6 MICHLIIB
[HIOTPUMKUA

3BIT NMPO T'YMAHITAPHY OOMNMOMOTY
ONA YKPAIHCbKUX MALLIEHTIB
3 PIOKICHUMWN XBOPOBAMNU




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
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T <1:2000
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AK MU NIATPUMYEMO NaLLIEHTIB
3 piAKiCHUMU 3aXBOPIOBaHHAMM 3 YKpaiHU?

3apa3 Halla po60Ta 683y€TbCﬂ 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. NMiaTpuMKa yKpaiHCbKUX NaLi€eHTIB Ta MeAUYHOI CMiIbHOTU Ha MicLi

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

® Mwu 3abesneyvyyemMo nauieHTaM nigTpUMKy
Ha KOXXHOMY eTani iX noizaku B MonbLyy

ab0 iHLWY eBpPONencbKy KpaiHy

® OpraHi3oBYeEMO TryMaHiTapHi Kopupopw,
o6 NauieHTM y BaXXKOMy CTaHi wBugLle

rnpoxoannun KopaoH

® My 3allMaeMoCsi KOPOTKOTEepMiHOBUM

PO3MilL,eHHAM POJMHUN XBOPOrO

® Mwu 3abesneyyemMo AOCTYyn A0 NiKyBaHHSA
B MonbLi (nokpuBaeMo BCi npoueaypw,
OpraHi3oByeMo nepwmin Bi3UT po

cneuianictra B HeobxigHin ranysi a6o

rocnitanisauito)

® Y Bunagky nepeisay B iHWY €BPONENCchbKy e €/’0/b .7
. ) ’ -pry, 7 .
KpaiHy, MW 3abesneyyemMo 3B'A30K P ompa Pratug N2Yiewm, XA
. . . Mye im X
3 nauieHTCbKUMHU opraHisauisimm o WHornodyniy,
/Iécé/(,t‘(‘ yY
/(a/b,q

B HeobXigHIn KpariHi, a TaKoXx
3 MeAUWYHOIO KNiHIKOI0, W0 3auMaeTbCo

J'IiKYBaHHHM AaHOro 3axsoproBaHHA

Ha aaHUM momeHT BAanoca 4ONOMOITHU

noHapn 70 cim’am nauieHTiB
3 PIAKICHMMM 3aXBOPOBAHHAMM 3 YKpalHW.




[lonomora naiieHTam, fiKi TiKaloTb Bif
BiMHU B YKpaiHi

Ha gaHui MOMEHT Mu gonomornu noHag noHag 70 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 nepLui AHi BINHM Yeprn MOrnv 3aMMaTn HaBiTb KiflbkageHHe 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.

MauieHTH 3 pigKicHUMK

3aXBOPIOBaHHAMM, 6 3 UMX NALIEHTIB
SIKUM MM [ONOMOIIU— A0pOCAi/AiTH .
nAaroTosaHo And

TpaHCNAHTaAUl:
Lopocni
31% 4 TpaHcnAaHTaull

KICTKOBOrO
MO3KY Ta

2 TpaHCnNaHTaul
NeyvyiHKN.

Litn
69%




IlonomMora nawjeHTaMm, siKi TIKaloTb BiJ BIMHU
B YKpaiHi

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 3aXBOplOBaHb YKPaIHCbKUX

nawieHTiB, AKUM MW AONMOMOI/H

AyToiMyHHMIA nimdonponidepaTnBHuin cuHapoun (ALPS)

Komb6iHoBaHu imyHoaediunT yepes DOCKS8 aediuunt

3aranbHuii BapiabenbHuit imyHogediuunt (CVID)

Li-mxopaxai cMHapom

BynbosHuit enigepmonis (EB)

CuHgpoMm aediunTy Glut1 (Glut1DS)

MeuiHkoBO-nereHeBuit cuHgpom (HPS)

Finep IgD cungpom (HIDS)

rinep IgE cuHppom (HIES)

ino - IgM cnHgpom

Kabyki cnHapom

Posnap, nos'asanuin 3 KIF1A

HeodiunT apresii neikouuTis 1 Tuny (LAD-I)

MiacTeHis rpaBic(MG)

