMKM AK Ha HalioHa/IbHOMY PiBHi,
TaK i Ha piBHi €C 3 MeTOI NOKpaLLeHHA Aornagy Ta noKpalleH-
HA 3araJibHOT AKOCTI XXUTTA JOPOC/IMX, AKi XMBYTb i3 CMA.

ANnAa oTpuMaHHA BigBipante Be6-camt
AoAaTKoBoOT iHpopMa- OdySMA, wo6 aisHaTuca
uii o3HaMoMTecA 3i 6inble nNpo NpoeKT

3BiTOM SMA Adult Care
Benchmarking Report



i~ lllo o3Hauya€ 6yTH A,0OpPOC/IUM NALLIEHTOM
‘"5 i3 CMA B YKpaiHi

XOPOLI
HOBUHU

MOrAHI
HOBUHU

— B YKpaiHi po3BMBaETbCA Mepexa pedepeHTHMX LEeHTPIB 3 — Jopocni, sKi xmByTb i3 CMA, MatoTb Ay>Ke 0BMENKEHMM Ha-
NnikyBaHHA CMA. LliOHa/IbHMIA AOCTYN [0 XBOPO60-MOAMDiKyoHOro niKyBaH-
HA, WO AOCTynHe B €Bponi, a TaKOX A0 KAiHIYHMX BMU-

— Po6oya rpyna MO3 YKkpaiHu po3po6as€e HalioHaNbHUM Npo- npobyBaHb.
TOKOJ1 HaJaHHA MeauyHoT gonomorn CMA Ha OCHOBi MiX- = Xoua 3apa3 iCHye peecTp YKpaiHcbkoro poHay Aitn i3 CMA,
HapOAHUX CTaHAApPTiB. AKUA 36Mpac daHi npo gopocamx i3 CMA, BiH He BMKOpMU-

CTOBYETbCA MiHICTEPCTBOM OXOPOHM 340POB’A.
— HedopMasnbHi onikyHM NOTEHLIMHO MOXYTb OTPMMYBaTH

KOMMeHcaLilo AK MOMIYHMKM, HaBiTb AKLWO OTPMMATH BiA- IcHye HeAoCTaTHE BiAWKOAYBAHHA BUTPAT AK HA MEAMYHI,
LIKOZYBaHHA MOXe 6YTU CKIaJHO. Tak i Ha HeMeau4Hi AOMOMIXKHI MPUCTPOT, a TaKoX 3ara-

NIbHa BiACYTHICTb NiATPMMKM, W06 A03BOIUTU AOPOC/IUM,
AKi KMBYTb i3 CMA, 6yTH 6iNibll CAMOCTIMHUMM.
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Children with Spinal Muscular Atrophy

{ |

OAuH i3 ronoBHMX NpiopuUTeTiB opraHisauii -
nonerw1Tn 4oCTyn A0 NiKyBaHHA Ta peabinitauyii
ana popocaux iz CMA.

Ane Hi KOMMAEKCHe ANiKyBaHHA, Hi BignosigHe
06/1agHaHHA Noo6ILATHM IM MU HE MOXEMO 4vepes

6IOPOKPATM3M YKPATHCbKOT CUCTEMM.

MpeacTaBHMK YKpPATHCbKOro
doHgy Aditv 3i CMA



Ornap edeKTMBHOCTI niagxoAais
oE B YKpaiHi 3a 19 noKasHMKaMM

Hu»X4e HaBegeHO CTUCAT OUiHKK, AKi YKpaiHa
OTpMMana 3a BCiMa MOKa3HMKAMM B LibOMY
NOPiBHANbHOMY aHanisi.

Ana oTpMMaHHA
AO0AATKOBOT iHopMmauii
Npo CUCTEMY MNigpaxyHKy
6aniB nepernsHbTe
Aopatky C ocCHOBHOro
3BiTY.

@ Xopouwnii 3agosinbhuit @ Hesagosinbhuii @ Morannit @  IHdopmais igcyTHs

OpraHisauia cMucteM 0XOopoHM 340pOB'A

1 Nepexia Big nesiaTpMyHOro CnocTepeXeHHA A0 fOPOCMX
2 Hagirauis B cucTemi OXOpoHM 30pOB'A
3 [loctyn o ueHTpiB flikyBaHHA CMA

4 Mepexa nikyBasbHUX LEeHTpiB

5 PeecTp nauieHTiB

6 CtaHaapTu nikyBaHHA i pekomeHAauil Wwoao nikysa-
HHA

HapaHHA Mean4HKMX nocnyr /@

7 MynbTuamcumnaiHapHui gornag

8 CniNlbHe NPUMHATTSA pilleHb

9 besnepepsHicTb gornagy

10 HaBuaHHA KOMaHAW Jornagy Ta omniKyHiB

11 Joctyn fo cxBaneHoi EMA Tepanii, Wwo moandikye 3axBOptOBaHHSA

12 [locTyn A0 He3apeecTpoBaHMX BapiaHTiB Tepanii, o moandi-
KY€ 3aXBOpIOBaHHA
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AeprkaBHa nigTpUMKa

- 13 BifWwKoAyBaHHSA KOHCYIbTauil y nikapa

14 MiagTPMMKa WOA0 AOMNOMIiXKHOro 061a4HaHHA Ta NPUCTPOTB
15 CouianbHa niaTpMMKa, OCBiTa Ta NpaueBalTyBaHHA

16 MoMiuHMKKM/NpodeciiHi AornaganbHUKK

17 HeodiuikHi onikyHu

18 lMNoniThKa WoA0 piAKiCHMX 3aXBOpIOBaHb i AeprkaBHe
¢iHaHCyBaHHA opraHizauii nauieHTis
19 MiaTpMMKa NaLieHTCbKMX opraHisauin



