EURORDIS

RARE DISEASES EUROPE

3BIT NP0 PIAKICHI 3SAXBOPHIBAHHA:
[0JIbLLA

3BiT opraHisauyii EURORDIS w040 cTaHOBMLLA YKPAIHLIB LW,0 MalOTh
pipKicHIi XBOpO6M Ta TUMYACOBO NPOXUBaTh Yy MNMonbLi

KBITEHb 2022



YKpaiHCbKi 4iTn 3 MyKOBICLNG,030M

3a NIATPUMKM YKPAIHCbKNX
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SATAJIbHNA OrNAN

Llei 3BiT Hagae 3aranbHy KapTUHY
HanbinbLWKX NOTPeD, 3 AKUMMU
CTUKHYNNCA YKpPaIHCbKI CiMT, AKi XXUBYTb
3 pigkicHUMuK xBopobamu i Hapasi
nepeixanun go lNonblyi Yepes BiNHY B
YkpaiHi. NMNonbwa € 6axaHUM HanpPAMKOM
ANA BUI3OY YKpaiHLIB i cTana npuTyikom
ANA HaNBINbLWOT KiNbKOCTI NepeceneHLiB
3a BECb Yac BilHU, WO 3yMOBNEHO
3HAYHUM CMiNbHUM 3 YKpaIHOO
KOPAOHOM i BEJIUKOKO KiNbKICTIO
YKPaIHCbKUX CiMeNn, AKi MatoTb 3B'A3KMU 3
Liero KpalHot.

IHbopMauis gna gaHoro 3BiTy byna
OoTpMMaHa BMpoOgoBX cepil 3ycTpiven 3
opraHisauismum nauieHTiB y MNonbLyi Ta
YKpaiHi (Ha ocTaHHin cTopiHLi). Takox
Oyno BKIKOYEHO faHi, OTPUMaHI
EURORDIS cninbHoO 3 HaWumm
napTHepamu 3 Airbnb.org Big
YyKpalHCbKUX CiIMeN W0 nepeixanu 4o
MonbLi. M1 NpofoBXYyEMO NpautoBaTn
Haf CTPYKTYPOBaHUM OMNUTYBaHHAM 3a
A0MNOMOror Halwol nporpamu Rare
Barometer, sika, cnofiBaemMocs, HagacTb
HaM Binblle Po3yMiHHA Woa0 noTpeb
YKpalHCbKUX CiMeN.

Baxxnmeo yceigomMnoBaT WO cUTyaLis
3MIHKOETbCA MOCTINHO. Llen 3BiT 6yB
yNnopAAKOBaHUN Y KBIiTHI 2022 poKy i
HaBeOeHi faHi MOXYTb ByTK
HeaKTyallbHUMU BXe Yepes KiflbkKa
TMXHiB. EURORDIS goknagatume BCix
3ycunb Wo6 nepernsHyTy cutyauito i
HadaTW aKTyasbHi gaHi 3a HeObXigHOCTI.
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4OMY PIAOKICHI XBOPOBH
BUMATAKOTb 0COBJIMBOI YBATH

BiHa Ta 1l Hacnigkn 34iNCHIOOTb TPaBMaTUYHUIN Ta PYWNHIBHUIA BNJINUB Ha BCiX
yKpaiHyis. Konm Mm npocMmMo npo ocobnmeui nigxig 4o NigTPUMKK NaLiEHTIB 3
pigKiCHUMN XBOpOBGaMM MM HE MAaEMO Ha MEeTi cKasaTu, L0 BOHW 3aCNyroBYOTb Ha
Len 3axucT 6inblue 3a iHWe HaceneHHs. M cnofiBaeMocs A40NOMOIrTU iHLWIKUM
YCBIOOMUTHU, WO LA Bpasnea CnifibHOTa NoTpebye KOHKPETHUX Air Ta NigTPUMKK
Wwob oTpumyBaTK cnpaBeasiMBUN 4OCTYN [0 BCiX Nepesar couianbHol chepu Ta
OXOPOHW 340POB’A, AKi HAAATbLCSA BCIM YKPaIHUAM.

