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3BiT opraHisadii EURORDIS w040 BUKNUKIB, 3 AKUMU CTUKAIOTLCA NIOAM,
AIKi MalOTh PiAKICHI 3aXBOPIOBaHHA Ta XXUBYTb B YKpaiHi
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BCTYI

3 MOMEeHTY BTOprHeHHsa Pocincbkoi ®epepaudil B YkpalHy 24 ntotoro 2022 poky,
HOPMasibHUM MAUMH XWUTTA B KpalHi 3a3HaB 6araTbox 3MiH. MiXXHapoaHi opraHisauil,
BKMtOYaroum OpraHisauito O6’egHannx Hauiin, 3acsigunnm «HanbinbLluy Kpusy 6ixkeHuiB 3
yacis [pyroil cBiTOBOI BilHW» 3 NpUBNN3HO 8 MiNbNOHaMK Nogen, AKi noixann 3 YKpaiHuy, i
NnoHag 8 MiNbMOHaMM YKpaiHLUiB, MEPEMILEHNX BCepeauHi KpalHu. Y perioHax, sKi
HanbinbLlle NocTpax4anu Big, BiHW, ryMaHiTapHa cuUTyauisa AyXe TAxKa.

B eniyeHTpi rymaHiTapHoOi KpusnM, xo4ya Npo HWUX YacTo 3abyBaroTb abo 3anuvwaroTb
nosagy, € BPasnuBi rpynu HacCesieHHA, BKKOYaouM NOLEN, SKi XUBYTb 3 pigKiCHUMK
3axBOPHOBaHHAMM, FKi MOTPebytoTb 0CcobNMBOI yBarn Ta NigTPUMKU NS 3a00BOJSIEHHS
CBOIX KOMMNEKCHUX NoTpe6.

HanepepnopgHi noBHoMacLwTabHoI BiHK B YKpaiHi piBeHb CYCMiNIbHOI CBIgOMICTI YKpaiHLIB
WoAO0 pPigKICHMX 3axBOpHOBaHb i AepykaBHa Monituka B Ui cdepi AOCArNM 3HAYHOrO
nporpecy. Y 2015 poui B VYKpaiHi noyano [AiATU 3aKOHOLABCTBO MPO  PigKiCHI
3aXBOpPHOBaAHHA, fKe TMOoK/nKaHe rapaHTyBaTu 6es3nepepBHe, 6e3onnaTtHe, [OBiYHE
NiKyBaHHSA Ta MIATPUMKY YKPaIHLIB, AKi XXUBYTb 3 PigKICHUMM 3aXBOPIOBAHHAMM, Y TOMY
yncni WnaxomMm 3abesneyvyeHHA HeoOXiAHMMM fikaMu Ta NPOoAYKTaMu xapuyBaHHSA. [licna
LbOro BaX/IMBOro [OCATHEHHA L0 YPALOBOI NporpamMu fepyXXaBHUX 3akyniBenb 6ynu
BKJIOYEHI MefMyHi npenapat gna 17 piaKiCHUX 3aXBOPHOBaHb.

Y xoBTHi 2021 poky, nuwe 3a 4 MicAui 00 BTOPrHeHHsA, YKpaiHa yxBanuia nfiaH 3axogis
oo peanisauii KoHuenuii po3BUTKY CUCTEMWN HagaHHA MegMYHOI AOMNOMOrM nauieHTam,
AKi CTpaXpatoTb Ha pigKicHi (opdaHHi) 3axBOPHOBAHHA, BK/KOYHO i3 BUAINEHHAM
cneuianbHOro ¢iHaHcyBaHHA. barato HanpsAMKiB BTiNeHHA KOHLErLuil, nonpun peTesnbHe
niaHyBaHHA, ByNu NPU3YNUHEHI Yepes BilHY.

i i
8 L e

- ——a

ELE =
y 85


https://unric.org/en/the-un-and-the-war-in-ukraine-key-information/

Y ubOoMy 3BiTi MU  OKPECHEMO
npobnemu, 3 SKMMKU [AOCI CTUKaKOTbCA
yKpaiHui, Wo >XWBYyTb 3 pPIgKICHUMMU
3aXBOPHOBAHHAMM, | MOACHIOEMO, YOMY L
npo6nemu iCHYIOTb CbOrofHi Ta
3a/MWwaTUMYThCH aKTyanbHUMU B
CepefHbOCTPOKOBIN Ta [OBrOCTPOKOBIN
nepcrnekTuei. Mn TakoXx MOSICHUMO, YoMy
MW BBaXXaEeMo, LLLO NpobnemMun ykpaiHuiB i3
PIOKICHUMWN 3aXBOPHOBAHHAMMU BUXOAATb
3a Mexi KpusoBol gornomMoru. BinHa
nocTtaBuna nig, 3arposy nporpec, AKoro
pocsarna kKpaiHa, i € 6arato opraHisauin,
AKi 6 Manu 3pobuTn CBIN NOCUIBHUIA
BHECOK B J0OMOMOTrY.

B YkpalHi, cTMKarounCh i3 pyMHYBaHHSAM,
NOAN YacTo KaXyTb: «Mu Bigbygyemo Le
Kpawe». OTXe, MM BCi MaeMo BigirpaTu
CBOKO ponb, wWo6 ponomMortn VYKpaiHi AHxeniKa, fika X1Be
BiAbyayBaTUCA Kpalle 3apaan Noaen, Wo 3 GpeHinKeToHypieto
MatoTb PiAKICHI 3aXBOPIOBAHHSA.

IHpopmMauis B bOMy 3BITi OTpUMaHa 3
HU3KW 3yCTpiden 3 opraHizayiasmm
nayieHTiB, HeypsAgoBUMKN oOpraHisa-
yiaMun, nikapsamu T1a ypsaaom YKpaiHu.
3BIT TaKoX MICTUTb IHQopMaLiro,
OTPUMaHy 3a [OMOMOIrok0 CTPYKTY-
POBaHOro OMUTYBaHHA — Mporpamu
Rare Barometer, fka pfae HaMm
KOHKpEeTHe YABJIEHHA [po roTpebu
YKPaiHCbKNX POAWH.

BaxxnnmBo  BM3HATW, WO  HUHILWHSA
cuTyauis WBMAKO 3MIHKETbLCA. Llen

'D',a Avno, 3BIiT 6Y/10 CKIageHo 3 4epBHA 110
AKNUN XNBe 2022 .

