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TO THE UKRAINIAN PATIENT REGISTRY

Y cTaTTi HaBefeHO pe3ynbTaT PeTPOCNEKTUBHOMO aHanidy AaHUX yKpaiHCbKoro Peectpy
nauieHtis ®oHpy «[iTn 3i cniHanbHOW M’'A30BOI aTpodicto» Ha 6a3i akTMBHOI BMOIpKK
3 339 0ci6 Ha 2025 pik. [locnigXeHHA BUABUNO MMOOKY TepaneBTUYHY HepiBHICTb: BUCOKUIA
piBEHb OXOMNEHHSA MALIEHTIB i3 cniHanbHOW M'A30Bot0 aTpoodieto (CMA) | Tuny (89,2 %) pisko
KOHTPACTY€E 3 KPUTUUYHO HU3bKUM 3abe3neyeHHAM KoropTu gopocnux (58,7 %). Kpisb npnamy
MixHapogHoi mogeni «4A» (Availability, Accessibility, Affordability, Acceptability) Ta npuHuunis
Value-Based Healthcare ineHTdikoBaHO cuctemHi 6ap’epm fJOCTyny, 3yMOBIeHi 3acTapinumm
perynaTopHUMM OOMEXKEHHAMM LWOAO reHOTUMY, BiKy Ta KibKOCTi Konin reHa SMN2.

BctaHoBneHo, wo 44,6 % nposnikoBaHMX NauieHTiB nepebyBatoTb y CTaHi «TepaneBTUYHOI
Mirpauii», oTpUMy UM [OMOMOrY 32 KOPAOHOM Yepe3 HECMPOMOXHICTb HaliOHaNbHOI cucTemun
3abe3neunTy BHYTPILWHIA goctyn po nikis (Health System Failure). ABTopu o6rpyHTOBYIOTH
CTpaTeriyHe 3HauyeHHA JaHuX peanbHOoi KniHiuHoT npakTuKky (Real-World Evidence) Ak iHcTpy-
MeHTa gokasosoi nonitukn (Data-Driven Policy Making) ana nepexopy Bif obmexyBanbHUX
NPOTOKONIB A0 iHHOBAUINHNX Mofenel GiHaHCYBaHHA, 30Kpema yrof npo po3rnofin pUsnKis
(risk-sharing agreements). [loBefjleHO, WO YCYHEHHA AUCKPUMiHaLiiHMX 6ap’epiB Ta 3abe3-
neyeHHa JOCTyny JO XBOpob6o-mopmodikytouoi Tepanii (disease-modifying therapy) ana Bcix
KaTeropil NauieHTiB, BKIOYHO 3 fOpOCMMU Ta ocobamu 3i ctatycom «Walkers», wo € kputuny-
HO MOTPiIGHUM AnA 36epeXkeHHA NIOACbKOro Ta iHTeNeKTyanbHOro Kanitany YKpaiHu, a Takox
3abe3MneyeHHs eTUYHNX CTaHAAPTIB HalaHHA MEAUYHOI AOMOMOTW.

This article presents the results of a retrospective analysis of data from the Ukrainian Patient
Registry of the “Children with spinal muscular atrophy” Foundation, based on an active sample
of 339 individuals as of 2025. The study revealed profound therapeutic inequality: the high
coverage rate for patients with Type | spinal muscular atrophy (89.2 %) contrasts sharply with
the critically low coverage of the adult cohort (58.7 %). Through the lens of the international
“4A" model (Availability, Accessibility, Affordability, Acceptability) and the principles of Value-
Based Healthcare, systemic barriers to access were identified, caused by outdated regulatory
restrictions regarding genotype, age, and the number of copies of the SMN2 gene.

It was found that 44.6 % of treated patients are in a state of “therapeutic migration,” recei-
ving care abroad due to the national system’s inability to ensure domestic access to medications
(Health System Failure). The authors justify the strategic importance of real-world evidence
as a tool for data-driven policy making to transition from restrictive protocols to innovative
financing models, particularly risk-sharing agreements. It has been demonstrated that elimina-
ting discriminatory barriers and ensuring access to disease-modifying therapy for all catego-
ries of patients, including adults and individuals with “Walkers” status, is critically necessary
for preserving Ukraine’s human and intellectual capital in the context of the military crisis,
as well as for patient care in general.

CniHanbHa m’'asoBa aTpodia (CMA) — ue TAXKe
AyTOCOMHO-peLecrBHe HellpOM’A30Be 3aXBOPIOBAHHH,
3ymoBrieHe MmyTauiamm B reHi SMN1, wo npussoagnTb
[0 NporpecyBaHHA fereHepauii anbpa-MOTOHENPOHIB
nepegHix poris cnMHHoro mo3ky [1]. MpoTtarom geca-
Tinitb CMA BBaXanu HeBUNIKOBHOK MaTONOTI€0 3 BU-
COKUM piBHEM iHBanian3auii, NpoTe BNpoBagXeHHA
xBOpo6o-mogudikytouoi Tepanii (disease-modifying
therapy, DMT) cnpnynHuno cnpaeXHI0 napagur-
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ManbHy 3MiHy, TpaHcpopmyBaBwn CMA Ha KepoBaHe
XPOHiYHe 3axBoptoBaHHA [2; 3]. Ha cyyacHomy eTani
CBiTOBa MeAMUMHa onepye TpbOMa NaToreHeTUYHNMU
onuiAMN: HyCiHepCEHOM, PUCAUMIAMOM Ta OHAaCEMHO-
reHom abenapBoBeKOM, eHeKTUBHICTb AKNX HaMKpalle
peanisyeTbca 3a YMOBM PaHHbOro, 30Kpema npecumn-
TOMATUYHOrO, NpU3HaveHHsA [3; 4].

Monpwu TexHoNoriuYHWiA NpopuB, rMobanbHOoW NPo6-
NeMOl0 3aNNLLIAETbCA HEPIBHOMIPHICTb gocTyny o DMT.
AHani3 6ap’epiB Kpi3b Npu3My MixkHapogHoi Moaeni «4A»
(Availability, Accessibility, Affordability, Acceptability)
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BMABJIAE, L0 HaBITb 32 HAABHOCTI NpenapartiB Ha PUHKY
(Availability), peanbHa gocTtynHicTb (Accessibility) uacto
06MEXYETLCA XKOPCTKUMU perynatopHumm ¢inbtpamu.
3a gaHumu 3BiTY SMA Europe «Care for adults living
with SMA in Europe» (2024), nopocni Naui€HT cborogHi
CTaHOBAATb 6/IM3bKO NOMOBUMHU BCi€l nonynsauii ocié
3i CMA B €Bponi, WO pobuTb NUTaHHSA IXHbOro 3abes-
NneyeHHA cTpaTeriyHMM BUKIMKOM ANA CUCTEM OXOPO-
HK 3g0poB’s [5]. MpoTe B 6araTbox KpaiHax, 30KpemMa
B YKpaiHi, crocTepiraeTbca «BikoBa gncnponopuin»
(age-related disparity), ne KoropTa JOPOCINX CTUKAETb-
CA 3 KPUTUYHO HU3bKMM piBHEM BifWKOAYBaHHA Bap-
TocTi nikyBaHHA (Affordability), wo npamo cynepeuntb
CyYacHUM CTaHAApPTaM NigTPUMKM GYHKLIOHaNbHOCTI
Ta npunHATHOCTI (Acceptability) Tepanii [5].

