O MICHLIIB
[IOPATYHKY

3BIT MPO T'YMAHITAPHY OOMNOMOTIY /=~
ONA YKPAIHCbKUX MALIIEHTIB
3 PIAKICHUMWU XBOPOBAMMWU




3 nepLuoro AHA BIMHU MU
nigTpUuMyemMo nayieHTIB

3 PigKICHUMU 3aXBOPHOBaAHHAMMY,
SIKi TIKaroThb Bij )XaxiB BINHU.
Mwu nonomaraemMo iM K

B YKpaiHi, Tak i nicns
noTtpansisaHHA 4o lNonbLuyi.

BiHa, w0 noyanacsa B YKpaiHi, € 6e3npeuefeHTHOO NOAIEHD B HOBITHIN icTopil. BiitHa,
y AKil HEMae npaBun, y AKih 6oM6apAytoTb i 06CTPINIOOTL UMBINIbHI 06'€KTH, BYANHKM,
OUTAYi cagku Ta nikapHi. BiHa, XxepTBaMKn AKOI € HEBUHHI MWUPHI yKpaiHui — marepi,

AOiTn, XBOPpi.

BilHa, AKa BXe 3Mycuia Maike 5 MiNbioHIB nogen NOKUHYTUM KpaiHy. Cepen HuX
TaKOXX NauiEHTN 3 PiAKICHUMW 3aXBOPIOBAHHAMM. | Wwe 6inblue nauieHTiB i3 pigKicCHUMK
3axBOPHOBAHHAMM 3a5MLWIAETbCA B YKpaiHi — HEBIiAOMO, YM BOACTbCA IM BTEKTU i UM

[OMNOMOXKEe XTOCb IM Yy eBaKyaLii Ta 3a6e3ne4nTb NiKyBaHHS.

3 noyaTKy BilHU MM poO6MMO BCe MOX/AMBe, W06 nauieHTM 3 piagKicCHUMHK
3axBOpIOBaHHAMU 3 YKpaiHM He BiguyyBanu ce6e MOKUHYTUMU Ta 3aJ/IMLLEHUMMU 3i
CBOIMM TpyAHOLWLAMM Ha caMoTi. Mu niatpumyemo ix y 6aratbOXx HanpsiMKax:
JOonomMaraeMo TUM XTO BTiKae Bif, BillHW, MW 3abe3nedyeMo NikyBaHHS B lonbui Ta
iHWMX KpaiHax €Bponu, MM HaJaeMOo OpUANYHY Ta iHDopMaLinHy AONOMOrY, i, HapeLTi,

MU HagaeMo NiATPUMKY Ha MicLi 415 YKpalHCbKUX NaUieHTiB Ta MeANYHOI CMifIbHOTH.

Tenep uUe NepeTBOPHOETLCA 3 CreuiasibHOro MpoekTy, BMMYLUEHOro CuUTyauieto, Ha
fobpenpoaymMaHy CUCTEMY MIATPUMKKM — 3i crieuiaibHOK KOMaHZAOo, BifnoBiganbHOK

3a KOHKpeTHI ail.




LLlo Take pigKicHi xBOpo6u?

3axBOpPIOBaAHHSA € PiAKiCHUM, AKLLO BOHO Bpaxkae MeHLwe HixXX 1 i3 2000 rpomagsiH neBHOI
KpaiHu. Ane Ha faHnin MOMeHT BusaBneHo rnoHapg 6000 pisHUX pigKiCHMX 3aXBOPHOBaHb,

fIKi 3aranom Bpaxkarotb 3,5% — 6% HacesieHHs CBITY.

Tomy pigKicHi He Taki BXe 1 pigkicHi — B YKpaiHi npu6énusHo 1,5-2,5 minbiioHa niogein
3 piAKiCHUMM 3aXBOPIOBAHHAMM. [lesKi 3 HMX XBOPIiOTb Ha GiNbll MOLWIMPEHi Ta BiAOMi
PiAKICHI 3axBOPIOBaHHSA, Taki AK remModinia 4ym nepBuHHI iMyHoaediunTK, iHWI — Ha

XBOPOO6U, AKMMM XBOPItOTb NNLLE OANHULL B YCi YKpaiHi.

80% pigKicHMX 3axBOpHOBaHb MakOTb FEHETMYHE MOXOAXKEHHSA | YacTO € XPOHIYHUMMU Ta

Hebe3neYyHUMU JNA XKUTTA.

1.5—2 MJH
nawieHTIB 3
PiAKICHUMMU
3axBOPHOBAHHAMM
NpoXkueae B YKpaiHi

AARRRR
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AK MU NIATPUMYEMO NaLLIEHTIB
3 piAKiCHUMU 3aXBOPIOBaHHAMM 3 YKpaiHU?

3apa3 Halla po60Ta 6a3y€TbCFI Ha YOTUPbOX OCHOBHUX HarpAaMKax DiANbHOCTI::

1. JJjonomora naujieHTam, fiKi TiKaloTb Bij, BilHU B YKpaiHi

Mu HagaemMo nauieHTaM MiATPUMKY Ha KOXXHOMY eTari IXHbol NoAopoXXi Ao lMonbLyi um
TPaH3UTY A0 iHLWMX EBPONENCbKUX KpaiH, BK/IHOYAOUM LWBUAKE TPAHCMOPTYBaHHA Yepes
KOPAOH, OpraHisawito NpoXXnBaHHA Ta AOCTYNy A0 NiKyBaHHS.

2. MigTpuMKa yKpaiHCbKUX NaLi€HTIB Ta MeANYHOI CMiJIbHOTU Ha MicLLi

Mwn opraHi30oByeMO TpPaHCMOPTYBaHHA NiKiB Ta Mepob6nagHaHHA A0 JiKapeHb, fKi
NiKyIOTb MauUieHTIiB 3 pigKICHAMW 3axBOPHOBAHHAMM B YKpaiHi, a TakoX diHaHCyeMO
3aKyniBto NikiB Ha MicLi.

3. InpopmauinHa Ta OpuAMYHaA NiIATPUMKA NaLieHTIB

Mwn rotyemo cneuianbHi Beb6-canTu 3 iHPopMauiero ANA nauieHTiB i3 pigKiCHUMK
3axBOPIOBAHHAMM,  HOPUOUYHUMM  BUCHOBKaAMK,  [pPYyKOBaHMMW  MaTepianamm,
nepeknagamuv MeguMyHol OKYMeHTaLil Ta HagaemMo NiATPUMKY B KOPUAUYHUX NMUTAHHAX,
noB’'A3aHuX i3 nepebyBaHHAM B EC.

4. NipBULLLEeHHA 06i3HAHOCTI W,0A0 cUTyauil NalieHTiB 3 piAKICHUMKU 3aXBOPIOBAHHAMM

B YKpaiHi

Mu BUCTynaemMo Ha TeMaTUYHUX KOHdepeHuiax | 3ycTpiyax i3 3auikaBneHuMu
CTOpPOHaMU, AaeMO iHTepB'to, 6epeMo y4yacTb y nogkKacTax, Wob NpuBepHyTH yBary go
noTpeb NauieHTIB i3 piAKICHUMN 3aXBOPIOBAHHAMM B YKpaiHi Ta 3a0XOTUTM iHLLNX OiSTH.




[loriomMmora natieHTam, sKi TikaloTb Bij,
BiMHU B YKpaiHi

® Mu 3abesneyyemMo nauieHTam nigTpPUMKy
Ha KOXXHOMY eTani iX noi3gku B lNonbLuy

ab6o iHLWY eBpONencbKy KpaiHy

® OpraHi3oBYyeEMO TryMaHiTapHi Kopugopw,
o6 nauieHTH y BaXXKOMY CTaHi WwBuaLle

NPOXOANNN KOPAOH

® Mn 3alMaeMOCA KOPOTKOTEPMiHOBUM

PO3MilLL,eHHAM POLMHUN XBOPOrO

® Mwu 3a6e3neyyeMo OCTyN A0 NiKyBaHHS
B Monbuwi (NokpuBaemo BCi npoueaypw,

OopraHi3oByeMo nepwmin Bi3UT fAo

cneuianictra B HeobxigHiM ranysi a6o

rocniTanisauito)

® Mwu NponoHYyeMO NauieHTaM Ta YneHam
TXHiX poAWH 6e3KOLITOBHY NCUXOJOTiYHY

AOMOMOory yKpaiHCbKOK MOBOIO

® Y Bunagky nepeisay B iHWY €BPOMNENCbKY
KpaiHy, MM 3abe3neyyeMo 3B'fI30K
3 nauieHTCbKMMU opraHiszauisimu
B HeobXiaHiN KpaiHi, a  TaKoX
3 MeAUYHOIO KNiHIKOIo, W0 3auMacTbCcAa

NiKyBaHHAIM [,aHOr0 3aXBOPIOBaHHS

Ha gaHuUM MOMEHT BAa/10Cs AOMOMOITH

noHag 80 cim’aam nauieHTIB
3 PIAKICHMMM 3aXBOPHOBAaHHAMM 3 YKpaTHMW.




[lonomMora nawieHTamMm, Ki TiKaloTb Bij,
BiHU B YKpaiHi

Ha gaHuin MOMEHT Mu gonomornu noHag noHag 80 ciM'AM nauieHTiB 3 pigKicHUMMK
3axBOPIOBAHHAMM, BKJ/IFOYAOUYM MEPBUHHI iMyHOAediLMTH, ByNbOo3HMI enigepmMonis abo

Taki pigkicHi Bunagku, sk KIFTA.

[nsa nauieHTiB, AKi NepebyBatoTb y BaXXKOMY CTaHi, M1 noabanu nNpo CTBOPEHHA Al HUX
LWBWUAKOrO LWISIXY NePeTUHY KOPAOHY, LLL06 iM He JOBOANIIOCA CTOATH Y AOBIMX Yeprax Ha
KOPAOHI. Y nepLi AHi BiHM Yyeprn Mornu sanMaTn HaBiTb KiflbkafeHHe O4YikyBaHHSA, TOMY
O6yno BKpah BaX/MBO MPUCKOPUTU Lel npouec AN NauieHTiB 3  pigKiCHUMK

3axBOpPOBaHHAMMN.

BinbwicTb cepen nauieHTIB, AKUM MU gonomornu, ue aitn. Ane noHag 30% cepep ycix ue
JAOpOoChni, NepeBa)kHa OiNbLWICTb AKUX Ma€E AyXKe BaXKKi (OpMU 3aXBOPIOBaAHHA, SKi
noTpebytoTb MPOrpecMBHOrO JliKyBaHHA 3a Mexamu YKpaiHu, y TOMy u4uchi

TpaHcnnaHTau,l.

