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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.




JlncT BiA Bile-npe3npeHTa

Lle 6yB pik, IKOro HiXTO 3 Hac He oJiKkyBaB. PiK, iKui ctaB
BUNPOOYBaHHAM Ha CONifapHICTb, EQHICTDb i NIOASAHICTD.

24 nOTOro BCe KapAuHanbHO 3MIHUNOCA — He nuwe ans

YkpaiHn, a n gna Bcix Hac. Ogpasy My BUPILWLKAKY, WO

MOTPIGHO  AOMOMOITM  YKPAIHCbKUM  BGKeHUsM 3
N
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PiAKICHUMWN 3axBOpPOBaHHAMU. MU He MOrnn A03BONUTU
P
A
e
“, LUndpn roBopsaaTb cami 3a cebe. HesBaxkatoun Ha Te, WO

M nodyBaTucs 3arybriieHMMuM Ta MNOKUHYTMMU. Ham
[OBENoCA LWBMAKO HaBYUTUCA e(PEKTMBHO YNpaBnsTu

TaKOoK KPU3010, i A Bipto, LLL0 HaM Lie BAANocA.

Halli pecypcy 6ynun 4OCUTb 06MEXEHUMMU, 338 MUHYJTUI piK

HamM BAanocsa gonomortu Mmamxke 90 ciM'AM NauieHTiB 3 pPiAKICHUMW 3aXBOPHOBAHHAMMU 3
YkpaiHn. Mu Bignpasunu B YKpaiHy 24 rymaHiTapHi BaHTaxi 3 fikaMmn, MeguyHuUMm
o6bnafHaHHAM Ta iHWWUMKM HEOOXiAHMMW pedyamu, 3aranbHOK BapTicTio Maike 60 000
ponapis CLUA.

Ane BaXnuBiWUMK 3a UMdpu € Nogu Ta ixHi icTopii. KoXeH BpsATOBaHWI NauieHT — ue
Benuka paficTb i 3af0BOJIeHHA. KoXHa BpsTOBaHa pogvHa — LUe MoTuBauifa Aand
noganblwmnx Ain. KoXkHa icTopis rnMOOKO Bpi3aeTbCsd B NaM'ATb | 3MylIye Hac He
3YMNUHATUCA Ha AOCArHYTOMYy. TOMY WO YKPAIHCbKi MauieHTn Bce Wwe noTpebytoTb HaLol
A0MOMOru i HaLol conigapHOCTI.

Bce ue, BCcA Hawa AisanbHICTb 6yna 6 HEMOXIMBOK 6€3 NiATPUMKM iHWKX. Ha uboMmy eTani
A XxoTina 6u o0cobnMBO MOASIKYBaTUM HaWMM [JOHOpaM — KOpropaTUBHWM Ta
iHOMBIAYyaNbHUM — i CMIOHCOpaM HawuxX MpoeKkTiB. A xoTina 6u BUCNOBUTM NOASAKY BCIM
opraHisauiam, AKi nigTpMMyBanu Hac y Hawin pob6oTi, oco6nmBo EURORDIS. Takox xouy
noasKyBaTu MOJNIbCbKUM JliKapsM, SIKi Hajanu HeoUiHEeHHY AOMNOMOry BCiM yKpaiHCbKUM
nauieHTam 3 PiaKICHUMN 3aXBOPHOBaHHAMM.

Ane ue we He KiHeub. BinHa TpmBae. Hawa pob6oTa TpuBae. | 6yge TpuBaTu CTifbKuy,

CKinbkun 6yae NoTpibHO.

BEPHALETA MNMPAHO3I0X-FOPELIKI
Biue-npeangeHT OyHaauil




LLlo Take pigKicHi xBOpo6u?

3axBOpPIOBaAHHSA € PiAKiCHUM, SKLLO BOHO Bpaxkae MeHLwe HixXX 1 i3 2000 rpomagsiH NeBHOI
KpaiHu. Ane Ha faHuin MOMeHT BusaBeHo rnoHag 6000 pisHUX piAKICHMX 3aXBOPHOBaHb,

AIKi 3aranom BpaxkaroTb 3,5% — 6% HacesieHHs CBITY.

ToMmy piaKicHi He Taki BXe 1 pigkicHi — B YKpaiHi npuénusHo 1,5-2,5 minbiioHa nogein
3 pigKiCHUMM 3aXBOpPHOBAHHAMMU. [lesiKi 3 HUX XBOPIiOTb Ha BGiNbll NMOLWMPEHi Ta BiAOMi
PiAKICHI 3aXxBOPIOBaHHSA, Taki K remMo@inia 4yn nepBuHHI iMyHoAediUUTK, iHWI — Ha

XBOPO6MU, AKMMM XBOPItOTb NINLLIE OAUHULI B YCit YKpaiHi.

80% pigKiCHUX 3axBOpPHOBaHb MakOTb FEHETUYHE MOXOOXKEHHS i YacTO € XPOHIYHUMM Ta

Hebe3neyHUMHU ANA XUTTA.

1.5—2 MJH
nawieHTIB 3
PiAKICHUMMU
3axBOPHOBAHHAMM
NpoXkueae B YKpaiHi
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AK MU NIATPUMYEMO NaLLIEHTIB
3 piAKiCHUMU 3aXBOPIOBaHHAMM 3 YKpaiHU?

3apas Halwa po6oTa 6a3yeTbCA HAa YOTUPbOX OCHOBHUX HaMPsIMKaXx AisNIbHOCTI::

1. Jlonomora nauieHTam, siKi TikaloTb Bif BilHM B YKpaiHi

Mu HagaemMo nauieHTaM MiATPUMKY Ha KOXXHOMY eTari IXHbOoI NoAopoXXi Ao lMonbLyi um
TPaH3UTY [0 iHLWMWX EBPONENCbKUX KPaiH, BK/THOYaOuM WBUAKE TPAHCMOPTYBaHHA Yepes
KOPZAOH, OpraHisayito NpoXXnBaHHA Ta fOCTYMNY A0 NiKyBaHHS.

2. MiaTpUMKa YKpaiHCbKUX NMaLieHTiB Ta MeAUYHOI CMiIbHOTY Ha MicLLi

Mwn opraHi3oByeMO TpPaHCMOPTYBaHHA NiKiB Ta MepobnagHaHHA A0 NiKapeHb, fKi
NiKYOTb MaUieHTIB 3 PigKICHUMKN 3axBOpPIOBaHHAMU B YKpaiHi, @ TakoX (iHaHCyeMO
3aKyniBto NikiB Ha MicLi.

3. InpopmauinHa Ta opuanYHa NiATPUMKA NayieHTIB

Mu rotyemo cneudianbHi Be6-canTu 3 iHPopMauiero ANA nauieHTiB i3 pigKiCHUMK
3aXBOPIOBAHHAMM,  HOPUSUYHUMKM  BUCHOBKAMW,  APYKOBaHMMW  MaTepianamm,
nepeknagamuv MeguMyHol OKYMeHTaLil Ta HagaeMo NiATPUMKY B FOPULAUYHUX NMUTAHHSAX,
NoB’'sAAI3aHUX i3 nepebyBaHHAM B EC.

4. NigBULLLEeHHA 06i3HAHOCTI W,0A0 cUTyauil NayieHTiB 3 PiAKICHUMKU 3aXBOPIOBAHHAMM

B YKpaiHi

Mu BWUCTymaemMo Ha TeMaTUYHUX KOHdepeHuiax | 3ycTpiyax i3 3auikaBleHUMu
CTOpOHaMu, AaeMo iHTepB'to, 6epeMo yyacTb y nogkacTax, Wob npuBepHyTH yBary go
noTpeb NauieHTIB i3 piAKICHUMN 3aXBOPIOBAHHAMM B YKpaiHi Ta 3a0XOTUTM iHLLNX OiATH.




[loriomMmora natieHTam, sKi TikaloTb Bij,
BiMHU B YKpaiHi

® Mwu 3abesneyyeMo nauieHTam NigTPUMKY @ Y BUNagKy nepeisgy B iHWY €BPONencbKy
Ha KOXXHOMY eTani ix noisaku B lMonbLuyy KpaiHy, Mu 3abesneyyemo  3B'A30K
ab0 iHLWY EBPOMENCbKY KpaiHy. 3 naui€eHTCbKUMMU opraHiszauisamu
B HeOOXiAHIM  KpaiHi, a TakKoX

® OpraHi3oBYyeEMO TryMaHiTapHi Kopugopw,

. . 3 MeAUYHOIO KNiHIKOI0, W0 3aUMaETbCA
o6 nauieHTH y BaXXKOMY CTaHi WwBuaLle

niKYBaHHHM AAHOro 3axBoproBaHHA.

NMPOXOANIN KOPJAOH.

® Mn 3alMaeMOCA KOPOTKOTEPMiHOBUM

PO3MilL,eHHAM POAMHU XBOPOTO.

® Mwu 3a6e3neyyeMo OCTyN A0 NiKyBaHHS
B Monbuwi (NokpuBaemo BCi npoueaypw,
OopraHi3oByeMo nepwmin Bi3UT fAo
cneuianictra B HeobxigHiM ranysi a6o

rocnitanisauito).

® My 3anMWwaemMocss Ha 3B'A3KYy 3
nayieHTaMmm Ta  BIiACTEXYEMO  IXHKO
cuTyauito. 3a Heob6XiAHOCTI
JornomMaraemMo B opraHisauii noganblumx

Bi3UTIB A0 Nikapi..