3 peHinke- JinneHb POKY, I.Te, uo e
TOHYpIEtO aKTyaJ/lbHUM CbOrofHi, MoXxe

3MIHUTUCA  4Yepes3 KislbKa  TUXHIB.
EURORDIS HamaratumeTbcs Bigcnig-
KoByBaTu cuTyaliro Ta 3a rnotpebu
3abesneyyBatu OHOBJIEHHSA yier
iHpopmadujil.
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Bpa3nuBi BepCcTBU HaceNleHHA, WO Oynu 3MyLlleHi nepeixaTu, CTUKAKTbCA i3
TPYAHOLL,aMM B 3a6e3neyeHHi NoTpe6, BUK/IMKAHUX iXHIMU 3aXBOPIOBaHHAMMU

3rigHo 3 gaHnMu gocnigXxeHHs Rare Barometer wono notpeb ykpaiHuis i3 pigKicCHUMM
3axBoptoBaHAMUK, Mamxke 40% onuTaHUX ciMen Bynn 3MyLleHi nepeixatu NPUHaNMHI
TUMYaCOoBO BCepeauHi KpaiHu abo NOKMHYNN KpaiHy (ans. PUCyHOK 1).

{1 BCce LWe XuBy y MeHi goBenocb
TOMY X MicLi B nepeixaTu o iHWOro
Byab nacka, YKpaiHi MicTa B Mexax YKpaiHu
06epiTb peyeHHs, 61 13
L0 HarKpaLue
onucye sawy
cutyauiro. 3 MeHi gosenocb IHWe
NoYaTKy BiliHM ... nepeixatu 3a Mexi
YkpaiHu

25 % 2%

PucyHok 1

BiHa NpofoBXY€E YNHUTU CBIN TpaBMaTUYHWIA BANUB, 1l
Hacnigkn € pynHiBHUMK ANA BCiX yKpaiHuiB. OgHak,
OCKINIbKW Ti, XTO XXUMBE 3 PiAKICHUMN 3aXBOPHOBAHHAMM,
AIK NpaBuo, NoTpebyTb YacToro Ta CKNagHoro
pornagy, abo MaroTb 06MeXXEHI MOXIMBOCTI, WO
BMAMBAE Ha 1X MOBINbHICTb, Y KOHTEKCTI BilHU

Ui ciMT CTUKaroTbCA 3i We 6inblwmMn TpygHoL,amm
npu cnpobax 3anuwunT CBOI 4OMIBKN, W06
oTpMMaTu 4OCTYMN A0 HaNeXHoro gornsagy, i

UM IHWKWX XUTTEBO BaX/IMBUX MOCNYT, HaBITb
AKLLO BOHUM 3aNMLLAOTbCA AOCTYMHI.

LLlo6 3HanTV NPUXNUCTOK B iHLWIiN KpaiHi, baraTbom
noTpibHa JoaaTkoBa JOMOMOra y TPaHCNOPTYBaHHI B
MeXax YKpalHu 40 KOPAOHY; OMUHMBLUMCH MO iHWWI Bik
KOPAOHY, TM MOXe 3HafobuTUCA aganToBaHe XUT/O Ta
besnocepegHin oocTyn o creyianisoBaHol MegUYHOT
AOMOMOIM B HOBIM KpaiHi, LWo MoxXe 6yTu He ogpasy
3P03YMINNM OIS TUX, XTO 3yCTpiYae 1X Ha KOPAOHI Ta
MiCLLeBUX MeNYHMX NPaLiBHUKIB.

= Jlikapcbki 3acobu gns
* nereHeBol rinepTeHsil
\


https://www.eurordis.org/rare-barometer/rare-barometer-russian/

3ripHo 3 pesynbTaTamMu pocnip)xeHHs Rare Barometer, 8 3 10 ykpaiHCbKUX NaLLi€HTIB 3
piaKicCHAMM 3aXBOpPOBaHHAMU MOCTpPaX[anu Bif, NPUHAWMHI OQHOro nepepuBaHHA
NiKyBaHHSA, iIKe BOHU 3a3BUYal OTPUMYIOTb:

7-8310 6-7310 5-6310
TUX, XTO NepeixasB Ao TUX, XTO BUIXaB 3 AN TUX, XTO BCe LWe
iHWoro Micta YkpaiHu YKpaiHu »XunBe B YKpaiHi

Ona TUx, XTO >XMBe i3 3axXBOPIHOBaAHHAMMW, NiKyBaHHA SKUX MNOKPUBAETbCA 4epes
Aep>kaBHi 3aKyniBNi, 4OCTYMHICTb NIKiB Bif PiAKICHMX 3aXBOPHOBaHb YaCcTOo 3a5IeXUTb Bijg,
3apeeCcTpPoOBaHOrO MicusA MPOXMBAHHA MauieHTiB. BpaxoByounm BUCOKY MOBINBHICTb
YKPalHCbKOro HaceneHHsa 3 notoro 2022 poky Ta NepepuBaHHsA yCTaneHUX 3B'A3KiB 3i
3BUYHUMMU YCTAaHOBaMM OXOPOHU 3L40POB'A, YKpaIHUAM i3 pigKICHUMUN 3aXBOPOBAHHAMM
CTano e Bax4e oTpUMyBaTK CBOI iKW Ta NPOLYKTU XapyyBaHHS.

3apas ue e ckrnagHiwe 4yepes AMHaAMIYHMIA XapaKTep BiNHW: CiMT NoBepTarOTbCA [0
CBOIX AOMIBOK, a NOTIM 3HOBY BMMYLLUEHI IXaTW — YN TO Yepes 3MiHY CMPUNHATTA BINHN,
YM 4Yepes HaABHICTb IHWMX, 6iNbW npugaTHUX Ta 6e3nevyHux BapiaHTIB XWUTna.
BignosigHo, cnpaBeasiBMiA PO3NOLiIS MeAVWKaMEHTIB opraHamMu Bragu Mo KpaiHi €
yCKNagHeHNM.

Llem dakTop, Yy NOEOHAHHI i3 3arafibHUM MOPYLUEHHAM flaHLUIOrB NOCTaYaHHA, MEBHO
MipOKO MOSACHIOE, YOMY, K Le BOa4aeTbCA 3 HAWOrO OMUTYBaHHA, ManXe MoSI0OBMHA
nogen 3 piaKiCHUMKM 3aXBOPHOBaAHHAMUM, MNEpeMileHMX B MeXax YKpaiHu, Manu
TPYAHOLLI 3 BiGHOBMIEHHAM peLenTa Ta JOCTYNoOM A0 HeobXigHOro iM nikyBaHHA. (AuB.
PucyHoK 4).