CuHgpoMm HerimereH (NBS)

Bakkuit KoMbiHOBaHui imyHoediunT (SCID)

XBopo6a BinbcoHa

X-34yenneHa arammarnobyniHemis (XLA)




[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
3[0pOB'st LUbOro NoTpebyBaB. . .
Aop H peoy KapTa nikapeHb B lNonblii, B AKUX MU
AONOMOrNN NayieHTaM 3 piaKicCHUMMU
3aXBOPIOBAHHAMM OTPUMarnm HeobxigHe
niKyBaHHS

Uloao  nauieHTiB, €Ki BuUpiwmnnu
. . . noAopoXyBaTW A0 IHWWUX KpaiH, MU
MauieHTn, aki sanuwmnuca B MNMonbLui AOPOXY A P
Ta NauieHTH, AKMM 3abesne4ynnu gonomory 3B'A3yBanucs 3 nayieHTCbKMMU

B iHLUMX KpaiHax U . .
opraHisauisMu, WO Ai0OTb Yy NEBHIN

IHwi- KpaiHi, oTpumyBanu iHdopmalito Ao
eBponenco B _
Ki KpaiHu AKOr0 MegMyHOro UueHTpy iM cnig
(o)
33% 3BEpHYyTUCS, abo 3B'A3yBanucs
6e3nocepenHbo 3 NlikapsaMKU Ha MicusXx.
Y pesakux Bunagkax nauieHTu cnoyaTky
3anuwanucs B lMNMonblyi, e oTpumyBanu
CLLA . . . .
29, BiANOBigHe NiKyBaHHA, a BXe [MOoTiM

BUpiLLYBanu ixaTu gani B iHLWY KpaiHy.



MigTpMMKa yKpalHCbKUX nNalieHTIB Ta
MeAUYHOI CMNiJIbHOTU Ha MicLSAIX

® Mun NOCTINHO KOHTaKTYEMO 3 JliKapHsMW,
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

Mean4Horo O6ﬂa,D,HaHHFI 0O KOHKPETHUX

nikapeHb

® barato 3 UuUux BignpaBfeHb MICTATb
cneuianisoBaHi NpPoOAYKTH abo
obnagHaHHA, HeobXxigHi ANns NikyBaHHSA
NneBHUX pigKiCHUX 3axBOPIOBaHb,
Hanpuknag nepBUHHI iMyHoZedILMTH,

po3LennHa xpebTa abo MyKoBiCLNA03.

® AKWwo uboro BWMarae cutyauid, Mwu

w diHaHCcyeMO 3aKyniBAko NiKiB Ha MicuUAX
y U gpraHigyIrrd
i danud momeHm M

Wt UM
eHé de/weimwwe//mma/ Meo.

20 nepebe;
, "
DIIAOHAHHIM WA JHmdMU Lo OHAMU pETUM

3aranbHa BapTiCTb NiKiB Ta meaobnagHaHHA, AKi MU

BiANpaBuan B YKpaiHy abo 3akynuam Ha micuax, Hapasi
CTaHOBUTb NoHaz 45 Tnc. gonapis.




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

Hawa gonomora nauieHTam, siki nepebyBatoTb B YKpaiHi, BK/IFOYAE He nuLle eKCTpeHi Ail,

TaKi 1K 3aKyniBNA Niki., a 1 6inbl 4OBrOCTPOKOBI MPOEKTMU.

3aBAAKM NIATPUMMLI OAHOrO 3 HALWMX NApPTHEPIB HAUGMMKUMMM MicALAMU MALEHTU
3 nepBUHHMMM iMyHoAediumTamMum 3 YKpaiHM OTpuUMaloTb iHQY3iHI nomnu, sKi
AO3BONATbD 1M BBOAUTM iMyHOrnobyniHm Bgoma. TakoX Ui nomnu 6yayTb
BMKOPUCTOBYBaTUCA Y BIiAfliNEHHAX NiKapeHb. IX BeNUKOKW MNepesarol € Te, Wo Le
MeXaHiYHi Hacocu, AKi He NOTpebyroTb eNeKTPOEHEPrii, i IX MOXXHa BUKOPUCTOBYBATU SIK

ANS BHYTPILWHbOBEHHUX, TaK i AN NiAWKiIpHUX iHDY3iN.