[letanbHnun ornap 19 nokasHMKIB
Ta NOPiBHAHHA YKpaiHMU 3 iHLUMMMU e
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1. MNMepexia Big AUTAYOro Biky A0 AOPOC/IMX

B YKpaiHcbkoMy doHai «[ith i3 CMA» 3a3Haumau, WO He iCHye BCTAHOBIEHMX MpPO-
ueayp nepeBefeHHA xBopux Ha CMA 3 neaiaTpMyHOT Cy:K6M B 3aKnaam ANA NiKyBa-
HHA gopocamx. HacnpaBai uwi cnyK6u, BKIYHO 3 NiKapHAMM/ MEAUYHMMM LLEHTPaMM
Ta KAiHiuMcTamMm, aKi iX npauloloTb 3 MauyieHTaMM, € abCo/IlOTHO OKPeEMMMMU
cTpyktypamu. [1] MpoTe 6inbwicTte MeAMYHUX NpauiBHUKIB (67%), AKi BignoBinu Ha
OMMTYBaHHA, 3a3Ha4YM/IM, WO B AeAKMX BUMaZKax NPOTOKOM YM MONITUKKU BBaxKaro-
TbCA HEMOTPiGHUMM, OCKINbKM AK AiTeM, TaKk i JOpoC/aMX, AKi KuBYTb i3 CMA, niky-
0Tb Ti cami HEBpoJioru, TOMy HeMae HeobxigHoCTi nepexoay B gornsgi. [2] Mig vac
nepexody BiA neAiaTpu4HOT [OMOMOrM A0 MOCAYr 3 AOrAS4Y 3a AOPOC/IUMM
GinblIicTb ONUTAHUX MeAMYHMX NpauiBHUKIB (67%) nigTBEpAMAM, LLO HEMAE NOTPE6MU
y NMOBTOPHOMY OTPMMaHHi nMpaBa Ha AOCTyn A0 dapMaKoJIoriyHoro JikyBaHHA. [2]

Ukrain®

MoraHuit HesazoBinbHMM

3af0BiNbHMI

2. HaBirauia B cuctemMi 0XOpOHM 340pOB'SA

Kinbka pokiB ToMy B YKpaiHi 3anoyaTkyBa/M cUCTEMY CiMEMHOro nikaps.
3rigHo 3 ui€l cucTeMolo, Nikap CMiJIKYETbCA 3 AOPOC/IMM, SIKMM XMBE 3i
CMA, Ta MOro poJMHOI Ta, BUXOAAYM 3 iXHiX NOTPEG, MOXKE HanpaBUTH MO-
ro/ii go pisHMx MeauuHux cneuianictie. [1] Y BepecHi 2022 poky MO3 Bu-
[aNo Haka3s Mpo CTBOPEHHA €KCMEepPTHUX LEeHTPiB i po3noyato npouec pos-
rnagy 3ass Big 3aknagiB oxopoHu 3g0pos’a. [3] Y noTomy/6epesHi 2023
POKY OGyno opraHi3oBaHO po6oye 3acifaHHA, i LeHTp y XapKosi 6yno npu-
3HA4YEeHO MepWMM EKCNEePTHUM LEHTPOM 3 PigKiCHMX HEepBOBO-M’A30BMX
3axBoptoBaHb (HM3) 3 oco6mBuMM akueHToM Ha CMA Ta M’s308BiM ancTpodii
AtoweHHa. TuM Yyacom y JIbBoBi 6y/10 CTBOPEHO ABa A0AATKOBI LEeHTpU. [1]
[4] He Baanocsa 3HaMTH KOAHMX AOKA3iB iCHYBaHHA MeHeaKepiB 3 gornaay -
KOHTaKTHMX 0Cib, AKi niagTpMmyloTb gopocamx i3 CMA B opraHisauii Mmix-
AUCLUMNNTHAPHMUX KOHCYIbTauiM,

OpraHisauyia cMcteM oXopoHM 34,0pOB'A

BMKOHAHHA aJMiHiCTpaTMBHMX/OpraHi3aUiMHMX 3aBAaHb Ta AOCTyny [0
3axo/iB AeprKaBHOI NiATPUMKM - TOMY NPUNYLLEHHA NONAraE B TOMy, O Ui€l
poni B YKpaiHCbKiM CMCTEMi OXOPOHM 3/10pOB’S He iCHYE.

Ukraine
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3. AocTtyn Ago yeHtpiB nikyBaHHA CMA

€ TpM eKcnepTHi UeHTpMU 3 piAKiCHMX 3axBOpOBaHb, OAMH Yy XapKoBi (Ha cxoai), a
ABa y JIbBoBi (Ha 3axoai), AKi HajawTb NiKyBaHHA AK AiTAM, Tak i Jopocanm i3 CMA.
[1] Yci meamyHi npauiBHMKM, AKi BiANOBiNM Ha ONMTYBaHHA, BiA3HA4YMAM, WO iCHYE
HepiBHOMIpHMI po3noAin creuianisoBaHMx UeHTpiB nikyBaHHA CMA a6o HM3, i
6inblwicTb (67%) NigKpecnunu, WO Ue TaKoX CTOCYETbCA KNiHiK abo BiaaineHb 3ara-
NIbHOT HeBposiorii. PiBHOMipHWMIM pO3MoAin MepeBaKHO CroOCTEpPiraETbCA B MEHLL
cneuianizoBaHi MeauYHiM A0NOMO3i, TakKilM AK nepeuHHa. [2] KpiM Toro, TpaHcnopt
€ npobnemolo Ana Jopocaux, fAKi xmByTb i3 CMA B YKpaiHi yepes nporajvHu B
iHdDpacTpyKTypi, Hanpuknag, 3ani3HWYHI CUCTEMWM HEZOCTYNHi ANnA  iHBaNigHWX
Bi3KiB. AnA TMX, XTO He MpOXMBAE B XapkoBi uM JIbBOBi, AOCTYN A0 €KCNEpPTHMX
LeHTpiB MoXKe ByTH 0C06MBO CcKNagHWMm. [1] binbwicTe MeanpauiBHKUKIB BBaXkaloTh,
O MEHLUE MNOJIOBMHU AOPOCAMX OTPUMYIOTb JOMOMOrY B iCHYHOUYMX pedepeHTHMX
ueHTpax. Lo cToCcyeTbCcA OTPUMAHHA MEPBMHHOIO MNPUMOMY A0 cheuianicTa,
[0opoc/nM, AKi XuBYTb i3 CMA, MOXIMBO, loBeETbCA YeKaTu MeHLIe MicAauda, ToMy
Yyac O4iKyBaHHA, SIK NpaBUIO, He € Npobaemoto. [2]
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Moraxui He3aAoBinbHMIA