MNauieHT 3 piaKiCHUMUK 3aXBOPIOBAHHAMM,
AKMM MU AONOMOINU

CrtaTb BiK nauieHTiB
50+
5%
XKiHka 35-50
52% 14%

18-34
19%

Yonosik
48%

Lopocni Litn
33% 67%



[loriomMmora natieHTam, sKi TikaloTb Bij,
BiHU B YKpaiHi

Hansaknusiworo GopMOr0 HaLol OMOMOrK €, 3BMYaiHO, HaaHHA NaljieHTaM JocTyny
AO BignoBigHOro nikyBaHHA - sK y lMonblyi, Tak i B iHWKX €BpONencbkux KpaiHax. Lle
CTOCYBasiocsl TPbOX YUBEpTeN nauieHTiB, AKMM Mu gonomornu (41% nikytoTbesa B MonbLj,
a 33% oTpumanu AOCTyn A0 JiKyBaHHSA 3a KopAoHoM). Llo6 ue ctano MoXnuBum, y
6araTbOx BMMagKax cnoyaTtky noTpibHa 6yna AoNoOMOra y LWBUAKOMY NepPeTUHi KOpAoHY
(31%), opraHi3aLii KOPOTKOCTPOKOBOro MpoXuBaHHA (25%) Ta nepeknagi MepguyHoOI
AOoKyMeHTauii (49%). OgHaK LM, 6e3yMOBHO, HE BUYEPNYETbCSA 06CAT HALOT JOMNOMOTM -
MU HapgaBanu iHpopMmauiiHy NiATPUMKY MaiKe BCiM MauieHTaM Ha Pi3HMX eTanax
iXHboro nepeébyBaHHa B [onbuwi. Y 6araTbox Bunagkax LuUe 6yna TakoxX
BY3bKOCMeLianisoBaHa AonomMora y BUrnsagi IpuaudHux KoOHcynbTauii abo niaroToBKM

JICTIB YN [OKYMEHTIB AN BignoBigHMX ycTaHoB Y MonbLi (23%).

97%

HapaHHs iHpopmauii

MNepeknan Mean4HoO! AOKYMeHTaLil 49%

HagaHHa gocTtyny Ao nikyBaHHSA

B MonbLyj 41%
Jonomora B oTpMMaHHi 4ocTtyny Ao o
NiKyBaHHA B iHLWKNX KpaiHax 33%
Jonomora rnpu nepeTuHi KOpAOHY 31%
KopoTkoTepMiHOBe PO3MiLLeHHs 25%
nauieHTiB

IOpugunyHnmn cynposip, 23%

[McuxonoriyHa gonomora 50/0



Ilonomora natwjeHTaMm, sIKi TIKaloTb BIj
BIMHU B YKpaIlHI

MauieHTn AKMM MK fonomMaranu nepeTuHaTn KOpAOH Ta OTpuMaTu NikyBaHHA B lMNonbuyi
4yacTo CTpaXkganu Bif AyXe piaKiCHUX 3axBoptoBaHb. [leski 3 Hux, Hanpuknag LAD-l -
3yctpivyatotbes nuwe B 1 Ha 500,000 BmnaakiB. KIFTA- noB'sisaHe 3axBOpPIOBaHHSA Le
6inbl pigkicHe 3axBoptoBaHHA — nuwe 150 giarHOCTOBaHMX MaLieHTIB y BCbOMY CBITi.
Yci BOHM BMMarawoTb AyXe chneyianisoBaHoro nigxoay. ToMy Hawa AisinbHICTb

cnpsAsMOBaHa Ha HajaHHA afekKBaTHOI MeAWYHOI [OoMoMOrM B cheuianisoBaHoOMY

MeANYHOMY LIEHTPi AKHalLBUALLe.

Cnucok piaKicHUX 3aXxBOpPIOBaHb YKPaIHCbKUX

nawieHTiB, AKUM MW AONMOMOI/H

AyToiMyHHMIA nimdonponidepaTnBHuin cuHapoun (ALPS)

Komb6iHoBaHui imyHoaediunt yepes DOCKS8 pgediuunt

3aranbHuii BapiabenbHuin imyHoaediuut (CVID)

Li-oxopaxai cnHapom
BynbosHuit enigepmonis (EB)
CuHgpoMm aediuunTy Glut1 (Glut1DS)

MeuiHkoBo-nereHeBuit cuHapom (HPS)

Finep IgD cuHgpom (HIDS)

Finep IgE cuHapom (HIES)

ino - IgM cuHgpom

Kabyki cmHapom

Posnag, nos'asanui 3 KIFTA

Hediunt agresii nevikountis 1 Tuny (LAD-I)

MiacTeHis rpasic(MG)

CuHgpoMm HelimereH (NBS)

HyHaH cungpom (NS)

®deHinkeToHypist (PKU)

Baxkkuit kombiHoOBaHU imyHopediumnT (SCID)

CniHanbHa M'sizoBa aTpodist (CMA)
SYNGAP1

XBopoba BinbcoHa

X-34yenneHa arammarnobyniHemis (XLA) 8




[loriomMmora natieHTam, sKi TikaloTb Bij,
BiMHU B YKpalHi

Konn KpaiHol mnpuaHayeHHa 6yna ¥ Rasicbk
Monbwa, MU nepegyciM HagaBanu
. . . Q
nauieHTaMm Heob6XiAHY MIATPUMKY B Buarow,
MOWYKY >KMTNa Ta  BWKOHaHHI Q
. . Mo3HaHb
Heo6XiAHUX topmanbHocTeNn, Bapwasa
i JINloasb JleHyHa
(oTpumaHHA  cTaTycy  6iXKeHus, 99

PESEL). Hapani mu 3abeanedyBanu
iM HeobXxigHYy MeauuyHy ponomory:
npuaHayanu 3ycTpiy 3 nikapamu abo

3abesnevyyBanu rocnitanisaudito B

MeANYHi LUEeHTPW, AKLWO TXHiM CcTaH

30pOB’sl LUbOro noTpebysas.

KapTa nikapeHb B lMonblui, B AKMX MK
AONOMOrNN NayieHTaM 3 piaKicCHUMMU
3aXBOPIOBAHHAMM OTPUMarnm HeobxigHe
niKyBaHHS

MauieHTn, AKi 3anuwalotbes B Monbuyi, LWoao  nauieHTis, Ak BUpIWMAKN
MOPIiBHAHO 3 NaLlieHTamy, NOJIOPOXKYBAaTW [0 (HLWIMX KpaiH, Mu
AKUM MU Haganu gonomMory

. .. 3B'A3yBanucs 3 nauieHTCbKMMM
B IHWWUX KpalHaX

opraHizauisMn, WO pAitoTb Y MNEeBHIN

[HLWi

eBpONENChKi KpaiHi, oTpumyBanu iHdopmauito [o
KpaiHu AKOro MeguyHoOro LueHTpy 1M chnij
33%

3BEpPHYTUCH, abo 3B’sI3yBanuncs

6e3nocepenHbo 3 NlikapsaMKU Ha MicusXx.

/ Y neskux BunagkKax nauieHTu cnoyatky

Monbuia 3anuuwanucs B lNonbLyi, e oTpumyBanu
67%

CLUA
1%
BigMoBigHe JliKyBaHHA, a BXe MOoTiM

BUpiLLYBanu ixaTu gani B iHLWY KpaiHy.



3HanoMmTecb, Eminis!

Eminia Ta 1 poanHa noxoasatb i3

ManeHbkoro cena no6nusy JIbBOB3,
HenogAanik NofibCbKOro KOpAoHy. Y Hel €
cTapLwmmn 6paTt MapkisiH. BoHa Hapoaunacs
B 2021 poui 3 gy>e piAKICHUM reHeTUYHUM
3axBOPIOBAHHAM MNiJ Ha3BOK BaXXKui
iMyHogediunt  (SCID,

«XBOpo6a xfionumka y 6ynbb6auwui»). Lle

KOMOGIHOBaHUMN

AyXXe  CeprMo3HUM  Tun  MepBUHHOIO
iMmyHoAediuunTy, AKUN Han4yacrTiwwe
noTpebye TpaHcnnaHTauil  KiCTKOBOro

Mo3ky (TKM) y nepLui MicsiLi XutTs.

Micna piarHoctnkn SCID EMinia Takox
yekana Ha TKM, ane B nepuwi AHi BilHMK
KUIBCbKWI rocnitanb, Ae Manu 3pobutu
onepauito, poséombunn. Kpim toro, yepes
6onosi pAii pictatuca po Kwuesa 6yno

HEMOXXJINBO.

Yci TepMiHOBO LWyKanu iHWe piweHHA. Ha
TpeTin peHb BiMHM HaM NOL3BOHUIN
6aTbku EMinii. Haw Homep BOHM oTpumanu
Bif nikapie 3i JIbBoBa. Lle 6yB no4yaTok
BilHM — He Oyfno pileHb, npoueayp,
rymMaHiTapHuUX Kopugopis Towo. Ane mu

3HaNwn, LWo Tpeba JiaTun.

3aBAsAKM Hawmm 3ycunnam Eminia pasom
i3 ycCiet0 pOOMHOK 4epes Kifibka [HiB
npuixana po [lonbuwi. Heto onikyBanucs
nikapi negiatpuyHoro BiaAiNeHHs
YHiBepCUTEeTCbKOI NikapHi B buarowi. 3
caMoro noyaTky I TaM Haganu BUHATKOBY
TYypoOTY. Micns pagy  HeobXigHuXx
JocnigXeHb [NnA Hel novanu rotyeBatu

npoueaypy TpaHcnnaHTauil.

Mapy wMicsauis TomMy EMminia nepeHecna

ycniwHy TpaHcnnaHtauito. Bigroai T

iIMyHHa cucTemMa Mno4yana HOPMasbHO
npautoBaTu. BoHa nodyBaeTbcA fobpe i

OAY>XXY€E B OTOYEHHI piAHUX B bugrodw,i.
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[igTpMMKa yKpaiHCbKMX NayicHTIB Ta
MeUYHOI CMNi/IbHOTU Ha MicLSIX

] yfou'iu

Ha dmnud momerm MU OpraH
uHUM
20 ne,befe;eub 7 MEIUKAMEHMAMUY, meou

1 MA.
DENADHAHHIM A [HMUMU peodxioHumMu petu

MM NOCTIMHO KOHTAKTYEMO 3 NiKapHAMMU,
AKi 3aMMaloTbCA JliKyBaHHAM MNauieHTIB 3
pigKiCHUMKM 3axBOprOBaHHAMU B YKpaiHi,
i OTPUMYEMO Bif HMX iHdDOpMaLito Woao
notpe6 B Nikax Ta  Megu4yHOMY

obnagHaHHi

3a noTpeou MM OpraHi3oByeMO
TPaAHCNOPTYBaHHS  MeAWKAMEeHTIB  Ta
MeZIMYHOro 06nafHaHHA [0 KOHKPETHUX

nikapeHb

barato 3 uux BignpaBseHb MICTATb
cneuianisoBaHi NpPoOAYKTH abo
obnagHaHHA, HeobXxigHi ANns NikyBaHHSA
NneBHUX pigKiCHUX 3axBOPIOBaHb,
Hanpuknag nepBUHHI iMyHoZedILMTH,

po3LennHa xpebTa abo MyKoBiCLNA03.

fAKWwo uboro BWMarae cutyauid, Mwu

diHaHCcyeMO 3aKyniBAko NiKiB Ha MicuUAX

3arazibHa BapTIiCTb NiKiB Ta megobnagaHaHHA, AKi MU

BiaNpaBuaKn B YKpaiHy abo 3aKynuin Ha micusx,
Hapa3i CTaHOBMTb NoHaA 45 Tuc. gonapis.
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MigTpMMKa yKpaiHCbKUX NayicHTIB Ta
MeUYHOI CMNi/IbHOTU Ha MicLSIX

LLlo6 apanTyBaTK Haly AiSNIbHICTb A0 NOTOYHMUX NOTPE6 MaLiEHTIB i MeAUYHOI CMiSIbHOTK
B YKpaiHi, MM NiATPUMYEMO 3B’A30K 3 NiKapsiMy 6araTtbOX MeAUYHUX LLEHTPIB, AKi NiKyHOTb
nauieHTiB 3 pigKICHUMKU 3axBOpOBaHHAMMU, a came B IBaHO-PpaHkKiBcbKy, KueBi, J1bBOBI,

MonTaBi, TepHononi, BiHHMLI, 3ani3usax.

lLlo cTocyeTbca 6e3peLenTypHUX npenapaTis, MeAMYHOro ob6fafHaHHA Ta 3acobiB
iHAMBIZyanbHOro 3axuMCTy, MKW OPraHi3oBYyEMO 3aKymiB/lO Ta TPaHCMOPTYBaHHSA

CaMOCTINHO.