Ocobnusoi roctpoTn HabyBae npobnema nepe-
XoAy nauieHTIB Bif nNeaiaTPUUYHOI A0 JOPOCON JTaHKK
mMefunyHoi gonomoru. 3rigHo 3 macwTabHUM onuTy-
BaHHAM MeAunuyHUX dpaxiBuiB y 22 KpaiHax €Bponu,
70 % nikapiB NigTBEpPAUNY HAABHICTb BUCHAXNNBUX
BUMOT «MOBTOPHOTIO MiATBEPAXXEHHA BiANOBIAHOCTI»
(re-eligibility) nin yac Takoro nepexopy, WO CTBOPIOE f0-
[aTKOBUI afMiHICTPaTUBHUIA TArap Ta pU3nK nepepu-
BaHHA NikyBaHHsA [5]. B YkpaiHi ui 6ap’epun nocuniototbea
HOPMATUBHUMWN OOMEXEHHAMM LWOAO KiNbKOCTI Komil
reHa SMN2, BiKy, 3aneXHOCTi Bif, NpUMYCOBOI BEHTU-
nAuii nereHb, Wo Ae-GaKTo BUKIIOYAE 3HAUHY YaCTUHY
Maui€eHTiB i3 Nporpam Aep>kaBHOro 3abesneyeHHs, He-
3BaXkaloum Ha NporpecyBaHHA XBOPOOU.

BuaBneHa HepiBHiCTb Bigobpaxae wupluy npob-
neMy KpaiH i3 HU3bKKM Ta cepefHiM piBHeM Joxogy,
a TakoX onucaHy B npoekTi OdySMA (SMA Access
Atlas) [6], paHi AKOro AEMOHCTPYIOTb, WO JOCTYN A0 fi-
KiB CyTTEBO Pi3HUTbCA HaBiTb BCEPEeANHI EBPONENCbKO-
ro npocTopy: y KpaiHax CxigHoi €Bponu (30Kkpema,
B bonrapii Ta PymyHii) cuTyauia — 6nmxua go ykpaiH-
CbKOI Yepe3 BUCOKY BapTiCTb NpenapaTiB Ana obmexe-
HUX BIOOKEeTIB OXOPOHW 300POB'A Ta XKOPCTKI KpUtepil
OUiHKK MeagnyHux TexHonorin (Health Technology
Assessment) [5; 7].

B YKpaiHi cutyauia CcyTTEBO yCKNAQHIOETbCA BUKIN-
KaMn BOEHHOTO CTaHy, WO CNPOBOKYBaNO BUHVMKHEHHSA
crneymnoiyHoro peHomeHa «TepaneBTUYHOI Mirpalii»,
AKOMY CMPUANNY BiKPUTI KOPAOHU ANA 3aXMCTY YKpaiH-
UiB. Y LLbOMY KOHTEKCTi HECMTPOMOXKHICTb HaLiOHanbHOI
cucteMn 3abe3neynTyt BHYTPILWHIN JOCTYN A0 NiKiB
(Health System Failure) 3mywwye nauieHTiB cTaBaTu
«KMEANYHUMM BiKEHUAMU» 3341 30epeXKeHHnA XUTTE-
BUX OYHKUIN y KpaiHax i3 BULMM piBHEM [OCTYMHOCTI
DMT. 3a Takux yMOB AaHi peanbHOI KNiHIYHOI NPaKTUKM
(Real-World Evidence, RWE) TpaHcpopmytoTb NaLieHT-
CbKWI PEECTP i3 NaCMBHOrO CTaTUCTUYHOTO Nepeniky
Ha iHCTpyMeHT foka3oBoi nonituku (Data-Driven Policy
Making). Lle na€ 3mory o6rpyHTyBaTl €KOHOMIYHY
edeKTUBHICTb NiKyBaHHA BCiX KaTeropin nauyieHTiB
Ta NoAonaTy WTY4YHi 6ap’epyn Ha WwWnaxy Ao peanisauii
cTparterii «/liKyBaHHA ANA BCiX», WO € KPUTUYHO BaxKNu-
BMM AnA 36epexeHHsA NOACbKOro Ta iHTeNEeKTYanbHOro
KaniTany KpaiHu [8].

MeTol0 UbOro fOCNIgXEeHHA € BUBYEHHA BNANBY
HaLiOHANIbHUX PErynATOPHUX O0OMeXKeHb, KNiHiKo-
reHeTUYHUX KPUTEPIiB Ta reonoiTUYHNX YNHHUKIB
(3ymoBneHmnx CTaHOM BiliHW) Ha peanbHy JOCTYMHICTb
naToreHeTUYHOI Tepanii Ana nauieHTiB 3i CMA B YKpaiHi.
PoboTa cnpAmoBaHa Ha ifeHTUdiKauito geTepMiHaHT
«TepaneBTUYHOT HEPIBHOCTI» MiX Pi3HMMK BiKOBUMU
rpynamu Ta o6rpyHTyBaHHA NoTpebu nepexopy Bif 06-
MeXXyBanbHMX NPOTOKONIB [0 cTpaTeril iHKNI03MBHOrO
Joctyny, wo 6a3yetbca Ha npuHumnax Value-Based
Healthcare.