3a40BiNbHMI AkicHun



4, Mepexxa niKyBaJIbHUX LLeHTpiB

MpoekT nig HasBow «[linoTHa Mepexa MyAbTUAUCUMMAIHAPHUX KOMAaHA:
Kenc i3 CMA. LLnax go iHTerpauii B eBponencbky mepexy ERN» posnovascsa
y MicTi Xapkosi y 2018 poui. MinoTHMIM NpOEKT nepeA6ayaB CTBOPEHHS Me-
pexi MynbTMaUCUMNAIHAPHMX KOMaHZ i3 diniamn y Knesi, Xapkosi, JIbBOBI,
3anopix:ki Ta Oaeci 3 MOXKIMBICTIO BK/IOYAOYM HOBUX YJIEHIB Y ManByTHbO-
My. [5] [1] TuM Yacom, y BepecHi 2022 poKy LeM NPOeKT po3BUBABCS, 6Y/10
OroJIOLEHO NPO CTBOPEHHA MepeXi pedepeHc-LeHTpiB 3 pigKicHUX (opdaH-
HUX) 3axBoptoBaHb BiAMOBigHO A0 Hakaszy MO3. [6] BinbwicTe MegnyHMX
npayiBHUKIB, AKi BigNoBifIM Ha onuTyBaHHA (67%), NiATBEPAMIM HAABHICTb
cniBnpaui Mix ueHTpamu nikyBaHHa CMA ans Aopoc/mx, He3BarKakouu Ha
Te, Wo ¢opmanbHOi Mepexi e He icHye. [2] Lle Moxe 6yTM ToMy, WO Ha
MOMEHT OMMUTYBAHHA MepeXka Lie He npautoBana.

N/A Moraxui
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5. PeecTp naujieHTiB

PeecTp, cTBOpeHui y 2004 poui YKkpaiHcbkum doHaom Aith 3i CMA, 36upae
JlaHi AK npo AiTeM, TaK i Npo Aopoc/mx, AKi uByTb i3 CMA, BignosigHo Ao
ctaHaaptiB TREAT-NMD. [7] ®oHa akTMBHO BMCTynae 3a Te, wWo6
MiHicTepcTBO OXOPOHM 340POB’A BK/IKOYMIIO Li AaHi Yy CBOIO NonitMky. OaHak
yepes Te, WO PEECTP, AKMM BeAETbCA NauieHTamM, Hanexutb OoHAay, ue
BMABNAETLCA AOCUTb CKNAAHMM 3aBAAHHAM. Y nojanbwmx nnaHax ®oHay -
iHTerpayia UbOro peecTpy B €KCnepTHi ueHTpu. LI ueHTpu BMKOpMU-
CTOBYBaTUMYTb JaHi 3 YKPAiHCbKOro peeCcTpy MauieHTiB i BU3HABAaTMMYTb MO-
ro oiliMHMM AXKepenomM MeauyHMX AaHuX. BapTo 3a3HaumTH, Wo B YKpaiHi
iCHYE We oaMH 3arasibHuM AeprKaBHUM PeECTp NauieHTiB.

OpraHisauyia cMcteM oXopoHM 34,0pOB'A

Ha anb, Ha AaHMM MOMeHT MO3 He MoKe CTBOPMTM AO0AATKOBi peecTpu.
[1] Ha 3anuTaHHA Npo iCHYBaHHS HaLiOHAa/IbHOrO PEECTPY, SKMM 36Mpae
AaHi Npo gopocamx, AKi *KmByTb i3 CMA, yci MmegnpauiBHMKM, AKi Bignosinm
Ha ONUTYBaHHA, TaKOX 3Ha/IM MPO MOro iCHyBaHHA. [2]

Ukraine
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6. CraHpapTt1 gornaay ta peKomMeHgauii Wwono NikyBaHHA