Mu nepepaemMo 3anuTU Ha creuianisoBaHi iKW opraHisauiaMm, fKi MarlTb MpaBo
TpaHcnopTyBaTH IX 3a KOPAOH, Hanpuknazg nosibCbKoMmy ypsgy, NonbCcbKin MeguyHin micit

4yn YepBoHoMy XpecTy, a6o Mu (hiHaHCYEMO 3aKyniBIIO cnewiani3oBaHUX NiKiB Ha MicLi.

o .
NbBie o3a11i3|.|,i
MonTtaea

TepHoninb Q

. BiHHMUA
IBaHO-®paHKIiBCbK u

KapTa nikapeHb YKpaiHu, gns AKMX MU 3aKynuaum niku abo MmeguyHe o6nagHaHHSA
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MiaTpuMKa yKpaiHCbKUX NaLieHTIB Ta
MeUYHOI CMNi/IbHOTU Ha MicLSIX

Haw d¢oHa HapaB imyHornobyniim [llontaBCbKii AUTAYIM  KNiHIYHIA nikapHi gna

3a6e3neyeHHs NOTpPe6 yKpalHCbKUX NaLiEHTIB 3 NepBMHHMMM iMyHoAediLuTaMu.

Yepes 3aKOHO[aB4i HOPMU He BCi NIKU MOXXHa MepeBO3UTHN Yepe3d KOPAOH i AOCTaBNATH

[0 nikapeHb B YKpalHi, HaBiTb Yy paMKax rymMaHitapHol 4onomMoru. Ane Hac Le He 3yMnHSE.

3aBAskM cniBnpaui 3 yKpalHCbKMM BUMPOOHMKOM npenapaTtiB Ha OCHOBI MiasMu MU
3MOIMM NpuAadaTn iMyHOrnoodyniHK, HeoobXigHI AnNA NiKyBaHHA MaUIEHTIB 3 NEPBUHHUMMU
iMyHogediunTamn. BupobHnK gocTaBuB niku 6eanocepefHbo B nikapHto. Kynisna nikise
Ha MicuUui — Le TaKOXX MOXIMBICTb MNiATPUMATKU YKPAIHCbKY €KOHOMIKY, sika 6opeTbcs

3 HacnigKkamMu BiMHMU, LLO TPUBAE.

NOATABCbKA
OGAACHA

AUTAYA KAIHIYH

AIKAPHS|

B e

«B Taki BaxKi A7 Haloi KpaiHu AHi, € 1AM, AKi

npuuayTe HaMm Ha gornomory. beamexxHo BassYHi Adrian
Goretzki, Bernadeta Prandzioch 3a HagaHy gonomory y

BUrnsagi Aoporux nikis 4718 [ites 3 3axBOPrOBaHHAMU

IMYHHOI cucTeMu, »

«[MonTaBcbka obnacHa AnTaAYa KNniHivyHa nikapHs
MonTaBcbKoi o6nacHoi paaun», 05.07.2022
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MpoekT "MomMmnu gns YkpaiHun"

Hawa gonomora nauieHTam, ki nepebyBatoTb B YKpaiHi, BK/tOYae B cebe He TiflbKu
eKCTPeHi 3axoAu, Taki K 3aKyniB/sa Nikie, a i 6iNblu 4OBrOCTPOKOBI MPOEKTH, TaKi AK HaLl

npoekT "Momnu gna YKpaiHun".

Hapasi B YKpaiHi BiguyBaeTbcs HecTaya iHQy3iMHUX nNoMmn, ane 3aBAAKW NiATPUMLL
HalWMX AOHOPIB NauieHTU 3 NepBUHHUMM iMyHopediunTamMum 3 YKpaiHM OTPUMYIOTb
iHQy3iliHi noMnNu Ta MeguuYHe 06N1agHaHHA, IKe A03BOJISIE IM BBOAUTU iIMYHOrNobyniHu B

AOMaLLHiX ymoBaXx. |[HPy3iliHi NOMNM TaKOX BUKOPUCTOBYHOTLCS Y BiAAiNEHHAX NiKapeHb.

Hapasi iHdy3ilHi Hacocm Ta MeauyHe o6nagHaHHA oTpuManuM nikapHi JIbBOBa,
TepHonons, Kuesa, BiHHMui Ta IBaHO-®paHKiBCbKa. Jlikapi LMX NikapeHb MNponLIM
crneuianbHUA OHNAWH-TPEHIHr 3 eKcnyaTauil uuMx Hacocis, Wo6 MaTu 3Mory HaBvyaTu

CBOIX MaLlieHTiB.

Moaanbwi noctaBkM iHpy3iMHUX NOMMN 3annaHoBaHi Ha noyaTok 2023 poky.

Tpeniur ong nikapit

[Tayiermu € Yepaini Exe

Gukopucmolytoms ingyzidri nomnu
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IHpopmauinHa Ta ropuauyHa NiaTPUMKa

nawieHTiB

® Mwu 3anyckaemo Be6-canTu

3 iHdopMauieto ana  nauieHTiB i3

pigKicCHUMMU 3axBOPIOBAHHAMMU:

www.ridkisnikhvoroby.pl IHGopMaLin

pna nal-\ie"‘TiB
3 iMYyHO ne¢luMTOM

www.imunodefitsyt.pl

® [0OTyeMO HOPUAUYHI BUCHOBKMU  LWLOAO
AOCTyny A0 NiKyBaHHA O/ YKpalHCbKUX
nauieHTiB 3 XPOHIYHUMU
3axBOpIOBaHHAMM Ta nepebyBaHHAM
y MonbLui.

® Mwu CTBOPHOEMO OCBITHI MaTepianu, Taki

AK iHpopMaUinHi 6poLLypu Ta (
iHporpadiku Ans nauieHTiB 3 YKpaiHw. /ZV"'"ff‘/a/( ) >
N3 naq
® MU CTBOPIOEMO [ApyKOBaHi MaTepianu npo CUemer,, oxop ity v, Kby
Ot
Ana nauieHTiB 3 YKpaiHM Ta nikapis “"?aofboﬁ‘ fﬁozm(q,.

y MNonblLui, AKi X NiKyOTb.

® Mu nigTpUMyeMO NauieHTIB B FOPUAMYHUX MUTAHHAX, NOB'A3aHMX 3 NepebyBaHHAM B
Monbwyi (oTpumaHHs Homepa PESEL, cTaTycy 6iXeHust i T.4.) a6o OTPUMaHHSIM

couianbHMX BUNNaT.

® Mu 3BepTaemMocb Ao BignosigHux odicie y [llonbui, Wo6 OTpMMaTU HeooXigHY

iHhopMaLito Ta BignoBiCTU Ha 3aNUTaHHS NaLEHTIB.

Y Hac € 6 nepeKknagadiB Ha 2 KOHTUHEHTAX, AKI

nepeKknagatoTb MeandHy AOKYMEHTALLIFO NALIEHTIB,
o6 3abe3neynTn im HaneXHY MeanyHy A0MNOMOTY.
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https://www.ridkisnikhvoroby.pl/
http://www.imunodefitsyt.pl/

IHpopmMauivHa Ta ropuauyHa NigTPUMKa

nawieHTiB

1. Be6-caiTu 3 iHpopmauicio 4N XBOpuX Ha PiAKiCHi 3aXBOpIOBaHHSA

Y nepuwi TMXXHI BiHW MW NigroTyBann gBa cauTu — OAUH OJ1S MauieHTIB 3 piaKiCHUMHM
3axBOPHOBAHHAMM, iHWWA NS NaUiEHTIB 3 NePBUHHMMUK iMyHoaediumMTamMu. Ha canTax

MO>Ha 3HaUTU:
® KOHTaKTHi faHi nikapeHb, sKi NiKyoTb NepBUHHI iMyHOAediLnTH

® KoHTaKTHa iHdopMaLis nepeBipeHnX NONbCbKUX OpraHi3auin nauieHTIiB i3 pigKiCHUMM

3axXBOPHOBAHHAMM

® [locTiiHO OHOBMNIOBaHy BUYepnHy 36ipKy i3 BignoBigamMu Ha noHap 30 nowwMpeHux
3anuTaHb WoA0 AOCTYMNY YKPAIHCbKMX NALEHTIB 3 XPOHIYHMMM 3aXBOPIOBAHHAMU A0

nikyBaHHs B lNonbLyi, couianbHOI 4OMNOMOrM, po60Ty Ta OCBITK B MonblLui

® OpuAaNYHIi BUCHOBKM MOJSIbCbKOIO Ta YKPaAiHCbKOK MOBaMM, SKi BKa3ylTb Ha Te, W0
YKpalHCbKi ODKeHLi MaloTb AOCTYNn A0 6e3KOWTOBHOI MeAUYHOI AOMOMOrM Maike

y BCiX BMNagKax, B TOMy Ynchi Tepanito pigKiCHUX 3aXBOPIOBaHb.

Indpopmauin
ANA NauieHTis
3iMyHopediuuToM

8 Monbuyi

AKTYyanbHUi CNUCOK NiKapeHb, AKI NiKy0TL
imyHopediunTn
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https://www.imunodefitsyt.pl/
http://ridkisnikhvoroby.pl/

1 e e
IHpopmauinHa Ta ropuguyHa NigTPUMKa

nawuicHTIB

2. HapapykoBaHi MmaTepianu

Mwu nigrotyBanu ABi ApyKoBaHi 6polwypu AN NauieHTiB, AKi 6€3KOWTOBHO OTPUMYHOTb

y BigJiNIeHHSAX NikapeHb, e NiKyroTbCA XBOPi Ha PigKiCHIi 3aXBOPOBaHHA 3 YKpaiHu.

® Mepwmit 3 HUX NpeacTaB/IiE CUCTEMY OXOPOHM 370poB'A B lMofblli 3 TOUYKU 30py

nauieHTIiB 3 PiAKICHUMN 3aXBOPHOBaHHAMM.

® JIpyra — ue yKpaiHCbKO-MOSIbCbKUN MEeANYHUIMA CITOBHUK AN1A NAUIEHTIB 3 NepBUHHUMMU
iMyHoaediuMTamn. BiH MICTUTb NOHaZ COTHK HaMBaXKMBILLMX MEAUYHUX TEPMIHIB,
NMoB'A3aHUX i3 MepBUHHUMKU iMyHOZediuMTaMK, SKi 4acTO BUKOPUCTOBYHOTbCAHA

B KabiHeTi nikapsa abo B MeAUYHUX JOKYMEHTaXx.