Mepwi nomnu Ta iHdpy3omMaTu BXXe AocTaBneHi A0 nikapeHb JibBoBa, TepHonons, Kuesa,
BiHHuui Ta IBaHO-®paHKiBCbKa. Jlikapi 3 Uux nikapeHb B3s/M yyacTb Yy cheuiasibHOMY

OHMANH-TPEHiHry 3 po60TM HacociB, Wo6 BOHM MOIM/IM HABYMTM CBOIX MaUIEHTIB

HaANBNMXKYMM YacoM.

11



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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IlHpopmMauinHa Ta puaUYHA NiIATPUMKA
nawieHTIiB

® Mnu 3anycKaemo Be6-canTh
3 iHdopMauiero Ana  nauieHTiB i3
PiAKICHUMU 3axBOPHOBAHHAMMU:

www.ridkisnikhvoroby.pl

@

@ r\dk\snikhvoroby.pl

www.imunodefitsyt.pl 0O

. i a
® [OTYEMO IOPUAMYHI  BUCHOBKM LLOAO IH¢OPM,a“m~nﬂfﬁ

-« L
. .. - €HTIB3
AOOCTyny A0 NiKyBaHHA A4 YKpPalHCbKUX - “ag:

\.A
N . - piBK icHUMA
nauleHTIB 3 XPOHIYHNUMU : -
3aXBOPIOBAHHAMM Ta  NepebyBaHHSAM

y MonbLui.

® Mu CTBOPIHOEMO [PYKOBaHi Matepianu
ANA nauieHTiB 3 YKpaiHu Ta JnikapiB

y MonbLui, AKi X NiKyOTb

® OpraHi3oByeMO nepeknagun MepuyHol

AOKYMeHTauil 3 YyKpalHCbKOI MOBM Ha

NONbCbKY ab0 aHINIACbKY.

® Mwn CYNpOBOLXKYEMO nauieHTiB
y nNpaBOBWUX MWUTaAHHSAX, MOB'A3aHMX i3
nepebyBaHHsM y [lonbuwi (oTpUMaHHSA
Homepa PESEL, cTaTycy 6ixeHLs, TOLLO) Vip Xikesko- p,

® Mwu 3BepTaeMOCb A0 BifgnoBigHUX odiciB
y [Monbli, wWo6 oTpumatM HeobXigHy
iHbopMaLito Ta BiANOBICTM Ha 3aNUTaHHA

nauieHTIB.

Y Hac € 5 nepeKknagayis Ha 2 KOHTUHEHTaX, AKi
nepeKknaaatoTb MeanvyHy AOKYMEHTALLII0 NaLiENHTIB, Wob

3a6e3ne4ynTu iMm HanexHy meanyHy 4ONOMOry.
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e
I[HpopmMaLniHa Ta wpuguyYHa 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 040 AOCTYNY YKPAiHCbKMX MaUiEHTIB 3 XPOHIYHUMW 3aXBOPHOBAHHAMM [0

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.

8‘( Mo)l(e».e ﬁaﬁﬁa

SRR
")

I (O T () ) T

Inpopmauin ana
nauienTis 3
imyHopediuuTom

! )’l‘"’ ig ana

ICHUMM,,
3aXBOPIOBAHHAMMU

AKTYyanbHUI CNUCOK NiKapeHsb, AKi 8 MNonbuwyj
nikywoTe imyHoaediumTn _
fl ykpaiHeus, nepen
BiliHOI0 BTiK A0 Monbuli,
4M MOXKHA OTPUMATH
MeauuHy aonoMory?
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https://www.imunodefitsyt.pl/
http://ridkisnikhvoroby.pl/

1 e e
IHpopmauinHa Ta OpuauyHa nigTPUMKa

nawuicHTIB

2. HappykoBaHi MaTepianu

Mu nigrotryBanu aBi ApyKoBaHi 6powypu ana nauieHTiB, SKi 6€3KOWTOBHO OTPUMYHOTb

Y BigAiNeHHAX fikapeHb, fie NiKyroTbCA XBOPi Ha PigKICHI 3aXxBOpHOBaHHA 3 YKpaiHu.