MauieHTCbKi opraHisauii B aBaHrapi AonoMoru yKkpaiHusam, siki XXUBYTb 3 PifAKiCHUM
3axBOPIOBAHHAM

Ak cBigyaTb pgocnig)eHHs!, y nepwi Micsui BiMHWM BCA rymaHiTapHa pgornomora
BCepeauHi YkpaiHu 3gicHoBanaca MicueBuMmM rpynamm ta opraHisauiamu. OpraHisauii
nayieHTIB i3 pigKICHMMN 3aXBOPHOBaAHHAMM B YKpalHi 6ynun Ha 4oni NigTpUMKKN yKpaiHuiB,
3HAYHOK MIpPOO 3a MIATPUMKWN IHO3EMHUX MauiEHTCbKUX Ta 6narofinHuUX opraHisauin,
CNOHCOPIB Ta dpapMaLeBTUYHUX KOMMAHIN.

a " ANBUTUCH 3BIiT 3a MOCUNAHHAM:
\

www.humanitarianoutcomes.org/sites/default/files/publications/ukraine_review_2022.pdf



https://www.humanitarianoutcomes.org/sites/default/files/publications/ukraine_review_2022.pdf
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[aHi Haworo gocnig)eHHs Rare Barometer
NOKasyrTb, WO BiNbWiCTb YKPaAIHLUIB i3
PiAKICHUMN 3aXBOPHOBAHHAMM
KOHTaKTyBann 3 NauieHTCbKUMM abo
ryMaHiTapHUMK opraHisauiamm um
BOJIOHTEpPaMM 3 NOYaTKY BiHWL (AWB.
PucyHok 2). JlikyBaHHs a60 MeaNYHi
npenapaTtu, NPOAYKTN XapyyBaHHA Ta iHLWI
npeamMeT nepol HeobXiAHOCTI, @ TaKoX
iHpopMaLia nNpo Te, AK OTpMMaTK 4OCTYN
A0 nocnyr abo niner, 6ynm ogHUMM 3
OCHOBHWX BUAIB A0ONOMOrK, fiKa im
Hapasanaca (oue. PucyHok 3).

UYu KOHTaKTyBaNu BU 3 NOYATKY BiliHN 3 6yab-
SIKOK 3 HAaCTYMHUX OpraHisayi um oci6?

A BCe Le XuBy MeHi goBenocb
y TOMY X Micui nepeixatu oo iHLWOoro
B YKpaiHi MicTa B Mexax YkpaiHu
66% 75%
48% 65%
w w
4% 6%
22% 25% l
20% 31% '

PucyHok 2

[

MupocnaBa, fka
XX1BE 3 NNEereHeBoto
rinepTeHsieto

\

MeHi goBenocb
nepeixaTu 3a
MeXi YKpaiHu

59% naLLIGIjITCb'PfI
opraHizadiji
OpraHizsauii

49% ryMaHiTapHoi
JOMoMormn

&

57% Popanui, wo »neyTb
He B YKpaiHi

39% [ep»aBHi opraHu
yNpaBiHHA YKpaiHK

~ [epskaBHi opraHu
14% YNPaBAiHHS iHWMX
KpalH




flkoro poay ponoMory BM oTpuManu Big HUX? BoHu Hapganu...

Iy Ta/a6o ocHOBHI 3aco6u

ann pornaay, Taxi x| 44 %

npeameTu ririeHn, oasr

Nixyearna a6o venrri [ 44 %

npenapaTu

IHdbopMmalito Wwopao Toro, Hanpukiag,

nikyBaHHA abo couianbHi BunaaTm

Onnaiin a6o ocoouori | 28 %

MeOnuHi KOHCynbTau,il
thwe, yrounits... (NN 14 %

PucyHok 3 BigcoTok, % 0 10 20 30 40 50

3aranom, ykKpaiHCbKUM popauHaM, fiKi XXUBYTb 3 pPigKiCHUM 3aXBOpIOBaHHAM, 6yna
HafgaHa HacTynHa AonomMora yKpaiHCbKMMU NaLLiEHTCbKUMM OpraHisauiamu:

e [lonomMora yKpaiHUsM, WO XMBYTb 3 PiAKICHUMW 3aXBOPHOBaAHHAMW Yy repeisgi 3a
KOPAOH, SIK-TO MOLWYK Ta OpraHisauis TMM4YacoBOro po3MillleHHA ONA MauieHTiB Ta
TXHiX CiMeR, Ki 3MYyLLEHi BYNN MOKUHYTU CBOI AOMIBKN.

e [IpaBoBuMi Ta iHOoOpMaLinHMN cynposig. lMpaBoBa ponomora 6yna oco6aMBO
BaXXJIMBOK AN1A TUX, XTO 3anvwmB abo BTpaTUB CBOI AOKYMEHTWU, AefAKi 3 AKUX
MatoTb BuUpilWanbHe 3HadeHHA abo gna BuIsgQy 3 KpaiHn, abo ANna OTpUMaHHA
AOCTYNy A0 NEBHUX MOCNYT.

e 3abesrneyeHHs KPpUTUYHUX NoTpeb
B MefMKaMeHTax, Xxap4yyBaHHi Ta
MegUYHOMY Ob6nagHaHHI — AKLLO
e HEMOX/IMBO BYno NOKPUTY 3a
paxyHoOK gep>xaBHoro Ta/abo
MicLLeBOro 6roaXxeTiB.

e 3abesneyvyeHHs MeanKaMeHTaMmn
Ta obnagHaHHAM yKpalHCbKUX
LNnTanis, AKi NpaukoTb
3 nauieHTamu, Wo MakoTb
piaKICHI 3aXBOPHOBAHHSA.

[HapuvHa, ska xuse
3 QeHiNKeToHypi€eto




Xoya 3ycunnsa, fAKi OOKNajaroTbCAa ANA NIATPUMKKU CiMen yKpaiHUiB i3 pPiaKICHUMMU
3aXBOPIHOBAHHAMU, € HEYXWNbHO 3HAaYHUMM, CAif, 3a3HAaYUTU, WO 3 MJIMHOM Yacy Ta
3MILLEHHAIM YyBaru CBIiTY Ha iHWIi KPU3K, KiNbKiCTb ryMaHiTapHOI [OMOMOrM, Lo
HagaeTbCcA YKpaiHi, MNOMITHO 3MeHLWYETbCA. YKpaiHCbKi MNaui€eHTCbKi rpynu
nonepep)xawTb Hac, WO HaBiTb AKWO NOTPEe6M yYKpaiHUiB i3 pigkicHUMMK
3aXBOPIOBaAHHAMM Ha L,el pik MOXYTb 6YTU NOKPUTI 32 paxyHOK NoefHaHHA 6narofiiHux
NOXXepTBYyBaHb Ta 3aJIMWIKIB paHille 3aKyMJIeHUX/OTPUMaHUX MeAUuKaAMEHTIB,
OUiKY€EeTbCH, L,0 CUTYaLLiA YCKIIaJHUTBCS B HACTYIMHi POKW.

LLlo6 gonomMorTu NoposaTu HarasnbHi FryMaHiTapHi Npo6nemMu, cNPoBOKOBaHI BiliHOIO,
Mi)XHapoAHi ryMaHiTapHi opraHisauii MaloTb npueaHaTUCa A0 NifTPUMKUN YKPaiHLIB i3
piaKiCHUMU 3axBOploBaHHAMM, a papMaLeBTUYHIi KOMNaHii MalTb NPOAJOBXYBaTHU
HapaHHA NiKiB, HABITb AKLLO YKpaiHa Ginblue He 3'ABNAETbCA Ha NepLUMX WnanbTax.