PeTpocnekTrBHe onucoBe JoCNigXeHHA 6a3yeTbcA
Ha aHani3i aHOHiIMi3oBaHUX AaHuX, Wo 6ynu 3i6paHi
Ta cMcTemMaTn30BaHi yKpaiHcbkum Peectpom QoHpy
«[iTn 3i cniHanbHO M'A30BOIO aTpodieto». MeTogonoris
360py Ta CTPYKTypyBaHHA JaHuX y PeecTpi Bignosigae
€BPOMNENCbKMM CTaHAapPTaM MOHITOPUHIY peanbHOil
KMiHIYHOT NPaKTUKMK, WO A€ 3MOry NMPOBOAUTU MOPIiB-
HANbHe GeHUMapKyBaHHA 3 NOKa3HMKaMM iHLWIKMX KpaiH
€BPONENCbKOro NpocTopy, 3rigHo 3 nigxogamu 3BiTy
SMA Europe (2024) [5]. Jlo ¢iHanbHOi aHaniTMYHOT BUbIp-
K1 3anyyeHi 339 akTMBHMX NaLU€HTIB i3 reHeTUYHO nia-
TBepaAxeHoto CMA 5q, uni npodini 6ynn BepudikoBaHi
NPOTAroM OCTaHHiX 24 micAuis. PewTa 150 oci6 i3 3aranb-
HOro crmncky (489 ocib) BUKIOYEHi 3 MOTOYHOrO aHanisy
yepes 6paK akTyanbHUX BifOMOCTEN, WO NepeBaXKHO
3YMOBJ/IEHO HEKOHTPOJIbOBAHOI Mirpali€to, BTpaToto
3B'A3KY BHACNifOK 60M0BMX Ail abo HebarkaHHA Hafa-
BaTW CBOI AaHi. Knacudikauito 3axBOpPOBaHHA NaLi€HTIB
NPoOBOAWIY 3a ABOMA KPUTEPIAMUN: 3@ KMiHIYHUM TUNOM
CMA (0—4) Ta 3a Bikom MaHidecTauii cumnTomis (onset).
Ona aHanisy cTpykTypu PeecTpy npiopuTeTHoo obpaHa
Knacudikauis 3a TMnamu, ocKinbKy BOHa Bigobparkae
bYHKLiOHaIbHUIA CTATYC NaLieHTIB, TOAI AK AaHi Npo Yac
MaHidecTauii BUKoOpuCTaHi Ans goaaTkoBoi Bepudikaii
TAXKOCTI BUBGIpKU. Bepudikauito gaHux 3aincHioBanu
3a 6araTopiBHEBNM aNroOpPUTMOM, LLIO BKITHOYaB JOKYMEH-
TaNbHe NigTBEPAPKEHHA reHeTUYHOro JiarHo3y (BMCHO-
BKM Wwogo myTauin y redi SMN1), Banigauito MOTOYHOro
CTaTycy NiKyBaHHA agMiHicTpaTopamu Peectpy uepes
nNPAMY KOMYHIKaLilo 3 pognHamm, a Takox CaMOCTINHY
ineHTndikauio nauieHTaMy CBOro akTyanbHOro micua
nepebyBaHHA (YKpaiHa uM 3a KopgoHoMm). Takmin nigxig
[aB 3MOry NpoBeCTV fOKNAAHUN aHani3 «TepaneBTUYHOI
Mirpauii» AK Mapkepa fOCTYMHOCTI MeAUYHOT [ONMOMOTW.

CtaTucTnyHe 06pO6IEHHA NPOBOAUIN METOAAMN
OMUCOBOI CTAaTUCTMKM Ta KPOC-TabynALii AN BUABNEHHSA
YaCTOTHUX AMCMPONOPLIN y AOCTYNi [0 Tepanil 3anex-
HO Bif BiKy, KNiHIYHOro TUMNy Ta reHeTUYHOro npodinio
(kinbkocTi Konin reHa SMN2). AHani3 6ap’epis 3a mogen-
nto «4A» npoBOAUNK i3 BUKOPUCTAHHAM METOAONOr Y-
HUX 3acap nNpoekTy OdySMA, wo 3abe3sneunno 3ictas-
HICTb pe3ynbTaTiB i3 Mi>KHAaPOAHMMU faHMMU LWOA0
JOCTYyny [0 iHHOBAUiNHMX NiKiB Y KpaiHaX i3 HU3bKMM
Ta cepefHim piBHem goxoay [5—7].

[ina ouiHOBaHHA 3HAYYLWOCTI BiAMIHHOCTEN MiXK Ka-
TeropianbHUMM 3MiHHMI BUKOPWUCTOBYBaNW KpUTepii
MipcoHa (x?). 3 MeTol KiNbKiCHOI OLiHKN cunn BU-
ABNeHnX 3B'A3KiB po3paxoByBanu Qi-koedilieHT (¢)
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Ta koeoiuieHT Kopensauii MNMipcoHa (r). Ana BU3HaYeHHA
MMOBIPHOCTI OTPUMaHHA NaToreHeTUYHOI Tepanii 3a-
NEXHO Bif MirpaliiHOro cTaTycy um BiKoBoi rpynu o6-
yncnoBany BigHoweHHA waHciB (OR) 3 BU3HAUYEHHAM
95 % posipyoro iHTepBany. CTaTUCTUYHO 3HAYYLWNMK
BBaxkanu pesynbtaTtv npu pisHi p < 0,05.

36ip faHMX NPOBOAMIIN B YMOBAX BOEHHOIO CTaHYy,
O HaKNafano CyTTeBi OOMeXeHHA Ha JOCNiaKyBaHHSA,
AKi Tpeba BpaxoByBaTW Nif Yac iHTepnpeTauii pe3ynb-
TaTiB. 30KpeMa, AMHaMIYHUI XapaKTep MirpauifnHmx
NpoLLeciB CTBOPIOE PU3MK HEOOLIHK/ MacLiTaby «Tepa-
NeBTUYHOI Mirpauii», OCKiNbKM YacTMHA NaLi€EHTIB Moria
He aKTyanisyBaTu CBi1 cTaTyc nicna suisgy. Okpim Toro,
norictnyHi 6ap’epn y poboTi nabopatopilt Ta TPy[HOLLi
KOMYHiKaLil 3 naLieHTamn MOrnv Npu3BecTn Ao rnesHol
reorpadivyHoi HepiBHOMIpHOCTI faHuX. PoboTa BUKOHa-
Ha 3 CyBOPMM JOTPUMAHHAM MpuHUMNiB lenbCiHCbKol
JAeknapadii Ta cTaHZapTiB KOHIAEHUIMHOCTI, WO rapaH-
TYBasio MOBHY aHOHIMHICTb NepcoHanbHoI iHpopmaLii
Ha BCix eTanax o6pobneHHA Ta aHanisy RWE-gaHux
AK iHCTpyMeHTa ana GopMyBaHHA [OKA30BOI fieprKaBHOT
NONITUKN.

AHanis gaHux yKkpaiHCbKOro Peectpy naui€eHTiB
i3 CniHanbHOK M’'A30BOI0 aTPOdieEl0 JEMOHCTPYE CKNaa-
HY Ta HEOA4HOPIAHY CTPYKTYpYy nonynAuii. 3aranb-
Ha YMCENbHICTb 3apPEECTPOBAHUX OCiI6 CTAaHOBUTH
489 nauieHTiB, NpOTe 4O aHaNITUYHOT BMOIPKYM 3any4eHo
339 aKTUBHWUX NauieHTiB. Po3noain 3a KniHiYHMMK TUnNa-
MK BUABKB nepeBaxaHHA CMA Il Tuny (37,2 %, n = 126)
Ta CMA Il Tvny (26,8 %, n =91) (pwnc. 1). YacTka nauieH-
TiB i3 HaWTAXKUYUM | TUMOM cTaHOBUTbL 24,5 % (n = 83).
BaknnBMMm NokasHMKOM € HaABHICTb 4,7 % (n = 16) npe-
CUMMTOMATUYHNX NaLiEHTIB, AKi NOTPebyoTb HeranHoro
TepaneBTUYHOroO BTPYyYaHHA ANA 3anobiraHHA He3BO-
POTHIN iHBanigu3auii. 4ns 6,8 % BMOGiIpKK TWM 3aXBOpIO-
BaHHA 3a/MLIAETbCA He ifeHTUHIKOBAaHUM Ha MOMEHT
Bepudikauii. CymapHo nauieHtu 3 Il ta Ill Tunammu CMA
cKnagaloTb NoHag 60 % PeecTpy, WO BM3HAYa€ CTPYKTY-
py noTpe6 y 4OBroTprBanin NaToreHeTUYHIN NigTprMLi.
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Puc. 1. Po3nogin akTMBHOT BUOipKIM NaLi€HTIB 3a KNiHIYHUMY
Tunamu CMA (n =339)

Mauientn 3i CMA Il Ta lll TMNiB YacTO MaKTb TPU
a60 yotupwm konii reHa SMN2, Ta B yKpaiHCbKUX peanisax
HAsABHICTb YOTUPbOX KOMill YacTo CTa€ GpopMabHUM
6ap’epomM AN OTPMMAHHS MaTOreHeTUYHoi Tepanii
3a KOWTK AepXaBHoOro GlogxeTy, nonpu foBeaeHe
nporpecyBaHHA XBOpPobU y Uil rpyni, y pa3i BCTaHOB-
neHHa CMA nig yac HeoHaTalbHOIO CKPUHIHTY.