B YKkpaiHi 6113bKo 2 MiNbAOHIB NtOLEN, WO MakoTb PiAKICHI XBopobu. HaniyyeTbcs
Binbwe 6000 pigkicHMX XBop0o6. BOHWM BCi pi3HUX CTYMEHIB CKNAAHOCTI, ane wWwo ix
o6’eAHye - He BCi BOHM O0OCUTb AOCAIAXEHi, CKNagHO AiarHOCTYHOTbCA i, YacTiwe,
HEeBUNIKOBHI. MNaLieHTK, WO CTpaXkaatoTb Ha Taki XBopobu, 3a3BmnYan NoTpebyroTb
4yacToro i KoMnekcHoro gornagy. barato XxTo 3 HUX MakOTb pPo3nagun, ki MOXYTb
yCKNagHBaTK iIX nepecyBaHHA. B yMoBax BiiHUM i CiMT MaroTb BENUKI TPyOHOLLI 3
Bi4I300M 3i CBOIX J0OMIBOK 6e3 NigTPUMKK, AOCTYNy 00 MeOUYHOI JoNMOMOorn Ta 3
A06YyBaHHAM Xi Y/ cnopAaXXeHHAM HEOOXIgHUM AN 1X BUXXUBAHHA, HaBITb AKLLO
MOXJ/TINBICTb OTPMMATK BCE Lie iCHYE. baraTboM, XTO 3MYLUEHWUI LLIYKaTK
6e3neyvyHoro Micus, TakoX HeobxigHa gogaTkoBa AOMNOMOra 3 TPaHCMNOPTYBaAHHAM
[0 KOPAOHY B Mexax YKpaiHW; NepeTAHYBLIM KOPAOH, BOHM MOXYTb NOTpebyBaTu
creyianbHMX aganToBaHMX Miclb A8 NPOXWUBAHHA Ta MPUCKOPEHOro A4OCTyny A0
MeLNYHNX YCTaHOB i creyuianbHOro Aornsany B HOBIM KpaiHi (4e caMa HeobXigHICTb
TaKoro MikyBaHHA | 4ornsay MoXe He MaTu LUMPOKOro PO3YMIHHA Yy NEepLInNX OXOUYUnX
[0 AOMOMOrY Ta y MicLeBUX NpaLiBHUKIB chepn OXOPOHU 30,0pPOB'S).
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bESMPELLEHOEHTHA MOBIJI3ALIIA CWJT TA
Hionomorw BIA iKW PIAKICHWX
SAXBOPHIBAHD Y 0J1blLL]

MNepBiCHUI BIAryK NObCbKOro LMBISIbHOro HaceneHHs Ha nogaii B
YKpaiHi LiNKOBUTO i CpaBefIMBO 3aC/y>XMB Ha CXBaJIEHHSA -
rpynu nayieHTIB WBUAKO BiANOBIN HA 3aKIMKW LOMOMOTN.

OpraHisauil, Taki sk Polish National Forum on the Treatment of
Orphan Diseases - ORPHAN, Debra International, Polish
Association For Persons with Intellectual Disability, Healthcare
Education Institute, EB Polska i Debra Poland, Matio CF Ta Fundacja
SMA, opraHisyBanu Mepexy BOJIOHTEPIB, W06 AOMNOMOrTU COTHAM
BPas/iMBUX CiIMEN, 3 LUMPOKUM CMEKTPOM MOCyr, TaKUMU SK:

e OpraHisauifa creyianbHUX rapsaunx niHin 4LONOMOrun Ta nepexknagom
HeobXiaAHUX iIHbOpMaLINHNX pecypcCiB

® 3ycTpiy BpasnMBUX CiMen Ha KOPLAOHiI

® PericTpaLif nayieHTIB WO MaroTb PigKICHI 3aXBOPIOBAHHA Y crieyialibHUX
MeLUNYHUX YCTaHOBaXx

e [lpnabaHHA | TpaHCMOPTYBaAHHA HEOBXiAHOro obnagHaHHSA, AK-TO Bi3KW,
fike By10 3aNULWNHE NaLieHTaMN Yepes HEMOXJ/IUBICTb TX NepeBe3eHHS

e OpraHisauif nepeBes3eHHA Ta eEKCTPEHHOrO PO3MiLLEeHHSA
® [ligTpuMKa iHTerpauyil nayieHTIiB y KON, Aki obnagHaHi HaJ'Ie)KHI/IM'HQHOM
e [lepeknag MeguyHol gOKYMeHTaLil

® HapaHHA GiHAHCOBOI AOMNOMOIrN Ha Yac NOKU CiM’l
He OTPUMaKOTb AOCTYN A0 MICLEeBOl CUCTEMM couiafibHUX NiNbr

Be3s uyiei gonomoru, 6araTo 3 Lux cimem B3arani
He 3MOrnu 6u BnopaTuch.