® B ocTaHHii 6poLuypi nAeTbCca NPo couianbHi BUNAATK, AOCTYMNHI B MNonbLyi Ans XBOpuX
Ha P3 abo onikyHiB xBopux Ha P3, Ski BHacnifoK BiliHKW, cNpuUYnHeHOI Pocieto, 6ynu

3MYyLUEeHi BTeKTU 3 YKpaiHu Ao NonbLuy,.

R YKpaiHCbKO- . .
Oxopou,a NoNbCbKUM S CouianbHa
3popoB'A MeAUYHUN ' niaTPUMKa
B MonbLui C/IOBHUYOK B MonbLyi

MNyTIBHMK ANA NALIEHTIB 3 YKPaiHu ANK NAUIEHTIB 3 NEPBUHHUM MNyTiBHVK ANS NALieHTiB

imyHoaediunToM 3 PiAKICHMMI 33aXBOPIOBAHHAMI
3 YKpaiHn Ta IXHiX poanH

OV . e e EDY

Hoamucrime na ofknadurka,

wod ;AU”AHM«A)I(UML( dpouypu
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https://s3-eu-west-1.amazonaws.com/landingi-editor-uploads/O4tPye5U/Slovnychok.pdf
https://s3-eu-west-1.amazonaws.com/landingi-editor-uploads/lkw42gbK/Okhorona.pdf
https://s3-eu-west-1.amazonaws.com/landingi-editor-uploads/flvFFgJd/Sotsial_na_pidtrymka.pdf

1 e e
IHpopmauinHa Ta ropuguyHa NigTPUMKa

nawieHTiB

3. IHWi HaBYanbHi MaTepianu

OcKinbKu yKpailHCbKi NTMCTKU Henpaue3paTHocTi B Monblyi He BM3HAKOTbCA i NaLieHTH
NOBUHHI NpoxoauTu npoueaypy B Monbli, MU nigroTyBanu AOPOXKHI KapTu, B SIKUX
NPOCTO ONUCaHO, IKk OTPUMATU JICTOK HenpauespaTHocTi B Monbwi ana giten go 16

POKIB i ANA [OpOCAnX NauieHTiB cTapLie 16 pokis.

Wwnax 4o
OTPUMAHHA

AOBIAKW NPO CTYNIHL
IHBANIAHOCTI AN
YKPAIHCBKVX AITER
MONOAWWX 16 POKIB

BUCHOBKH, AYMKB KNGCHOTD KEDIBHALS.

Wwnax 4o
OTPUMAHHA

AOBIAKM NPO CTYNIHL
IHBANIAHOCTI ANR
YKPATHCbKMX NAUIEHTIB
CTAPWWX 16 POKIB

cneyisni
2. i AOKYMENTH, K] MOWYT SOAYTH H3
BHBHGUEHH CTYNEH IKBRNAOCTI, KANPHKIAA,
CHXOMOrO-TRRQFOF v BUCHOSKHA

EDY Nectheare iducation msttte ED Heothcare sducation mstute

Hauwmuctims na ingorpagixy,

wod ;afaymmkumu

Mwn Takox ctBopunu iHdorpadiky, sika 4eMOHCTPYE NOPiBHAHHA rpadika BakuMHaLil Ha
2022 pik y Monbwi Tta YkpaiHi. Lia iHborpadika gonomarae ykpaiHCbKUM 6aTbkKam
3p03yMiTH, K BUrnagae kaneHgap wenseHb y [Nonblui, HAacKisIbKK BiH BiAPi3HAETbCA Bif
YKPaAiHCbKOro Ta SIKUMW LENSIeHHAMM BapTO [OMOBHUTU HaWOGAMX4YMM 4acom. Yci

060B’A3KOBI LenieHHs B [NonbLui 418 HEMOBHOMITHIX NaLiEHTIB 3 YKpaiHN 6E€3KOLUTOBHI.

Tpadix oBos'naxoewx wyennens na 2022 pix:
A Monsu) 3rigwe ronossoro
Ta Ana Yxpaiuw 33 AaHumu MO3 Yxpaikm

3 s 5 161
michd wcnul kR Wicndu wenge wcnus  wkeus  wcass

H
b

LH |
H

FF : 33 i3

2
2
2
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https://s3-eu-west-1.amazonaws.com/landingi-editor-uploads/q5bAR9ks/Posvidchennya_invalida_dity_vikom_do_16_rokiv.pdf
https://s3-eu-west-1.amazonaws.com/landingi-editor-uploads/VQzvfvwm/Posvidchennya_invalida_osoby_starshe_16_rokiv.pdf
https://s3-eu-west-1.amazonaws.com/landingi-editor-uploads/1pbdoFK3/Hrafik_obov_yazkovykh_shcheplen_na_2022_rik.pdf

3HanomMmTecb, Mawua!

Mawa - 2-piyHa fiBYMHKA 3 MasieHbKoro
cena B 3anopi3bKin ob6bnacTi. Y Hei €
cTapwui 6pat BaHA. Y Hel reHeTU4YHuUi
CUHApPOM, CUHApPOM HelMereHa, SAKuu
nposiBNAAETbCA B iMyHopediuunTi, Ayxe
BUCOKOMY PU3UKY BUHUKHEHHSI MYXJIMH i

Mikpouedanii.

3 MOMEHTY HapOKEHHS BOHa 6yna ayxe
MasieHbKOolo, Ha L0 3BepTanu ysary nikapi,
ane AOCUTb [LOBro He MOraM BCTAaHOBUTHU
jiarHos  6yB

JiarHos. OcTaTo4Hum

NnocTaBfIEHUI BXe MiCNA NoYaTKy BiNHW.

[0 24 noToro XuTTA BCI€l Tl pognHM 6yno
HopMmanbHuM. [i Mama npauioBana B
LUKONI, TaTO — 3BaplOBasIbHUKOM, a 6paT
XoAMB y AuTcapok. [iBunHka nepebyBana

nig onikoto 6abyci Ta gigycs.

Ii mama posnosina Ham: «Konu noyvanacs

BilHa, BCe 3MiHMNocA. BpaHui 9
NPOKMHYBCA Bif, TOro, WO Mo4yyB, K LLOCb
NeTUTb Hap OYyAMHKOM, ane OCKifbKu
MeniTtononb Hepaneko Big Hac, A
noaymas, WO Le NpPOCTO MiTak NeTUTb Ha
aepogpoM. Mosi Mmama xuse B Menitononi.

A nobaymna Bif Hel NOBIAOMIEHHSA O N'ATIN

paHKy 'MoA3BOHM MeHi' | ToAi Bigpasy
3p03yMina, Wo Wochb He Tak. f 11 A3BOHIO,

a BOHa njiaye: «AHs, novyanacs BinHa».

BaTbky Mawi Bunwnmn Ha NnoABip's i B ToN
)€ MOMEHT nNOMITUIN Hah rosIoBOKO
4YOTUPW paKeTu, MPMYOMy TaK 6N3bKO, LLLO
3MOrnn posrneaitm Bci  getani. BoHu
3ibpanu peydi i BMpPILIMAN NMOKUHYTU CBOE
ceno. Yepes Tpu pHi B ceno yeiAwnu
pocilcbKi conpaTm.

Ha HoBOMYy Micui BOHM Xxogunu B
60MHO0CX0BMLLE Nif Yac KOXKHOI MNOBITPAAHOI
TpuBOIK, Konu 6 ue He 6yNo, BAEHb, BHOMI,
B 6yAb-sIKy roguHy. Ane yepes Aesakuin yac
novyana

y Maului nigsuLlyBaTUCA

Temnepatypa. CiM'a nogymana, wWo ue
19




MO)Xe OyTu noB'd3aHO 3 yMOBaMu B
6omb60Ccx0BMLL. TOMy BOHM nepecTanu
XOAUTU B 6OMOOCXOBMULLLE, HAMaranucsa nipg,
yac MNOBITPSIHUX TPUBOr 3anuwaTUCsa B
KBapTUpPi B 6inbll 6€3neYyHux Micusx, i
BOHa ofy)kana. Ane yepes 2-3 MicsLi BOHU
BUPILLMAN 3HOBY 3BEPHYTUCA A0 NiKapHi,

11106 IKOCb MPOCTEXUTU 32 il PO3BUTKOM.

Nlikap-imyHonor  3anopisbkoi  o6nacHoi

ANTAYOl NikapHi nopague M roixatu Ao

J1bBOBA, B 3axiiHOyKpaiHCbKNi Hapasi Mawa noyyBaeTbca  [06pe,
crieyianisoBaHum  AUTAYUA  MEOUYHUN nepebysae nig Harnsgom iMyHonoris. Ane,
LEeHTp, Ae Nikapi gonomMornu im fisHatucs 3a IXHIMM NopajamMu, BOHa MOKWU WO He
Npo XBOpoOy. Ane uboro Bce OAHO 6yno MOXe XoAUWTM B  AWUTCAfOK  4epes
He[0CTaTHbO, Ta M YMOBU OyNn HEMEeBHI, iMyHogediuuT. T 6pakye 3B'A3Ky 3
aZ)xe BOHM BCe LWe Xuim B 3anopisbKin oAHoniTKaMn, ane ue pna 1i X 6nara.
obnacTi, 6n1M3bkKo A0 NiHii PpoHTy.. Tomy 3apa3 BOHa novasa XBOPITU TPOXM
BOHU BUPIIMAN MOKUHYTU YKpaiHy i yacTiwe, HiXX paHiwe. 3BM4yanHa 3acTtyga
BuixaTu po Monbuyi. MOXe TpuBaTu 2-3 TUXKHIi, TOMY T TPOXM

BaXkye NepexuTu Li 3BuYanHi iHpekLUil, HixX

IHWKM AiTAM.