Bippop)xeHHs KoHuenuii po3BMTKY CUCTEMU HaflaHHA Me[UYHOI J,0MOMOru
nauieHTam, AKi CTpaXkaarTb Ha pigKicHi (op¢daHHi) 3axBOplOBaHHA

He AMBHO, WO YKpPaiHCbKUM MeANYHUM MNpaLiBHMKAM Ta YpPALO0BLSAM CrioYaTKy

[,0BeNOCA 30CePeANTUCS Ha peanisix peryntoBaHHA poboTn MeANYHUX Cry>6 Makcum,
. .o o . o q AKUN XnBe 3
Mif yac BiHW. Llei akLeHT Ha pearyBaHHi Ha Haf3BUYalHY CUTYALLKO, ereneRo0

6e3yMOBHO, YNOBIfIbHNB NPOrpec y HOBOMY NJiaHi 3aX0AiB i3 BNPOBaAXEHHSA rinepTeHsieo
KoHuenuii po3BUTKY CUCTEMU HaJaHHA MegNYHOT LOMOMOrK NayieHTam,
AKi CTpaX4aroTb Ha pPigKicHi (opdaHHi) 3axBoproBaHHA. OCKIiNbKN PiAKICHI
3axBOpPrOBaAHHA Oy Ha NOpsAKY OEHHOMY B AOBOEHHUI nepiog, ue
O3Hauvae, Wo 6arato B YoMy KoHuenuisa wono pigkicHmux
3aXBOpPIOBaHb € e OOHIEI0 XepPTBOIO BillHW.

Fanysi Mnany 3axogiB, AKi HANCUNbHiIlWe
nocTpaxgaanu, BK/IIYalTb:

e [ligkntoyeHHsa Orphanet 0o ykpaiHCbKOI LudpoBoIl
CUCTEMMN OXOPOHM 340POB’'A Ta NOYaToK igeHTudiKauil
NauieHTiB 3 PiAKICHUMMN 3aXBOPOBAHHAMK B YKpaiHi.

® CTBOpPEHHA MepeXxi eKCNepTHUX LEeHTPIB i3 pigKiCHNX
3axBOprOBaHb B YKpaiHi.

® PO3LWMPEHHA NPOrpaMmn CKPUHIHIY HOBOHAPOAXEHWX.

® [loWMPEHHA rapaHTOBaHOrO AepP>XXaBor NiKyBaHHA Ha Taki
pigKicHi 3axBoptoBaHHA Ak CMA, MM OioweHa Ta
Ty6epo3HUIA CKNepo3 (BKIKOYAKOUM CPUSHHA peecTpauil
iHHOBaULiNHMX NiKapCbKMX 3acobiB B YKpaiHi).

. 8. | o



HesBa)aroum Ha Ui HeBAaui, nocafoBLUi, Nikapi Ta nauieHTCbKi rpynn B YKpaiHi
HanoMEernMBO NpaLTb Hag, NPOCYBaHHAM OCHOBHUX eneMeHTIB Lboro Mnany 3axogis.
BepeTtbca nigrotoBka reHeTukiB. Jlikapi npautoroTb Hafg nepeknagamMmn LOKYyMeHTauil
Orphanet ykpaiHcbkod MoBok. MO3 npofoBXye npautoBaTM Ta LyKaTU HeobXigHi
PilLEHHS.

€BponNencbKi KNiHiYHI eKcrnepTn, EBPONENChbKi NauieHTCbKI Fpynu i CBITOBI GapMaLeBTUYHI
KOMMNaHIiT MOXYTb Bigirpatv BaXuBy ponb Yy MigTpUMLUI YKpalHM Ta [OMNOMOrTHU
HaOOMY>XUTN BTPAYEeHU Yac, CNpUSOYN HaBYaHHIO daxiBuiB, 0OMiHy iHdopMmaLiero Ta (y
BUNagKy ¢dapmMaueBTUYHMX MpenapaTiB) PeecTpyroun NpoayKTM B YKpalHi, a TakKoX
BCTaHOBMOOUN CTabiflbHi  cepegHbO- Ta [OBroCTPOKOBI AOMOBNEHOCTI, fAKi 6
nonerwysann TUCK HOBUX HaBaHTaXeHb Ha YKPaiHCbKY CUCTEMY OXOPOHU 34,0POB'S.

[UTIHa, 5IKa XUBE 3 [MyHKT Npo peecTpaLlito NikiB 0COBNNBO BaX/IMBUIA,
NlereHeBoro rinepTeHsieo OCKiNnbky 6araTo yKpaiHLiB 3apa3 OTPUMYHOTb OOCTY
[0 npenaparTis, AKi 3a3BUYat HeAOCTYNHI B YKpaiHi —
abo 3aBOskKuM TOMy, WO BOHWM OTpUManM IX 3a
KopgoHoM, abo Tomy, Wwo npenapaT 6yB HagaHWUN
opraHizauiamm, abo TOMy, WO 3@ HUHIWHIMNK
CMpPOLWEHHUMN NpoueaypamMu fiku, HagaHi B AKOCTI
rymaHiTapHol 4OMNOMOru, MoXyTb ByTW 3aBe3eHi 6e3
peecTpauil. bes [OBroCTpoKoOBOro Ta aKTUBHOIO
3any4yeHHA dapMaueBTUYHMUX KOMMaHin, wo éyge 3
UMUMKW pOgMHaMKM NiCNA 3aBepLUEeHHSA BiMHW, KOAW
noan nepeigyTe gogomy abo noxepTByBaHi Niku
CTaHyTb HEAOCTYNMHUMWN?

l
FHEE

MoxepT-
BYBaHHA NikiB
ONA nereHeBol
rinepTeHsii



HAVBLIbLL MPIOPUTETHI
HEBWPILEHI MNTAHHA

1. JocTyn f,0 MegUKaMEHTIB Ta BUTPAaTHUX MaTepianis

AHHa,
B VYkpaiHi gy i3 pigKiCHUMKM  3aXBOPHOBAHHAMMU

AKa XXnBe
OTPUMYIOTb XXWUTTEBO-HEOOXigHI NiKM Ta iHWi ToBapu (Hanpwuknag, 3 flereHeBor
crneuianisoBaHe XxapuyyBaHHA) 3a [OOMOMOMOH [BOPIBHEBOI CUCTEMMU: rinepTeHsieto

YPA4 OpraHisoBye 3aranbHofepykaBHi 3akynieni yepes MO3; obnacHun piBeHb

[ie Yyepes MicLeBi pagn Ta Micuesi 6rog)keTu. TakuM YMHOM, ANA YKPaiHLIB i3 pigKiCHUMMU
3axBOPHOBaHHAMM, AKi 3anuwaroTbca B YKpaiHi, CUTyauis 3 AOCTYNOM [0 NiKyBaHHA Ta
IHWMX creyianisoBaHUX NPOAYKTIB 3HAYHO BapitOeTbCA Big, obnacTi o obnacTi Ta HaBiTb
y Mexax obnacTi. BHYTpilWHbO nepeMilleHi ykpalHui i3 piaKiCHUMM 3aXBOPHOBaHHAMMU
CTUKAKTbCA 3i 3HAYHUMU NMpobrieMaMm, OCKISIbKN BOHU NEPEXOAATb Y MiANOPSAOKYBaHHSA
[0 HOBMX OobnacTen Ta 3aknafiB OXOPOHU 340POB'S.