TuM He MeHLW, aKTyaJibHi Npo6s1IeMu BCe Le iCHYIOTb,
a yKpaiHcbKi ciM'i Ta nonbcCbKi opraHisauii, AKi ix
NiATPMMYIOTb, MOTPEOYIOTb 3HAYHOI NiATPUMKHU

w06 BnopaTtuch 3 NoTpe6amu cninbHOTH

3 pigKMMU 3aXBOPIOBaHHAMM.
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HEBUPILUEHI NIPOBJIEMA
HANBWLLLOTO MPIOPUTETY

CEPEQHbOCTPOKOBYMI OCTYN 110 BE3NEYHUX TA MPUOATHUX INA
0CIb 3 0bMEXXEHUMU MOXJINBOCTAMMN XXHUTII0BUX NPUMILLEHD -
CYTTEBA TA HARBINbLUA NPOBJIEMA B MOJIbLLLI, 3 AKOK CTUKAIOTLCA
YKPAIHCBKI CIM'1, LLLO MAKTb PIOKICHI XBOPOBH

KnroyoBa 3arasnbHa npobaema, 3 AKoK CTUKHYIUCSA BCi CiMI-NepecenienLi - e XnTno.
BinbwicTb ciMen 3apas 3ynUHUINCL Y NONbCbKUX CIM'AX, AKi TOCTUHHO BigYNHUNW OBepi
CBOIX AOMIBOK A8 yKpalHLUiB. TUM He MEeHLU, e pPilleHHs, BCe X Taku, TumM4yacose. Taki
OOMIBKM PigKO HaNeXHUM YNHOM OCHaLlleHi gna nogen 3 ocobnmemmMmu notpebamu.
BinHa TpuBae i M1 oTpuMyeMo gepnani 6inblue NOBiAOMMEHb NMPO Te, WO Take cnifnbHe
NPOXMBAHHA HAa MaNeHbKMX MNNOLMHAX CTaE BCE MeHLW KOMPOPTHUM AK AN
YKpaiHCbKNX rnepeceneHuis, Tak i 1A nofbCbKNX CiMen.

BapiaHTu TMM4acoBOi opeHamn XnTtna cknagHi B oQopMeHHi Ta NoWwyKy Ta HEMOX/INBI
Ha PiBHI 4OMOMOIK, ika HaaeTbCA 3i CTOPOHN BOSTOHTEPCbKMX OpraHisauin. Yepes
CYKYTMHICTb YCKMaOHKOUYNX PigKICHI XBOpO6OU GaKTopiB, YKPaiIHCbKUM CiM'AM HeobXigHo
NPOXnBaTK y MiCTax, AKi 3Haxo4ATbCA AOCTATHbO 6/IN3bKO A0 LLeHTPIB NiKyBaHHA 1X
XBOpPO6, W0 BKpar obmMexye ona HMX BUBGIp MicLb NPOXUBaAHHSA.

Y napTHepcTBi 3 Airbnb.org EURORDIS
pobuTb ace MoXnmee Wo6 nigTpumMaTn Taki
CiM’T, HaZar YN IM MOXUBICTb
6e3KoWTOBHOro 30-TM OEHHOMO NPOXMBAHHSA
3 poHAay Mmepexi AirBNB. OgHak, Le pilleHHs
BCe e NMNWAETbCA TUMYacOoBUM.




Heski [mayieHTn Wo MarTb pPigKiCHi XBOpobu] BXe nnaHyroTb NOBEPHEHHS 40
YKpaiHu came yepes rnpobriemm 3 MicLeM NpPOXKNBaAHHSA

YKpaiHCcbKa opraHisauia nayieHTis

Hapasi My npuckopeHnMm Temnamu LwykKkaemMo micuye, e Mu Mornn 6
3YMUHUTUCA, MU AY>XXe 60IMOCb, L0 MOXEMO JINLUNTUCA Ha BYULI; NaHi, B AKOI
MU XXuUnun 6yna BrieBHEHa, Lo MU 3MOXEMO 3HaUTU XUTIIO AYXe LBUAKO, ane
XUTNa Malixxe Hemae, a IKLo BOHO byae ay>e gopore 4n mv 6ygemMo noBuHHI
3annaTtuTu 3a Kiflbka MicsyiB Briepes, y Hac Ha Lje 30BCiM HEMAaE rpoLLen.

3aABHUK NpOrpamm 3 NOLYKY XXUT/Ia Ha KOPOTKUI CTPOK MNif NapTHEPCTBOM
EURORDIS Ta AirBNB

CnpaBXxHS npobsiema 3HanTU OKPEME XUTO, OB XUTTELIANbHICTb Takol
CiMT MOrna noBepHyTUCb 4O HOPMMU.

Monbcbka opraHisauis nawieHTiB

Jlrogu, AKi nepecyBarOTbCA Ha BIi3KY, XXUBYTb Yy OMax 3 HE3HaNoMUMM
JIOAbMU, 1€ BOHU HE MOXXYTb HOPMAaJsibHO CICTW Ha YHIiTas caMi abo HaBiTb
CKOpUCTATUCA BaHHOK, 60 Ui pedi He NMpUCTOCOBaHI A0 IX QisN4YHNX
O06MEXXEHD.

Monbcbka opraHisauis nauieHTiB

CnpaBXi cknagHo nepekoHyBaTu IKOL4EN, L0 IM Kpalle pyxaTtucsa gani [4o
iHWunx KpaiH ECJ,npoTe My He MOXeMO HaAaTu iM AOCTYN A0 HAJIEXHOro
MPUTYIKY.