Moa wmama wuee 8 Meaimononi.
A nobauuna ei0 Hei No8iOOMsIEHHA O

I Q57 n MU - M
n'amidi paHky "no0360oHU MeHi" i modi Bcs poauHa yekae nepemory YKpaiHu Ta

8i0pasy 3po3yMisna, Wo WoCb He MAk. . . o
p y p y ’ w m 3BIJIbHEHHA CBoO€l TepMTOpII, ajXXe Xxou4ye

NOBEpHYTUCA AOAOMY, A0 Aigycs, 6abyci

3 Hawoto gonomoroto Mawa notpanuna B Ta poguyiB Mauwi, aki sanuwwunucsa. Ane,
nikapHio y Bpounasi, npownwna roBHe Hacamnepeg, BOHM XO04yyTb, W06 Mala
0OCTEXXEHHS B iMYyHOJIOTIHHOMY BifAiNEHHI oTpuMyBasia  HauWKpawun  AOCTYMHUN
Ta oTpMMarna KoHcynbTauil Kapgionora. pornag y Monbuyi.
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«CTaH nauieHTIiB 3 piAKICHUMHU
3axXBOpPOBAHHAMMU 3 YKpalHU...» — 3BIT

LLlo6 e Kpale 3p0o3yMiTH IXHIO CUTYyaLlito Ta aganTyBaTh Halwy ryMaHiTapHy AisfbHICTb
A0 iXHiX noTpe6, y nunHi 2022 poKy MU MpOBeNn OnNuUTyBaHHA B rpyni 3 6nu3bko 30
YKpaiHCbKUX MauieHTiB Ta OMiKyHiB, AKUM MW OOMOMOINKN Ta AKi 3apa3 NpoXXuBaroTb Yy
PisHUX KpaiHax €Bponu. 3BIT, AKMA MK NiAroTyBanyM Ha OCHOBI 3i6paHuX BignoBigen,

AOCTYMHUIN YKPAIHCbKOKO Ta aHMMiNnCbKOK MOBaMM.
PecnoHpeHTiB 3anuTyBanu Npo Taki MMTaHHS, AK:
® nepiof nepebyBaHHs 3a MeXXamMu YKpaiHu
® ojep)XaHy MeguyHy A0NOMOry y 3B'A3KY 3i CBOIM 3aXBOPHOBAHHAM

® opepxkaHy iHaHCOBY Aonomory ans 6ixkeHuiB 5
HoumucHitm®: wo

® OCHOBHIi TPYAHOLLi, 3 SKUMW BOHN CTUKAOTbCSA 3a KOPAOHOM ot fect ;Kim

nPo”{uw‘A
® OTOYHa CUTYaL|ifl 3 XXUTIOM i pO60OTOO

® MaHu Ha ManbyTHE

3BIT 11000
.. JOCTIIIXEHHS

“cTAH '\

ITALIIEHTIB

3 PIAKICHUMM
3AXBOPIOBAHHSAMM

3 YKPATHU, SIKI BTIKAJIN
BIfL BIMHK

Bernadeta Prandzioch-Goretzki
Kamila Rzepka

THE SITUATION s" -

OF PATIENTS
WITH RARE DISEASES
FROM UKRAINE

WHO FLED THE WAR
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https://eduinstitute.org/application/files/4416/6422/6895/Survey_research_report_ENG.pdf
https://eduinstitute.org/application/files/5516/6427/8499/Survey_research_report_UKR.pdf

«CTaH nauieHTIiB 3 piAKICHUMHU
3axXBOpPOBAHHAMMU 3 YKpalHU...» — 3BIT

HalBa)xnuBilli BACHOBKM 3 AOC/iA)XEHHSA:

® [lepeBa)kHa 6iNbLUICTb PECNOHAEHTIB OTPUManM Mean4Hy AONOMOry B KpaiHi, & BOHM
3apa3 nepebyBatoTb (89%) abo B)e 3anucanncs Ha MpUMoM A0 NiKaps Yu NikapHi
(4%). Lle cBigunTb Npo Te, WO KpaiHu, AKi NpuiAMatoTb Nogewn, siki TikatoTb Bif BillHU B
YKpaiHi, ebeKTMBHO pearytoTb Ha iXHi NoTpebu y chepi MegnyHoro o6CnyroByBaHHs.
HagiTb ntogsam, siki yepes xBopoby NoTpebyloTb BUCOKOCMeELiaNi30BaHUX i JOpPOrux
MeANYHUX npoueayp, Taknx fK onepawil, onepawil Y4 HaBiTb TpaHCMaHTaLis, BOHU

rapaHTOBaHi B KpaiHax, Kyan BOHU Npuoynu.

® 61% pecrnoHAeHTIB 3a3HauYuy, WO OAHIE 3 HANGINbLWIMX TPyAHOLLIB, NOB'A3aHUX i3
XBOp06010, 3 KO0 TM A0Benocs 3iTKHYTUCH Nicnsa BUI3Ay 3 YKpaiHu, € MOBHUI 6ap’ep
y ChnifiKyBaHHi 3 nikapsiMu. ToOMy Aily)xe Ba)XJIMBO CTBOpPIOBATM HaB4YasibHi MaTepianu
YKpalHCbKOKO MOBOK Ta 3AIMCHIOBATW IHLWI iHILiaTUBMK, CNpPSAMOBaHi Ha MonerweHHs

CNiNIKyBaHHA MiX NikapsaMK Ta nauieHTamMu.

® Maiixe 4/5 pecnoHgaeHTiB (79%) Bkasanu, WO OoTpUMyBanu ¢iHaHCOBY A0OMOMOry B
KpaiHi, fe BOHM 3apa3 nepebyBatoTb, ane B O6inbwocTi (64%) ue 6yna nuwe
opHopasoBa diHaHcoBa gonomora Ans 6ixeHuis. Bupaerbca HeobXigHMM nopaymaTu

npo 6inbl AOBrocTpPoKoBi popMu NiATPUMKM 6idXKEHLLIB Yy KpaiHaX, AiKi IX NpuiMaloThb.

OTpuMaHHA MeAUYHOI A0NOMOru OTpumaHHsa odiuiiHoi piHaHCOBOT
NPOTAromM nepebyBaHHA 3a MeXXaMu NiATPUMKHN
YKpaiHu Y KpaiHige nauieHTn nepebyBaloTb

Tak
89%

Hi
A 7% Tax
\ 79%

Hi, ane Bxxe €

3ansaHoBaHUM

npumMom B

nikapsi aéo

rocnitanisauis

4% 22



"Brave RARE Ukraine" He3abapom

MpoTarom pOeB'aTM  MicAuiB, BiAKONXM gonoMora nauieHTam 3 piaKicHUMK
3axBOpOBaHHAMM 3 YKpaiHM cTasia OCHOBHMM HarnpsMKOM AiffIbHOCTI Haworo GoHAay,
MW MOYYNUN He3NiYeHHY KiNlbKiCTb HEMMOBIPHUX ICTOPIN. MUY BigUYyBaEMO, LLIO KOXEH 3 LinX
nauieHTIB | KOXXHa 3 UMX CiMeln - cripaBXHi BOIHWU. ['epol, Npo AKUX HIXTO He 4yB. | Mu

XOTiNn 6 Ue 3MiHUTH.

MawieHTn 3 piaKICHUMK 3aXBOPHOBAHHSAMM YaCcTO 3aNMLLIAKOTLCA B TiHi. IXHi icTopii piako
BUXOAATb Ha LIMPOKMK 3aran. | nig yac BiNHM uUe He € BUMHATKOM. Came TOMy MU
ctBopunu npoekT "Brave RARE Ukraine", B SKOMy po3noBigaTMMeMo iCTOpil TUX, XTO B
YMOBax YXOPCTOKOCTIi BilHW NPOJOBXYE BOPOTUCS 3i CBOIMM XBOPOHGAMU Ta BUKJIMKAMMU,

fIKi MoCcTaroTb nepean HUMN.

Mu xoyeMoO paTu npaBoO rosiocy nauieHTam, IXHIM poauHaMm, nikapsm 3 YkpaiHu Ta
npeAcTaBHUKAM MaUi€HTCbKMX opraHisauii. My xo4emMo CTBOpPUTU Beb6-caunT, ge 6yaemMo

AinnTucs ixHiMu ictopismm y dopmi iHTepB'to, BiAeo Ta NOAKacCTIB.
OMAHIA Hawmory pondy
ma 6106 xen; « Prokicui>»

nayietmy n;
u n/a ‘fﬁcaeanacy
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IMigBuLL,eHHS 06i3HAHOCTI W00 cUTyaulil
nayieHTIiB 3 pPiAKICHUMU 3aXBOPIOBAHHAMM
B YKpaiHi

Mu BUCTYnaemo nepeg MIDKHApPOAHOK ayaMTOpieto, MiABULLYHOYM O06I3HaHICTb MNpo

CUTYaLito NauieHTIB 3 PiAKICHUMN 3aXBOpPHOBaHHAMMN B YKpalHi

® Mu B3AnM yyacTb Yy 3yCTpidyi Mepexi napsiiaMeHTCbKUX afBOKaTiB PiAKICHUX

3axBOpoBaHb EBponencbKoro napnamenTy(23.03.2022)

® VY Hac 6yna npomoBa gns KaHagcbKoi opraHisadii nauieHTiB 3 iMyHogediumMTom
(KBiTeHb 2022)

® Ha 3anpoweHHs GlobalGenes mu BucTynunu B noakacTi "RareCast’, askui Bege
HaHienb NeBiH (TpaBeHb 2022)

® Mwu B3ANM yyaCTb B OHNavH-KOHPepeHUil AnA ykKpalHCbKMX NikapiB "PigKicCHi
3axBoptoBaHHsA y aiten” (10.06.2022)

® Mwu nigroTyBanu BigeonpeseHTauito ansa yvyacHukis BIO International Convention

(CaH [iero, yepBHeHb 2022)

® Mwu Buctynanu Ha 11-n €Bponencobkiin KoHdepeHLil 3 piaKiCHUX 3axBOprOBaHb
(28.06.2022)

® [po YkpaiHy roeopunu nig 4ac Plasma Protein Forum (BawwHrtoH, 11-
12.10.2022)

9 rpyaHs nig yac CAMMITY «CBIT 3A YKPAIHY» pa3soM 3 yyacCHUKaMM 3 yCbOro CBITy MU
06roBOpOBaNM Kpauli rymMaHiTapHi, couianbHi Ta €KOHOMIYHI pilleHHs ANns [OMOMOru

YKpaiHi.

Episode #385
How a Polish Rare Disease Organizations Is Helping Its
Ukrainian Neighbors

“ouraer

> asms 020132 — O

HawmucH imb

oaKﬁcw‘
xomu 1

nochy 24


https://globalgenes.org/rare-cast/episode-385

CniBnpaus 3 iHLULMMU OpraHi3aliamu

MM TakoX CTEXUMO 3a TUM, o6 6yTK B KypcCi BCiX iHiLiaTMB, NOB'A3aHUX 3 AOMNOMOroH
nauieHTam 3 pPigKiCHUMKU 3aXBOPIHOBAHHAMU, MU 6EpeMo y4acTb y 3ycTpivyax 3 iHLMMM

opraHisauismu Ta ocobamu, siKi NPUAMatOTb PiLLEHHS.

® Mwu nigTpMMyeMO 3B’A30K 3 Maui€HTCbKUMW OpraHisauiaMn, aKki NigTPUMYOTb XBOPUX

Ha pigKiCHI 3aXBOPIOBaHHSA Ha HaUiOHaNbHOMY Ta MDXKHapOAHOMY PiBHAX
® bepeMo yyacTb Yy 3acifiaHHAX rofIoBHMX OpraHisauin Woao piaKiCHUX 3axBOpPOBaHb

® 3ycTpiyaemMoca 3 npeAcTaBHMKaMW MiXKHApPOAHUX Ta BITYM3HAHUX TyYMaHiTapHUX

opraHisauin

® Mu TakoX B3fNM ydacTb y 3ycTpidyi Mepexi napnaMeHTCbKUX afBoOKaTiB PigKICHUX
3axBoploBaHb €Bponeicbkoro napnamMeHTy (23.03.2022). 3a pesynbTaTtamMu 3ycTpidi
6yno 3p0o6s1IeHO 3BEPHEHHA A0 Npe3ngeHTa EBPONENCbKOI KOMICIT WoA0 HeOOXiAHOCTI
NIATPUMKKU NaUieHTIB 3 PIAKICHUMU 3axBOPHOBaHHAMW 3 YKpalHW Ta MOXJIMBUX

METOoAIB Ain.