3rigHO 3 pgocnigXeHHAM Rare Barometer, TpygHoOLL 3 MOHOBMEHHAM OTPUMaHHA abo
3MiHOK OpdaHHOro NiKapcbKoro 3acoby CTOCYHOTbLCA 3HAYHOI KiNbKOCTI pecrnoHAeHTIB (B
cepegHbomy 4 3 10), 0COBNMBO TUX, KOMY [0BENIOCb 3MIHUTU MicLe NPOXMBaHHSA (AUB.
PucyHok 4).

TuM yKpalHUAM i3 PigKICHUMUK 3aXBOPIOBaHHAMMU, SKi BUIXann 3a KOPLOH, BCE Le BaXKO
NMOBHICTIO 3a40BOJSIbHUTU CBOI NOTpebun. [OnA Oeskux ue MNoB'A3aHO 3 TpygHowamu
iHTerpauii B iHWY CUCTEMY OXOPOHMU 340POB'A. |[HOAI BCMNOMIXKHE NiKYBaHHA, AOCTYMHE B
YKpaiHi, HeQoCcTynHe B KpaiHi, Kyau nogu nepeixann. B iHWWX BMNagkax MpPOTOKON
nikyBaHHsA B YKpaiHi iCTOTHO BIgpIiSHAKOTLCA Big, NPOTOKOMIB KpaiHM nepebyBaHHA. [Ons
AEeAKUX MauieHTIB 3annc OO0 HeobXxigHoro cneuianicta 3aMMae TUMXKHI abo Micsaui, wWwo
MOXEe O3HayaTu NepepmBaHHSA NiKyBaHHA Ta PU3NK perpecy iXHbOro CcTaHy.

Bu a6o ocob6a, npo AKy BM Nik/yeTecs, NnoTpebyeTe Ta MaeTe Npob6riemMu 3 JOCTYyNnom
[0 BigHOBJIEHHA a60 3MiHM NiKiB?

Ti, AKMM OOBENOCh nepeixaTu oo
iHWOro Micta B Mexkax YKpaiHu

3a Mexi YKpaiHu

Ti, L0 BCe e XNBYTb
y TOMY X MicLi B YKpaiHi

(@)

BigcoTok, % 10 20 30 40 50 60

hg‘ PucyHok 4 I Tak, 3 NoYaTKy BilHU Tak, ane Tak 6yno i 0o BiHK
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2. MokpuTTa 62a30BUX NOTPEO

3af0BoJIeHHA 6a3oBuUX NoTped, ocobnneo B
XWUTNI, € 0OQHAKOBO BaX/INBUM K B YKpaiHi,
TakK i B KpaiHax, AKi NPUNHANN nepeMil,eHnx
oci6. byaounHkn 6GaraTtbox nwogen  6ynu
NOLUKOAXKEHI, 3pyNHOBaHI abo 3anuwnaInCh
B OKYMnoBaHMX MicTax. barato 3 Hux
BTpaTunM poboTy, He MakTb [OCTaTHIX
¢diHaHCOBUX pecypciB abo xutna.

Buxogaum 3 pesynbraTiB gocnigxeHHs Rare
Barometer, pocTyn [0 HacTYMHUX OCHOBHUX
6nar i nocnyr ceprnosHo ycknagHeHumn (auns. MaKCcIM, AKUi K1Be
PUCyHOK 5). 3 PEeHINKeTOHypieto

Heob6xigHi BaM nikyBaHHS
abo MeanuHi NpenapaTu Ao
SIKMX Yy Bac paHiwe 6yB gocTyn

KowTw, pecypcn abo
NMPUGYTOK AN KUTTSA

[puaaTHe »ntno

[ocTaTHSA KiNbKiCTb NPOAYKTIB

XapuyBaHHs ab0 MOX/MBICTb —
roTyBaTh Xy
[JocTaTHsA KinbKiCTb UM
AKICTb OAArY, NOCTINbHOT —

6inM3HK Ta KoBap

Bes3neuHa Boga ANna NUTTS
Ta MPUroTyBaHHSA Ki

Mwuno, Boga, caHiTapHO—
ririeHiunHi maTepiann Ta
npugaTHe Micue ana MuUTTS

UncTi TyaneTtun

0 1 2 3 4 5 6
0 5 10
PucyHok 5 XogHux MoMipiHi KatacTtpoodiyHi

A\ npobnem npobnemmn npobnemmn
1



3. JocTyn A0 NiKkyBaHHA Ta MeAUYHUX Yu 6yno 6 Bam a60o nioguHi, 3a AKoro
KOHCYynbTaL,ii BM [oOrnagacte KOPUCHO 6patu
yyacTb B OHJIaH-KOHCYNbTaLifX 3

B VYkpaiHi npu [eskumx 3axBOPrOBaHHAX, SKi ..
TakKuMu cneulianictamu...

noTpebyroTb cTaLioHapHOro NiKyBaHHS
(Hanpuknag, Npyv MyKoBiCUMOO3i rocniTanisais Tak, y Hac € HeoBXigHWI NPUCTPIN
HeobxigHa 2-3 pasu Ha pik), BaXKO BrawTyBaTu i NiLKNFOYEHHSA A0 IHTepHeTY

XBOPOIro A0 3aKsiagiB OXOPOHM 300PO0B'A. Y 3B'A3KY
3 aKTMBHUMKU OoMOBUMWU AiAsMK, 0COb6nMBO Yy
NiBAEHHUX Ta CXiAHMX perioHax KpaiHW, HaceneHHs
Ta [efki Meguku 3anuwunaum  KpaiHy abo €
BHYTPILWHLO MNepeMilleHnMn  ocobamn.  [leski
3aK/1agM OXOPOHWM 3[40POB'A Hapasi 3pyMHOBaHI | He 3Hato
abo He OYHKUIOHYHOTb. TakMM 4YMHOM, Y peLuTu

nikapeHb, nepeBaXHO B LieHTpanbHin Ta 3axigHin

YKpaiHi, KinbKiCTb MauieHTiB 36inblUyeTbCA, WO 29 o,
YCKJ/TagHIOE OpraHisaLito npoLuecis NikyBaHHS.

Tak, ane MM He MaeMo BianoBig-
HOro MNPUCTPOKD Ta MiAKNHOYEHHS
00 |[HTepHeTy

| Hi

55 %
KomaHpa
6 . MeanNYHMX haxiBLB,
Lis npobnema Moxe cTaTu OOBroTePMiHOBOM, 11 % B wo crevjaniaytorscs
OCKiNlbKM  €BPOMNENCbKi  KpalHW  nparHyTb Ha vioro/ii
3aXBOPHOBaHHI

NPUCKOPUTK MpoLeaypy npaueBnawTyBaHHSA 12 %
YKPaIHCbKUX  MefU4yHUX  MpauiBHUKIB  3a
KopaoHoM. [Ona nauieHTiB 3  pigKiCHUMK
3aXBOPHOBAHHAMKW L& O3Hayae, WO BOHWU

. [0)
3anvwaroTbcsa 6e3 OocTyny [O eKCnepTiB B 23 %

coepi iXx 3aXBOpPHOBaHb.