MonbcbKa opraHisauis nawieHTIB

90% ykpaiHyiB, 3 AKUMN MU NPaLKEMO, BiAMOBNAKOTLCA Nepenkaxatn 4o
[HLIMX KpaiH, B AKUX € aganToBaHi Micys 418 MPOXXUBAHHSA. IHOA4I, BOHU
crofiBarOTbCH, WO BiiHA CKOPO 3aKiIHYNTLCSA, @ BOHU XO4yTb 6YyTu 6711mxKye 40
CBOIX AoMiBOK. A60 BOHM obupatroThk lNonblyy, 60 MaroTb TYT 3HaNOMMUX, AKNX
BOHW 3Hanu e A0 BiNHW. TakoX, BOHU TPOXU PO3YMIOTb MOBY. 3apas y
MMonbLyi npnbnnsHo 10% BCiX NOCTIMHUX MELLUKaHLiB MaroTb yKpaiHCbKe
MoXo4XXEHHSA. BOHW XO4yTb 3a/1MINTUCA TYT, 60 TYT € yKpPaiHCbKI CMiJIbHOTH.

Monbcbka opraHisauyis nayieHTIB




YKPATHCbKI POLUHN 3 NMALIEHTAMN, AKI BPAXEHI PIOKICHUMN
XBOPOBAMW, NOTPEBYHTb CIMEMHNX ACUCTEHTIB TA KYPATOPIB

HA MICLLAX, AKI CMPUATUMYTb [X JOCTYNY 10 A30BMX NOCAYT

BaraTto NpoKOHCYNbTOBaHUX OpraHisaui nauieHTiB NiATPUMYOTb OECATKU CiMen, y
OEeAKNX TX KiNbKICTb HabMMXXaeTbCA A0 COTHI. B 3aneXHOocCTi Big XBOpO6, 3 AKMMU
opraHisayii MatoTb CrpaBy, BeNMKa KiNnbKiCTb ciMen noTpebye [oBONI CKNA[HOI,
creyianisoBaHol i MPaKTUYHOI MIATPUMKM 3 OTPUMAHHAM OCTyny Ao 6a30BUX peyen Ta
nocnyr. Crnisikn nayieHTiB NOKNafatoTbCA Ha BOJIOHTEPIB, 6arato 3 AKUX NpaurooTb Ha
MeXKax CBOIX MOXNBOCTEN BXe binblue Micausa. Lii BONOHTepwn, y CBOKO Yyepry, BTOMAEHI i
MatoTb MOBEPTATUCA [0 CBOET 3BUYHOI XUTTEQIANBHOCTI.

MicueBi KypaTtopu Ta CiMeiHi NoOMiYHNKK 3060B’A3aHi gonomaraTn BpasnmBum
YKPaIHCbKUM CIM'AM 3 OTPMMaHHAM AOCTYNY 00 MEeANYHOTrO MiKyBaHHSA, SKe 1M
HeobXxigHe, cnpAMOBYBaTHU 1X Y MiCLEBIN CUCTEMI NiNbr, PO3MiLLAaTN Ta nogasaTu 3asBu 40
HaBYaNbHUX 3aKNafiB, AKi 3a40BOJIBHAKOTL IX NOTPebn, abo cNpUATK IX NoganbomMy
nepeMil,eHHIo B iHWi KpaiHu EC.




Bci ykpaiHui maroTb 4OCTyn 4o MeandHol cepu y lNonbLyi, npote € barato
PpopmanbHoCTEN, AKi IM HEO6XiAHO 3anaroanTn LWO6 OTPUMATH BHY TPILLHIN
igeHTngikayiiHUM HoOMep... y Takux MicTtax, K [ gaHCbK, YekaTun HeobXigHo
npuHanMHiI MicAub. K Hacnigok, My 3a3Bn4yan BigBO3NMO JIIOAEN Y MEHLLUI
MicTa, LWo6b BOHMN MOI/IN OTPUMATHU Ui JOKYMEHTWN. BOHN 6 HE 3MOrin 3pobutu
4boro cami.

Monbcbka opraHisauyis nayieHTIB

Cno4aTky BCix BNaLITOBYBaso, KO/ BOJIOHTEPU gornomMarann Unum CiM’am.
lpoTe nroasamMm HeobxigHoO noBepTaTUChb Ha pobodi Micys. HopmMasbHO
nigtpumyBat 2-3 cim’. Ane 10, 20, 100? Ham HeobXxigHi KowTwn o6 HanmaTun
CIMEeMHUX NMOMIYHUKIB.