® Mu TicHo cniBnpautoemo 3 EURORDIS, B pamkax npoekTy Razem z Ukrainag.




lNMpusiTantech 3 HacTtelo!

" nuwe cim pokis. Bowa 3 [loH6acy, 3
JincnuaHcbka JlyraHcbKoi oénacTi. Y Hei

ayTOiMyHHe 3aXBOpPKOBaAHHA, a CamMe Kinbka

PiSHMX 3axBOpOBaHb: Baxka ¢dopma
NepexpecHoro CUHAPOMY, ayTOIMYHHWN
renatuT, Hecneuu@iyHUn  BMPaA3KOBUN

KOMIT Ta Qi6bpn3yOYNI XONaHTIT.

Konu in 6yno maixe pgBa poku, y Hel
nigHANaca AyXe BucokKa TemMneparypa, i i
rocnitTanisyBanu B 06sacHy nikapHio. Ane
TaM He 3MOrnuM nocTaBUTU MNpaBUIbHUN
JiarHo3. AHTUGIOTMKM He pgonomaranu,
TOMYy Jlikapi BupiwWMAK BignpasuTK 1i Ao
Knesa, B nikapHto "Oxmatgut’, nOe 1in

NnocTaBuAN giarHo3 i noyanu slikyBaHHA.

[o BiHM Bce XUTTA CiMT KpyTunocs
HaBKO/NO XxBOpo6u HacTi. Y Hei 6yna gyxe
cyBOpa JieTa, BOHa TMOBWHHA 6yna
perynapHo xapyyBaTucs, npunMaTtu niku B
NEBHUM Yac i KOXHI Tpu Micsaui 13auTn B

nikapHto go Knesa.

24 noTOro CiM'A ay)Xke 4YiTKo nam'atae, Wwo

NPOKUHYNUCA Big BUOYXIB, YBIMKHYN
Tenewi3op i HOBWMHWM 6ynM  MpOCTO
Xax/iMBUMKU - NO BCiA  KpaiHi  AwWnu

6ombapayBaHHA. [loyann cnyckatn B

HanHeobXxigHiwe:

nigsan OOKYMEHTW,

MeAWYHiI KapTKu, Teni peui.

Tak noyanocs iXHE nigBanbHe XUTTA. Y
nepepBax MiX aBiaygapamu mMama Hacri
nigHimanaca B 6yAWMHOK, Hamaranacs
LLOCb NpUroTyBaTun, ane Koan noymHanucs
BUOYXH, 11 OBOANNOCS LUBUAKO BUMUKATH
ras i cnyckatuca BHM3. KoxkeH noxig po
MarasuHy 6yB BUNpobyBaHHSAM. MarasmHu
BigKpmMBanucs Bce pigLue i pigle, i nrogam
AOBOANIOCA rOAUHaMN CTOATU B Yeprax.

Hacta noBuMHHa 6yna A[oOTpMMyBaTUCA

CBOro 3BUYaNHOro pauioHy, ane

LAOTPUMYBATUCS Oro 6YN1I0 HEMOXIMBO. il
cTaBasio BCe riplle - BOHa CUJIbHO CXyAna i
cTtana pyxe 6nigot. o Toro X, niku
3akiH4yyBanucsa. Toai ciM'a  npurHana

pilweHHA  BuixaTu. Ane BMIXatTn 3

JlncnyaHcbka BUABUIIOCSA CKIagHiLle, HiX

BOHW OYiKyBanu. &




Ix nocTinHo o6cTpintosanu. lopora 6yna .
Lle oyxuce eaxmKko, Koau y mebe 6yno

8ce, KO/AU mu wue Yy ceoill KpdiHi, a
nomiMm 8ce 3MIHIOEMbLCA — muU 8ce

Xaxnmeow. BoHM nnakanm, Kpuyanum,

Monunuca i 6oponuca 3a XuUTTA. BpeluTi-

pewT ™ BAanocs jpictatucs
KpamaTtopcbka i noTdroMm goixatm Ao
JlbBOBa. A TaM BOJIOHTEPU NOCAANIN IX HA

aBTo6yC A0 MNonbLui.

Y Hux 3abpanu Bce, WO 6yn0 3 LiHHMX
peyen. Jinwe nanbka, proK3ak 3 Jslikamu Ta
npoaykrtamu, Le BCe, WO BOHM B3ANU 3

cob6oto. Lle Bce 3 Ynm BOHM Noixanu.

CiM'to HacTi nepeBe3nu po Tabopy Ans
6i>keHuiB y M. MNwunbucnasiue. Tam ix gyxe
Tenno npuniHanu. Ane Hacta 6yna xBopa.
BoHa nepectanaicty, we 6inbLue cxyana, a
il aHanisn 6ynn ayxe noraHumn. Mama
HacTi no4ana nucatn NOCTU B iHTEPHETI,
A3BOHUTW Ha BCi rapayi NiHil, 9Ki TinbKu
Morfia 3HauTu, NpocUTU Mpo [OMNomory i
TaKk BuAwMIa Ha Haw ¢oHA. 3 Hawor
HeBENUKOK aornomMoroto HacTta notpanuna

[0 NOTPibHUX cneuianicTi..

3apas BoHa nepebyBae nig npodecinHnm
HarnagAoM Ta NpUUMae iMyHOCYNpPecUBHY

Tepanito.

empayaew, cmaew Hikum"

BoHa He MOXe XxoAuTW A0 LWKONuW, ane

HaB4Ya€TbCA BAOMa.

Mepw 3a BCe BOHM MaHyOTb BUBYUTU
MOBY, WO6 6inblle gisHaTUCA NPO KpaiHy,
fKa 1X npunHana. Bce, WO BOHM Manu B
JlncnyaHcbky, 3pyMHOBaHO, TOMY IM HeMae
[0 4oro noseprtatucA. TOMYy BOHU
Bupiwmnn 3anuwutuca y [lonbuwi. "Le
AY)Xe BaXKo, Konn y Tebe 6yno Bce, Kon
TU >XXWB Yy CBOIW KpaiHi, a noTiM Bce
3MIHIOETBCA - TU BCe BTpayvacell, CTaew
HiKMM", - po3noBina mama HacrTi. Ane BoHu
MaloTb HaMip po3noyaTu CBOE XMUTTA

3HOBY, TYT, y MonbLu,i.




3MI npo Hawy AisNbHICTb

«AfBoKaT nayieHTiB Ta rpuUCT AgpiaH [opelKi, 3aCHOBHUK | MNpesngeHT
«Healthcare Education Institute» B [1o/bLyi, TAKOX goroMarae CiM’ssM XBopux
Ha pifgKiCHI 3axBOpHOBaHHSI NEPeTHyTU KOPAOH i opraHidyBaTun HeOOXigHy

MeLANYHY 4OIMoOMOry.

Woro opraHisayiss goromarae nayieHTam LWBUAKO [epeTuHaTu KOPAOH,
opraHisoBye megu4yHe o6cnyroByBaHHS B [lonibLyi, nepeknagae MeanyHy
JOKYMeHTaLito 3 YKPaiHCbKOI Ha M0JIbCbKY YN aHIJiNCbKY, 3aKyrnoBye JlikK1 Ta

Meaun4He obs1agHaHHA 415 iKapeHb B YKpaiHi».

Erin Durkin, "National Journal", Washington DC, 4.04.2022

TN «36nuxKeHHa», 15.03.2022

— EMinia Ta 1l MmaTu B nikapHi B bugrouyi

s TVPIBYDGC

RARE INSPIRATION

HapssuyanHi 4acu BuMararoTb Hafg3BUYaWHUX 3YCUJIb.

Maroun 3a nneynma Bpa)xarwo4yy paHHKO aBOKaTCbKy

EXtraordmary e AIANIbHICTb, KON B YKpaiHi cTanocsa Hemucamme, AgpiaH
times...

[opeuki He Tilbkn ONUHUBCA B MNOTPIGHOMY Micyi B

noTpibHMI 4Yac, ane ¥ MaB HeOOXigHi HaBWYKM, LIO6
3irpatu cBOKO POJib ¥y NOAO0SaHHI ryMaHITapHoOI Kpusn 415

cninbHoTyM 11[] B perioHi.

Lle pobutb AgpiaHa HalmMM pigKiCHAM HaTXHEHHUKOM.

L s Nicola Miller, "RARE Revolution Magazine’,
oCiHb 2022

RARE Revolution
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3MI npo Hawy AisNbHICTb

"The Source. Winter 2022", )XypHan PPTA

SIX MONTHS
OF
SUPPORT:

HUMANITARIAN AID
FOR UKRAINIAN
RARE DISEASE PATIENTS

BY ALEXAWETZEL, PPTA DIRECTOR, LEAD FOR EUROPEAN PLASMA
ADRIAN GORETZKI, FOUNDER & PRESIDENT, EDUINSTITUTE.ORG FOUNDATION
-GORETZKI, VICE PRESIDENT, FOUNDATION

drian Goretad, fve pati
Ah;gﬂ)\ﬂxmth).js fe Bernadeta Prandzioch- i
Garetzki, -

3 3 o

They i On one hand, we help them fice the

PPTAmet with Adri i in Bur
humanitarion actiritics. ista idei d Enally, i
supportfor Ukrainian patients and the medical community:

Ahoe proi 4 ion, b

‘Ulkrainian civilians, mothers, children, andthe sick A war that hole,

i ents wi Nottoforget,  betweenLs and 25 mill e rare di o
the patients with rarediseasas who stayed in Ulraine, uncertain

8 THESOURCE | WINTER 2022

“SINCE THE BEGINNING OF THE WAR,
'WE HAVE BEEN DOING OUR BEST
TO PREVENT UKRAINIAN PATIENTS
WITH RARE DISEASES FROM FEELING
ABANDONED AND LEFT T0 DEAL
WITH THEIR DIFFICULTIES ALONE.
WE SUPPORT THEM IN MANY WAYS.
ON ONE HAND, WE HELP THEM FLEE
THE WAR, AND ON THE OTHER HAND,
WE PROVIDE THEM WITH TREATMENT
IN POLAND AND OTHER EUROPEAN
COUNTRIES.”

pri while =]
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o e
tosupport patients! a5 KIFlA-asociated neurclogial disorders (KAND)
ofactivity,
1 Fistof Wepioride  Esp
patients i i
4o Polandor transitto other European souatries, forthem.
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aterial i dsupport @
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i “Universal
encourag others toact. hysicians,or providing hoepitalzation in medis] centers if

their heslth condiions required it

WINTER 2022 | THESOURCE 9
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e Hospital in Lyiv, Ternopi, Ky, Vinnitss, and Irano.
should goro, irctly. I
i ccordingh
treatment, reof
country. ‘humanitarian aid. We have been confronted by some legal
chall
© Hows the situation In Ukraine now? of a Ukminian producer of plasma-derived medicines, we were
por
P s, of
i ]
immunodeficiencies, spinabifida, or cysic fibrosis. to patients?
f
g 5 i
necessities. For patients with chronic diseases whoare in Poland,
in Ukraine i i
nd
questi
hospital d from patients.
o

“THE PATIENTS WE HAVE HELPED TO
CROSS THE BORDER AND RECEIVE
TREATMENT IN POLAND WERE OFTEN
AFFECTED BY VERY RARE DISEASES
THAT REQUIRED A SPECIALIZED
APPROACH. THAT IS WHY OUR
ACTIVITIES ARE ALWAYS FOCUSED ON
PROVIDING ADEQUATE MEDICAL CARE
IN A SPECIALIZED MEDICAL CENTER AS
SOON AS POSSIBLE.”