AHani3 Biky MaHidpecTauii cumnTOMIB MiATBEPAXKYE,
WO MalKe y NosoBUHM NauieHTiB (48,7 %, n = 165)
nepuwi KNiHiYHi 03HaKW 3'ABMAKCA y Bili Big 7 o 18 mica-
uis. NpoTe 0co6nMBOI yBarn 3acnyroBye KoropTa fo-
pocnux (MaHipecTauis nicna 18 pokis — 8,0 %, n = 27),
AKa CTUKAETbCA 3 HAGINbWKMY TPYAHOLWAMY Y AOCTYNi
Ao Tepanii. OyHKLiOHaNbHWIA CTaTyC akTUBHOT rpynu
cBiguMTb Npo rMnbokKy iHBanigm3adito: 215 oci6 matoTb
cTatyc «Sitter» i nuwe 63 (18,6 %) 36epiratoTb 34aTHICTb
[0 caMOCTIHOI xoabbu (puc. 2).

MoTpebytoTb HYyTPUTMBHOT
nigTpumkm (G-tube/NG-tube)

MoTpebytoTb pecnipaTopHol
nigTpumkm (HIBJ, LLUBJT)

\
12,1

28,0

3naTHi cupitu (Sitters) 63,4

30aTHi CAMOCTINHO XoauTw
(Walkers)

18,‘6
T

0 10 20 30 40 50 60 70 80 90100
YacTka Big 3aranbHoi BUGipKu, %

Puc. 2. ®yHKLioHanbHWI CTaTyC NaLi€HTiB akTUBHOT BUGIpKN
(n=339)

Monpwn HaABHICTb AeKinbKox Konin reHa SMN2,
95 nauieHTiB NOTPebyoTb NOCTINHOT NIATPUMKY ANXaH-
Hs (HeiHBa3MBHOI BeHTUNALIT nereHb, HIBJT abo wTtyu-
HOT BeHTUNALiT nereHb, LWBJ1), a 41 ocoba 3abe3ne-
YYETbCA XapuyBaHHAM Yepes 30HA abo racTtpocTomy
(n =36). Lle octaTouHo MigTBEpAXYE NoTpeby nepe-
XoAy Bif naniaTuBHOI mofeni A0 BiAHOBHOI MmeauLm-
HU, WO € 3arajibHOCBITOBMM TPEHAOM, Ta CMPOCTOBYE
Mi¢ npo «cTabinbHicTb» nerwwux Tmnis CMA [9].

CneundiyHe natoreHeTUYHe NiKyBaHHA CbOrOAHI
oTpumytoTb 242 ocobu (71,4 %). MpoTe Lei NoKasHUK
noTpebye CyTTEBOro YTOUHEHHA Yepes YMHHUK «Tepa-
neBTUYHOI Mirpaudii». AHani3 gaHux CBiguuUTb, WO cepen
242 nauieHTiB, AKI OTpUMYIOTb Tepanito, nuwe 55,4 %
(n = 134) ineHTndikyBanm cBoe nepebyBaHHA B YKpaiHi.
PewTa 44,6 % (n = 108) daKTNUYHO OTPUMYIOTb NiKYBaHHA
3a KOPAOHOM («TepaneBTMYHa MirpaLify), Lo BUCBITIIOE
npo6aiemMy 06MeXXeHOro BHYTPILLHbOTO JOCTYNY (puc. 3).

BETEN

20 30 40 50 60 70 80 90 100
YacTtka, %

MauieHTn
3iCMA 39,5

0 10

[] NikysaHHs B YkpaiHi
[l bes Tepanii B YkpaiHi

[ nNikysaHHs 32 KopgoHOM
[ bes Tepanii (iHwe)

Puc. 3. Po3nogin naui€HTiB 3a MicLiem oTpmaHHa DMT
Ta HaABHicTIO Tepanii (n = 339)
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lpadik femMoHCTpye 3aranbHy CTPYKTYpPY aKTMB-
HOI BUGIpKN: YacTKy 0Cib, Wo NikyloTbca B YKpaiHi
Ta 32 KOPHOHOM, a TAKOX MALIEHTIB Y «TepaneBTUYHOMY
BaKyyMmi» (6e3 nikyBaHHA). CymapHUIA piBeHb oxon-
NeHHA Tepani€lo ctaHoBUTb 71,4 % (n = 242). YacTKa
0cib y «TepaneBTUYHOMY BaKyyMi» BcepeanHi KpaiHu
CTaHoBUTb 23,9 % (n =81), a we 4,7 % (n = 16) nepeby-
BalOTb 3a KOPAOHOM 6e3 fiKyBaHHs.

Ocob6numBoi rocTpoTn Npobnemi goaae Ton ¢akr,
wo cepen 97 ocib, aAKi B3arani He oxonseHi Tepanieio,
83,5 % nauieHTiB (n = 81) i gani 3anuwatoTbCA B YKpa-
THi 6e3 xxogHoro goctyny go DMT. Le nigTBepaxye,
WO ANA 3HAYHOI YaCTUHM rpoMaaun mirpauia 3anu-
WAETbCA EAUHNM iEBMM MEXAaHi3MOM OTPUMaHHA
KUTTEBO HeoOXigHMX NikiB. CTaTUCTUUYHWIA aHani3
niagTBepAMB HafBUCOKY 3HaUYYyLWiCTb LbOrO YNHHUKA:
LWAHCK Ha oTpuMaHHA DMT 3a mexamu YKpaiHu yueT-
BEPO BULL, HiX ycepeawHi kpaitu (OR = 4,08; x? = 23,62;
p <0,001), BOgAHOYAC BCTAHOBJIEHO CTabiNbHUN NPAMUIA
3B'A30K MiXX nepebyBaHHAM 3a KOPAOHOM Ta JOCTY-
nom po Tepanii (¢ = 0,264). CtaHpapPTOM NiKyBaHHA
nepeabayeHo 3aCTOCyBaHHA NaToreHeTMYHOI Tepanii,
XOua NopsAAOK AEP’KAaBHOMO BiAIKOAYBAHHSA 0OMeX-
Y€ [OCTYN ANA NaUIi€EHTIB i3 yoTMpPMa KOMiamMuY reHa
SMN2 1a 3a tnnom CMA [10]. OTXe, BMCOKa YacTKa
3arasibHOro OXOMJIEHHA 3HaYHO Mipoto 3abe3neyeHa
pecypcaMn 3aKOPJOHHMX CMCTEM OXOPOHU 300POB’sA,
O € TUMOBMM AN1A KPaiH i3 HA3bKUM Ta CepeaHim piB-
Hem foxofy B yMOBax o6mexeHoro goctyny [7].