Mpn MO3 YKpaiHM CTBOpEHO pobouvy rpyny, fKka Mpauloe Haj HauioHaJIbHUM MNpo-
TOKOJIOM MeauyHoi gonomoru rnpu CMA Ha OCHOBiI MiXXHapoAHUX CTaHAApTiB HaJaH-
HA MeamyHoi gonomoru. [3] [1] Lier AOKYMeHT peryaioBaTUME, SIK MaE HaJaBaTUcCA
Aornomora (BKJIOYHO 3 peKoMeHAauiamMu Wwoao hapMaKosIoriyHoro nikyBaHHA) He
JMle B EKCMepTHMX LEeHTpaxX, a M y 6YyAb-AKMX iHWMX MEAMYHMX LEeHTpax, Lob6
Oyab-AKMMA NauieHT Mir oTpuMyBaTM NiKyBaHHA 3a LYM MPOTOKOJIOM Y 6yAb-AKii
Touui YKpainu . Lleit npotokon 6yae fgoonpauboBaHo y 2023 poui ANA NpUHAHATTA
MO3. [1] Kpim Toro, ®oHg «Ait 3 CMA» Ta TREAT-NMD Takox BMAa/IM YKPATHCbKY
Bepcito «MocibHMKa 3 MiXXHApoAHWX cTaHAapTiB NiKyBaHHA CMA». [8] € obMexKeHi
AOKa3u o4O BMKOPMCTAHHA MOKAa3HWKIB OTPUMAHWMX pe3y/ibTaTiB, OCKi/IbKM BU-
KOPUCTaHHA € A06POBiZIbHUM - pe3yJsibTaTM He NOTPiGHO 060B'A3KOBO MOBIAOMAATH
ans peimbypcauii. [1] Cepea HaM6inbll BUKOPMUCTOBYBAHMUX LUKaA - MepernsHyTta
lIKana BepxHboi KiHuiBkM (RULM), BUMiptoBaHHS MOTOPHUX GyHKLiM (MFM-32), po3-
wMpeHa @yHKLUioHanbHa MOTOpHa LlKana Xammepcmita (HFMSE) i nepernsHyTa
wkana Xammepcmita (RHS). [2] [1]

HesazoBinbHUi
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’ HagaHHA MeaUYHUX NOCAyr

7. MynbTHamucumnaiHapH1MM fornag

3a gaHnmu Gongy Aitn 3i CMA, Hapasi MyabTUaMcuMnAaiHapHi KomaHam (MAK) €
Jivlie B TPbOX €KCMEPTHUX LEHTpax, po3TalloBaHMX y XapkoBi (1) Ta J/IbBoBi (2).
[1] Yci MeanyHi npauiBHUKK, AKi BigNOBiAM Ha ONMTYBaHHA, Manu Pi3Hi TOYKM
30py Ha ue nuTaHHA: 33% ckasaau, wo MAK HegocTynHi, we 33% 3asBuau, WO
pi3Hi cneuianictu gocTynHi, ane BoHM odililMHO He 3ycTpivaloTbea Ak MAK, i we
33% 3asHaumnu, wo MAK HasaBHi Ta gocTynHi. [2] Lle moxe o3HavatH, LWo auwe
HEBEJIMKMIM BiICOTOK MeAUYHMX MpauiBHMKIB MpaLloE B OJHOMY 3 TPbOX €KC-

9. be3nepepBHiCcTb gornagy

Jopocnux, aKi xmByTb i3 CMA, 3a3BMyuai cnoctepiraiotb 1-2 pasm Ha pik (a6o va-
cTile), HaBiTb AKILO AOCTYN A0 apMaKoJIoriYHOro NiKyBaHHA HeLOCTYNHUM. [1]
3a cnoBamM GiNbLIOCTI MeAMYHUX MpaLiBHMKIB, AKi BiANOBiNM Ha ONMTYBaHHA, He
icHye BCTaHOB/IEHMX MpoueciB, AKi 6 MOTMBYBanMn fopocsux i3 CMA npoaoB:Ky-
BaTMU CMiBMpaulo 3 CUCTEMOK OXOPOHM 340poB’A. OfHAK y NEBHMX BMMaZKax Ci-
MEeMHUIA NTIKap MOXKe B3ATM Ha cebe po/Jib MEHeKepa Ta JornomaraTti Aopochin
noamHi 3 CMA opieHTyBaTHCA B CMCTEMI OXOPOHM 340poB'A. [2]

NepTHMX UEHTpiB, 3ragaHux BMule, i Bigobpaka€ pi3HOMAHITHICTb HaAaHHA

: . . Ukraine
AO0MNOMOrIm, AKa 1ICHYE 3a MeXaMun UMX eKCNepTHMX UEHTPIB B pra'IH'I.

MoraHui 3a/0BiNbHUI AxicHun
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10. HaB4aHHA KOMaHAU Aornagy Ta onikyHiB

3a cnoBamMu MeaMuYHMX npauiBHMKIB, AKi B3AAM Yy4yacTb B ONWUTYBaHHi,
dopmanbHe, o4He HaBYaHHA ANA MeAMYHMX NpauiBHUKIB NepeBaXHO MpoBOAU-
TbCA B paMKax eKCrnepTHMX LeHTpiB. [2] Kpim Toro, Ak MeanyHi npauiBHUKMK, TaK
i YkpaiHcbkuit doHa Aitv 3i CMA 3a3Haumiu, Wwo dapMaueBTHMUHI KoMMaHiT
HajalTb MeanuHy ocsity. [1] [2] Hacnpasai ®oHa niaTBepamB, WO 3aBAAKM Ha-
BYaHHIO, MpoBeAeHOMY (dapMaLEBTUYHUMM KOMMAHIAMM B MONEpeaHi POKM,
3apas y HMX € Tpu ¢hisioTepaneBTH, AKi NPOMLAM NiAroTOBKY 3 AiKyBaHHA CMA.
[1] HaByaHHA 0cCi6, sKi HagaloTb MOC/AYrM couia/IbHOrO AOTrNA4Y, AKMX 4acTo
Ukraine Ha3MBalOTb aCMCTEHTaMM, NPOBOAATb cepTUdiKoBaHi opraHisauii 3a cTaHAapTH-

_ 30BaHOI0 NPOrpamotlo, 3aTBepxeHo MiHicTepcTBOM couianbHOT NOAITUKK. LA

ToraHmii HesaaoBineHui 3a70BibHM AKicHW nporpama BKJ/IIOHAE AK TEOPETMYHY, TaK i MpakTUYHY NiArOTOBKY, KyJ/bMiHaui€to
AKOT € icnuT. Micna npuMHATTA B oiliMHMI CMMCOK MOMIYHUMKM MOXKYTb BMOpATH

opraHisauito, B AKiM BOHM GaxKaloTb OTpPUMATKM HaBYaHHA. [9] OgHak BapTo 3a-

3HAYMTH, WO Hapasi HeMae MOX/IMBOCTEM abo Mporpam HaBYaHHSA Ans Heodi-

LiMHMX onikyHiB, fKi He 6axalTb 6paTM y4yacTb y nporpami MomiyHMKa.