Polish patient organisation

Ha noyatky 6yn0 HopmasibHO, WO BOJIOHTEPU fornomaraau CiMm’aMm. Ane nogam
noTpibHo nosepTaTtncsa Ao pobotn. HopmanbHo yTpumyBsatu 2-3 cim’l. Ane 10,
20 4n 100? Ham noTpibHi rpoLwi, uwob HanHATU CIMENHMX MOMIYHUKIB.

Monbcbka opraHisauis nayieHTIB

Haw ypsg gososi 3a40BOIEHUN MPOBEAEHO POBOTOH, TOMY WO popMasibHO
BiKeHUi MaroTb JOCTYM [0 BCiX MNOCAYr, AKX NOTpebyroTk. [Npobriema B TOMY,
O HIXTO He 3aMa€ETbCA IX CyrnpoBO4OM i HE goromarae iM, BracHe,
OTpUMaTU Ui Nocayrn. Y HUX € 4ocTyn 40 MeANYHUX 3aknagis, age barato
Umnx 3aknagiB rnpocTo He MOXYTb IX MPUAHATH, 60 HE MaroTb Miclb. Lle
Yy40BO, WO MU HagaeMOo BCi i MOXJINBOCTI, MpOTE 3apas BaXk/InBilLe
AOMOMOrTY IM HUMU CKOPUCTATUCH.

Monbcbka opraHisauis nawieHTiB

MayieHTn Ta ix poanHW NOTPEOYOTb aCUCTEHTIB, AKI LOMOMOXYThb 3
opraHizayiero iX XUTTA i nobyTy B NonbLyi (Hanpuknag, CKOOPANHYOTb 3
LEeHTpoM b6ixeHUiB, 4OMOMOXYTb 3 0POPMIEHHAM COLiasIbHUX Mifbr,
TPaHCMopPTyBaHHAM 40 MarasuHis, ambynaTtopin, fikapeHb - s gornomMora
HeobXxigHa TUM nayieHTaM, IKi He MaroTb CBOIX aBTIiBOK. ACUCTEHTaM Cchif
goriomaraty y CrisikyBaHHI 3 MEAWYHUM NEpPCOHasioM, o6 nosiCHIBaTU
noTpebu nayieHTIB i crneyiasbHi MeANYHI Niibrn - yepes piakictb [yier
XBOPObU] MeanYHI rnpaLliBHUKN MOXXYTb HaBiTb HE 3HATW NpPO IX iCHYBaHHA.

MonbcbkKa opraHisauis nawieHTIB




YKPATHCBKI CIM'T 3 MALIEHTAMM, LLLO MAIOTb PITIKICHI XBOPOBY -

A TAKOXX TI ONAKK, AKI TM JONOMATAIOTb - MOTPEBYIOTb
10CTYNY 110 NCUXO0JIOrIYHOI MIATPUMKH

3rigHo 3 gocnigXXeHHaM, npodiHaHCoBaHUM EBpornencbknum Corosom y 2017 poli, SK
yacTuHoro npoekTy INNOVCare, nogm abo YneHn poavH, Wo MatoTb PiaKiCHI XBopobn,
BTPMUI YacTiwe Big4yyBaroTb cebe HewacnmemumMm abo NPUrHiYeHUMN, y NOPIBHAHHI 3
OiNbLWIICTIO HACENEHHSA Y HOPpMasbHMI Yac. Y yac BinHW, konn MTCP 6inbw nownpeHnn,
POOUHN, AKi | [0 TOro 6ynun o6 TAXeHI MeHTanbHUMK NnpobnemMamMmu, NOTPebyrTb
CTBOPEHHSA 404aTKOBOI NigTPUMKMN.

BinbWicTb NONbCbKUX OpraHisayin, 3 AKMMU MU KOHTaKTyBasn, 3BepTanun yBary Ha
NCUXONOTiYHI BUK/INKK, 3 AKUMU CTUKAKOTBLCA SK CiMT, 3 AKMMM BOHU NPaLoTb, TakK i
BOJIOHTEPW, O 3 HAMW MpPaLoOThb.

[lcuxonoriyHnm cTaTyc yKpalHCbKUX CiMew noripwmnscsa. Y nepLi gHi 6ynio
TaKe Bpa>XeHHs, Haye BOHU rpuixanun y BianycTKy. Y Hux 6yB BUKUL
agpeHariHy, BoH1 6ynu rotoBi [iATn. Yepes Kinbka gHIB cUTyayis
KapAuHasibHO 3MiHWNAacCA.

Monbcbka opraHisauis nayieHTIB

OpaHa 3 mMaTepiB, AKi A gornoMoras, 2 AHi He BCTaBasa 3 Jli>kka, HaM J0BeJ1I0Cb
LwyKkaTtu ivi gornoMmory. byno He nerko 3HanT rncuxosora, SKUM Po3MoBJIsiE
YKPaiHCbKOK. € BOJIOHTEPMU, MPOTE BOHN HE MOXXYTb MpauroBaTv TUXHI abo
Micsayi 3agapma. BoHn TakuM 4YMHOM 3apobisoTb cobi Ha XXUTTA | YacTo cami
€ 6i>KeHUaMu.