® My MpoMoHyeEMO MauieHTaM Ta YieHam
e o e
IXHIX POAMH 6€3KOLUTOBHY NMCUXOJIOriYHYy Ye &r % 77

AOMNOMOry yKpalHCbKOK MOBOIO.

Ha ,£I,E|HMI71 MOMEHT BAad/10CA AOMOMOITH

noHapa 90 cim’aAm nauieHTIB
3 PIAKICHUMUN 3aXBOPIOBAHHAMM 3 YKpaIHW.




[loriomMmora natieHTam, sKi TikaloTb Bij,
BiMHU B YKpaiHi

Ha gaHui MOMEHT Mu gonomornu noHag noHag 90 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 cepef nauieHTiB, AKUM MU gornomMornu, ue aitn. Ane mamxe 40% cepepg 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+
9%
0-5
XiHka 20%
52% 35-50
14%
18-34
17%

. 6-17
Yonosik 40%

48%

Lopocni Litn
39% 61%



[loriomMmora natieHTam, sKi TikaloTb Bij,
BiHU B YKpaiHi

Hansaknusiworo GopMOr0 HaLol OMOMOrK €, 3BMYaiHO, HaaHHA NaljieHTaM JocTyny
AO BiAgnoBigHOro nikyBaHHA — AK Yy [Monbli, Tak i B iHWKX €BpONenCcbKnx KpaiHax. Lle
CTOCYBasiocsl TPbOX YUBEpPTEeN NMawuieHTIB, AKMM MU gonomornu (36% nikytoTbesa B MonbLj,
a 29% oTpumanu AOCTyn A0 JiiKyBaHHSA 3a KopAoHoM). Llo6 ue cTano MoXnuBum, y
6araTbOx BMMagKax cnoyaTtky noTpibHa 6yna AoNoOMOra y LWBUAKOMY NepPeTUHi KOpAoHY
(28%), opraHi3auLii KOPOTKOCTPOKOBOro NpoXuBaHHA (31%) Ta nepeknagi MepguyHOI
AOKyMeHTauil (42%). OgHak LM, 6e3yMOBHO, HE BMYEpPNYETbCS O6CAM HALWWOI LOMOMOru
- MM HagaBanu iHdopMmaLiliHy NiagTPUMKY Maike BCiM MauieHTaM Ha pisHMX eTanax
iXHboro nepeébyBaHHa B [onbuwi. Y 6araTbox Bunagkax LuUe 6yna TakoxX
BY3bKOCMeLianisoBaHa AonomMora y BUrnsagi IpuaudHux KoOHcynbTauii abo niaroToBKM

JINCTIB YN [OKYMEHTIB AN BignoBigHMX ycTaHoB Y MonbLui (28%).

93%

HapaHHs iHpopmauii

Mepeknag MeanUYHOI AOKYMeHTaLil 42%

HagaHHa gocTtyny Ao nikyBaHHSA

o)
B MonbLuy,i 36%
KopoTKOTepMIHOBE PO3MILLLEHHS 31%

nawieHTiB

JonomMora B OTpMMaHHi AoCTyny A0 299
NiKyBaHHA B iHWKNX KpaiHax

Jlonomora npu nepeTuHi KOpAOoHY 28%

IOpuanYHuii cynposig, 28%

McuxonoriyHa goromora 5%
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[loriomMmora natieHTam, sKi TikaloTb Bij,
BiMHU B YKpalHi

MauieHTn AKMM Mmn gonomaranu nepeTuHaTn KOpLOH Ta OTpUMaTKu nikyBaHHA B [MonbLui
4yacTo CTpaXkganu Bif AyXe pigKiCHUX 3axBoptoBaHb. [leski 3 HuX, Hanpuknag LAD-l -
3ycTpivaroTbes nuwe B 1 Ha 500,000 Bunagkis. KIFTA — noe’A3aHe 3axBOPHOBaAHHA Le
6inbll piaKicHe 3axBoptoBaHHA — nuwe 150 giarHOCTOBaHMX NaUEHTIB y BCbOMY CBITI.
Yci BOHM BMMaraoTb AyXKe chneyianisoBaHoro nigxoay. ToMy Hawa AisinbHICTb
cnpsiMOBaHa Ha HajaHHA afekBaTHOI MeAWYHOI [OoMOMOrM B creuianisoBaHoOMy

MEeANYHOMY LIEHTPi AKHalLLIBUALLE.

CnucokK piaKiCHMX 3aXBOPIOBaHb YKPAIHCbKUX MaLieHTIB,
SIKUM MM A,ONOMOTI NN

Akpomeranis JlnueBo-nonaTtkoBa M'Aa3oBa AncTpodis
(Fshd 1 Tuny)
AyTOiMYHHUI nimdonponipepaTnBHUM MiacTeHis rpasic (MG)
cuHgpou (ALPS)
BynbosHuit enigepmonia (EB) HyHaH cuHgpom (NS)
Baxxkunin KombiHOBaHUI iMmyHoaediunT MNeyviHkoBO-nereHeBuit cuHgpom (HPS)
(SCID)
Finep IgD cuHgpom (HIDS) Poanapg, nos'asaHnin 3 KIF1A
Finep IgE cuHapom (HIES) CvHgpoMm aediuunTy Glut1 (Glut1DS)
ino - IgM cuHgpom CniHanbHa M'si3oBa atpodist (CMA)
HediunT agresii nenkounTis 1 Trny CuHapom HeiimereH (NBS)
(LAD-I)
Li-mxop K ai cMHapoMm ®deHinkeToHypis (PKU)
3aranbHui BapiabenbHUn iMmyHogediumT XBopoba BinbcoHa
(CVID)
Kabyki cuHapom X-34yenneHa arammarnobyniHemis (XLA)
Komb6iHoBaHuI iMyHoaediunT XoHppoma
cnpuynHenun gediuntom LRBA
Kom6iHoBaHMI iMmyHoaediunT Yyepes IOBeHINbHUI peBMaTOIAHUA apTpUT
DOCKS8 pediuymt
JlereHeBa rinepTeHsia SYNGAP1
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[loriomMmora natieHTam, sKi TikaloTb Bij,
BiHU B YKpaiHi

Konn KpaiHOt npu3HayvyeHHs 6yna

Monbwa, MU nepegyciMm HagaBsanu

nauieHTaM Heoo6XigHy NiATPUMKY B

MOLWYKY  XMWUTNa Ta  BWKOHaHHI

HeobXigHMX dbopmanbHoCTeN,

(oTpuMaHHS cratycy  6i)keHus,

PESEL). Hapgani mu 3a6eanedyBanu

iM HeobXigHY MeAWYHy AOMoOMOry:

npu3Hayvanu 3ycTpiy 3 nikapsmu abo

3abesnevyyBanu rocnitanisaudito B

MeAU4YHI LUeHTPU, AKLWO IXHIN CcTaH

30pOB’sl LUbOro noTpebysas.
KapTa nikapeHb B MNonbLyi, B AKMX MU
AOMNOMOrNu NawieHTam 3 piaKicHUMM

3aXBOPIOBaHHAIMM OTPUMarnu HeobxigHe
NiKyBaHHSA

MauieHTn, AKi 3anuwalotbes B Monbuyi, LWoao  nauieHTis, Ak BUpIWMAKN
NopiBHAHO 3 NaLjieHTamu, NOJIOPOXYyBaTW [0 iHLWIMUX KpaiH, Mwu
SIKUM MW HaZanum ponomory

B iHLWIMX KpalHax

3B'A3yBanucs 3 nauieHTCbKMMMU

opraHizauisMn, WO pAitoTb Y MNEeBHIN

IHLL
€BPONenChbKi KpaiHi, oTpumyBanu iHdopmalito Ao
KpalHu . .
27% AKOr0 MegMyHOro UueHTpy iM cnig
3BEpHYyTUCS, abo 3B'A3yBanucs
6e3nocepenHbO 3 JlikapsaMMU Ha MicusX.
CLUA
1% Y pesakux Bunagkax nauieHTn cnoyaTky

3anuulannca B ﬂOJ’IbLIJ,i, ge otpumMmyBaniun
MonbLa . . . .
72% BlAMOBIAHE JlIIKyBaHHA, a BXE TMOTIM

BUpiLlyBanu ixatn gasni B iHLWY KpaiHy.
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3HanoMmTecb, Eminis!

Eminia Ta 1 poauHa noxoaaATtb i3

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

«XBOpo6a xfionumka y 6ynbb6auwui»). Lle

KOMOGIHOBaHUMN

Ay)Xe  Ceprho3HMMA  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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MiaTpuMKa yKpaiHCbKUX NaLieHTIB Ta
MeUYHOI CMNi/IbHOTU Ha MicLSIX

Ha dmnud momerm MU oprauizybanu

24 ne,befe;e
DENADHAHHIM A [HMUMU Heo

He 3 MEQUKAMEHMAMU,

meduuHum

SxidHumu petuma.

MW NOCTINHO KOHTaAKTYEMO 3 JliIKapHAMMU,
AIKi 3aMMaloTbCA NiKyBaHHAM MNauieHTIB 3
PiAKICHUMM 3aXBOPHOBaHHAMM B YKpaiHi,
i OTPMMYEMO Bif HUX iHbOpMaLito Woao
notpe6 B Nikax Ta  Megu4yHOMY

obnafHaHHi.

3a noTpeou MU OpraHi3oByemMo
TpaHCNOpPTYBaHHA  MeAMKAMEHTIB  Ta
MeANYHOro o6nagHaHHA A0 KOHKPETHUX

niKkapeHb.

barato 3 uux BignpasneHb MICTATb
cneuianisoBaHi npoAayKTu abo
obnagHaHHA, HeobXxigHi ANns NikyBaHHSA
NneBHUX pigKiCcHUX 3axBOpOBaHb,
Hanpuknag nMepBUHHI iMyHoZediLmTH,

po3LennHa xpebTa abo MyKoBICLNA03.

fKIWO UbOro BWUMarae cuTyalis, MU

diHaHCyeMO 3aKyniBO MiKiB Ha MiCLAX.