35 %

Nikap—
. TepanesT

[Hwa npobrnemMma p[ocTyny [0 JliKyBaHHA Ta

MeONYHUX KOHCYNbTaL,in CTOCYeTbCA 33,

TepuTopin, fKi nepebyBaroTb Mifg oOKynauiero

abo nocTpaxpganu Bid aKTUBHUX OONOBUX Lil.

AKWO /AN HEe MOXYTb BUIXaTW, Manxe

E€EAVHUIM BapiaHT A4OCTYyNy 00 MeAUYHUX MOocnyr 18 %

Ona HUX — teneMegnunHa.

9%

26 %
I'Icmxonpr abo
3rigH0O 3 pesynbTaTamMyM  OonuTyBaHHA Rare rievixiaTp
Barometer no YkpaiHi, y oOnuUTyBaHWX iCHye
6e3yMOBHa T[OTOBHICTb Ta 6axaHHs 6paTu
y4yacTb y cnewianisoBaHuXx OHNamH-
KOHCynbTaLisx (avmB. PucyHok 6). Lle moxe 6yTn
YaCTKOBMM BUpILLEHHAM MNpobaieMn 3 LOCTYNoOM 17 %
nauieHTiB 4o ¢axisLiB, KONM MegUyHi cnewianictu

HEe MOXYTb 3HaXOAUTUCb MOPYY 3 MaLiEHTOM, a
0CcobNMBO — KOMM MiCLLEeBUA  fiikap-TepanesT 41 %
MOXe 6paTu yyacTb B TaKMX 3yCTpivax.

‘" 12 .‘\‘ PucyHok 6

5%
51 %

35 %

dizioTepaneBT

6%




4. NipTpuMKa yKpaiHyiB i3 pigKicCHUMKU XBOpO6aMM, AAKi XOUyTb BUIXATU 3 KpaiHK

Ak BUNNMBae 3 pesynbTaTiB AocCnigXeHHA Rare Barometer, 2 3 10 TuUX, XTO BCe Le
npoXkuneae B YKpaiHi, nparHynu 6 BuixaTtu 3a KOPAOH, AKO6W Masin MOXJIUBICTb.

[Bi ronoBHi nepewkoan Ans TakKux ciMen — ue BIiACYTHICTb iHGopMauil, AK-0T ae
OTpUMaTK NiKyBaHHA YM colianbHi BUNAaTtn (Bkasanu 61% pecrnoHfeHTIB), Ta ¢iHAHCOBI
TpyaHow,i (Takox 61%) (aus. PUCyHoK 7).

[HWi cepnosHi NpobnemMun Ans TUx, XTo Baxae BTEKTU Bif, BiHW, AK CBigYaTb YKpaiHCbKI
navieHTCbKi opraHisauii, BKIKYaroTb MOLWYK MPUIMaroyol CTOPOHM (MeanyHoro 3aknagy)
Yy HOBIN KpalHi, BUI3L 3 OKYMOBaHUX TEPUTOPIN 4YM panoHiB aKTUBHWUX 60MOBUX LN Ta
OopraHisauito Mean4yHoro TpaHCnopTyBaHHSA (3a NnoTpebn).

3a ouiHkamn EURORDIS, 3agoBoneHHs noTpeb uiel kaTteropil ykpaiHuiB i3 pigkKicHUMK
3aXBOPHOBAHHAMW € OHIEKD 3 HaMBaXXNuBIWKX coep, WO NnoTpedbyroTb BTPYyYaHHS,
BPaxoBYHOUM IX OOLINBbHICTb | BNUB.

fIKi OCHOBHI NepeLlIKoaM 3aBaXkaloTb BaM abo Balliin poauHi BUiXxaTu 3 YKpaiHu?
(MoXnuBi gekinbka Bignosigemn)

BigcyTHicTb iHbopmalii (Hanpuknag,

ae orpumaty nikysaria wicouaneri [ 60 ©;

BUMIaTH)

@inarcosi toyprowi [ 60 %

HeBneBHEHICTb, UM 3MOXY 3HANTU

veauirx paxiauie, s savvaorcn [ 50 o

MOIM PiAKICHMM 3aXBOPHOBAHHAM

> R e o (o)
XXUTNO Y IHWIW KpalHI 43 Yo
Barenoroexrn npo 6eanery nopopoxi (MMM 37 o

CraH 370poB’sa Ta/abo nos’asaHe

3 HUM JliKyBaHHA He [J03BO/IAE - 8%

MOAOPOXKYBaTU
BaykKo 3HaTV HeoOXiaHWM - 7 o
MeanUHUIA TpaHCropT 70

MeHi 3a60opoHeHO BUI3
b A Bl 7%

3 YKpaiHu yepes BinHy
weo 7%

m PucyHok 7 BigcoTok, % 0 10 20 30 40 50 60



5. HapaHHA NCUXONOriYHOI NiATPUMKM

LlinkoM o4ikyBaHO, W0 NCUXIYHUIA CTaH
MOripwWMBCA B KOHTEKCTI MOCTINHOI
HEBM3HAYEHOCTI Ta 3arpo3mn XnUTTHO.

MNonepefHi AOCNIOXEHHA MNOKasykoTb,
Wwo oau, fKi MarTb  PIAKICHI
3aXBOPHOBaAHHA, Yy TpW pasu vacTiwe
NnoBiIgOMNAKTb npo CMYTOK i
Aerpecito, MOPIBHAHO i3 3aralbHUM
HaceneHHsaM. Tenep Ha UUX POAMHAX
NOABIMHWUIA TArap.

Ha OCHOBI gaHMX Haworo onuTyBaHHSA
(amB. PucyHok 8) 85% KaxyTb, WO 3
noyaTKy BIiHM BOHM [YyXe 4acTo,
yacto abo iHogi nepebyBarOTb Y
genpecii abo Hewacnuei, a 59%
cKasanu, Wo BOHWM 4YacTo abo pgyxe
4yacTo Hewacnuei. 77% NOBIAOMNAOTb,
WO He MOXYTb BUpIWUTKM  CBOI
npobnemu. 60% KaXyTb, Lo
NoYyBarOTbCH i30/IbOBAHUMMN.

3 3 10 kKaxyTb, WO BOHM 6
CKOpUCTannca OHNanH-NCUXOSOriYHOK
nigTpumkoro, AKwo 6 BoHa 6Oyna
AOCTYMHa.