3HayHa YacTKa KOMbBiHOBaHOro nikyBaHHA (switch-
Tepanina) (23,6 %) Bigobpa)kae eBontoLUito nigxonis
[0 Tepanii 3a oCTaHHi N'ATb pokis [4]. HanowwnpeHiwa
CXema — MoCJiJOBHEe 3aCTOCYBaHHA OHAaCEMHOTeHy
abenapBoBeKy Ta pucaunaamy, Wo KOPesE 3 Mix-
HapOAHMMUM AAHVMW NPO NOPIiBHANbHY edeKTUB-
HiCTb Ta rHyuJKicTb cTpaTerin [8]. OgHak B YKpaiHi
Takui Po3nNoAin 3ymMoBAeHU 0COBNNBOCTAMU Ha-
JaHHA pucaunnamy BiANOBIAHO [0 BCTaHOBNEHUX
fleprkaBolo KpuTepiiB Ta BiACYTHICTIO BMGOpPY wWwozno
3aCTOCYBaHHA OHaceMHOreHy abenapBOBeKY, OCKINbKY
BiH He 3apeecTpoBaHu B YKpaiHi. 3a3HayeHa cnTyauin
yTBOPMAACh BHACNAOK 3aCTOCYBaHHA OHAaCEMHOreHy
abenapBoBeKy A0 WNPOKOMACIITabHOro BTOPrHeH-
HA 3a F'yMaHiTapHOM NporpamMoilo abo NoBepHEHHA
B YKpaiHy navui€eHTiB 3-3a KOPAOHY MNicnA OTPUMAHHA
NiKyBaHHA.

KniHiuyHa cTpyKTypa akKTUBHOI Fpynu nauieHTiB
(n = 339) npepcrtaBneHa nepeaxHo CMA Il Tnny
(37,2 %, n =126) Ta CMA lll Tuny (26,8 %, n =91). Yact-
Ka Maui€HTIB i3 HaNTAXKYMUM | TMNOM cTaHOBUTL 24,5 %
(n = 83), ToAi AK YacTKa NPeCcMMNTOMaTUYHUX OCi6 —
4,7 % (n = 16) BUGipKW.

[aHi wopo BiKy maHidpecTauii cumnTomiB 3aranom
KOpenoTb i3 pO3No4inoM 3a TMnamu, NiaTeepaxKyto-
un, wo y 27,4 % (n = 93) oci6 xBopoba po3noyanaca
y BiLi o 6 micAuis (puc. 4).

HanBuwunin piseHb BignoBigHoCTi 3adikcoBa-
Ho AnA nauieHTiB 3i CMA | Tuny (po36ixHicTb Nuwwe
10,8 %). Hanbinbwa po36iKHiCTb cnocTepiraeTbcA

y rpyni nauieHTis 3i CMA Il Tuny (70,3 %), Wwo cBigunTb
Npo NaTeHTHWI nepebir abo CyTTEBY 3aTPUMKY B Kli-
HiYHIN Bepudikauii cumnTomiB npu nerwnx ¢opmax
3aXBOPIOBaHHA.

=

o 200 165

[

o 150 126

% 100 +—83— 23— 91

B Sl SiFs
£ 9 : : /
S | /<6 mic. Il / 7—18 mic. Il />18 mic.

lpyna nopiBHAHHA

] Tun CMA [ Bik manidecTauii cumntomis

Puc. 4. Kopensuyisa Mixk KniHiyHnm Tunom CMA Ta Bikom MaHidecTauii
cumnTomis (n = 339)

AHani3 oxonneHHA Tepani€to 3a BIKOBUMU Ta KNiHiy-
HVMW rpynamu BUABWB IMNOOKY BHYTPILLHIO HEPIBHICTb
(puc. 5). Akwo npn CMA | TNy HenikoBaHUMM 3anuLia-
toTbca nuwe 10,8 % oci6, To npu CMA |l Tuny yacTtka
nauieHTiB 6e3 goctyny go DMT 3pocTae go 24,2 %,
a npu CMA Il Tuny carae 50,0 %. NopiBHANbHWI aHani3
JocTyny Ao Tepanii Mi>K NOAAPHUMM KIiHIYHMW rpyna-
MU nokasas, Wwo nauieHTn 3i CMA | Tny matoTb CyTTEBO
BULLi WAHCK Ha oTpuMaHHA DMT AK nopiBHATK 3 rpy-
noto nauieHTie 3i CMA Il Tuny (OR = 3,846; X2 =11,241;
p =0,0008). BctaHoBneHun piBeHb kopenauii (¢ = 0,254)
CBiAYNTb NPO HAABHICTb KNiHIYHOI cerperauil, ge na-
Li€HTM 3 Ni3HbOI MaHidecTaLi€ld CMMATOMIB 3anuLwa-
I0TbCA MEHLU 3aXULLEHNMN B MeXaxX CyYaCHUX nporpam
3abe3neyeHHs.

Hanbinbl KpUtnuHMin po3pume 3adikcoBaHO B KOrop-
Ti popocnux (= 18 pokis, n = 109), Ae 3aranbHUN NOKa3-
HUK JOCTYNy A0 NiKyBaHHA CTaHOBUTb 58,7 % (n = 64).
Mpote nuwe 38,1 % fopocaux OTPUMYIOTb Tepanito
B YKpaiHi, Tofli AK peLTa nponikoBaHux ocib nepebysae
y CTaHi «TepaneBTUYHOI Mirpauii». CtraTMcTyHO nig-
TBEPXKEHO HABMCOKY 3HAUYLLiCTb BIKOBOI HEPIBHOCTI
y BHYTpilUlHbOMY 3abe3neueHHi. LLlaHcym auTMHU oTpK-
matn DMT B YKpaiHi y 4,26 pa3a BuLli, Hi>XK y JOPOC/IOro
nauieHTa (OR = 4,26; x*> = 22,28; p < 0,001; ¢ = 0,322).
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(> 18 pokiB)

[] 3aranbHe oxonneHHs (YkpaiHa + mirpauis 3a KOpAOH)
[ BHyTpiwHe oxonneHHs (nuiwe pecypcu YKpaiHu)
Il [opocni nauieHTn (30Ha aHomanii)

LlinboBuin nokasHuk oxonneHHs (90 %)