‘We exchange information about all ongoing initiatives
related o rare disease patients and participate in meetings
‘with other organizations, representatives from humanitarian
‘onganizations, and decision-makers on the national and
international level. We were able to clasely collaborate

EVERY PATIENT
STORY IS
ONE-OF-A-KIND

with Ukraine) project.
1n March, we participated in the European Parliament
Di X,
be taken. ‘severe combined immuncdeficiency 5CID “the
Bubble Boy disease). This is  serious type of primary
o

Butinthe

needsare growing. We expect the next wave of rare isease
refugees as the winter is approaching.

first days of the war while Emilia was also waiting for her
transplart the hospitalin Kiyv, where the procedure was
bombed,

‘mare details at adrian@eduinstitute.org or +4.860936.3932.
‘There's also a page for individual donations at
donations eduinstitute.org

More information about the foundation's general acivity
‘can be found on our website, eduinstitute.org, We havean

together to ensure patients' safety and access o treatment. «

of by doctors in apediatric hospitalin Bydgaszcz Emilia
has undenwent a successfl transplant earler this year.
She feels better and is recovering surrounded by family.

WINTER 2022 | THESOURCE 11

29



https://www.pptaglobal.org/about-us/the-source
https://www.pptaglobal.org/about-us/the-source

JNikapi npo Hawy AisiNbHICTb

«BiiHa 3MiHWNIa XUTTA KOXHoro! Ane Bci Mu

BepoHika KynbumHcbKa
17 godz. - &

The war has changed everyone's life! Yet, we are all fighting for the better life! 60peMOCFl 33 KpaLLle )KMTTHI ﬂeﬂKi ﬂIOﬂM

Some people defend us on the frontline, while others provide us with the

necessary aid regarding health issues. What is really important for us is the o _ees o

support we get from people who deeply care about the Ukrainians. There are so 3ax"mame Hac Ha JIIHII (ppoHTy’ B TOM qac AK
many kind people all around! We, on behalf of the staff and patients, especially

little ones, would like to express our sincere emotions and say "Thanks" to all the

great people who have sent such a significant support to us. Your understanding iHlui 3a 6e3ne l.,y’o Tb TaKy HeO6XiﬂHy HOHOMOry

and kindness deserve the best praise.
Adrian Goretzki Bernadeta Prandzioch

it ) noB’sisaHy 3 MeAWYHUM 3abe3neyeHHsAM. [1s
Hac gyxe BaxnuBa [MigTpuMKa, SKY MU
OTPUMYEMO. Big JIHOAEN, SKUM He bangyxi

yKpaiHui. Tak 6arato gobpux noges HaBkoso!

Mw, Big iMeHi nepcoHany Ta nayieHTiB, 0CO6aMBO
MaJsieHbKUX, XO4eMO BUCJ/IOBUTU LUMPI eMoLil Ta
ckasatu «Cnacmbi» BCIM 4yfoBUM NHO45IM, SKI
Hafjann HaM TaKy 3HayHy nigTpuMmky. Bawe

PO3YMIHHS1 | JO6pOTa 3acsyroByrOTb HanbisibLLOI

rnoxsasnu.»
BepoHika KynbunHCbKa, fiikap, K.M.H
JlikapHsa B 3anisusx, 6.04.2022
«be3niy cnie BASAYHOCTI [0 HaLUUX MOJIbCbKNX [ e

. . . Benwka BAAUHICTb HALWMM NOABCHKUM APY3AM, BaarogiiHukam Adrian
Apy3’B, AﬂplaHa rOpeuKl Ta BepHaﬂeT" Goretzki Ta Bernadeta Prandzioch 3a HaaaHy A0NOMOTY HaWKUM AiTKaM

3 LUYKPOBWUM AiabeToM i nepBuHHUMY iMyHOAediuMTaMU. CbOTOAHI

lpaHA3boX, 3a ixHI0O AOMOMOry HalUM BiTAM 3 DBEEROSIAME, MUA 5005 O DA Y SRS TR,
Wielkie dzieki za nieustajace wsparcie i pomoc.
LyKpoBUmM AiaéeTOM Ta nepBuHHNMH Zobacz thumaczenie

imyHogepiyntamn. CoorogHi y BigAiNneHHS

[e——
b bt
o gttt
~ ittt Seer

HaLuol nikapHi rnepeganan r/tOKOMETPH, TecCT-
CMYXXKM, LpuLm 45 BBe/JeHHS
IMyHOrno6yniHiB Ta iHwe megm4yHe obsagHaHHS.
Benuke cnacmbi 3a MOCTiViHY MIZTPUMKY Ta

HAOrnomory.»

Mpod. OkcaHa bospuyk, nikap, 4.M.H,

JlikapHsa B TepHononi, 11.04.2022

3 komentarze 1 udostepnienie
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' poMapcbkKi opraHi3ayii Ta nikapHi npo
Hawly AifNbHICTb

= TO "O6'epHanHa batbKis AiTeii 3 Spina bifida i Fiapouedanieio < «ﬂiTM 3 S p i na b Ifl d a Ha TepHOI'IU'lb Lu MHI
Wi, “Caiiso Ayxy"
Ans nir;;:ds’pir: bifida TepHoninbcbkoi 06aacTi OTpUMany 3acobm Aornsay i OTPMManM 3aCO 6” A Ornﬂﬂy Ta ﬂiK”.

MEAVKaMEHTU. BUCIOBAKOEMO LUMPY NOASKY OKCaHa BoapUyK 3a NOCTilHY NIATPUMKY
Ta yBary Ao AiTei, 6narogiliHukam Bernadeta Prandzioch 1a Adrian Goretzkii 3a

AOTOMTY A7 Aitei Yepalhny i saxi vach, Bucnosnroemo wmpy BasAYHICTb OkcaHi bospuyk

www.syayvodukhu.com
#Spinabifida #Hydrocephalus #ukraine

3@ [OCTIMHY nNIgTPUMKY Ta yBary L0 AiTew,
6bnaroginiinkam bepHageti [lpaHB3box Ta
AppiaHy opeuki 3a gonoMory BiTaM YKpaiHu y

Ui BaXKKi yacu.»

O «O6’egHaHHA 6aTbKiB AiTen 3 spina bifida
Ta rigpouedanieto»

«Caneo [yxy», 15.08.2022

ooc’- 27 1 udostepnienie

«AﬂMiHiCTpéIL[Iﬂ Ta Ber KOneKTMB @ KHN «TepHoninbcbka o6nacHa auTaua KAiHiuHa nikapra» TOP
&7 4godz.-Q
. .. .. .. .. .. A AawmiHicTpauis Ta Becb konektue KHI «TepHoninbcbka obnacHa ANTAYa KAiHiuHa fikapHas TOP
6 BUCNOBAIOIOTH WKPI CNOBa NOARKW HalvM BnaroaiiHvkam Healthcare Education Institute
TepHonInb Cb KOI O na CHOI 'qMTH qo' KnIHI qu, Katowice, Poland, a came Adrian Goretzki Ta Bernadeta Prandzioch 3a HaaaHy 61aroaiiHy
AONOMOTY ANA AITOK, KOTPi 3HAXOAATBCA Ha NiKYBAHHI Y HALIOMY MEAVUHOMY 3aKNaji.
A CepaeuHo asxkyemo Bam 3a NiATPUMKY Ta HeBaiiayxe CTaBAEHHA y BaXKWil Ana YKpaiHu uac.

nikapHi, TOP, BucnoBeE LWMpy Mo4sKy HEXeH Batis AORpira Y WBADKCTE RO eB s 70 A oo o AR s e
HawuM 6narogiviinkam Healthcare Education 4
Institute from Katowice, Poland, (..) 3a
HagaHy 6narogiviHy A[ornomory JiTaM, SKi
nepebyBaroTb Ha JliKyBaHHi B  HallOMy

MeaNYHOMY 3aKsiaji.

Mu wmpo BAAYHI 3a Balwy nNiZTPUMKY Ta
Typ60T/INBE CTaBJ/IeHHs OCO6/IMBO i TaKuu
TSDKKUA AN YKpaiuM 4dac. Hexail Balua

Ao6poTa i LeapicTb noBepTaroTbCA [0 Bac

Tel'lflOM AMTHLIMX Cep,ﬂele » QO Arian Goretzki i 22 mnyc kownlkéw 2 udostepnienia

TepHoNiNbCbka 06/1aCHa ANTAYA K/liHIYHA flikapHS,

10.08.2022
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JlikapHi Ta nawieHTU NPo Hally [isANbHICTb

MINISTRY OF HEALTH OF

UKRAINE
Municipal Non-Profit Enterprise
«Regional Clinical Hospital Of Ivano-

Frankivsk Regional Council»
76018, Ivano-Frankivsk, 91 Fedkovycha Str.
Phone number: +380342528010, fax+380342528118

e-mail: hospital.if ua@gmail.cam
Name, code (EDPNOU) of legal entity. 01993150

RN LAk
A ot f"/ . o ey

Dear Bernadeta!

Some people make life-changing choices. Thank you for being one of them.
Your donation will help save the lives and health of soldiers, civilians and children
affected by the war

Enormous support from generous donors like you allows medical institutions in
Ukraine, and in particular the staff of our hospital to save lives, improve health and
provide all necessary medical care to war victims. ~

The medici quipment and bles you have provided have already
saved many lives and are an invaluabl aid in the front-line hospitals and hospitals in
the rear.

We truly thank all the donors for helping our people in the fight against the

aggressor.

We are grateful for your help and support! Glory to Ukraine!

Kind regards,

Ostap Gryshchuk
Acting CEO

Jinct Big Octana [puulyka, ronoBHoro nikapsa IBaHo-OpaHKIBCbKOI nikapHi 3

cnoBaMu BAAYHOCTI 3a 3a6e3neyYeHHs MeguMyHuM iHBeHTapeM (19.04.2022)

Ees Bawoi AOMNOMOTH B ﬂ OoBporo gHA , gopornii AgpiaHe! Bce HIAK He

HAaC HIYOro 6 He

Hanuwy Bam ..xoTina nogAkyeath 3a
AONOMOTY, 38 NATPHUMEY, 33 MOTO CHHOYKA...MK

BUALLA 0.0AKYH LWe TOAl NPOKaNannce | HABITE 343NN KiNbKa

o pas!

aHanizie..locnogW, Akl y Bac nogun..! Ak pigHil
HOTINOCE | pyKW LINYESTH BEALLUWMM NiKapAM Ta
MeacecTpam ... CnacnBi Bam 3a Take
BIZHOLWEHHA 40 YKPAIHCEKWX OiToK!
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RARE Champion of Hope 2022

Global Genes, ameprkaHCbKa HeKOMepLiiHa OpraHi3auis, ska 3aiMaeTbCsl CTBOPEHHSAM
rnobanbHOI CMINbHOTK, fiIKa Ma€ Ha MeTi 6opoTucs 3 npobnemMamu pigKiCHUX
3axBoptoBaHb, 3 2012 poky Bpy4dae Haropogy RARE Champions of Hope, 3a gonomoroto

AIKOI BOHa BLLUAHOBYE Ta BU3HAE CrpaBXHiX YeMMIoHIB i3 pPigKiICHUX 3aXBOPIOBaHb.