Mix TUMWK, XTO BCe LWe XnBe B YKpaiHi
(B TOMY > 4u iHWOMY MICTi 3 noYaTky
BilHW), MoLwwMpeHe BIiAYYTTA HeBMEB-
HeHocTi: 7 i3 10 He BMNEBHEHi, 4K
BigyyBaroTb cebe B 6esneui, abo
KaXyTb, O BOHN, IMOBIpPHO, B 6e3newi
TaM, Ae BOHW €. BiguyTTaA HeMuHy4ol
3arposn noAinAwTb 26%, AKi  He
noYyBarOTbCH B 6esneui Ta
3axuLLEeHOCTI TaMm, ne BOHU
3HaxoOATbCA. BiguyTTa HeBUW3Hauye-
HOCTI BCe e € NOMITHUM cepep, Tux,
XTO BUixaB 3 YkpaiHu (52%), ane
BiAYYTTA MPAMOI 3arpo3m CTOCYETbCH
nuwe ayxe Hebaratbox (3%).

3 noyaTKy BiliHU, IK 4YacTO BM ...

| YacTo I[Hodi Pioko

BiguyBa€eTe cebe
Helac/msmnm/
Hel,acIMBOO

abo B genpecii?

BiguyBaeTe,
O HEe MaETe
HacHarun nogonatu
TPYAHOLLI?

BiguyBaete
cebe caMOTHbO
(i3onboBaHoO)?

PucyHok 8



PEKOMEHLIALIIT EURORDIS HA KOPOTKO-
TA JI0BIOCTPOKOBY NEPCIEKTNBY

Mu cnogiBaemMocChb, WO iHGopMaLia y LbOMYy 3BiTi BUYEPMHO OMUCYE, WO BUKIINKKU, 3
AKUMU CTUKAKOTLCA YKPaIHLIi, WO XWUBYTb 3 PIOKICHUMN 3aXBOPHOBAHHAMU, € TAXKUMMU,
LWBMAOKO 3MIHIOKOTbCS, i, BIipOrigHO, MaTUMYTb HaChigKMU B CepefHbO- YM AOBrOCTPOKOBIN
NnepcrneKkTuBi. ICHYOTb OYEeBUAHI NPOBIEMU, WO 3aKMKaOTb A0 HEBIAKNAQHOMO HaAaHHA
KOPOTKOCTPOKOBOI MeOM4YHOI A0MNOMOrn Ta NiATPUMKWU NOAAM, AKi 1T NoTpebyroTb, ane
TakKoX ICHye peafibHa noTpeba B TOMy, LWOO MiXXHapoOAHI oOpraHisauii Ta ycTaHOBW
CTpaTeriyHo cniBnpautoBann 3 YKpaiHo, Wob AOMOMOrTU I HaLOMYXUTU BTPaYeHUN

OCHOBHI pekoMeHaaLii:

F'ymaHiTapHi opraHisauili MOXyTb AOMNOMOrTW, OOE€EAHABLUIMCb 00 3YCU/b YKPaIHCbKUX
NaLieHTCbKUX OpraHizauin, wob 3abesnedynT OCHOBHI NOTPe6m yKpaiHUiB i3 pigKicCHUMK
3axXBOPHOBAHHAMM, TaKi K Xap4yyBaHHSA, XWUTNO, 3aCobu riricHn Ta ¢iHaHCOBY NiATPUMKY.
BOHM MOXYTb 3p06UTK CBIiM BHECOK, MNIATPUMYKOUYM CYCMINbHUIA iHTEepec [0 HarasbHUX
notpeb B YkpalHi. [nsa HacTynHUX eTaniB pearyBaHHA B YKpalHi Ta ANA BCiIX ManbyTHix
Kpus 6yno 6 oouinbHO 3acTOCyBaT NPOAKTUBHUMA NipXia 40 OUIHKKM NoTped yKpalHuiB i3
PiOKICHUMWN 3axBOPHOBaAHHAMMW Ta BpaxyBaTu IX nNig 4ac po3pobku CBOIX Mporpam
pearyBaHHA. EURORDIS cniBnpautoe 3 rymaHiTapHMMW opradisauisMm, wob Kpatile
BU3HAUYMUTN Ta 3PO3YMITU MNOTPedn UIEl rpynn HaceneHHs, i Mu BIiOKpUTI OS5 OOMiHyY
iHpopMaLiero Ta AOCBIOOM 3 ByAb-AKUMKN r'YMaHITapHUMK OpraHisauisiMm 3a 1X 3annToMm.

€sponeicbKa KoMmicia 3pobuna 6arato, wob nigTpumaTtn YkpaiHu. Mun 3aknunkaemo i
nNigCcUINTN U AOMNOMOITU, BUAINAYN goaaTtkoBi ¢GiHAHCKM KpaiHaMm, ski 3abes3nedvyoTb
YKPaIHCbKUX MaLEHTIB 3 PIAKICHUMW 3aXBOPHOBAHHAMM NiKYBaHHAM, fiKe He € [OJ18 HUX
OOCTYNHUM B YKpaiHi, wob nigTpumaTtu CTabiflbHICTb CUCTEM OXOPOHM 340POB'A B
NPUUMaroYMx KpaiHax. EBPOKOMICIS TakKOX MOXe BKKYUTKM Yy CBOI Nporpamu
¢iHaHCyBaHHA Hambinbll ypasnuMeBi BEPCTBM HACENEHHA Ta CrpPUATU  3MILHEHHKO
rPOMafsAHCbKOro CyCrinbCTBa, BPaxXxOBYOUM IXHIO POMb Y HagaHHI NiATPUMKN YKpalHLUAM
i3 pigKiCHMMM 3aXBOPOBaHHAMU. BOHa TaKoX MOXe CTBOPUTU CTPYKTYPY, AKa AO3BONTb
oodiliiHe napTHepPCTBO Mix EBponencbkuMu pedepeHTHUMN Mepexamu (ERN) Ta
YKPalHCbKUMM yCTaHOBaMM, WO6G KNiHIYHI daxiBui B €Bponi Manu Binblue MOX/INBOCTEN
nigTpuMaTmn CBOIX YKPAIHCbKUX KOJer.




MauieHTCbKi opraHisayii  3aknnkKarTbCA
NpPoAOBXYBaTWU HagaBaTW BKpan HEObXigHYy
6esnocepegHO AOMOMOry ANA MigTPUMKU
NpPakTUYHUX notped cimen, AKI
NpUDKOXaoTb 3 YKpaiHn. OCTaHHIM YacTo
notpibHa pgonomora B OpPIEHTYBaHHI B
MiCLEeBMX CUCTEMax aAMiHIiCTpauil Ta

OXOPOHM 3[40pPOB'A, AOCTYMi A0 MeaUYHOI

AOMOMOrv Ta XWUTNa, BNawTyBaHHI AiTen y
BiQMNOBIAHI LLUKOMM Ta HanarogXeHHi 3B’A3KiB
3i CBOIMU HOBUMMW TUMYacoBUMM
rpomMagamMmu. [lauieHTCbKi  rpynu  TakoXx
MOXYTb CKepoBYBaTW YKpalHCbKi CiMT Ao
nporpaMm EURORDIS, €Ki MOXyTb M
AOMOMOITY, BK/KOYAOUM Hally nporpamy
KOPOTKOCTPOKOBOIro »Xntna 3 Airbnb i Haly
nporpamMy HafaHHA 6e3KOLWTOBHOI OHMaNH-
NCUXONOTIYHOI MIATPUMKK ONA yKpalHUiB i3
PigKICHUMN 3aXBOPHOBAHHAMM.