Puc. 5. HepiBHicTb fOCTYNy A0 NaTOreHeTMYHOI Tepanii 3aneHo
Bia Tvny CMA T1a BiKy naujieHTis
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3 ornagy Ha Te, Wo B YKpaiHi NaLieHTn 3 nepwmnm Tu-
nom CMA 3a6e3neuytoTbca pUCAMNIaMOM 3a AepKaBHi
KoLWTKY 6e3 BiKOBUX OOMeXKeHb, 3aNLLKOBUIA BiqCOTOK
10,8 % Moe OyTV 3yMOBJIEHUI YMHHUKAMM aAMiHICTPY-
BaHHA JaHUX: TEXHIYHUMM NOMUNIKaMKM NiJ Yac BCTa-
HOBJEHHA KMiHIYHOro TWMy, HECBOEYACHM NOAAHHAM
OHOBJEHMX 3BiTiB 10 PeecTpy abo HasBHICTIO YOTMPbLOX
konil reHa SMN2, wo popmanbHO MoXe NepeBoanTH
naui€eHTa B iHWY KaTeropito 3abe3neueHHs, abo He Ha-
JaBaTu NiKyBaHHA BigNOBIAHO 4O HOPMATUBHUX JOKY-
meHTiB [10].

Hanbinbwmin po3pue Mix 3aranbHum (58,7 %)
Ta BHYTpiwHim (38,1 %) oxonneHHAM 3adikcoBaHO
y KoropTi gopocnux (20,6 %), wo dopmye HanbinbLimin
«TepaneBTUYHUN BaKyym» cepeq ycix rpyn. Hansumwmn
piBeHb oxonneHHsA 3adikcoBaHo y nauieHTiB 3i CMA
| Tny (89,2 %), AKi € NnpiopMTeTHOIO rPYNOIO ANA Ha-
LiOHanbHOI cnctemmn oxopoHu 3gopos’a. Npu CMA
Il Ta lll TMNY cnocTepiraeTbCA HAMHMXKYMIA JOCTYN
[0 NiKyBaHHA BCcepeanHi kKpaiHu (8o 27,6 % gna lll Tuny).

Ocobnueoi rocTpoTtn nNpobnemi goaae Ton Gakr,
wo 41,3 % (n = 45) popocnmx nayieHTiB Ta 3aranom
81 ocoba (83,5 % Big ycix HenikoBaHux), AKi i gani 3a-
nMwatTbCA B YKpaiHi, ONMMHUANCA Yy MOBHOMY «Tepa-
NeBTUYHOMY BaKyyMi» 6€3 foCTyny 4O XO4HOro Buay
DMT, T06TO MaiXke KOXeH APYrUil JOPOCANIA NaLi€HT,
AKNIA 3aNTNLLIAETBCA B KPaiHi, N036aBNeHnN XUTTEBO
HeobxigHoI Tepanii. Lle nigTBepa’kye cMcTeMHy ANCKpY-
MiHaUjlo 3a BiIKOBOIO 03HaKolo (0us. puc. 5) Ta CBigUMTb
NPO HECMPOMOXHICTb HaLiOHaNbHOI CUCTEMU OXOPOHU
300poB’A 3abe3neynT BHYTPIWHI NoTpebn rpomaan,
3MYLLYHOUN NALEHTIB WYyKaT! NOPATYHKY 3a KOPAOHOM.

OxonneHHA nauieHTiB 3i CMA | TNy AemMoHcTpye
NOBHY BiAMOBIAHICTb BHYTPIWHbOrO Ta 3arajibHOro
oxonneHHs (89,2 %), Wwo cBiguUTb NPO BiACYTHICTb 3a-
NEeXHOCTI L€l rpynu Big MirpauiiHoro ymHHmka. Wogo
gopocnux (= 18 pokiB) — cnocTepiraeTbca KPUTUYHNIA
po3puB y 20,6 % Mix 3aranbHUM (58,7 %) Ta BHYTpPILLHIM
(38,1 %) oxonneHHAM, WO NigKPeCI0E HECMPOMOXHICTb
HaLjioHaNbHOI ccTeMu 3abe3neynTi Lo KaTeropito na-
LieHTiB naToreHeTuyHoto Tepanieto CMA.

HV3bKuii piBeHb OXOMNEeHHA Tepani€lo AOPOCaANX
B YKpaiHi (38,1 %) pi3ko KOHTpacCTye 3 3araibHOEBPO-
nencbKnMm TpeHgom. 3a gaHumum 3BiTy SMA Europe
(2024), nopocni nauieHTn ctaHoBUNY 6113bKo 50 % BCi€l
nonynaAuii nauieHTis 3i CMA B €sponi [5]. Togi Ak B YKpai-
Hi GiNbWicTb JOPOCANX 3anunwWatoTbcsA 6e3 NiKyBaHHS,
Yy pO3BUHEHnX KpaiHax €C piBeHb JOCTYNy AOPOCAMX
8o DMT Habnumxaetbca go 80—90 % 3aBasKku BiacyT-
HOCTi OPCTKMX BiKOBMX OOMEXeHb Y NPOTOKONax Bif-
WwKoAyBaHHA [5].

3rigHo 3 npoektom OdySMA, BusBeHa B YKpaiHCb-
KoMy PeecTpi HepiBHICTb Bifobpaskae LWunplLuy npobnemy
KpaiH i3 H3bKMM Ta cepefHiM piBHeM foxoay, ae diHaH-
COBi 6ap’epu Ta KpUTEPIT OLIIHKN MeaUYHMX TEXHOSOTIN
CTaloTb BupiwanbHmm [6; 7]. CuTyauia B YkpaiHi kope-
No€ 3 gaHMMM no KpaiHax CxigHoi €Bponu, Ae goctyn
AOPOCANX NaLiEHTIB 0OMeXEeHUI BUCOKOIO BapTICTIO
npenapaTiB [7]. MpoTe B YKpaiHi ua npobnema no-

CUNIOETBCA AAMIHICTPATUBHUM TArapem: ONUTYBaHHA
y 22 KpaiHax €Bponu nokasano, wo 70 % nikapis nia-
TBEPAXKYIOTb CK/TaAHi BUMOTM «MOBTOPHOrO NiaTBEp-
O>KeHHA BiAnoBigHOCTI» Nig yac nepexofy nauieHTa
3 AuUTAYOI Ao gopocnoi naHky [5]. B YKpaini ui Bumorn
YacTo CTalTb HE3[O0MAHHUMM Yepes cnelndiyHi Hop-
MaTVBHi 0OMeXXeHHs Ta BiACYyTHICTb cMCTeMU nepexopy
Bif AMTAYOI O AOPOCNOI NAHKN HaJaHHA MeaUYHOI Jo-
MoMoru Ta cynpoBogy, Wo Ae-GakTo BMKIOYaE JOPOC-
NnX i3 nporpamu 3abesnevyeHHs Tepanieto [11].