Liboro poky Ha CaMiTi 3ax1CTy nauieHTiB 3 pigKiCHUMU 3axBoproBaHHAMU 2022 poky B
CaH-[iero, KanipopHis, Aapian opeuki otpumae 3BaHHs RARE Champion of Hope 3a
"BigAaHy LisnbHICTb, NPUCBSAYEHY AOMNOMO3i B OTPUMaHHI JlikyBaHHA TUM, XTO WMOro
noTpebye, i 0ocobnuBo 3a pob6oTy, CNpAMOBaHY Ha AONOMOry nauieHTaM y nepeTuHi
NONbCbKO-YKPaiHCbKOro KoppaoHy B 2022 poui, 3ab6e3aneyeHHs pocTyny Ao Tepanii Ta

iHWOT MeguyHoI Aonomoru”.

2022 RARE Champion in Advocacy, Individual
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https://www.facebook.com/globalgenes/videos/2307799692711532/

HeouiHeHHa gjonomMora HaLioro
YKpPalHOMOBHOIro MeHe)Xepa NnpoeKTy

3aBAsKM (QiHaAHCOBIM NiATPMMUI OAHOrO 3 HaWWX MNapTHEPIB MU 3MOIMU HaWHATU
HOBOro npauiBHMKa, AHacTtacio [lopoweHKo, nikapsa nepiatpa, 3 Be/IMKUM AOCBifOM
po6oTn 3 pAiTbMM 3 Ppi3HUMKM 3axXBOPIOBAHHAMWU — B TOMY uMCNi 3 PpigKiCHUMM

3aXBOPIOBAHHAMM.

Y ¢oHAai BOHa BigNoBigae 3a AiANbHICTb, MOB'AI3aHY 3 KOMIMJIEKCHOK MNiATPUMKOIO
naugieHTiB 3 pigKicCHAMM 3axBoploBaHHAMM 3 YKpaiHMW, fIKi TiKaloTb Bif BilHM — Bij
AOMNOMOrnM nig 4Yac Noi3gKM [0 Opradisauil nNpoXKMBaHHSA, 3abe3neyeHHsa AOCTyny Ao

Me[MYHOI 0MOMOrM Ta 4ONoOMOru 3 CI)OpMaJ'IbHVIMVI NMUTaHHAMMW.

BoHa TakoX KOOpAMHYE rymMaHiTapHy ONOMOry onsa nikapeHb B YKpaiHi, AKi 3anMaroTbcs

NiKyBaHHAM MaLieHTIB 3 PiAKICHUMW 3aXBOPHOBAHHAMMN.

«Po6oTa 3 ntogbMu 3aBXxamn b6yna A5 MeHe
Ayxe 6au3bkoro i Baxamnsor. 0cobsmBo
YiHHO  3apa3 jgornomaratu  nayieHtam
3 PIgKICHUMM 3axBOPHOBaAHHAMM 3 YKpaiHu,
azj)ke BOHU NoTpebyroTb 0CO6NBOI yBaru siK
B MUWPHUW 4ac, TaKk | TUM [adye B TakKuu

CKN1afHMN AJ15 HaLLoI KpaiHu Yac.

A [gyxe nuwarocd TUM, WO € YacCTUHOK

KOMaHAu, sika pobuTb yce MOXuBe, 106

JornomMorty  nayieHtaM 3 YkpaiHn  He

Anastasiia Doroshenko, MD rnoyysatucs HaoAuHUi 3i CBOIMU

Project Manager, Ukraine response npobnemamu Ta Aonatu yci TpyAHOLi Ha
Wwasxy A0 OTPUMaHHA  HEOBXigHOro

JliKyBaHHS. »
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CniBnpaus Ta nigTpMMKa

Amicus l‘

CSL Behring

Therapeutics ASCENSIA Biotherapies for Life™

Diabetes Care

|=| HORIZON octapharma

INNOVATIVE HEALTH SCIENCES ™

ovid ® ~ ANINEC m
* Therapeutics SO e Nt Takeda

Ca ad ian Immunodeficiencies Patient Organization

****

j X Global Genes*
EURURDIS Allies in Rare Disease
RARE DISEASES EUROPE nﬂl gﬁmmﬁ
lmmungprotect i " RID
Stowarzysz s0b z niedoborami odpomosci OPOAHHI 3%?0&!0%% YKPAIHU

By TaKoX moXKeTe CTaTh Halnm NMNapTHeEpPOM

i NiATPUMYBATU AiANbHICTb 3abe3nevyeHHA AKICHOro XKUTTS
nauieHTiB 3 YKpaiHM — 3B’ AXKiTbcA 3 Hamu!
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D -] Healthcare Education Institute

The Foundation

IHpopmauisa npo ¢poHA

The Healthcare Education Institute 6y 3acHoBaHunm y 2017 3a iHiuiaTuBu AppiaHa
opeuki, ntoagnHn 3 XLA Ta agBokaTa nauieHTiB i3 noHag 10-piYHMM JOCBIAOM po6OTH
ANs CNiNbHOT MauieHTiB. Y Hawin NOBCAKAEHHIN AistNIbHOCTI MU 3MILHIOEMO rosoc
CNiNIbHOT NauieHTiB, HAaBYaeMO nigepiB rpyn nauieHTiB, CTBOPIOEMO 3BITU, AOCNIAXEHHSA
Ta HaB4YaNbHi MaTepianu, yce ANs TOro, Wo6 NepekoHaTUCS, WO NaUieHTIB 3 PiAKICHUMMU

3aXBOPOBAHHAMM MOMIYalOTh | BOHM OTPUMYIOTb HalKpally MeauyHy 4onoMory.

3 noyaTky BiiHU My po6MMO BCe, W06 NiaTPMMaTN XBOPUX Ha PiAKICHI 3aXBOPHOBAaHHA 3
YKpaiHu. 3apas y Hac € Mi>kHapoAHa KoMaHAa BigaaHux BonoHTepiB i3 CLLUA go Ykpaiuy,

AIKi NpaLoOTb pa3oMm, LWo6 3ab6e3neynT 6e3neKy NauieHTiB i AOCTYN A0 NiKyBaHHSA.

Bu MoXxeTe npouynTaTy Ginblue Npo Hally WoAeHHY poboTy TyT: eduinstitute.org.

Papa gupekTopis

Adrian Goretzki, LL.M.
3aCHOBHUK, Npe3nAaeHT poHay

Y 2010-2018 pokax nigep [MonbCbKol acouiauii NauieHTiB 3 MepBUMHHUMM

iMmyHogediuMTamm  «Immunoprotect», KOMWUWIHIA 4YNeH BMKOHaBYOlI pagu

MiDXKHapogHOI rofioBHOI acouiauil MixHapogHOI opraHisauil nauieHTiB 3
NeEPBUHHUMM iMyHoZediumMTaMM. 3a ycnilHUWA 3axucT iHTepeciB nauieHTiB lopeuki oTpumaB
Haropopgy JlyuaHo Baccani y 2014 poui Ta Haropoay pektopa Cine3sbkoro yHiBepcuteTty y 2020 poui i
Rare Champion of Hope y 2022. Y 2021 poui BiH yBi/iLIOB A0 KOpOTKoro crnmcky npemii EURORDIS 3a
3axuCT iHTepeciB nauieHTiB y 2021 poui.. MpodecinHnin rOpUCT, pagHUK Ta rOSIOBHWUIA gonosigay.

3axonneETbCA MOXJIIMBOCTAMM, AKi fatoTb HOBI TEXHOJIOTIT B ranysi OCBITW.

Bernadeta Prandzioch-Goretzki, M.Psy, B.Ed
Biue-npe3unaeHT poHAy

MNMcuxonor, Aka Mae 3Ha4YHWI [oCBig poboTM 3 MauieHTaMu 3 pPigKiCHUMMK

3axBOpPIOBaHHAMM, Npautoe B Ui cdepi 3 2014 poky. B IHCTUTYTI BOHa BignoBigae

3a HayKOBY YacCTWHY Hawoi po60TH, 30CEPEIXYHOUMCb Ha KoopAauMHaLil
JocCnifKeHb i 3BiTiB. JocnigkeHHs chepy AKOCTi XUTTS NaLieHTiB 3 pigKiCHUMK 3axBOPIOBaHHAMMU.
ABTOp nocibHMKa ANs nauieHTiB 3 NepBUHHUMMK iMyHoZediunTaMmu «loBHOTA XUTTA». YCAilWHUA
cnikep TEDx (noHap 350 Tuc. nepernsgie Ha YouTube), aBTop 6araTboX HayKoBWUX My6nikauii Ha

MiXKHapo4HMX KOH(EpPEHLisiX Ta CTaTeN, Lo MONyAsSpU3YHOTb MCUXONOriYHI 3HaHHS.
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https://eduinstitute.org/

MigTpumanTe Hac i npuegHanuTecs A0 TUX,
ANS1 KOro piaKicHe 03Haya€ BUHATKOBE,
a He MeHLl Ba)XXJ/imBe.

Bu MoXXeTe niagTpUMaTH Hally AiANbHICTb Ta 34iUCHUTH

no)>xepTBy Yyepes PayPal.

BukopucTtoBytoun QR Koa B NpaBOMYy KyTKy abo HaTUCHyBLUM TYT.

Bu Tako)X Mo)XeTe 3po6UTU NoXKepTBy 6e3nocepeAHbo Ha Halli 6aHKIBCbKi paxyHKM,

BBiBWMW «Donation to help rare disease patients from Ukraine» B 3arofloBky nepekasy.

DeTtani:

Healthcare Education Institute. The Foundation,
Gliwicka 74/4, 40-854 Katowice, Poland

SWIFT/BIC: PPABPLPK (BNP Paribas)

® PL (noxeptsa B PLN): PL45 1600 1055 1830 5274 2000 0001
® INT (noxeptBa B EUR): PL34 1600 1055 1830 5274 2000 0005

® INT (noxepTtsa B USD): PL07 1600 1055 1830 5274 2000 0006

By TaKo)X MOXKeTe CTaTu Halum rany3esmm JOHOPOM abo 6i3Hec-napTHep0M.

AKWwo BM abo Balla KOMMaHiA 6a)xaeTe 3p06UTM KOpPNOpaTUBHY MOXepPTBY M AN LbOro
noTpibHa yroaa, 6yab nacka, noBigoMte Hac. M1 € Henpu6yTKOBOIO Ta 3BiJIbHEHOIO Bij,
cnnatu MNAOB d¢yHpauieto, posTawoBaHo B [Monblui (topuandHuii eksiBaneHT US

501(c)(3) cTaTyc opraHisauii).

AKL,o Yy BaC BUHUKIN 3alnnTaHHA abo BM 6Ga)kaeTe iHWWUM YMHOM I'Ii,D,TpVIMaTVI Hally

JDiSANbHICTb — 3B'XITbCA 3 HAMMU:
Healthcare Education Institute. The Foundation
<] office@eduinstitute.org

% +48 609 363 932
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https://www.paypal.com/donate/?hosted_button_id=9FVH2ZWM3FPME