® [epla 6pollypa - Le NPOCTUi crnocié 06roBOpeHHsI CUCTEMU MeAWMYHOI AOMOMOru

B [MonbLLi 3 TOYKM 30pYy NALIEHTIB i3 piAKICHNMU 3aXBOPOBAHHAMMU

® [Ipyra — ue yKpalHCbKO-NMOJIbCbKUA MeAUYHUIA CNOBHUK ANA NaLiEHTIB 3 NEePBUHHUMMU
iMyHogediumTamn. BiH MICTUTb NOHaZ COTHHO HaMBaXX/IUBILLWX MeLUYHUX TEPMIHIB,
NoB'A3aHMUX i3 NEepBUHHMMM iMyHOZediunTaMn, $Ki 4aCTO BUKOPUCTOBYIOTbCS

B KabiHeTi Nnikapst abo B MeANYHUX AOKYMEHTaX.

® 3apas MM MpauleMO Hajg HOBOK 6pollypoto, sika 6yfe 06roBoptoBaTU MUTAHHS,

NnoB’'aA3aHi 3 couianbHOK JOMNOMOroKo Ta coliaflbHMMKU BUNaTamMm




MigBuweHHs o06i3HaHOCTI wWoA0 cutyauil
nauieHTiB 3 piAKiCHUMU 3aXBOPIOBAHHAIMU B
YKpaiHi

® Mu BUCTYyNnaemMo nepes MiKHAPOAHOK ayAUTOpIElo, NiABULLYHOYM O6I3HAHICTb Mpo

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 noakacTti "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)

11-12 XOBTHA MK 6yaemMo roBoputu npo YkpaiHy nig 4ac Plasma Protein Forum.
Y Hanonwxyi TWKHI MM TaKOX 3anuiieMo Cepilo BiJeOo-BiArykiB 3a yvyacTiO CiMeMn
3 piAKICHUMKM 3axBOproBaHHAMWU 3 YKpaiHW, AKi 3apa3 npoxwusarTb Yy [lonbui, wob

NiABULLMTM 06iI3HAHICTD LLOAO IXHbOI CUTYyaUii.

I

RARZCAST

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

‘With Adrian Goretzki, foundar and president of the Healthcare Education Institute

> oaRme  oo0uD ¥ —

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

CniBnpaus 3 iHLULMMU OpraHi3aliamu

Mn TaKoX CTEXMMO 3a TUM, W06 6yTU B KypcCi BCiX iHiLiaTMB, NOB'A3aHUX 3 JOMOMOro
nauieHtamM 3 piAKICHAMW 3aXBOPIHOBAHHSIMWU, MU 6EpeMO yyacTb Yy 3yCTpidyax 3 iHLWKUMUK

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 npeacTaBHUMKaMW MiXXKHApPOAHUX Ta BITYM3HAHWUX 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.

To:

Ursuk von der Leyen, President of the European Commission
Janez Lenaréié, Commissioner for Crisis Management

Olivér Virhelyi, C for 2
Stella Kyriakides, Commissioner for Food and Health Safety

6th April, 2022

Subject: Call to protect and support the Ukrainian people living with a rare disease

Dear President von der Leyen,
dear Commissioner Lenaréit,
dear Commissioner Virhelyi,
dear Commissioner Kyriakides,

As Members of the European Parlament and on behalf of the Network of Parlamentary
Advocates for Rare Discases, we wish to bring to your attention the tragic situation of the
Ukrainian people living with a rare disease, and call upon you to make sure their specifc
needs are given due ion by the Commission’s i and

response.

In Ukraine, an estimated 2 million people live with a rare disease. At the best of times,
peopk living with a rare discase require specific actions and support to achieve equitable access
to heakh and social needs. In times of crisis, rebief efforts must abo include specific
consideration for the needs of this vulnerable population.