AHani3 cuTyauii uepes MixkHapofHy mofenb «4A»
BUABNAE MMUOOKNIA CUCTEMHUIN PO3pUB. XOUYa PiBEHb
Availability (HafaBHOCTI) npenapaTiB Ha PUHKY € BigHOC-
HO cTabinbHMM, NokasHKK Accessibility (qocTynHocTi)
CYTTEBO OOMeEXeHWI perynatopHumu 6ap’epamu [5; 11].
Y nnowwHi Affordability (piHaHcoBOT cnpomoxHoCTi)
CNoCTepiraeTbCA rocTpa BikoBa gucnponopuia: Bia-
CYTHICTb MOBHOLHHOIO AePXKaBHOrO BifLWKOAYBaHHA
ANA [OpOoCAuX pobuTb NiKyBaHHA ANA HUX NPaKTUYHO
Hemoxnmeum. Kputepin Acceptability (npunHaTHOCTI)
OEeMOHCTPYE HEBIANOBIAHICTb YKPAIHCbKMX NigXoAiB
€BPONENCbKNM CTaHAapTaM, OCKiNbK/ NOHaA TPeTuHa
naui€eHTiB, AKi 36epiratoTb 3gaTHicTb xoanTn («Walkers»),
no36aseHi Tepanii BCcynepey MikHapogHUM PEKOMEH-
npauisam [5].

[aHi peanbHOI KNiHIYHOT NPaKTUKN MalOTb CTaTK
byHAAMEHTOM ANA YXBaNeHHs AepaBHUX pilleHb.
PeecTp — ue He NPOCTO CNUCOK MaLi€HTIB, a iIHCTPY-
MeHT goka3oBoi nonitukn Data-Driven Policy Making,
O AAa€ 3MOry fep»KaBi ONTMMI3yBaTu BUTPATU Yepes
agpecHun nigxig. BuseneHnin deHomeH «TepaneBTnY-
Hoi Mirpadii» cnig kKnacmoikyBaTy AK MapKkep Hecnpo-
MOXHOCTI ccTemn 3abe3neunTy BHYTPILWHIA JOCTyn
[0 naToreHeTUYHOI Tepanii, Wo NigKpinateTbCA BCTa-
HOBJTIEHOIO CepeHbOI CUNIOK CTaTUCTUYHOIO 3B'A3KY
(@ = 0,264) mix MirpauinH1Mm CcTaTycoM Ta peani3aui€to
npasa nali€eHTa Ha NikyBaHHA, Lo NPU3BOAUTb [0 BTPa-
TV iHTEeNeKTyanbHOro Kanitany Ykpainu [7].

Ob6mexeHHA pocTyny 3a Kputepiamu Tnny CMA,
AnA gopocnumx Ta ocib i3 yotnpma koniamm SMN2 —
€KOHOMIYHO MOMMIKOBA CTpaTerif. 3rigHoO 3 MoZensio
Value-Based Healthcare, epekTnBHicTb iHBeCTULi
OUIHIOETbCA Yepes 36epexeHHA aBTOHOMII nauieHTa.
BiogmoBa y nikyBaHHi nepeTBOPIOE NOTEHLiMHUX NnaT-
HUKIB NoJaTKiB Ha 0Cib i3 MOBHOIO 3aNIeXHICTIO Bif, CTO-
POHHbOrO AOMNAAY, BATPATU Ha AKUN Yy [OBrOCTPOKOBIN
nepcneKkTUBi 3HAYHO NepeBULLYIOTb BapTICTb CaMoi
Tepanii [3]. MiXkHapoAHa npakTuKa B»Ke eMOHCTPYE
YCNiX1 HEOHATaNIbHOrO CKPUHIHIY Ta paHHbOro noyat-
Ky Tepanii [2]. BukopucTtaHHA nokanbHux RWE-gaHmnx
ANA gemoHcTpauii Toro, wo 83,5 % HenikoBaHUX naui-
€HTIB 3aNMLLAIOTLCA B KPaiHi, € KPUTUUYHUM apryMeHTOM
anAa nepernagy QUCKPUMIHALIMHUX KpUTepiiB Ta BNPO-
Ba>KeHHA iIHHOBALiMHNX CXeM PO3NOAiNYy PU3KKIB.

Ob6mexeHHA 0ocnioxeHHs. Monpu 3HaYHUI 06-
cAr BMGIpKM Ta BUKOPUCTaHHA BepudikoBaHux RWE-
JaHUnX, Ue JOCNigXEeHHA Ma€ KinbKa CyTTEBMX oOMe-
XeHb, 3ymMoBNeHux cneumndikoto 360py iHbopmauii
AK B YMOBAaX BOEHHOrO CTaHy, NepexifgHOl eKOHOMIKM,
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TaK i 3a BifCYTHOCTI peani3auii Ha NnpakTULi gep>kaBHOI
NONITUKM B 3afleKNapoBaHil cuctemi pepepeHCcHUxX
ueHTpiB. No-neple, KPUTUYHUM BUKIIMKOM CTaB Haj-
3BMYANHO AMHAMIYHUIA XapaKTep MirpauinHux npo-
LieciB, WO KOpeslloe 3 MeTOA0NOMYHUMN TPYAHOLAMMU,
onucaHnmm y npoekti OdySMA (SMA Access Atlas)
WOAO0 BiACTEXEHHA WNAXY MalieHTa yepes Kopao-
HK [6; 7]. Xoua PeecTp pae 3mory ineHTUdikyBaTn ocib,
AKi BMIXanu, 3HayHa YaCTUHa Maui€eHTiB Moria He aKTy-
anisyBaTu CBil CTaTyC NiCNA 3MiHU MiCLA MPOXUBAHHA.
Lle ctBOpto€E 06'EKTUBHUIN PU3UK HEAOOLHKN peasibHO-
ro MaclTaby «TepaneBTUYHOI MirpaLii», OCKinbKn geaki
ocobu, Wwo popmanbHO YNCNATbCA B YKpaiHi, bakTuuHo
MOXYTb yXe OoTpMMyBaTu Aonomory B KpaiHax €C
6e3 cnosileHHsA KypaTopiB PeecTpy, Lo € TMOBUM 06-
MEXeHHAM [NA NaLieHTCbKMX 6a3 faHnX y KpaiHax i3 Bu-
COKMM piBHEM MepeMilleHHA HaceNeHHA Ta HU3bKMM
piBHEM 3aUikaBNeHOCTi 3 6OKY AepKaBu.