8. CninbHe NPUMHATTA pilleHb

CnifbHe NPUMHATTA pilleHb € HEBiA’€MHUM KOMMOHEHTOM CTaHAApPTHOT
KNiHIYHOT NPaKTMKU. TMM HE MEHLU, MOXYTb BUHMKHYTM NEBHi NpOGAEMM,
HanpuKknag, Nikapam 6yZe BaXKKO 3alyuYMTu AESKUX AOPOC/MX, AKi XKUBYTb
i3 CMA, 80 aKTMBHOI yyacTi. [2]

Ukraine

MoraHmi He3aaoBinbHuMi 3af0BiIbHUI AKicHMM
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’ HagaHHA MeaUYHUX NOCAyr

11. Joctyn go cxsaneHoi EMA xBopo6o-moaudikyroyoi
Tepanii

Ha HauioHanbHOMY piBHi gopocni, AKi uByTb i3 CMA, Ha *Kanb, He MalOTb Npasa Ha
Joctyn o HyciHepceHy (SPINRAZA®). [10] CrocoBHo pucaunnamy (EVRYSDI®v),
X04a CroyvaTKy }oaeH gopocaui i3 CMA He mMaB AoCTyny A0 JiKyBaHHA, HELIOAABHO
KpuTepii 6y poswmpeHi go gopocamx i3 CMA 1 Tuny 6yab-AKoro BiKy, fAKi He
OTPUMYIOTb NliKyBaHHA HYCiHEPCEHOM i MOTPeBYloTb LITYYHOI BEHTMAAUIT JiereHb
MeHwe 16 roaunH Ha aoby. [11] Kpim Toro, y aesakux perioHax iCHyoTb MicueBi npo-
rpamu 4na pucamnnamy, AKi oXonaTb JOPOCAMX, AKi XuBYTb i3 CMA nosa ummu
HalioOHa/IbHUMKW KpUTEPiSIMMU, BKJIKOYAlOYM JOPOCAMX, AKi KMBYTb i3 CMA 2 i 3 Tuny.
[12] [13]

Ukraine
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12. JlocTtyn A0 He3apeeCTpPoBaHOi XBOpP060-MoandiKyo4oi
Tepanii

Mpotsarom nepiogy 2018-2022 pp. He 6yN0 BUABNAEHO BifNOBiAHWX KAiHIYHMX BM-
npo6yBaHb, WO CMOHCOPYKTbCA (apMaueBTUYHMMM KOMMAHiAMM, ANA y4vacTi B
AKMX ManmM 6 npaBo gopochi, AKi xuByTb i3 CMA, BK/IOYHO 3 TUMM, AKI nepe-
paxoBaHi Ha ClinicalTrials.gov i B PeecTpi KniHiYyHMX BUMNpoGYBaHb EBPONENCHKOro
Coto3y. lMpoTsarom Toro x nepiogy 6yna AocTynHa nNporpama paHHbOro AOCTyny A
Jopocnux, AKi XuByTb i3 CMA, ana pucamnnamy. [1] [14]

Ukraine

MoraHmit He3az10BibHMIA 3a/0BiNbHUI AKicHUM

Pucaunnam (EVRYSDI®v) cxBaneHo EBpONENCbKMM areHTCTBOM 3 liKapCbKux 3aco6iB (EMA) ans nikyBaHHA 5q cniHasbHOi M’s30B0i atpodii (SMA) y nauieHTiB i3 KNiHiYHMM AiarHo3om SMA Tuny 1, Tuny 2 a6o Tvny 3 abo 3 ogHUM-4YoTrpMa SMN2. Konik.
vllei nikapcbKuit 3aci6 nignarae 4oAaTKOBOMY KOHTPOJI0. Lle 03BOAMTL WBKMAKO iaeHTMdiKyBaTH HoBY iHdopMaLito Npo 6e3neky. MeauyHMX NpauiBHUKIB NPOCATb NOBIZOMAATM Npo 6yAb-AKi NiZo3ptoBaHi No6iYHI peakLii Yepes HauioHalbHY cucTemy

3BiTHOCTi. AuBiTbCA po3ain 4.8 SmMPC ansa aetanbHoi iHdopMalii npo Te, sK NOBiAOMAATH Npo No6iuHi peakuii.
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13. Onnarta KoHCy/bTauin B nikaps

HauioHanbHa cnyx6a 340poB’s YKpaiHM BiAlIKOAOBYE MeAMYHY AOMOMOry 3a BCiMma
3axBOpPOBaHHAMM Yepes lporpaMy MeauuHMX rapaHTin 2023, sKa BK/OYAE 42 NakeTH
MeZMYHMX Nocayr (HanpuKaag, NepBUHHA, BTOPMHHA Ta TPETMHHA MeAM4YHA LOMOMOra,
EeKCTpeHa MeJMYHa JoromMora, MeauuyHa peabinitauisa, naniatMBHa Jonomora Ta
JepaBHui [Mporpama peimbypcauii «JocTtynHi niku»). [1] [15] BiawkoayBaHHS
OflHaKoBe [ANA BCiX JAOPOC/AMX, He3anexHo Bifg Toro, MawTb BoHM CMA; pigkicHi
3aXBOPIOBAHHA YK BYAb-AKMM THLIMIA MEAMYHUM CTaH, AKLLO MEAMYHI MOCAYrM BKAOYEHI
B nakeTt. HewoaaBHO 6y/iM CTBOpPEHi €KCNEpPTHi LEeHTpH, Yepe3 Wwo HauioHanbHa cay-
6a 340poB’sA po3rnajaE MoXAMBICTb 36i/bLIEHHS Yacy Ha KOHCyAbTauii ana nwogen,
AKi MBYTb 3 PiAKICHMMM 3axBOPOBAHHAMM. LLIO CTOCYETbCA KOHKPETHMX MeAMYHMX
cneuianbHocTer, xoda disioTepania NoOBHICTIO BiALWIKOAOBYETbCA, BOHa He Bianosigae
HaJIeXXHUM YMHOM MoTpebam AOpoCaMX, AKi XmByTb i3 CMA, yepes BigCyTHiCTb migro-
TOBKM cepep ¢izioTepaneBTiB. Te X came CTOCYETbCA onepauii CKonio3y, BapTiCTb
peabiniTauii AKOro NOBHICTIO onJla4yeTbCs, ase B YKpaiHi He NpoBoAUTLCS Yepe3 6paK
cneuianicTiB y uin ranysi. Ik Hacnigok, gaopochi, AKi XMBYTb i3 CMA, YacTo 3MyLleHi
134MTU Ha TaKi npoueaypv Ao Monbuwi. [1] Ukraine