Mu TakoX nocTayaeMo MOpPTaTUBHI
3apsAaHi enekTpocTaHuil 4Na nauieHTiB 3
P3, saKki [o03BONAKOTbL anapaTtam, Lo
PATYIOTb XWUTTH, MpauroBaTU HaBiTb Mig

yac BiAK/IIOUYEHHSA eNneKTpoeHepril.

3aranbHa BapTIiCTb NiKiB Ta meaobnaaHaHHA, AKi MU

BiANpaBman B YKpaiHy abo 3aKynuam Ha micusax,
Hapa3i CTaHOBMTb NOHaA 59 Tnc. gonapis.
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MigTpMMKa yKpaiHCbKUX NayicHTIB Ta
MeUYHOI CMNi/IbHOTU Ha MicLSIX

Llo6 apmanTyBaTM Halwy JAiSNbHICTb A0 MNOTOYHMX MOTpeb NauieHTIB Ta MeANYHOI
CMiNbHOTM B YKpaiHi, MM NiATPMMYEMO 3B'A30K 3 JikapAMM 3 6araTbox MeAnYHMX
LeHTpIiB, AKi NiKYOTb MauieHTIB 3 PiAKICHUMM 3axBOPKOBaAHHAMM MO BCiM KpaiHi, Bif

JlbBOoBa go NontaBu Ta Big Kuesa go Opgecwu.

lLlo cTocyeTbcs 6e3peLenTypHUX MpenapatiB, MeAMYHOro o6flafHaHHA Ta 3acobis
iHOMBIAyaNbHOrO 3axWCTy, MW OpPraHi3OByEMO 3aKymiBflO Ta TPaHCMOPTYBaHHS

CaMOCTINHO.

Mu nepepaemMo 3anuTU Ha creuianisoBaHi JlikM opraHisauiaMm, fKi MalTb MpaBo
TpaHcnopTyBaTH IX 3a KOPAOH, Hanpuknaza nosibCbKomy ypsagy, NonbCcbkin MeguyHin micit

4yn YepBoHOoMy XpecTy, a6o Mu hiHaHCYEMO 3aKyniBIoO cnewianisoBaHUX NiKiB Ha MicLi.

°J1|;|3i|3 Q

Sanisui MonTtaea
TepHoninb Q
IeaHO-PpaHKiBCbK BikHuysa

YepHisui Q

KapTa nikapeHb YKpaiHu, gns AKMX MU 3aKynuaum niku abo MmeguyHe o6nagHaHHSA
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EneKkTpocTaHuUil ANnA XBOPUX Ha PigKicHI
3aXBOpIOBaHHSA, AKi LLbOro NoTpeoéyoTb

OpaHa 3 Halbinbwmx npo6bnem, 3 AKOK CTUKAKOTbCA NaWieHTU 3 PpigKiCHUMMU
3aXBOPIOBaHHAMM, €Ki 3anuwaloTbes B YKpaiHi — ue 6e3nepebiitHnii poctyn Ao
enekTpoeHepril. lNepeboi B eNeKTPonocTayaHHi, CIPUYMHEHI POCIMCbKMMM 06CTpinamm Ta
perynsapHMMM MNOLUKOOXKEHHAMMU KPUTUYHOI iHPPACTPYKTYpW, O3HA4aloTb He JfimLe

BiICYTHICTb OMasieHHsA Y1 MOXJTUBOCTI NPUroTyBaTu DKY.

Ons 6araTbOoX MaUiEHTIB BIAKNIOYEHHS €NeKTPOeHeprii 03Hayae, Wo npunagu, sKi
PATYIOTb IXHi XXUTTA abo gonomaratoTb iM Kpawe QyHKLIOHYBaTKH, MPOCTO HE NPaLOOThb.
Taki npucTpoi, AIK KNCHEBi KOHLLeHTpaTopu, pecnipaTopu abo acnipaTtopu, noTpebytoTb

MOCTIVNHOIro YXUBNEHHA.

Came TOMy ofHa 3 KJ/IHOYOBUX peyen, AKy MU noctayaemo B YKpaiHy — ue nopTaTUBHI
3apsagHi enekTpocTaHUil, AKi AO3BOMAIOTL anapaTtam, WO PATYIOTb XWUTTH, npauroBaTu
HaBiTb NiAg 4ac nepeboiB 3 eneKTpukor. 3aBASKM 1M NauieHTU 3  pigKicCHUMK
3axXBOPIOBAHHSAMM MOXYTb Mo4yyBaTUCS 6e3nevHiwe Ta 6inbll He3aneXXHUMU Bij

30BHiLLHiX hakTopiB.
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lMpoekT «MomMmnu gna YKpaiHu»

Hawa gonomora nauieHTam, ki nepebyBatoTb B YKpaiHi, BK/ItoYae B cebe He TiflbKu
EKCTPEHi 3axoaum, TaKi AK 3aKyniBnsa NikiB, a 1 6inbll JOBrOCTPOKOBI MPOEKTH, TaKi AK HaLL

npoekT «Momnu gna YKpaiuun».

Hapasi B YKpaiHi BigyyBaeTbcA HecTauya iHQy3iliHUX noMn, ane 3aBAAKU NiATPUMUi
HalWMX AOHOPIB NaWieHTU 3 NepBUHHUMU iMyHopediumTamn 3 YKpaiHU OTPUMYIOTb
iHQy3iiiHi noMnu Ta MeauYHe ob6napHaHHA, iKe A,03BOJISIE IM BBOAUTU iIMYHOrN06yniHu B

AOMaLLHiX ymoBax. [HPy3iiHi NOMNK TakoXX BUKOPUCTOBYHOTHLCSA Y BiAAINEHHAX NliIKapeHb.

Hapasi iHdy3iiHi Hacocu Ta MepuyHe o6nagHaHHA oTpuMmanu nikapHi JIbBoBa,
TepHonons, Kueea, BiHHuui, IBaHO-®paHKiBCbKa, YepHiBUiB Ta Opecu. Jlikapi uux
nikapeHb NPONLWIAW crelianbHUIA OHNAWH-TPEHIHM 3 eKcnyaTaulil LMX HacociB, Wob matu

3MOry HaB4aTu CBOIX NaLieHTIB.

KapTa nikapeHb YKpaiHu, y ski M1 Hagicnanu iHdy3iiiHi Hacocu Ta MeguyHe
obnapHaHHA, HeobxigHe AnA npoBeAeHHs iHPy3in
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[MpoekT «loMmnu ansa YKpaiHn»
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MiaTpuMKa yKpaiHCbKUX NaLieHTIB Ta
MeUYHOI CMNi/IbHOTU Ha MicLSIX

Haw ¢oHa HapaB imyHornobyninm [MonTtaBcbKil AMTAYIA  KNiHIYHIA  nikapHi gns

3a6e3neyeHHs NOTPe6 YyKPAIHCbKUX NaLiEHTIB 3 NepBMHHUMM iMyHOZediLUTaMMm.

Yepes 3aKOHO[aB4i HOPMU He BCi NiIKM MOXXHa MNepeBO3UTHN Yepeld KOPAOH i AOCTaBNATH

[0 nikapeHb B YKpaiHi, HaBiTb y paMKax rymaHiTapHol 4onoMoru. Ane Hac Le He 3YrNUuHSE.

3aBpAku cniesnpaui 3 ykpaiHCbKMM BMPOOGHMKOM MpenapaTiB Ha OCHOBI MaasMu Mu
3Mornm npuabaTtu iMyHornobyniHu, HeobxigHi ANA NikyBaHHA NaUiEHTIB 3 NEPBUHHUMU
iMmyHofediuMTamun. BUpobHMK foCTaBMB NikKM 6e3nocepeaHbo B NikapHio. Kynisns nikis
Ha MiCLi — Ue TaKOX MOXMBICTb MiATPMMATU YKPAiHCbKY €KOHOMIKY, fika 6opeTbcs

3 HacnigKkamMu BiMHMU, O TPUBAE.

NOATABCbKA
OBAACHA

«B Taki BaxKi A/1A Haloi KpaiHu AHi, € 1oau, 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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3HanomMmTecb, Mawua!

Mawa — 2-piyHa fpiBYMHKa 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 AOBro He MOI/N BCTAaHOBUTU
OcTtaTo4yHum

JiiarHos. jiarHos  6yB

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 «nNOA3BOHM MeHi» i ToAai 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
pociicbKi conaaTu.

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 aesakui yac
novyana

y Maului nigsuLlyBaTUCA

Temnepatypa. CiM'a nogymana, wWo ue
21




MO)Xe OyTu noB'd3aHO 3 yMOBaMu B
6ombocxoBMLLi. TOMYy 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

J1bBOBa3, B 3axigHOyKpaiHCbKum Hapasi Mawa noyyBaeTbcs  Aobpe,
crieyianisoBaHum  AUTAYUA  MEOUYHUN nepebysae nig Harnsgom iMyHonoris. Ane,
LEeHTp, Ae Nikapi gonomMornu im fisHatucs 3a IXHIMM NopajamMu, BOHa MOKWU WO He
Npo XxBOpoby. Ane UbOro BCe OAHO 6YyNo MOXe XoAUWTM B  AWUTCAfOK  4epes
HeJ0CTaTHbO, Ta N YMOBM GYyNU HEneBsHi, iMyHoaediumT. T 6pakye 3B'A3KY 3
aZ)xe BOHM BCe LWe Xuim B 3anopisbKin ofiHONITKaMu, ane ue Ana i1 X 6nara.
o6nacTi, 6anM3bKo A0 NiHii ppoHTy.. Tomy 3apa3 BOHa novasa XBOPITU TPOXM
BOHM BUPIWIWAN MOKUHYTU YKpaiHy i yacTile, HiXX paHiwe. 3BMYanHa 3acTyga
BuixaTu Ao MNMonbuu,i. MOXe TpuBaTu 2-3 TUXKHIi, TOMY T TPOXM

BaXkye NepexuTu Li 3BuYanHi iHpekLUil, HixX

IHWKM AiTAM.