Mo-ppyre, icHye BUpaxeHa reorpadiyHa HepiBHO-
MipHICTb AaHUX, CMPUYMHEHA aKTUBHUMMK 6ONOBMMM
ZiAMM Ta TMMYaCcoBOIO OKynauieto Teputopin. Obme-
YKEHUIM JOCTYN A0 NALEHTIB Mir BMAVHYTU Ha NMOBHOTY
BUOIpKM, 0COBNNBO WOAO 0OCib i3 BaXKUMn popmamu
iHBanigm3auii, AKi matoTb GisnYHI UM TexHIUHI TpygHOLLi
3 KOMYHiKaUi€to. Ik 3a3HavaeTbCA y 3BiTax WO[O CUTYya-
uii B YKpaiHi, Taki cMCTeMHi NporaavHmn MOXyYTb NPU3BO-
AVTW [0 NEBHOT «NO3UTUBHOI NOXMOKM» Y NMOKa3HMKax
dYHKUIOHaNbHOrO CTaHy aKTMBHOI rpynu, OCKinbKuy
HanGinbL KPUTWUYHI BMNAAKKU B 30HAaX KOHOIKTY YacTo
3a/MLWaloTbCA NO3a MeXaMu PerynapHoro MoHiTo-
puHry [11]. Mo-TpeTe, peTPOCNeKTUBHUI XapaKkTep
aHanizy obmexxye MOXKMBICTb MUTTEBOT OLLIHKW KIiHiY-
HoT epekTMBHOCTI Tepanii. OcKinbku faHi 6a3yoTbcA
Ha NepiofAnYHKX 3BiTax, iCHye NMOBIPHICTb YaCOBOrO
nary Mi>k 3MiHOIO KNiHIYHOro CTaTyCy nauieHTa Ta Noro
BiJOOpaKeHHAM Y CUCTEMI, WO € CNiNbHUM BUKJIMKOM
Ana 6araTbox €BPOMNENCbKUX PEECTPIB, AKI CTUKAIOTbCA
3 agMiHicTpaTMBHUM TArapem Bepudikauii [5].

HapeLuTi, eKOHOMIYHWI aHasi3 y MeXax Liboro JoCsi-
OXeHHA MPYHTYETbCA HAa HENPAMMX NOKa3HMKaX BUTPAT.
BigcyTHicTb moBHOI iHTerpauii Peectpy 3 gepxaBHumu
diHAaHCOBUMU CUCTEMAMM Ta MEXaHi3MaMM OLiHKM
MeLANYHUNX TEXHOJOrIN, WO € XapaKTePHOK O03HaKOI
CCTEM OXOPOHM 3[0POB’A y KpaiHax i3 HU3bKUM Ta ce-
pefHiM piBHEM foxoay, He Ja€ 3MOru 3 abCOIOTHOLO
TOYHICTIO po3paxyBaTu NpAMi BUTpaTU BGlogxeTy
Ha KOXXHOro oKpemMoro nadieHTa [7]. Lle pobutb ekoHo-
MiYHi BUCHOBKM OLLIHOYHNMU, XOUa BOHU 3a/NLLIAIOTLCA
LifIKOM OOFPYHTOBaHMMM Yepe3 NPU3My MiXKHapOLHMX
mopenen Value-Based Healthcare Ta ekoHOMiUHMX OLi-
HOK 3acTocyBaHHA DMT [3]. BusHaHHA L1x o6MexeHb
HifIK He HiBeSOE LiHHICTb OTPMMaHUX pe3ynbTaTiB, a Ha-
BMaKky — HarosolWye Ha KPUTUYHIN noTpebi noganbLuof
undposizalii Ta rMMOLWOT iHTerpauii NauieHTCbKNX pee-
CTpiB y NpoLecn gepxaBHoro ynpasniHHA. Lle eguHnin
LWNAX ANnA NOAONAHHA «4iarHOCTUYHOrO Ta TepaneBTUY-
HOro PO3pKBY», BUABNEHOrO B Npoueci 4OCNiAKEHHS,
Ta GopMyBaHHA [iNCHO JOKA30BOI AepKaBHOI MONITUKN
B YMOBax obmexxeHux pecypcis [8; 10].

Pe3synbTtatm npoBeneHoro aHanisy nigTeepaxy-
0Tb, WO NOMNPWN 3HAYHMIN NPOrpec y BNPOBaAXeHHi
naToreHeTnyHoi Tepanii, goctyn go DMT B YkpaiHi
XapaKTepU3yeTbCa rMNOOKOI «BiKOBOK ANCNPONOp-
Li€lo» Ta perynaTopHoOlo HepiBHicTIo. [IpiopuTeTHe
oxonneHHA nauieHTis i3 CMA | Tuny Ha piBHi 89,2 %
Pi3KO KOHTPACTYE 3 KPUTUUYHO HM3bKMM 3abe3neyeH-
HAM KOropTW JOPOCANX, e el NOKa3HUK CTaHOBUTb
nnwe 38,1 %, WO 3HaYHO NOCTYMNAETbCA CepefiHbO-
€BPOMNENCbKNM MOKa3HMKaM i CBifUMTb NPO CUCTEMHI
6ap’epn y poctyni fo nikyBaHHA. BuasneHuin maclutab
«TepaneBTUYHOI MirpaLii», 3a AKol 44,6 % nponikoBaHNX
0ci6 nepebyBatoTb 3a KOPAOHOM, € MPAMUM MapKepoM
HeCrnpOMOXHOCTI HaLioHaNbHOI cUcTeMM 3abe3neunTn
BHYTPILWHIN gocTyn Ao nikie. Lle npussogntb o Bu-
MYLLUEHOrO NepeTBOPEHHA FPOMaAAH Ha «MeANYHUX
6ixeHUiB» Ta 6€3NOBOPOTHOI BTPaTX iHTENIEKTYaNlbHOro
Kanitany YKpaiHu.

HanagHi perynatopHi 6ap’epn wopo KinbkocTi Komnil
reHa SMN2 Ta Biky maHidecTauii cynepeyatb mix-
HapOAHMM CcTaHZapTam Ta npuHyunam Value-Based
Healthcare. BigpmoBa y natoreHeTUyHin fonomosi GyHk-
LioHanbHo 36epexeHnm nauieHtam («Walkers») Ta go-
pocnum ocobam CTBOPIOE YMOBM AN1IA HE3BOPOTHOT
iHBanigu3sauii, Wo y AOBrOCTPOKOBIN NepCcneKTuBi
€ eKOHOMIYHO 6iNnbll OBTAXNNBMM ANA AepPXKaBHOro
GI0[KETY, HiX 3ab6e3neyeHHA CBOEYACHOTO NiKyBaHHA.
[na nofonaHHA LbOro po3puBy NOTpibHa AOKOpPiHHA
TpaHcpopmalis aep>kaBHoi noniTuky y 6ik Data-Driven
Policy Making Ha ocHoBi BepudikoBaHnx RWE-gaHux
PeecTpy.

MpiopuTeTHUMU CTpaTeriyHUMKN KPpoKamMu MakoTb
CTaTV MOBHa BiAMOBA Bif AVCKPUMIHALINHMX KpUTEpPIiB
3a reHOTMMOM UK BiKOM Ta nepexif Bif 06MexxyBanbHMX
NpOTOKONIB A0 iHHOBaUiHUX Mofenei ¢iHaHCYyBaH-
HA, 30Kpema JOroBopiB KepOBaHOro A4OCTyNy Ta yrog
npo po3nogin pusukis (risk-sharing agreements). Ilnwe
iHTerpauisa HaliOHaNbHOro HEOHaTaNbHOIrO CKPUHIHTY
3 6e3b6ap’epHum goctynom go DMT BcepenunHi KpaiHm
[acCTb 3MOry 3yNMHUTM TepaneBTUYHY eMirpauito Ta 36e-
perTu »KUTTEBUI NOTEHLian YKPaiHCbKOI rpoMagau.
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