€sponeiicbKi pedepeHTHi Mepexi (ERN),
MegUuHi 3aKnagu Ta npawiBHUKU OXOPOHMU
300poB'A MOXYTb OOMOMOrTH,
nigTprUMaBLLn poboTy BipTyanbHoro
LeHTpy (Xaby) PigkicHux 3axBoploBaHb,
PO3MILLLEHOrO Y ANTAYIN NikapHi bapcenoHn,
AiSNIbHICTb AKOro cnpsMoBaHa Ha JOonoMory
ykpaiHUAsM y €C B OpIiEHTYBaHHI Yy
€BPOMNENCLKUX CneLianisoBaHNUX LeHTpax.

Jlikapi MOXYTb LWyKaTW HOBITHI WNAXMK
NigTPUMKW  CBOIX  KONer  3arajabHoro
npoointo B YkpaiHi B HafaHHi

crneuianisoBaHUX MeOUYHUX KOHCYNbTaLin
ciM'aM nepeceneHyis. MegnyHi 3aknagn Ta
nikapi MOXYyTb 6paTh y4yacTb Yy TpPEHiHrax
yKpalHCbKUX NikapiB, BUCTyNaTU Ha OHNaNH
KOHbEepeHLUiaxX i HaBiTb CAPUATU PO3BUTKY
cneuianbHMX  HaBUMYOK B YKPAIHCbKUX
nikapis, AKi 3apas npautoroTb y
€BPONENCbKUX KJNiHIKax, Wwob6 BOHW MNOTIM
noesepTanncsa AoLOMY i3 HOBUMMU 3HAHHAMMU
Ta HaBMYKaMW.

2100 mg
= rivestile

PomaH, akun
XWMBE 3 NNereHeBoto
rinepTeHsieto

B igeani ykpalHCbKi MeguyHi npauiBHUKN
NMOBUHHI OYTW iHTerpoBaHi «fK OQILiHI
adininosaHi napTHepu ERNs
[EBponencbkmx pedpepeHTHUX mepex] y
NiATPUMKY  KOHUenTy  6esbapepHoro
HagaHHA  Megu4yHOl  JOoMoMOrMm  Ha
€BPOMNENCBLKUX TEPUTOPISX»2,

dapmaneBTUYHI KOMMaHii  MOBWHHI
NpPOAOBXYBaTU HagaBaTu MiKN, HE MeHLW
HeOobXiAHI CbOrofHi, HiX BOHWM Oynn B
B6epesHi. BOHWM TakOX 3aKNMKalTbCH
3apeecTpyBaTu  CBOKO  MPOAYKLilO B
YKpaiHi, w06 3MeHWnUTNn puUsnK pantoBol
BTpaTM [OCTynNy [[O CBOIX JfiKiB nicns
3aKiHYeHHA  BiMHW. HapewTi, BOHU
MOXYTb  BXMBaTW  poO3CyqImMBUX Ta
CTabiNbHUX [OOBroCTPOKOBUX 3axofiB Yy
cniBnpayi i3 MiHICTEPCTBOM OXOPOHWU
340poB'A YKpalHu Ta, B pasi HEObXiAHOCTI,
i3 3a5y4YeHHsAM MiDKHapPOLHUX OpraHisaLin
Onsa 3abesrnedyeHHa OOCTyny A0 NikKiB B
YKpaiHi.

AKLLO MU BCi 3pO06UMO CBill BHECOK,
pa3oM MU 3MOXEMO [OMNOMOrTHU
BiabyayBatuca Kpaue

YKpaiHi
3apagu npgen, Wo MalTb pigKicHiI
3aXBOPIOBAHHA.

2 EeBponelicbki Mepexi MeauYHWX YCTaHOB, WO CrnewianiayroTbCs Ha PigkiCHUX i cknagHux
3axBOPIOBaHHAX, pearyroTb Ha ykpaiHcbky Kpusy, The Lancet Regional Health - Europe, Tom 19,

2022,100464, ISSN 2666-7762, doi.org/10.1016/j.lanepe.2022.100464
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HEYPALI0BI OPrAHISALLIT, MALUIGHTCBKI FPYN
TA YCTAHOBH BNALN, L0 fonyynnnce no
NIAr0TOBKK LIbOT0 3BITY
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pomapcbKka opraHisauis
«AcoljiaLis XxBopux Ha
nereHeBy rinepTeHsito»

pomapcbKka opraHisauis

«BceykpaiHcbka acouialis
[0MOMOrM XBOPUM Ha
TY6EepO3HUIN CKIepos»

Children with Spinal Muscular Atrophy

B® «[iTn i3 cnnHanbHoOO
M’A30BOIO aTpodieto»

4? » OXMATOUT

Hawioeiansns AMTNE CHewanzosEns nikzER
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HauioHanbHa guTava
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'pomapcbKka opraHisauis
«YKpaiHCbKe 06'c¢HaHHA
XBOPUX Ha GEHINKEeTOHYpIto
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Ulkraine.

DEBRA YkpaiHa

J &

OPQAHHI B.M(BDPIOBAHHH YKPAIHH

[pomapgcbka cninka
«OpdaHHi 3axBOprOBaHHA
YkpaiHu»

A
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pomapcbKka opraHisauis
«3PICT»

B0 SCEFKPAMCREA
BCTAPAIN OIMAON
EROFYO A MMM

BceykpaiHcbka acouiauis
[0MOMOrM XBOPUM Ha
MYKOBICLIMA03

pomagcbka opraHisauia «lapmoHia Pyxy»

pomapcbka opraHisauia «O6’egHaHHS
iHBanifiB — XBOPMX Ha MyKOMOICiXipnao3»

pomapcbKka opraHisauis
«Kpok Brnepeg»

ABTOpCbKi NpaBa Ha 306paxkeHHs y 3BiTi HanexaTtb: EURORDIS-Rare Diseases Europe, opraHisauiam-uneHam EURORDIS, unsplash.com,
pexels.com, BceykpaiHcbKi acouialii 4,onoMoru xBopuM Ha MyKOBiCLMA03, [pOMaAchbKi opraHisauii «AcouiaLis XBOpUX Ha NIereHeBy
rinepteHsito», F(poMafaChKiln opraHiszadii «YkpaiHCcbke 06'€AHaHHA XBOpUX Ha deHinkeToHypito «Ocobnumsi giTnu» Ta bnarogiiHomy

doHay «CecTpu Oaninu».

EURORDIS nuwaeTbcs, Wo AnsariH Lboro 4OKYMEHTY BNPOBaAXEHUI YKpaiHCbKMK npodecioHanamu: AnboHa bynynykoBa, Xapkis.