«Mos mMama wmwuse 8 Mesimononi.
A nobauuna ei0 Hei No8iOOMsIEHHA O

n'amidi paHKy "no03eoHU MeHi" i modi Bcs poauHa yekae nepemory YKpaiHu Ta

giopasy 3po3yMisa, Wo WocCb He MAak.» . . -
pasy 3posy » ot 3BiflbHEHHA1 CBOEI TepuUTOopii, agXke xoye

NOBEpHYTUCA AOAOMY, A0 Aigycs, 6abyci

3 Hawor gonomororo Mawa noTpanuna B Ta poguyiB Mauwi, aki sanuwwunucsa. Ane,
nikapHio y Bpounasi, npownwna roBHe Hacamnepeg, BOHM XO04yyTb, W06 Mala
06CTEXEHHA B iIMYHOJIOMYHOMY BiaAiNneHHi OTpMMYyBana  Haukpawmin  OOCTYNHUN
Ta oTpuMana KoHcynbTauil kapgionora. pornag y Monbuyi.
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IHpopmauinHa Ta ropuauyHa NiaTPUMKa

nawieHTiB

® Mwu 3anyckaemo Be6-calTM ® Mwu 3BepTaEeMOoChb 0 BiAMNoBigHWUX odicis
3 iHdopmauieto Ana  nauieHTis i3 y TMonbli, wWo6 OoTpUMaTM HeobXigHy
PIAKICHAMM 3axBoptoBaHHAMM. iHpopMmaLlito Ta BiANOBICTY Ha 3aNUTaHHs

www.ridkisnikhvoroby.pl

nauieHTiB.

www.imunodefitsyt.pl

® [0oTyeMO HOPUAUNYHI BUCHOBKM  LWOAO
AOCTyny [0 NiKyBaHHA AJ1A YKpalHCbKUX

nauieHTiB 3 XPOHIYHUMU

3axXBOpPHOBAaHHAMU  Ta I'Iepeﬁ)’BaHHﬂM

\Sanwrauml Ta n\nnoaiAi

Hawa ponomora

y MonbLuj.
® Mu CTBOPHOEMO OCBITHI MaTepianu, Taki IpopMauif
. .o . nA NauieHTiB
K iHpopMaUilHi 6poLLypu Ta ’:mymneq,-.umou

iHporpadiku gna nauieHTiB 3 YKpaiHu. 5 Nosbuli

® Mu CTBOpPIOEMO ApPYKOBaHi Matepianu
ANA nauieHTiB 3 YKpalHM Ta nikapiB
y MonbLwi, AKi IX NiKyoTb.

® Mwu nigTpuMyemMo nauieHTiB B

HOPUANYHNUX NMUTAHHAX, NnoB'A3aHMX 3

nepebyBaHHsAM B [lonblwi (OTpMMaHHS (
HoMepa PESEL, ctatycy 6ixeHus i 1.4.) >
. /Z/”'/ﬁ/qk 2
abo OTPMMaHHSM colianbHUX BUNNar. % P24 et 00
P Cl(cn,em y/ba/,‘/q

Y Hac € 6 nepeKknagadiB Ha 2 KOHTUHEHTAX, AKI
nepeKknagatoTb MeandHy AOKYMEHTALLIFO NALIEHTIB,
o6 3abe3neynTn im HaneXHY MeanyHy A0MNOMOTY.
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IHpopmMauivHa Ta ropuauyHa NigTPUMKa

nawieHTiB

1. Be6-caiTu 3 iHpopmaliieto Ans XBOpUX Ha PiAKICHI 3aXBOPIOBaHHS

Y nepui TWXXHI BiMHW MW NigrotyBann ABa cauTu — OAUH A/ MauieHTIB 3 piagKiCHUMHK
3axBOPIOBAHHAMM, HLWWMMA ANS NauieHTiB 3 NepBUHHUMK iMyHoaediumTamn. Ha canTtax

MOXHa 3HaUTu:
® KOHTaKTHi AaHi nikapeHb, siKi NiKytoTb NEpPBUHHI iMyHOAediLUnTH,

® KoHTakTHa iHbopMaUis nepeBipeHUX NONbCbKUX OpraHisaLii nauieHTiB i3 piaKiCHUMM

3aXBOPIOBAHHSAMMW,

® [locTilHO OHOBNIOBaHY BUYEpPnHy 36ipKy i3 BignoBigaMM Ha maike 50 nowwmpeHnx
3anuTaHb LWOA0 AOCTYNYy YKPaAiHCbKMX Maui€HTIB 3 XPOHIYHMMW 3aXBOPIOBaHHAMU [0

nikyBaHHA B NonbLyi, couianbHOI [,ONOMOrn, poboTn Ta OCBITK B lNonbLui,

® lOpuANYHIi BUCHOBKM MOJIbCbKOIO Ta YKPAIHCbKOK MOBaMM, SiKi BKa3yloTb Ha Te, LWO
YKpaiHCbKi 6DKeHUi MatoTb AOCTYNn A0 6e3KOWTOBHOI MeANYHOI AOMOMOrn Mamxe

y BCiX BMMNagkKax, B TOMy YUChi Tepanito pigKiCHUX 3aXBOPIOBaHb.
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HaBuanbHi MmaTepianu

2. HappykoBaHi MmaTepianu

Mu nigrotyBanu aBi ApyKoBaHi 6powypu ans nayieHTiB, SKi 6€3KOWTOBHO OTPUMYHOTb

y BifineHHsax nikapeHb, Ae NikyroTbCA XBOPI Ha pPiAKICHI 3axBOproBaHHA 3 YKpaiHu.

[ ] I'Iepl.uvu7| 3 HUX Mnpeacrtasside CUCTEMY

OXOpPOHM 3A0poB'A B [lonblli 3 TOYKM

30py nauieHTiB 3 pigKICHUMMU
3axBOPOBAHHAMM.
® [lpyra - Ue YKpaiHCbKO-MOJIbCbKUM

MeAWYHMN CNOBHUK ANA NauUieHTiB 3
nepBMHHUMK  iMyHogdediuntamu.  BiH
MICTUTb MOHAZ COTHIO HaMBaXNMUBILLNX
MeAUYHUX TepMiHiB, nMoB'A3aHuX i3
nepBMHHUMM  iMyHoZediunTamu,  AKi
4acTO BWKOPUCTOBYKOTbCA B KabiHeTi

J'IiKapFI abo B MegnyYHNX OOKYMEHTax.

® B ocTaHHiW O6powypi naeTbca  Npo

couianbHi BunnaTu, focTynHi B lMonbuyi

YKpaiHCbKO-

NONbCHLKUW

MepuuHuA
CNOBHWUOK

ANA  XBOPMX Ha PIiaKiCHI 3axBOpHOBaHHA abo OrMiKyHIB XBOPUX Ha PiAaKicCHI

3axBOPIOBaHHA, AKi BHACNiAOK BiVHKW, cnpuUYnHeHol Pocieto, 6ynn 3MyLLeHi BTEKTU 3

YkpaiHun o lNonbuu,i.

YKpaiHCbKO-

OxopoHa NoNbCbKUIA
3p0poB A MeAUYHUI
B Monbuyi C/IOBHUYOK
o A oot Seoobi a radr i

CouianbHa
nigTpUMKa
B Monbuwyi
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HaBuanbHi MmaTepianu

3. Bigeonoci6Huku

Mwu cTBOPUNK Cepilo BifeonocibHMKIB YKPaiHCbKOI MOBOIO /151 MNaLEHTIB 3 PigKICHUMM
3axBOpPOBaHHSIMM Ta IXHiX pOAuH, AKi NnepebyBatoTb y MonbLyi. Temun Bigeo Mm obpanu Ha
OCHOBI 3aMnnTaHb, 3 AKMMU HanyacTille 3BepTa/nCA YKpalHCbKi NauieHTU Ta IXHi poauHW,
a TaKoX BIiANOBIAHO A0 Npo6/seM, 3 AKUMM BOHM CTUKANUCA B MOJSIbCbKIN CUCTEMI
OXOpPOHM 3[0pOB'A Ta couianbHOi gonomorn. IHpopmauia, nogaHa y dinbmax — €

BiANOBiAAl0 Ha peasibHi NPO6/1IeMMU Ta BUKJTMKMN.

3 Bipgeo BXe aocTynHi Ha Hawomy YouTube kaHani:

www.youtube.com/@eduinstituteorg

Mepe Bigeo 6yno npucesyeHe CUCTEMI

OXOPOHM 340pOB'A B [onbLu;.

LLIEMNAEHHS
Y ppyromy ¢inbmi posrnspatotbes B |-|O/\b|..U,I

MATaHHA, MNOB'A3aHi 3 BakKUWHALiE B

Monbwi - rpadik wWenneHb AnAa

HEMOBNAT Ta AiTen, WenjeHHa Bif

COVID-19 Ta rpuny, gki AOCTYnHi Ans

BCiX.