Monbcbka opraHisauyis nayieHTIB

Halwui BonoHTepu AeHb y AeHb NpauroroTb 3 JIKAbMU, SKi NepexXunan Tpasmy.
BoHu nopuHaroTh y Ui cuTyauii i im Takox HeobxigHa nigTpuMka, wob
OCArHyTH Lje.

Monbcbka opraHisauis nawieHTiB



http://download2.eurordis.org/rbv/juggling_care_and_daily_life.infographic__final.pdf
http://download2.eurordis.org/rbv/juggling_care_and_daily_life.infographic__final.pdf

IHLLI ICTOTHI TPY IHOLLI HACEJIEHHA,

1Li0 MAE PILKICHI XBOPOBY

JE®ILAT MEQNKAMEHTIB [N1 PIAKICHUX XBOPOB | X MOCTAYAHHA B NOJIbLLY

IcHye HecTa4ya npenapariB iMyHornobyniHy B lMonbLyi, NoB’a3aHa 3 Mirpadiero.
CuTtyauisa 6yna He HanKpalloro e 40 Hel, NpoTe 3apa3 BoHa naHiyHa. 3a
Halnmu nigpaxyHkamu HeobxigHo 48 Kr 4oaaTKkoBUX MOCTaBOK
IMyHOrnobyniHy Ha HacTynHi 12 MicAUiB, i Lie TiIbKU Ha NoTpebu yKpaiHCbKUX
6i>xeHUiB 3 iMyHogediuntammn y lNonbLyi. B 6yab skomy Bunanky, HeobxigHa
KINbKICTb iIMYHOIr106YyiHy 415 IHLWUMX 3aXBOPHOBaHb, O HE MOoB’'A3aHi 3
piakicHUMn xBopobamu (MOCT-KOBIAHWN CUHAPOM, HEBPONATII i T.i.) Mae
3HaYyHo BULLI MOKa3HUKK. | 4i npenapatn He MOXYTb 6y TH MPOCTO BBE3EHI 3
YKpPaiHCbKOro puHKY, Yepes pisHi cTaHgapTn BUPO6HUL TBa papMaLeBTUYHNX
KOMMaHin Ykpainm Ta EC (AK-To “"HauioHasibHI” KOMMaHii, Yni' ToBapun He
MOXYTb i He MaroTb Mpasa npogasaTnck Ha Teputopii €EC yepes nNUTaHHA
b6esnekun)

Monbcbka opraHisauis nayieHTIB

Benuka KinbKicTb CrIOPAAXEHHSA, He0bXiaHa HaluMM rnauieHTam - baHgaxi i
KPeMU - TaKOX KOPUCHI 418 BINCbKOBUX Ta LMNBINIbHUX, AKX BY/10
TpaBMOBaHO nif Yac BiViHW. Lje crnopsAaXXeHHA JOCUTb CKAaaHo aictatu

B YKkpaiHi, a B [NonbLyi Ta iHWKNX KpalHax Hapasi ix gegiynr.

MonbcbKa opraHisauis nawieHTIB

o W

N

m gm 00F liesust
whigi alusqr




HECTAYA 0bJIALIHAHHA

Mu 6aynmo 6aTtbkiB, Wwo npuisaate 3 11, 12, 13-Tn piyHUMU JiTbMU, AKUX BOHU
NnepeHoCATb Ha pyKax, TOMY L0 6ynin 3MyLUEHI 3a/IULINTK IX Bi3KMN B YKpaiHi...
Mu oTpumann Bisku 3 Icnargil, we oaHy napTiro odikyemo 3 [MopTyranii. [lpoTe
HaBIiTb AKLO MU MaeMO o0bslagHaHHSA B O4HOMY MICTI, BC€e e HEObXIAHI KOLITHN
Ha nepecunaHHsA 3 oAHIel nokayii 4o IHWWX NOJIbCbKUX MICT.

Monbcbka opraHisauis nauieHTiB

YaBiTb cobi Hepie3[aTHOro 4opocioro, AKMM nogopoxye YkpaiHoro 6e3
iHBanigHoro Biska. [NoTiM MU OTPUMYEMO A3BIHOK 3 MUTAHHAM - LLO HAM 3 HUM
pobutn? HeobxigHo gictatn Noro 3 aBTobyca, asie HaM HEMae Kyamn noro
cagntn? OTXXe, HaM HeobXigHO 3HANTU MarasuvH, 4isHaTuchk 3amMipuv, 0popPMUTH
3aMOBJIEHHS | 3an1aTUTN OHMalH, LWo6 Noro 4ocTaBuan 4O KOPAOHY. A MoTiM
HeobXiaHO 3HaNTM [OCTYNHUN roTesb bifi KOPLAOHY... Ue 3arumMae roguHu!