AKicHUM

3a40BiNbHMM

14. MNiagTpMMKa fONOMiIXKHOro o61agHaHHA Ta NPUCTPOIB

MeguyHe obnagHaHHA Ans 0Cib, fKi XMBYTb 3 PigKiCHMMM 3aXBOPIOBaHHAMM, He
BXOAUTb A0 Tapudy Ha MeauuHi nocnyru, Wo BiAWKOAOBYOTLCA 3a lporpamoro
MeAMYHUX rapaHTin. [16] OgHak BMTpaTM Ha MeaMuHe O6alHAHHA MOXKYTb
NMOKpMBaTUCA MiCLLEBUMM MpPOrpaMamu, NEPEBAXKHO Y BEJIMKMX MicTax. [17] 3rigHo
3 nocTaHoBol Kab6iHeTy MiHicTpiB YKpaiHu Big 5 KkBiTHA 2012 p. Ne 321 ocobu 3
iHBanigHICTIO MalTb NpaBoO Ha 6Ge3onsiaTHE OTPMMAaHHA 4Yepe3 MiHcounoniTUKK
3ac06iB HeMeau4HOro npusHaveHHs. [18] MpoTte 3a6e3nevYeHHs WoAEHHUX NOTpe6
Jopocnux, AKi KuByTb i3 CMA, 3a/MWIAETbCA CEpMO3HOO Mpobaemoto. YacTKoBo
Le MOACHIOETbCA TMM, WO Aiana3oH NpMCTPOiB i 06naHaHHA, AKi nignaraoTb Big-
LUKOAYBaHHIO, AyKE OBMEKEHWUM, i OXOMIETLCA JIMLIE MeXaHiuyHe o061afHaHHA,
TaKe fAK iHBanigHi Bi3KM, KONACKM Ta MPUCTPOi ANS NiAMOMY NalieHTiB, 3a BMHA-
TKOM 06nafHaHHA ANA ajanTtauii goMy (HanpuKknaz, nNiAMOMHWMKM Ha Apyruim
nosepx) a6bo meandHe 061a/lHaHHA (Hanpuknag, BEHTUANALiNHE

061aHaHHSA, MYJIbCOKCUMETPU). BogHouYac HaaaHi NpUCTpOT YacTo He BignoBsigaTb
KOHKpPeTHMM noTpebam umx oci6. Hanpuknaz, HafjaHi eneKkTpuyHi iHBanigHi Bi3Ku
MOXKYTb He 3abe3nevyBaTu NPaBMJIbHOMO MOJIOKEHHA CNUHKU. [1] AKWO roBOpUTH
npo po6ouyi Micus, TO NiANPMEMCTBA, YCTAHOBM Ta OpraHisauil MaloTb MOMKJ/IMBICTb
CTBOPIOBAaTH cnevuiasibHi pobodi Micua Ans npaueBaalTyBaHHA 0Ci6 3 iHBanigHicTo
3a KowTn GoHAy couiasbHOrO 3axMCTy oaer 3 iHBanigHicTio. [19] He3saxatoum Ha
Te, L0 TEOPETMYHO LSl MOXKIMBICTb MOXKe iCHyBaTH, YKpaiHCbKu doHa Aith 3i CMA
3a3HauMB, WO Hapa3i BOHa MOXe He MnpautoBaTv Ha NpPaKTMLi, OCKiIbKU BOHM HiKO-
M He 6aunnm pyHaameHTanbHMX 3MiH. [1] He HagaeTbca nigTpMMKa Ana nokpatwye-
HHA AOCTYMHOCTI MOMELWKAHHA YM MOJIErWeHHA nepeisay Ao 6ifbw JOCTYMHOro
BapiaHTYy XMTNa 3 TOUKM 30py iHDpacTpyKTypu. [1]