Y TpeTbOoMy Bifie0 MW 06roBOPHOEMO
NiKyBaHHA MepBUHHUX iIMyHOAedIiunTIiB Yy

MonbLui.

lle pBa Bif€O, B AKNX MU

30CepedKyeEMOCA Ha couianibHUX Minbrax
y [Nonbli, AOCTYNHWUX ANA nNauieHTiB 3
PiAKICHAMM 3axBOPIOBAHHAMU Ta IXHiX
ONiKYHIB, @ TaKOXX OOGrOBOPHEMO LUASAX
[0 OTPUMaHHSA AOBIAKW NPO iHBaNigHIiCTb
y  NMonbwi, 6yaytb  ony6nikoBaHi

NPOTSArOM HaNBAMMKUYNX TUXKHIB. 26
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HaBuanbHi MmaTepianu

3. IHdorpadiku

OcKinbKu yKpailHCbKi NTUCTKU HenpauesgaTHocTi B Monbli He BM3HaOTbCA i NaLUieHTH
NOBUHHI NpoxoauTu npoueaypy B lonblyi, MU NiAroTyBanu AOPOXKHI KapTu, B SIKUX
NpPOCTO OMUCaHO, IK OTPUMATU NIMCTOK HenpauesgaTtHocTi B Monbwi ana giten go 16

POKiB i ,NA fopocnnx nauieHTiB cTape 16 pokiB.

Wwnsax 4o
OTPUMAHHA

AOBIAKW NPO CTYNIHL
IMBANIAHOCTI ANR
YKPATHCHKUX AITEM
MONOAWWX 16 POKIE

Wwnax Ao
OTPUMAHHA

AOBIAKM NPO CTYNIHL
IHBANIAHOCTI ANR
YKPATHCbKMX NAUIEHTIB
CTAPWWX 16 POKIB

2. i AOKYMENTH, K] MOWYT SOAYTH H3
Bswae Kanpakan,

I BmcHosKH.

'BUCHOBKM, AYMKA KNACHOMD KEDIBNHKS.

EDY Nectheare iducation msttte ED Heothcare sducation mstute & T CARE KON BTITE

Hauwmuctims na ingorpagixy,

wod jafayma)kuma

Mwn Takox ctBopunu iHdorpadiky, sika 4eMOHCTPYE NOPiBHAHHA rpadika BakuMHaLil Ha
2023 pik y Monbwi Tta YkpaiHi. Lia iHborpadika gonomarae ykpaiHCbKUM 6aTbkam
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.
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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/Q85YdT9T/Hrafik_obov_yazkovykh_shcheplen_na_2023_rik.pdf

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
Kuea, B nikapHto «Oxmatgut», pe 11

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 — MO BCiM  KpaiHi  Awnm

6ombapayBaHHA. [loyann cnyckatn B

nigsan HaWHeoOXigHIWe:  AOKYMEHTH,

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
CTaBaso BCe ripwe — BOHa CUJIbHO cxyana
i cTana pyxe 6nigoto. Lo Toro X, Jiku
3akiH4yyBanucsa. Toai ciM'a  npurHana

pilueHHA  Buixatu. Ane BMuIXatm 3

JlncnyaHcbka BUABUIIOCSA CKIagHiLle, HiX

BOHW OYiKyBanu. &




Ix nocTinHo o6cTpintosanu. lopora 6yna
«Lle Oyxuce saxmcko, Kosau y mebe 6yso

Kaxnueoio. Bowu gce, KO/IU MU Xcue Yy €eoili KpaiHi, a

nnakKaan, Kpu4asnim,

nomiMm 8ce 3MIHIOEMbLCA — muU 8ce

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 nepecTana icty, we 6inblie 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.

empayadewl, CMAew HiKUuM.»

BoHa He MOXe XxoAuTW A0 LWKONuW, ane

HaB4Ya€TbCA BAOMa.

Mepw 3a BCe BOHWU MNAaHyKOTb BUBYUTH
MOBY, WO6 6inblle gisHaTUCA NPO KpaiHy,
fKa 1X npunHana. Bce, WO BOHM Manu B
JlncnyaHcbky, 3pyMHOBaHO, TOMY IM HeMae
[0 4oro noseprtatucA. TOMYy BOHU
BUpiwnnan sanuwmtuca 'y [llonbui. «Lle
AY)Xe BaXKo, Konn y Tebe 6yno Bce, Kon
TU >XXWB Yy CBOIW KpaiHi, a noTiM Bce
3MIHIOETbCA — TU BCe BTpayaeLll, CTaew
HiKMM» — posrnosina Mama Hacti. Ane
BOHM MatOTb HaMip po3noyaTu CBOE XUTTSA

3HOBY, TYT, y MonbLu,i.
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IMigBuLL,eHHS 06i3HAHOCTI W00 cUTyaulil
nayieHTIiB 3 pPiAKICHUMU 3aXBOPIOBAHHAMM
B YKpaiHi

— ® M 6epeMO y4yacTb Yy UMCIIEHHUX

*‘, sycTpiyax Ta  KOoHdepeHuiax, e
ealth

Needs
 ers H

Long-Ter

06roBOpPHOEMO MNOTPe6bM Ta npobrnemu

5 YKpalHCbKMX MauieHTiB 3 pigKicCHUMHK
3aXBOPIOBAHHAMYK,  WO6  MigBULLXTK
06i3HaHICTb  cycninbCcTBa MNpO  IXHE

CKlagHe CTaHoOBMULLe.

® Mn TicHO cniBnpayloeMo 3 iHWUMMK
nayieHTCbKUMM  opraHisauismMm  ans

CTBOPEHHA HauKpawux piweHb Ans

nauieHTiB.

® M1 npoBOAMMO ONUTYBaHHA cepep
nauieHTiB, Wo6 Kpalie 3pOo3yMIiTU TXHIO
cuTyauiro Ta apganTtyBaTtu HaLuy

ryMaHiTapHy AifsfIbHICTb A0 IXHiX NOTpe6.

® Mwu 3anoyaTtkyBanu npoekTt «Brave RARE
Ukraine», cnpsAAMoOBaHWA Ha MifBULLEHHS
06i3HAHOCTI MNpo noTpebu cimen 3
pigKiCHUMKM 3axBOpOBaHHAMM 3 YKpaiHuy,

AKi nocTpaXanu Bif poCiNCbKOI arpecil.

Mu 3anucyemo Bigeo 3 icTopiaMu

YKpPaiHCbKUX Naui€EHTIB Ta IXHIX POAUH.

Mwu Buctynunm Ha 11 3axoaax, nig 4ac AKMX BUCBIT/IHOBANMU

CUTYaLLItO XBOPUX HA PIAKICHI 3aXBOPHOBAHHA 3 YKpaAlHMN.
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IMigBuLL,eHHS 06i3HAHOCTI W00 cUTyaulil
nayieHTIiB 3 pPiAKICHUMU 3aXBOPIOBAHHAMM

B YKpaiHi

My BUCTYNaemo nepef, MiKHApPOAHOK ayAMTOpicto, MiABULLYIOUM OBi3HAHICTb Mpo

CUTyauito NauieHTiB 3 PiAKICHUMWN 3aXBOPOBaHHAMM B YKpaiHi

® Mwn B3AIM yyacTb Yy 3ycTpidi Mepexi napnamMeHTCbKUX afBoOKaTiB PigKiCHUX

3axBOploBaHb EBponeincbkoro napnameHTy (23.03.2022)

® VY Hac 6yna npomoBa ans KaHagcbKoi opraHisadii nauieHTiB 3 iMmyHogediumTom
(KBiTeHb 2022)

® Ha sanpoweHHs GlobalGenes Mu Buctynunm B nogkacTti «RareCast», skun Bege
HaHienb NeBiH (TpaBeHb 2022)

® Mwu B3N yyacTb B OHMaNH-KOHdEpeHLil ana yKpaiHCbKMX NikapiB «PigKicHi
3axBoploBaHHA y giTei» (10.06.2022)

® Mwu nigroTyBanu BigeonpeseHTauito ana yvyacHukis BIO International Convention

(CaH [iero, yepBHeHb 2022)

® Mwu Buctynanu Ha 11-n €Bponencbkin KoHbepeHUil 3 piaKiCHUX 3axBOprOBaHb
(28.06.2022)

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

9 rpyaHs nig yac CAMMITY «CBIT 3A YKPAIHY» pasoM 3 yyacHUMKaMM 3 yCbOro CBiTy MU
06roBOprOBaNN Kpalli rymaHiTapHi, couiasnbHi Ta €KOHOMIYHi pilleHHA Ans AOMOMOru

YKpaiHi.

RARZCAST

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

n Adran Gtz foundss ard presdont of the Hesthcare Educatin irsttute

> amms 09011420 ¢ e O
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https://globalgenes.org/rare-cast/episode-385




CniBnpaus 3 iHLULMMU OpraHi3aliamu

Mu TakoXX CTEXMMO 3a TUM, Wob 6yTu B KypcCi BCiX iHiLiaTMB, NOB'A3aHMX 3 4OMOMOIOH
nauieHTaM 3 piAKICHUMKU 3axBOPHOBAHHAMM, MU 6EPEMO y4yacTb Yy 3yCTpiyax 3 iHLWMMHU

opraHisauisiMu Ta ocob6amu, AKi NPUAMAKOTb PiLLEHHS.