Monbcbka opraHisauis nauieHTiB

LE@ILNT JIKAPHAHUX JIDKOK

Mwu TenepoHyeMO B nikapHi Mo 4epa3i, nayieHTn Tene@oHyrOTb O4NH 3@ O4HUM,
asie BCi BOHW KaxyTb, WO biflblue HE MaroTb MOXJ/INBOCTI NPUUMaTN JOPOCINX
nayieHTiB 3 HaloK XBOPObLOLO.

Monbcbka opraHisauis nawieHTiB




BTPATA KOHTAKTY 3 XBOPUMW HA PIAKICHI 3AXBOPHBAHHA,
3APEECTPOBAHIMM B YKPAIHI

Mu npauyroemo 3 60-70 cim’amu B lNonbLyi, ane 3 iHWnxX gxxepen BigoMo, Lo
6113bKo 400 cimen [3 Haloro xBopoboro] Buixanmn 3 YkpaiHn. Mu He 3Haemo,
ae yi pognHn. BoHn B Mongosi? feck y lNonbLyi, ane BOHU He
PO3KpMBaroTLCA, 60 rnepebyBaroTb y rMN6OKIN TpaBMi | HaMararoTbCA 3HanTn
CcBOe Micue? Moxe, BOHU BXe 3a Mexamu NonbLyi? Hezabapom mu
Ai3HaeMocs binbLue, TOMy WO /FOAAM 3 UNMUN 3aXBOPOBAHHAMM NOTpPI6Ha
MeaundYHa gornomora.

Monbcbka opraHisauis nawieHTiB

BCTAHOBJIEHHA AIATHO3Y bYE biJibLl YCKNAZHEHAM

Lnsa gyxxe pigKicHWX CTaHiB BCTaHOBJ/IEHHSA AiarHO3y 3aBXAaun 3arMae barato
yacy i Haa3Bu4YarHO BaxXKko. 3 Ornsafay Ha Taky Ki/lbKiCTb Mocsayr, AKi 6y
rnopyLueHi, a cim 6ynn nepemilyeHi Yyepes BifiHy, M1 CTypboBaHi TUM, O CIMT
He 3MOXYTb NPOAOBXYBATU AiarHOCTUYHY NOLOPOX, HEOBXIAHY A8 YCMiLLUHOI
rnocrtaHoBku giarHosy. Y lNonbLyi 6yayTe CiMT 3 YKpaiHu 3 pigKiCHUMU
3axXBOPHOBAHHAMM, asle BOHU HE 3HATUMYTb, K Li3HATUCS, KWW Y HUX CTaH i
XTO MOXe€ IM JOMOMOITH.

Monbcbka opraHisauyis nayieHTIB
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K POSBUBATUMETHCA LA KPN3A?

Bes ornagy 3agHiM 4ncnomM Mu
3apas He 3HaeEMO, fK LS Kpusa byae
pO3BMBaTUCH.

UM CKOpO 3aKiHYNTbCA BiNHA?
Ao Tak, To, MOXJIMBO, yBara
Obyne 3ocepepxeHa Ha nigTpumui
JesKnx cimen, wob BoHU
6e3rneyHo NoOBEPHYNNCA B
YKpaiHy, i K 3aBe3Tu B KpalHy
HecTaui NnikiB Ta ToBapiB..

YKax BiHM nocuntoBaTUMeETbCA? AKLLO
TakK, TO MU 3iTKHYNNUCSA nuwle 3
BepxiBkoko ancbepra. | gy>xe 6araTto
3HEeBIPEHMX CiMeN, KepOBaHi Big4YaeM
ab0 KpalwmM pO3YMIHHAM TOro, K
oTpumaTu NigTpumKy B €C, BUpywaTb
Ha 3axig. Xo4ya KpaiHu, WO MexXyrTb 3
YKpaiHow, oTpuManu 6arato Hoy-xay
3a nepui gBa MicAauyi BinHU, ua «gpyra
XBUNA» CAPUYNHUTD 3HAYHUIN TUCK Ha
iIHPPaCTPYKTYpPY, 3 AKOK BXE BaXKO
BnopaTucA.

AKLLO CTaTyC-KBO 3aTArHeTbCH,
4YuM YKpaiHCbKi pOAMHU HeOXO4Ye
BM3HaKOThb, WO [lonblia He MOXe
3a40BONIbHUTK BCI TXHi NOTpebun?
Yun 6yne 3ocepe)KeHo HOBY
yBary Ha A0rnoMosi iloaaMm y
nepecersieHHi B iHWI kpaiHm €C
Ta CTBOPEHHI 6inbl HafinHMX Ta
CTIMKMX Nporpam, wob
3abesneynTun M 3ycTpiy Ta
NigTPUMKY ciMen 3 YKpalHu?