» x Ukrainian patient organisations report that peopke living with a rare discase in Ukraine are
leH W\C bKu struggling to access Viif g care duc to and other medical

supplies, and that the health system & not abke to cope with the less prominent and vulnerable

v
c ,'H rany'b coKU u communities as they arc overshadowed by civilan and military casualties, Once agai, people

ﬂpeacmm« uku AL
DIg living with a rare discase are keft behind. Leaving the country is akso challenging for those on
u ,'a’ 6 U J the most vulnerable end of the spectrum who require end-to-end support to be trans ported

out of the country. Famiics who have managed to flee need to rapidly access highly

De é o Ih ternatio "\A// specialised care in the host country and extra support to navigste health care systens in

Europe. In Polind, there are already signs that the healthcare system needs extra support to
avoid a shortage of medicines and supplies, and overcrowding of specialised care centres.

o,bmm’;a
Yepborud Xpecwm,
Piakicyi;axfo,bmfw
EDUinstitute-0r J Bap

ug Yrpainu m2 '

w.ﬁfl‘-

17



Ko)Ha icTopist nalieHTa — yHikanbHa
icTopis...

3HanomMTecb, EMinis!

Eminia Ta il 6aTbku npuixanu 3-nig JibBoBa.
JiBunHka  Hapogumnaca 3 PigKiCHUM
reHEeTUYHMM  3aXBOPIOBAHHAM:  BaXXKUM
KOMbiIHOBaHMM iMyHogediumToM. Lle pyxe
Cepro3Hum ™n NepBUHHOTIO
iMyHOZediUNTY, SKMN Han4acTille BUMarae
TpaHCcnaHTauil KICTKOBOro MO3Ky B MepLui

MiCAL XXUTTS.

Yekana uboro i Eminia, ane B nepuwi AHi
BIMHM KUIBCbKWK rocnitanb, Ae Manum
poobuTM onepawito, po3doMounn. 3aBAsKK
Hawum  3ycunnam  EmMinia pasom i3
6aTbkamu npuixana o MNonbui, it B3sAn nig,

Harnag  fnikapi  negiatpuyHol  JliKapHi

B buarouu,.

Eminia nepeHecna ycnilHy TpaHCMNaHTaWilo MNPOTAroOM OCTaHHIX TWXXHIB. BoHa

noyyBaeTbCcs f06pe 1 0Ay>KYE B OTOUYEHHI POAUHN.

Ane ¢ HabaraTo 6inblie Takux naudieHTiB, AK EMinifa, aKi
noTpe6yloTb HALIOI JOMNOMOTH.
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3MI npo Hawy AisNbHICTb

«AgBokaT nayieHTiB Ta ropuct AgpiaH [opeuyki, 3aCHOBHUK i MNpes3ngeHT
«Healthcare Education Institute» B [onbLyi, TaKOX goroMarae CiM’ssM XBopmnx
Ha pigKiCHi 3axBOPHOBAHHS MEPETHYTU KOPAOH | opraHidyBaTu HeoOXigHy

MEeANYHY [OMNOMOry.

Woro opraHisayiss pgornomarae nayieHtam LWBUAKO [epeTuHaT KOPLOH,
opraHi3oBye Megmn4He 06csyroByBaHHs B [lonbLyi, Nepeknagae MeguyHy
JOKYMeHTaLito 3 yKpalHCbKOI Ha M0JIbCbKY YM aHIIiiCbKY, 3aKyrnoBYyeE JliK1 Ta

MegunyHe obnagHaHHS 415 NikapeHb B YKpaiHi».

Erin Durkin, "National Journal", Washington DC,

4.04.2022

TN «36nMKeHHsA», 15.03.2022

— EMinia Ta it maTu B nikapHi B buarouwyi

[MayieHTN Npo Halwly AiANbHICTb

bes Bawoi gonomorK & w Aobporo gHA , gopornii Agpiade! Bce HIAK He
Hac HIYOro 6 He HanWwy Bam ..xoTina NogAKYEaTH 2a
BMALLIO.ASKYIO e AOMIOMOTY, 33 NIATRUMKY, 33 MOTO CHHOUKA...MH
| TOAl NPOKaNanKuck | HABITb 303N KibKa
o LIRS aHanizie...focnogw, Ak y Bac ngu..! Ak pigHil
HOTiNOCk | PYEW UINYBSTH BALUWM NiKApAM Ta
meacectpam .. Cnackbi Bam 3a Take
EIZHOLIEHHA A0 YKpaHCEKNX giTok!
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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