® Mwu NigTPMMYEMO 3B’A30K 3 MaLi€EHTCbKUMW opraHisauigamMu, aKi NigTPUMYHTb XBOPUX

Ha piAKICHI 3aXBOpPIOBaHHA Ha HauioHasIbHOMY Ta MiXXHapOAHOMY PIBHSAX.
® bepeMo yyacTb Yy 3aciflaHHAX rofIOBHMUX OpraHisauin Woao piaKiCHUX 3aXBOPIOBaHb.

® 3ycTpiyaeMocs 3 npeacTaBHUKAMW MIKHApOAHMX Ta BIiTYM3HAHUX TyMaHiTapHUX

opraHisauin.

® Mu TakoX B3ANM yyacTb y 3ycTpidyi Mepexi napiaMeHTCbKUX afBoKaTiB PiAKICHUX
3axBoptoBaHb €Bponeicbkoro napnameHTy (23.03.2022). 3a pesynbTaTamMu 3ycTpidi
6yno 3p06/eHO 3BEPHEHHSA A0 NpesngeHTa EBPONENCHKOI KOMICIT WoA0 HEOOXIAHOCTI
NIATPUMKN MNaUieHTIB 3 PIigKICHUMKM 3axBOptOBaHHAMM 3 YKpalHU Ta MOXIIMBUX

MeTo.iB AiN.

® Mwu TicHo cniBnpautoemMo 3 EURORDIS, B pamkax npoekTy «Razem z Ukraing».




«CTaH nayieHTiB 3 piaKiCHUMM
3axBOpOBaHHAMMU 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 nayieHTiB 3 piaKiCHUMM
3axBOpOBaHHAMMU 3 YKpalHU...» — 3BIT

HaiBa)xnuBilli BACHOBKM 3 JOC/iA)XEHHSA:

® [lepeBa)kHa GiNbLWICTb PECMOHAEHTIB OTPMMaNn MeanYHy AONOMOrY B KpaiHi, f,& BOHU
3apa3 nepebyBatoTb (89%) abo BXe 3anucanncs Ha NpUoM A0 Nikapsi uu JikapHi
(4%). Lle cBigunTb Npo Te, WO KpaiHu, AKi NpuiAMatoTb Nogen, siki TikatoTb Bif BillHU B
YKpaiHi, ebeKTUBHO pearytoTb Ha iXHi NoTpebu y cdhepi MegmyHoro 06¢nyroByBaHHS.
HaBiTb ntogsam, ski yepes xBopoby NMoTpebyroTb BUCOKOCMELiani3oBaHUX i JOpPOrux
MeANYHUX npoueayp, Taknx AK onepadil, onepawil Y4 HaBiTb TpaHCMaHTaLis, BOHU

rapaHTOBaHi B KpaiHax, KyaAu BOHU Npuoynu.

® 61% pecnoHAEHTIB 3a3Hauyunu, WO OAHIEI 3 HANGINbWKNX TPyAHOLLIB, NOB'A3aHUX i3
XBOpO06010, 3 IKOIO TM A0BENOCA 3iTKHYTUCS Nicns BUI3Ay 3 YKpaiHu, € MOBHUI 6ap’ep
y cninkKyBaHHi 3 nikapsiMu. TOMy Ay)Xe Ba)KJIMBO CTBOPIOBATWU HaBYalibHi MaTepianu
YKpPaiHCbKOK MOBOKO Ta 3AIMCHIOBATM iHLWI iHiLiaTUBK, CPSAMOBAaHI Ha MoferwweHHs

CninKyBaHHA MiX flikapsaMuM Ta nauieHtamu.

® Maike 4/5 pecnoHpeHTiB (79%) Bkasanu, Wo OoTpUMyBanu ¢iHaHCOBY AOMOMOry B
KpaiHi, Ae BOHW 3apa3 nepebyBatoTb, ane B 6inbwocTi (64%) ue 6yna nuwe
opgHopasoBa ¢iHaHCcOBa gonomMora Ans 6ixeHuis. BugaeTbca HeobxigHUM nogymaTtu

npo 6inbl AOBrocTpoKoBi hopMu NiZTPUMKM 6idXKEHLLIB Yy KpaiHaX, iKi 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
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«Brave RARE Ukraine» He3ab6apom

3a pik, BiAKOAN gornomMora nauieHTaM 3 pigKiCHMMM 3axBOPOBaHHAMM 3 YKpaiHu cTana
OCHOBHWM HarnpsMKOM JififIbHOCTI Haworo QoHAy, MU MOYYNN He3NiYEeHHY KiNbKiCTb
HENMOBIpPHUX iCTOPIN. Mn BifUyBaeMO, L0 KOXEH 3 LUMX NaLiEHTIB | KOXHA 3 LuX ciMen —

CrpaBXXHi BOIHW. ['epoi, MPO SIKUX HiXTO He YyB. | MM XOTiNK 6 Lie 3MiHUTH.

MauieHTn 3 pPiaKICHUMKU 3aXBOPIOBAHHAMM YacTO 3anuLLalTbes B TiHi. IXHi icTopil piako
BUXOAATb Ha LWMPOKUK 3aran. | nig yac BiNHM Ue He € BUMHATKOM. Came TOMy MU
cTBopunn npoekT «Brave RARE Ukraine», B AiKOMy po3noBigaTMMeEMO iCTOpil TUX, XTO B
YMOBAaX XXOPCTOKOCTIi BillHM NPOAOBXYE 60POTUCA 3i CBOIMM XBOpPOHGAMM Ta BUKIIMKaAMW,

AKi nocTarTb nepean HUMMN.

Mu xouyeMoO paTtu npaBoO rosiocy nauieHTam, IXHIM poauHaMm, nikapsam 3 YkpaiHu Ta
NpeACTaBHUKAM MNaLieHTCbKUX OpraHizauin. Mm xo4emMo cTBOpUTKU BebG-canT, Ae 6yaemMo

AinnuTurcsa ixHiMu icTopismu y popmi iHTepB'to, Bifeo Ta NogKacTiB.

Komarda Haworo oy

%Y

ma G106 Kpiokicuis

nayietmy n;
u n/a ‘fﬁcaeanacy
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3HanomTecs, ue Bitanin!

Bitanin 3 Kueea. Y Hboro komb6iHoBaHuM
imyHopediunT uyepes pediuut LRBA, ue
AyXxe piaKicHun  TMN

iMmyHopediunTy. BiH

nepBUHHOIoO
XnBe 3i CBOEIO
APYXXMHOK TaHero, BOHM pasoM Bxe 12
pokiB. BoHu npwuixann po [lNonbli nicns
noyaTtky nNoBHOMacWTabHOlI BiNHW. B
YKpaiHi y BiTanis Takox 3anuwnnocsa ABoe€
opaTiB, fKi

3axuuwaroTb  KpaiHy Big

POCINCbKUX BINCbK.

Okpim Ty, y Bitania TakoX LYKpOBUK
fiaber. Y 16 pokiB BiH 3axBopiB Ha
nimpomy XomxkiHa. Lle 6yna Bxe
3anywieHa cTagia, TpeTa, | KIiCTKOBUM
MO30K BXe OyB ypaxeHun. LUnsax po
AiarHosy iMmyHogediunty 6yB [OBrUM i
CKNagHUM, i KON MOro BCTAHOBUN — Le

%)

NnpuHecsno 34MBYBaHHS, ane n
nonerweHHsa. OgHaK Le He BUPIWKWIO BCiX
noro npo6nem. Xoua nikyBaHHSA
iMyHOrnobyniHamm 6yno npu3HavyeHo, B
YKpailHi BOHM Ha TOM 4YaC He
BigwkogoByBanuca. Bitanito pgosenocs

KynyBaTu 11X CaMOCTIMHO, MO3un4aroun

rpoLi y poamyis Ta Apy3iB.

Jlnwe 6n1M3bKO niBTOpa POKY TOMY BiH
noyaB OTpMMyBaTu iMyHOrnobyniHu pns
BHYTPILUHbOBEHHOIO BBEAEHHA B paMKax
nporpamu ansa nogen 3 iMyHogediunTom.
Onsa HbOro ue crTano rmMepenoMHUM
MOMEHTOM Y XWUTTi. BiH noyaB guBuTUCS B
ManbyTHE 3 OiNbLUOK BMEBHEHICTIO. Ane
NnoTiM rnoyanacs BinHa.

24 nOTOr0 BOHM 3 APYXXUHOKO
NPOKUHYNNCS Bif, Ay)XXe CWIbHOro BUBYXy
Henoganik. BoHn 3po3yminum, o wocb He
Tak, BigKpunu CBOI  aKayHTu B
MeceHz)Kepax i ogpasy nobauunnu, LWwo Bcs
YkpaiHa y BorHi. [lepwi aymku Bitania
6ynu npo niku, agke 23 NKOTOro BiH

3pO6UB 3aMOBJIEHHS HA HUX | MaB 3abpaTy

X 24 nwoToro.
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Yepes aedAknn yac BiH BUMLLOB Ha BYIULIIO,
HesBa)kalouM Ha CUpeHy, ane Bce 6yno
3a4nMHeHO. ANTeKW He npauroBanu, noau
naHikyBanu Ha Bynuusx. Konu BiH niwos
WyKaTu anTeky, To no6auums, wo B 50
MeTpax Bif, IXHboro 6yAuHKY nponetina
BeJIMKa pakeTa, fika He BUbyxHyna. Cxoxe,
LLIO NPOTUMNOBITPAAHA 060opoHa 36una ii, ane

BOHa Brasna Ha pek/iaMHUM LWmT.

BiH 3aTtenedoHyBaB [0 nikapHi, ane He
3Mir [oAs3BOHUTUCA. fKpas B Len 4ac
BiiCbka Pocincbkol ®Geaepadii HacTynanm
3 60Ky binopyci. TaHku BXxe MWAn 3 60Ky
O600Hi.