Ukraine

3af0BiNbHUM

HesazoBinbHUi AKicHUM

15. CoujianbHa nigTpUMKa, OCBiTa Ta NpaueB/awiTyBaHHA

Jopocni, aKi *xMByTb i3 CMA, MaloTb MpaBO Ha couianbHi BUMNAATUM Ta AOMOMOrY.
Po3Mip umx BMNAAaT Ta BM3HAYEHHA JOMOMOMM Ha AOr/siAA 3anexarb Big nigrpynu
iHBanigHOCTi, A0 AKOT BOHM HasexaTb, i perynTbca 3aKoHOM «[1po AeprKaBHY
couiasbHy AONOMOry iHBanigaM 3 AMTUHCTBA Ta AiTAM-iHBanigam». [20] OaHaK Bax-
JIMBO 3a3HauMTH, WO Li€T NigTPMMKM 4acTO HEAOCTATHBLO A/ 33a[0BOJIEHHA NOTPE6
aopocamx, aki xmeyTb i3 CMA. [1] KpiMm Mopgudikauii po6oyvoro micus, wo
(iHaHcyeTbca ®oHAOM couianbHOMO 3axMcTy Jfogenr 3 iHBanigHicTio, ocobu 3
iHBanigHicTIO, AKI He MOXYTb npauloBaTM Ha Micui, OTPUMYIOTb MIATPUMKY BiA
JepyKaBHOT CNyK6M 3aMHATOCTI AN1A MpaleBnallTyBaHHSA, AKe A03BOJIAE iM npauo-
BaTM BAoma. [19] HapelTi, yKpaiHCbKe 3aKOHOAABCTBO HaZae 0cobam 3 iHBasi-
JAHICTIO NpaBo Ha 37006yTTA 3arasbHoi abo creuianbHoi ocBiTH. [19] OaHak, 3pae-
TbCSl, HEMA€E KOHKPETHMX MOJIOKEHb ab0o Mporpam, CNpAMOBAHMX Ha MOJIETLIEHHS
AOCTYyny A0 OCBiTM ANS AOPOC/IMX, AKi XUBYTb i3 CMA.

Ukraine

HesazoBinbHMi

AKicHWI

3afoBinbHUM
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16. NMomivyHUKK/npodecinHi gornaganbHUKU

Y oBTHi 2021 pPOKy YKpaAiHCbKMM YypsAJ 3anpoBaAMB CUMCTEMY KOMMEHcauiM
ocobaM, AKi HagaTb NpodeciiHi couianbHi nocayrmM, y ToMy Yymcni oco6am 3
inBanigHictio. [1] [21] Ua BMHaropoda, AKka perysioeTbCA 3aKOHOM YKpaiHM
«lpo couianbHi nocnyru», po3paxoByeTbcA y po3Mmipi 70% MiHiManbHOT no-
rOAMHHOT 3apO6iTHOT NaTM Ha OA4HY OCOOY 3 MaKCMMaJIbHUM OOMEXKEHHAM Y
360 roguH Ha micaub. Jopocni, aKi kuByTb i3 CMA, MOXYTb CKOpUCTaTMCA Ui-
€10 CUCTEMOIO, MOZABLUM 3asBKY Ta 06paBLUM MOMIYHMKA 3i CMMCKY, SKMM Beae
BignoBigHa MicueBa Bnaga. [21]

Ukraine

MoraHui HesazoBinbHUIA 3a/0BiIbHUI AkicHuM

17. HeodiuinHi onikyHM

[Ans HeodiliMHMX ONiKyHIB He HaJaEeTbCA chiHaHCOBaA NiATPUMMKA UM NigTPMMKa npa-
ueBnawTyBaHHA. lMpoTe, 3a AaHWMMKM YKpaiHcbKoro doHay Aity 3i CMA, ocobamu,
AKi B KiHUEBOMY MiZICYMKY OTPMMYIOTb KOMMEHCALilo 3a MOCAyrM couiasibHOro Ao-
rnagy, SKi HagalTbcs Ha npodecinHii ocHoBi gopocium i3 CMA, € nepeBakHO
6aTbKKM abo 6/1M3bKi poamyi. Lle noB’A3aHO 3 TMM, WO 3a Li€to nocagoto ixHi poboyi
roAMHM 3apaxoBYHOTbCA A0 MeHCii 3a BMCAYry poKiB. OgHak 6yTM NpuU3HAYEHUM
NMOMiYHMKOM i OTPMMYBATM peasibHy BMHAropogy ckaagHo. o6 gonomortu Heodi-
LiMHMM oniKyHaM OTpMMATM LiI0 KomneHcauilo, PoHa NpoBoAMTb HaBYaslbHi Kypcu.
Y 2023 poui BOHM nNigroTyBasiM WiCTb 0OCi6, AKi Tenep roTtoBi nogaty 3asBKY Ha
nocazgy nNoMiyHMKa, AKLLO 3aX04yTb NPOAOBKMUTHU. [1]

Ukraine

MoraHui He3aaoBinbHuiM 3a40BiNbHMIA AKicHUN

18. MNoniTnka Wopo pigKiCHUX 3aXBOPOBaHb Ta
AeprkaBHe iHaHCYBaHHSA opraHisauiM nauieHTiB

Y 2021 poui 6ys10 NpUMHATO HaLiOHa/IbHUM MJaH 3 PiAKICHMX 3aXBOPOBaHb, SKUM
oxonsioe nepiog 3 2021 no 2026 pik. Ller nnaH BKAoYaB pisHi Aii, ogHieo 3 AKMX
6yJ10 CTBOpPEHHA pedepeHTHUX UeHTpiB. [3] [22] Ak 3a3Havanocs paHiwe, y BepecHi
2022 poky MiHiCTepCTBO OXOpPOHM 340pOB’SA po3MoYasno Mpouec OUiHKM 3asBOK Bif
LleHTpiB OXOPOHM 340pOB’A. Y pe3y/sibTaTi Uboro npouecy 6y/s0 CTBOPEHO TPU €KC-
nepTHi UueHTpu 3 piakicHux HM3, oamH y Xapkosi Ta gBa y JlbBoBi. [1] Kpim Toro,
YKpaiHcbkui dong Aitn 31 CMA He oTpMMye aep:kaBHoro diHaHCyBaHHA ANs Nig-
TPUMKM CBOET AianbHOCTI. [1]