21



JlikapHi npo Hawy [ifaNnbHICTb

W

MINISTRY OF HEALTH OF
UKRAINE
Municipal Non-Profit Enterprise

«Regional Clinical Hospital Of Ivano-

Frankivsk Regional Council»
76018, Ivano-Frankivsk, 91 Sir.
Phone number: ~380342528010, fax+380342528118
e-mail: hospital.if.ua@gmail.com
Name, code (EDPNOU) of legal entity. 01993150

L et fp 5 o gy
4 g

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 medicines, equipment and consumables you have provided have already
saved many lives and are an invaluable 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!’,('"}lpry to Ukraine!

Kind regards,

Ostap Gryshchuk
Acting CEO

JNnct Big OcTana INpuilyka, rofioBHOro nikaps IBaHo-OpaHKiBCbKOT NiKapHi

3 cnoBamMM BAAYHOCTI 3a 3abesneyvyeHHs MeAUYHUM iHBEeHTapem
(19.04.2022)
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HoBuM npauiBHUK B HaLli KOMaHA,

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 BiAnoBigaec 3a AiANbHICTb, NMOB'A3aHy 3 KOMIUIEKCHOK 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.

Anastasiia Doroshenko, MD

Project Manager: Ukraine response

«Po6oTa 3 nrogbMu 3aBxan b6yna Agn1s MeHe
Ay)xe 65m3bkoro | Baxamsorw. 0cobmBo
YiHHO  3apa3 jgoriomaratv  rnayieHTam
3 pigKiICHUMM 3aXBOPHOBAHHAMMU 3 YKpaiHy,
afi)kxe BOHU NMoTpebyroTb 0CO6IMBOI yBaru siK
B MUPHUW 4Yac, Tak i TUM nadye B Takuun

CKNafgHWIA [J151 HaLLol KpaiHu Jac.

A ayxe nuwarcs TUM, O € 4YaCTUHOK
KOMaHAu, sika pobuTb yce MOXuBe, 06
AOrnoMorTy  nayieHtaM 3  YkpaiHu He
rnoyyBatucs HaoauHUi 3i CBOIMU
npobnemamu Ta gonatu yci TpyAHOLYi Ha
wnaaxy 4O  OTPUMAHHSI ~ HeOobXigHOro

NiKyBaHHS.»
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CniBnpaus Ta nigTpMMKa

Amicus l‘
Therapeutics

ASCENSIA

Diabetes Care

CSL Behring |=| HORIZON IHS

Biotherapies for Life INNOVATIVE HEALTH SCIENCES ™

octapharma ovid' (Taked)
* Therapeutics

5 CIPO debra

Canadian Immunodefici

Ukraine.
* * * *
j X ? Global Genes* I{meng?gpdrgfiig
EURBRDIS Allies in Rare Disease

RARE DISEASES EUROPE

OP®AHHI 3AXBOPHOBAHHA YKPATHU
TPOMAACHKA CIIAKA

G{RID

B/ TaKOXX MoXeTe CTaTu Hallnm NapTHEPOM

i NiATPMMYBATU AiANbHICTb 3abe3neyeHHA AKICHOTo
XUTTA NALLIEHTIB 3 YKPaAiHM — 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 JlyuyaHo Baccani y 2014 poui Ta Haropoay pektopa Cine3sbkoro yHiBepcuteTty y 2020 poui.
Y 2021 poui BiH yBinwoB Ao KopoTkoro crnvcky npemii EURORDIS 3a 3axucT iHTepeciB nauieHTiB y
2021 poui.. NMpodecinHnin rpUCT, pagHUK Ta roN0BHUI JoNoBiIgaY. 3aXONETLCA MOXINBOCTSAMMU,

AKi AaroTb HOBI TEXHOJIOTIT B rasysi oCBiTH.

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/

3 noyaTKy BiliHM Mu 3i6panu noHap, $100 000.
MiaTpumanTe Hac i npuegHanuTeca A0 TUX, AJ1 KOro
piAKiCHe 03Haya€ BUHATKOBE, a He MaJiOBa)He.

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) cTtaTyc opraHisaduj).

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

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

% +48 609 363 932
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