BiH  gymas, Wwo  cutyauia SIKOCb
HanaroguTbCs, ane MUHYB TUMXKAEHD, | BiH
neab noTpanue A0 NikapHi. 0guH pas nomy
Jann niku Ha TuwxKaeHb i Bce. Bci nikapi
rOBOPUJIN MOMY, LLLIO AKLLO AKICb NiKW i €, TO
BOHM Ha cKnajax, a BCi Cknagu 6ynu

3aKpuTi i BCi NOFCTUYHI WnNaxu 6ynu

MOBHICTIO 3YMUHEHI.

Ha TOM MOMEHT BiH BXe BMpIINB, WO

NnoBuHeH 1xatu Yy [lonbwy, ane ue

BUK/IMKANO cTpax. «H JOymaB, KOMy

«0ymas, KoMy hompibHi emizpaHmu,
we U xe8opi, 3 MAKUMU CKAAOHUMU
mMakuMm  00po2uM

diaeHo3amu, 3
NiKy8aHHsIM. Tak 6yno e Moili 20/108i.»

NOTPiI6HI eMirpaHTK, LWe K XBOpi, 3 TaKUMu
CKNnagHWUMU giarHosamu, 3 TaKUm JOporum

nikyBaHHsIM. Tak 6yn0 B MOIl1 FOS10Bi».

Ane nicna TOro, AK BOHU 3 APY>XWUHOIO
npuixann go lonbLi, BiH ManXe oapasy
noyas OTPUMYBAaTM JiKyBaHHA. Ternep BiH
pa3 Ha Micsub abo pa3 Ha ABa Micsui
BiAAINEHHS,

X0AMTb B IMYHOMOriYHe

OTPUMYE  NIAWKIPHI  IMYHOrNOBYNIHM i

BBOAUTb IX Bpoma. «byno  pgyxe
HecrnofiBaHO i MPUEMHO, WO B JiKapHi
AonomaratoTb  3i  Wnpuuamu, roakamu.
MeHi Buganu nomny Ansa iH'eKuUin i Bce, WO
ANA uboro HeobxiaHo. (...) A BiguyBaro
Taky Typ6oTy (...) MOXy 3 yneBHeHicTto
ckasaTy,

o Tenep y MeEeHe HeMae

Npo6nem 3 nikyBaHHAM TyT, y MonbLui».

Llogo nnaHiB Ha ManbyTHE, TO, 3BiCHO,
Havnepwa Mpia, wWo6 sKHanwsugle
3aKiHYunacs BiHa i novanacs Biabyaosa

NOro KpaiHu.
38




3MI npo Hawy AisNbHICTb

«AfBoKaT nayieHTiB Ta topuct AgpiaH [opeuki, 3aCHOBHUK | Mpe3ngeHT
«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
JOKYMeHTaLlito 3 yKpaiHCbKOI Ha M0JIbCbKY YN aHIJIINCbKY, 3aKyrnoBye Jlik1 Ta

Meaun4He obs1agHaHHA 4151 NiKapeHb B YKpaiHi».

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

TN «36nuxKeHHa», 15.03.2022

s TVPIBYDGC

— EMinia Ta 1l MmaTu B nikapHi B bugrouyi

RARE INSPIRATION ~= &P «HapgssuyaunHi yacu BuMararoTb Haf3BUYAWHUX 3YCUJIb.

Matroun 3a nnedynma Bpaxkarouy paHHKO afBOKaTCbKy

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.

Lie pobutb AfpiaHa HalmMM PigKICHUM HaTXHEHHUKOM.»

L s Nicola Miller, <cRARE Revolution Magazine»,
oCiHb 2022

RARE Revolution
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3MI npo Hawy AisNbHICTb

«The Source. Winter 2022», XXypHan PPTA

Hachﬁf
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we Hospitals in Lyiv, Ternopil Kiyv, Vinnitsa, and Ivano
hould irctly. I
i ccordingly.

treatment, i ian hospi 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
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: g

P s, of
i ]
immunodeficiencies, spinabifida, or cysic fibrosis. to patients?
f
g 5 i
necessities. For patients with chronic diseases whoare in Poland,
s 7 N
nd
; 7
hospital d from patients.
o

10 THESOURCE | WINTER 2022

“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.”

exchange information aboutall ongoing iniiatives
related o rare disease patients and participatein meetings

‘with other organizations, representatives from humanitarian

‘onganizations, and decision-makers on the national and
international level. We were able to clasely collaborate

mg,

062, i

EVERY PATIENT
STORY IS
ONE-OF-A-KIND

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

Butinthe

refugees as the winter i approaching.
‘We encourage the readers to support our efforts helping

transplart the hospitalin Kiyv, where the procedure was
tobe performed, was bombed. Thanks to our efforts,

:

Emil

‘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. «

has undenwenta successful transplant earler this year.
She feels better and is recovering surrounded by family.

WINTER 2022 | THESOURCE 11

o(fl('hah,q
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JNikapi npo Hawy AisiNbHICTb

«BiviHa 3MiHUNa 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 BAAYHOCTI [0 HaLUMUX 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 «'qITM 3 S p I n a b Ifl d a Ha TepHOr”nb LLlMHI
Wi “"Caiiso Ayxy"

79002 @ oTpumasn 3acobu aornsagy Ta JiKWN.
s aiTei 3 spina bifida TepHoninbcbkoi 06aacTi oTpUMany 3acobm Aornsay i
MeAnKaMeHTH. BUCAOBAKOEMO LWMPY NoasKy Oxcara boapuyk 3a NOCTiHY NIATPUMKY

Ta yBary Ao AiTei, 6narogiiiHukam Bernadeta Prandzioch 1a Adrian Goretzkii 3a BMCI’OBI”‘OQMO LuMpy B,qﬂqHICTb OKC&HI EOHp L’yK

AONOMrY ANA AiTeit YKpaiHu y Ui BaXKki yacu,
www.syayvodukhu.com

””““’k ) 3a [MOCTiMiHy nigTPUMKY Ta yBary [0 AiTeu,
6naropginiHinkam bepHageti [lpaHg3box Ta
AppiaHy opeuki 3a gonoMory BiTaM YKpaiHu y
Yi Ba)KKi yacu.»

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

«Canso Ayxy», 15.08.2022

«AﬂMiHiCTpéIL[Iﬂ Ta Ber KOneKTMB @ KHN «TepHoninbcbka o6nacHa auTaua KAiHiuHa nikapra» TOP

4godz.- @
A Aawminictpauis Ta Becb konekTvs KHI «TepHoninbcbka oBaacHa AnTAYa KAiHiuHa nikapHa» TOP

TepHoninb Cb Ko .I. O 6na CHOT AMTH qo]. KniHquo.I. BUCNOBAIOIOTH WKPI CNOBa NOARKW HalvM BnaroaiiHvkam Healthcare Education Institute

Katowice, Poland, a came Adrian Goretzki Ta Bernadeta Prandzioch 3a HaaaHy 61aroaiiHy
[AONOMOTY AR AITOK, KOTPi 3HAXOAATLCA Ha NiKYBAHHI Y HALIOMY MEAVUHOMY 3aKnaai.
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 :
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 Cepﬂe”b » QO Adrian Goretzki |.22 mnychuzy\konlkéw 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
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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, amepukaHcbka HeKOMepLitHa opraHisaLis, ika 3anMaeTbCA CTBOPEHHAM
rno6anbHOI CNiNbHOTW, sika Mae Ha MeTi 6opoTuca 3 mnpobaemMamu pigKiCHUX
3axBoptoBaHb, 3 2012 poky Bpy4yae Haropogy RARE Champions of Hope, 3a gonomoroto

AIKOI BOHa BLLUAHOBYE Ta BU3HAE CMPaB)XHiX YeMMIOHIB i3 PiAKICHMUX 3aXBOPIOBaHb.

Liboro poky Ha CaMiTi 3axuCTy nauieHTiB 3 pigKiCHUMU 3axBoproBaHHAMU 2022 poky B
Can-[iero, KanidbopHis, AppiaH lopeuki otpumae 3BaHHA RARE Champion of Hope 3a
«BiggaHy AiANbHICTb, NPUCBAYEHY AOMNOMO3i B OTPUMAaHHI NiKyBaHHA TUM, XTO WMOro
noTpebye, i oco6nuBo 3a po60oTy, CNpPAMOBaHy Ha AOMOMOry MalieHTaM Yy MNepeTuHi
NoJNIbCbKO-YKpPaIHCbKOro KopaoHy B 2022 poui, 3a6e3neyeHHs AoCTyny Ao Tepanii Ta

iHLIOT MeANYHOI AONOMOTHU.»

Healthcare Education Institute

2022 RARE Champion in Advocacy, Individual

44



The EURORDIS Black Pearl Award 2023

MNMounnaroun 3 2012 poky, EURORDIS — Rare Diseases Europe opraHizoBye Haropogy «The
EURORDIS Black Pearl», wo6 Big3Ha4MTM OCHOBHi [OCATHEHHA Ta BWHSTKOBY
NPUXUIBHICTb 3aXUCHUKIB MpaB MauieHTiB, Naui€eHTCbKMUX oOpraHisauid, noniTukis,
HayKOBLiB, KOMMNaHin Ta 3aco6iB MacoBoOi iHpopMaLii, AKi nparHyTb 3MiHUTU CBIT Ha

KpaLle Ans CrisibHOTW NH0AEN, Lo XUBYTb 3 PiIAKICHUMWN 3aXBOPIOBaAHHAMM.