Ukraine

MoraHuit He3az10BiNbHMIA 3a/0BiNbHUI AKicHUM

19. MNiaTPMMKa NaLieHTCbKUX opraHisauin

YkpaiHcbkui doHg Aiti 3i CMA 6yB cTBopeHuit y 2004 poLi 3 0CHOBHO Ais/IbHICTHO
woao Aiten 3i CMA. Y ToM Yac 6yna obmexeHa 06i3HaHICTb NPo A0POCAMX, AKi
*uByTb i3 CMA. OaHMM i3 MNOTOYHMX KJIOYOBMX npiopuTeTiB opraHisauii €
3abe3neyeHHa goctyny fopocamx i3 CMA po nikyBaHHA Ta peabinitauii. Tomy
MPOTArOM OCTAHHIX Ki/IbKOX POKiB BOHM AOKAA/IM 3HAYHMX 3YCUJIb, LWO6 HanaroamMTH
3B’A30K i3 AOpOCAMMM, AKi xuBYTb i3 CMA. OaHaK 4yepes BiACYTHICTb AOCTYMHMX
BapiaHTiB NIIKyBaHHA BaXKO 3a1y4nTH iX 4O CNiSIbHOTU Ta NOBCAKAEHHOT Aia/IbHOCTI.
barato 3 HMX He MalTb HaAil Ha MNOKpaweHHA 4M AikyBaHHA. Kpim TOro,
opraHizauis CTMKa€ETbCA 3 MPaKTUYHMMM OBMENKEHHSAMM B  GHOPOKPATUUHIM
YKpAiHCbKiM cucTeMi, WO po6WTb peasibHUM BMKJIMKOM MPUCyXaHHA A0 rosocis
umx nogen. [1]

Ukraine

3a0BiNbHUI AKicHUM
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SMA
EUR BMUCHOBOK

OPE CMA €spona 3a niagTpMMKM YKpaiHcbkoro doHay Aitn 3i CMA,
3aKJ/IMKAE NONITUKIB, CUCTEMU OXOPOHM 340POB’A Ta MeAMYHe CniB-
\ ' TOBApUCTBO BXMTU CKOOPAMHOBAHMUX AiM Y chiBnpaui 3i cninbHOTOW
& _( A . . .
: W nauieHTiB i3 CMA, wo6 HagaTu AOPOC/MM, AKi XMBYTb i3 CMA B

YKpaiHi, MOXJ/IMBICTb AOCArTM 3HAYyLUMX pe3ynbTaTiB A/ 340poB’A
p , i yuwmx pesy 4 Aop

Ta AKOCTI XXMTTS @ TaKOXX MaTU He3aNeXHe Ta NOBHOLiHHE XMUTTS.
Cepes iHWMX 3axodiB MM 3aMpOLIYEMO KJ/HOYOBMX 3aliKaBJEHMX

CTOpiH:

Jo noaanbworo 3MiUHEeHHA Ta BMKOPUCTAHHA pee-
CTpy, CTBOpPEHOro YKpaiHCbKMM ¢oHgoMm Aitn 3i
CMA, y TOMy 4MCAli LWINSIXOM MOro iHTerpauii B Mepe-
XY uUeHTpiB niKyBaHHA gopocamx 3 CMA/HM/A Ta
3a6e3neyeHHA Toro, WO AaHi, Wo CTOCYTbCA nauie-
HTiB, TaKi AK pe3ynbTaTh NiKyBaHHA, KNiHiYHi icTopil
3axBOpIOBaHHA 6yayTb 3i6paHi Ta B AaHMM peecTp.

MepekoHaTMCb, WO Mepexa LUeHTpiB  NiKyBaHHA
CMA/HM/J, ansa popocamx Cnpuvsae nporpaMam HaBYaHHSA
no CMA gna MeguyHux npauiBHMKiB, BKAOYaouM @isio-
TepaneBTiB, W06 rapaHTyBaTW, WO MYJbTUAUCLMMAI-
HapHi KoOMaHAM 3 gornagy BCepeauHi HUX i MeanyHi
npauiBHMKM No3a HMUMKM HaZalTb AOMOMOrYy Ha OCHOBI
HaMKpaLLMX NPaKTUK ANS JOPOC/MX, AKi KMBYTb i3 CMA.

BUpilwMTM NOTOYHY HepiBHICTb ¥ AocTyni Ao dapmako-
JIOriYHOro NiKyBaHHA, LIO BKJIKOYAN0 6 YCyHEHHA OyApb-
AKMX iCHYlOUMX 6Gap’epiB, WO OOMEXYIOTb AOCTYN
AOpOoC/MX A0 AOCTynHOI Tepanii, wo MoaMdikye
3axXBOPIOBaHHA, HanNpuKNazg, OOMeXKeHHA npasa Ha Ni-
KyBaHHA NeBHUMM TMNamm CMA a60 BiKOM.
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SMA
EUR
OPE

ByabTe B KypcCi HallMX HOBMH Ta MOAiM.

BigBigaiTe Haw camnT e

Ller npoeKT € CcninbHUMKM 3YCUANAMM Ta CNiZIbHUM pe3ynbTaToM napTHepcTBa Mik CMA €spona Ta ®.XodpdpMaHH-/1a Pou,
KepoBaHMM iXHIM CNiNbHUM 6aYeHHAM MOKpaLLeHHA Aorasaay 3a nauieHTamum 3i CMA. Llen 3BiT cTaB MOK/IMBMM 3aBASKM
¢iHaHCyBaHHI0, HaZaHOMY Poll y pamKax Lporo napTHepcTBa. LleM KOHKpeTHMM 3BiT CTaB MOXJIMBMM 3aBAAKM HEOLiHEH-
HOMY BHECKY Ta MiagTpMMLi, HaJaHiM KiflbKoMa opraHi3alisiMM Ta oKpeMMMM ocobaMm, 30Kpema YKpaiHCbKMM doHaom it
3i CMA Ta yKpaiHCbKMMW MeAMYHMMM NpaLiBHUKaMM, SKi 6paiv y4acTb B ONMTYBAHHI.