A
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NONEPEQHI PEKOMEHDALII BITL EURORDIS

Mo-nepwe, MM pPEKOMEHAYEMO, W06 opraHi3auii nayieHTiB 3 pigKicCHUMKU
3axXBOpPIOBaAHHAMMU NPOAOBXYBaNAMN Mob6inisayito Ta HaBiTb gani MobinidyBaTucb. Mu
MOXXEMO BUYMUTUCS Ha ycnixax HanbinbLl akTUBHUX OpraHisayin. Y Bunaaky, Skwo us
nepla Mmirpayis BpasnmBux CiMen pigKiCHMX 3aXBOPKOBaHb € NNLIE BEPLUMHOK
ancbepra, HaMm nNOTPiI6HO Byae 6yTM BinNbL NILFOTOBNEHUMU Ta aKTUBHUMU 0 APYrol
XBUMi. M1 MOXXeMo BYNTUCA Ha LOCBIigi, NogaBaT 3asBKY Ha GiHAHCYBaHHS, AKe
BigMNoBifae HaWMM peasnibHUM noTpebam, i NPOAOBXYBATU BiACTEXYBaTU TEHOEHLIT Ta
PO3BUTOK NOAiN.

Mo-gpyre, Mn npocumo snagy MonbLi po3BMBaTN CBOKO NMOYATKOBY LWeOPICTb,
CNpOoLLYHOUYM NMpoLEecK, 3a AONOMOIor AKUX CIMT, AKI NPUDKAXaTb 3 YKpalHU, MOXYTb
oTpuUMaTK AOCTYN A0 HeobXigHWX Ninbr Ta couianbHux nocnyr. Ocobnmeo ue
HEeOOBXiAHO A BCiX HE3aXMULLEHNX CiMen 3 iHBanigHICTo. M1 NpocmnMo, Wob BOHU
BU3HaNN CiMT 3 pigKiCHUMM 3aXBOPIOBAHHAMM B Lii1 KaTeropil, He3asexHo Big, Toro,
MOMITHa IXHS iIHBaNIAHICTb YK Hi.

Mo-TpeTe, MNMonblia He MOXe 3pobuTn Le cama. Mun 3aknmkaemo €sponecbkuin Coros
NnpoAeMOHCTpYyBaTh 6e3npeLeaneHTHY WeapicTb No BigHoLWeHH Ao Monblyi,
BU3HaKO UM, WO POAUHN 3 YKpAIHM XO4YTb 3aIMWKUTUCA TaM 3 MPUYUH, BUKNALEHUX Y
Lbomy 3BIiTi. Lli ciM™, AKi BXXe nocTpaxganu Bif TpaBM, 3aciyroBytoTb Ha Te, e BOHU
XWBYTb. HaM NoTpibHO NigTprMyBaTK NOMbChKI colianbHi CNy>X6u, CUCTEMU OXOPOHMU
3[0POB’A Ta OCBITU, W06 36eperTu WwenpicTb OKPYry, Npo AKy 4acTo NOBigOMNAOTb.

MNo-4yeTBEPTE, M1 BBAXXAEMO, L0 MiCLLEBi Ta HaLiOHaNbHI areHyii gonomMmoru
NOBUHHI BU3HATU [OAATKOBI CKNafHOLLi, 3 AKUMU CTUKAIOTbCA NaLiEHTH 3
piaKicCHUMUN 3aXBOPIOBAHHAMM, Ta iHTErpyBaTu iXHi NOTpPebu y CBOO
AisnbHiCcTb y MonbLwi (Ta n B YKpaiHi). Cuctemm, CTBOpPEHI, Wob AonoMorTum
AKOMOra wauawe aKkHanbinbLwol KiNbKOCTi NoAeN, PUSUKYIOTb 3alULWLNTU
HanypasnmBilLmnX.

HapeLwTi, M1 3aKnnkaeMo MidXKHapoaHi/o6'egHaHi areHuii
A0MOMOru CTBOPUTHU LieHTpanizoBaHe 610po piaKiCHUX
3axBOPIOBaHb, IKE 3MOXe KOOpANHYBaTK, BUPIiLLYBaTK
npobnemn Ta NigTpMMyBaTK areHyii 4ONOMOru,
AKI NpaLoTb Ha Micuax, Wob 3a40BONIbHUTH
Binblw ckNagHi noTpebun, HeobXigHi Ana Lnx
rpyn nawieHTiB.
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HEYPALIOBI OPTAHISALIT, FPYIN
MALUIGHTIB TA FPOMALICbKI OPTAHI3ALLT,
AKI BEPYTb YYACTb Y LIbOMY 3BITI
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