[nsa Hac Benuka YecTb, wo naypeatoM npemii «The EURORDIS Black Pearl 2023» ctaB
AppiaH lopeubki, Haw npe3uaeHT. LA Haropoga € BW3HAHHAM WMOro HEMNOXWUTHOI
BiAA4aHOCTI CNiNbHOTI PiAKICHUX 3aXxBOPOBaHb MPOTArOM OCTaHHIX POKIB, @ TaKOX MOro

AOMOMOrM YKpaiHCbKUM MnauieHTaMm.

«Cepep, pocaarHeHb AppiaHa EURORDIS xoue oco6nmBo Big3HauuTH (...) HOro noxesasbHy
po60Ty Ha MIATPUMKY YKPAiHCbKOI CMiJIbHOTU PiAKICHUX 3axXBOPIOBaHb, MPOMOHYIOYU

nawicHTaM fiK IOpMANYHY, TaK i NPaKTUYHY A0MNOMOrY.»

AKX Oy

EURORDIS
y | WY
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HeouiHeHHa gonomMora HaLioro
YKpPalHOMOBHOIro MeHe)Xepa NnpoeKTy

3aBaskn QiHaHCOBIM NIATPUMLI OAHOrO 3 HalMX MNapTHEpPIB MU 3MOMIM HaWHATU
HOBOro npauiBHuMKa, AHacTaciio [lopolleHKo, nikaps nepiaTpa, 3 BE/MKUM [OCBIiAOM
po6oTu 3 pAiTbMM 3 Pi3HUMU 3aXBOPIOBAHHAAMM — B TOMY uucChi 3 piaKiCHUMUK

3aXBOPIOBAHHAMM.

Y ¢oHai BOHa BignoBigae 3a AisANbHICTb, MOB'A3aHYy 3 KOMIIEKCHOIO MiATPUMMKOLO
naugieHTiB 3 pigKicCHAMM 3axBOplOBaHHAMM 3 YKpaiHKW, fIKi TiKaloTb Bif BilHM — Bij
AOMOMOrM nig 4ac noi3gKM A0 OpraHisauii NpPoXWBaHHSA, 3abe3neyeHHs AOoCTyny Ao

MeaMYHOI A0MOMOru Ta ONoMOru 3 CbOpMaJ'IbHMMM NMUTaHHAMMW.

BoHa TakoX KOOpAMHYE rymaHiTapHy AONOMOrY AN JslikapeHb B YKpalHi, AKi 3anMaroTbCs

NiKyBaHHAM NauieHTIiB 3 piAKICHMMN 3aXBOPHOBaAHHAMM.

«Po6oTa 3 nitogbMu 3aBXamn b6yna 47151 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‘

Therapeutics ASCENSIA

Diabetes Care

oclapharma

INNOVATIVE HEALTH SCIENCES ™

SO CONNECT @

HekomepuintHi opraHisauii

¥ CIPO

Canadian Immunodeficiencies Patient Organization

****

j X Global Genes*
EURURDIS Allies in Rare Disease
RARE DISEASES EUROPE nﬂl ;tégglzlzsslssmlimﬁ
lmmungprotect i " RID
Stowarzysz s0b z niedoborami odpomosci OPOAHHI 3%?9&0%“51 YKPAIHU

By TaKoX moXKeTe CTaTh Halnm NMNapTHeEpPOM

i NiATPUMYBATU AiANbHICTb 3abe3nevyeHHA AKICHOro XKUTTS
nauieHTiB 3 YKpaiHM — 3B’ AXKiTbcA 3 Hamu!
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IHpopmauisa npo ¢poHA

The Healthcare Education Institute 6yB 3acHoBaHuin y 2017 3a iHiyiaTuBn AppiaHa
lopeuki, ntoanHn 3 XLA Ta agBokaTa nauieHTiB i3 noHag 10-piyHMM AOCBIAOM po60TH
ANA CrninbHOT NauieHTiB. Y Hawil NOBCAKAEHHIN AiANbHOCTI MW 3MILHIOEMO roJioC
CNiNIbHOT NauieHTIB, HABYaEMO NifepiB rpyn nawieHTiB, CTBOPHOEMO 3BiTW, JOCNIAXEHHS
Ta HaBYaslbHi MaTepianu, yce AN TOro, Wo6 nepekoHaTucs, Wo NauieHTiB 3 piaKiCHUMMU

3axBOPHOBAHHAMM NMOMIYalOTb | BOHW OTPUMYIOTb HaMKpaLly MeanyHy JOMOMOry.

3 noyaTKy BiliHU MM pobMMO BCe, W06 NigTPMMaTU XBOPUX Ha PiAKICHI 3aXBOPIOBaHHSA 3
YKpaiHu. 3apas y Hac € MikHapoJHa KoMaHAa BiggaHux BonoHTepiB i3 CLLUA go Ykpaiun,

AKi NPaLOOTb pa3om, LWob 3abe3neynTn 6e3neKy NauieHTiB i 4OCTYN A0 NiKyBaHHSA.

By MoxxeTe npounTaTy 6inblue Npo Hawy LWoAeHHY po6oTy TyT: eduinstitute.org.

Papa gupekTopiB
Adrian Goretzki, LL.M.
3aCHOBHUK, Npe3naeHT GpoHay

Y 2010-2018 pokax nigep [lonbCbkol acouiauil MNauieHTiB 3 MepBUHHUMU

iMyHogediuntammn  «Immunoprotect», KOMMLWIHIA 4YNeH BMKOHABYOI paau

Mi>)KHapogHOI rofioBHOI acouiauil MiXHapoAHOI opraHisauil nauieHTiB 3
nepBMHHUMMK iMyHOZediumTamMuM. 3a ycnilHMIA 3axucT iHTepeciB nauieHTiB opeuki oTpumas
Haropopgy JlyuyaHo Baccani y 2014 poui Ta Haropoay pektopa Cine3sbKoro yHiBepcutety y 2020 poui,
Rare Champion of Hope y 2022 i The EURORDIS Black Pearl 2023. Y 2021 poui BiH yBifLLOB [0
KopoTkoro cnucky npemii EURORDIS 3a 3axucT iHTepeciB nauieHTiB y 2021 poui.. MpodecinHnii
FOPUCT, pafHWK Ta roNIOBHUIM AonoBifady. 3axonJtoeTbCA MOXI/IMBOCTAMM, AKi AatOTb HOBI TEXHONOTIT

B rasysi ocBiTW.

Bernadeta Prandzioch-Goretzki, M.Psy, B.Ed
Biue-npe3npaeHT poHay

Mcuxonor, sAka Mae 3HayHMn AOoCBiA po6OTM 3 MauieHTaMu 3 PiAKiCHUMM

3axBOPIOBaHHAMM, npavutoe B Ui cdepi 3 2014 poky. B IHCTUTYTI BOHa Bignosigae

3a HaAyKOBY YacCTMHY Hawoi poboT, 30CEPEMXYIHOUUCb Ha KoopAuHaLil
JocnigykeHb i 3BiTiB. [locnigXeHHs chepn AKOCTI XUTTA NauieHTiB 3 piaKiCHUMK 3aXBOPHOBAHHAMM.
ABTOp nocibHMKa Ans nauieHTiB 3 NepBUHHUMK iMyHoAediunTaMu «oBHOTA XXUTTSA». YCMilHWUA
cnikep TEDx (400 Tuc. nepernsgie Ha YouTube), aBTop 6araTbox HayKoBWX mMy6nikauin Ha

MiXKHapOZHMX KOH(MepPEHLX Ta cTaTen, Lo NONyAsApm3yoTb NCUXOONIYHI 3HAHHS. 48
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e
MiaTpumanTe Hac i npuegHanuTecs A0 TUX,
ANS1 KOro pigKiCHe 03Ha4ya€ BUHATKOBE,
a He MeHLU Ba)XXJimBe.

Bu MoXXeTe niagTpUMaTH Hawy JiANbHICTb Ta 34iUCHUTH
no)xepTBy yepes PayPal.

BukopuctoByroun QR koA B npaBoMy KyTKY abo HaTUCHYBLUM TYT.

Bu TakoXX Mo)XeTe 3po6UTH NoXKepTBy 6e3anocepeHbo Ha Halli 6aHKIBCbKi paxyHKM,

BBiBLWMK «Donation to help rare disease patients from Ukraine» B 3arofioBkKy nepekasy.

Detani:

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 (noxeptBa B USD): PLO7 1600 1055 1830 5274 2000 0006

Bu Tako)>X MO)XeTe cTaTu HaLUMM rasy3eBuMM AOHOPOM abo 6i3Hec-napTHepoOM.

AKLo BM abo Balla KOMMaHis 6a)kaeTe 3pobuTHM KopnopaTUBHY NOXEPTBY N AN LbOro
noTpibHa yroaa, 6yab nacka, noeigoMte Hac. M1 € HenpubyTKOBOIO Ta 3BiJIbHEHOIO Bij,
cnnatu NMAB dyHpauieto, posTawoBaHoo B lMonbli (topuandyHuii ekeiBaneHT US

501(c)(3) cTaTyc opraHizaui).

AKLL0 y BaC BUHUKIIN 3alnUTaHHA abo BM Ha)KaeTe iHWUM YMHOM I'Ii,El,TpI/IMaTI/I Hally

DIANbHICTb — 3B’AXITbCA 3 HAMMU:
Healthcare Education Institute. The Foundation
< office@eduinstitute.org

W, +48609 363 932
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https://www.paypal.com/donate/?hosted_button_id=9FVH2ZWM3FPME
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