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3BIT NP0 PIKICHI 3AXBOPHOBAHHA.:
PYMYHIA

3BiT opraHisayii EURORDIS w,0.00 BUKNKIB, 3 AKUMU CTUKAKOTbCA
nepemilleHi yKpaiHui, Wo MaloTb pigKiCHi 3aXBOpIOBaHHA



BinHa B YKpaiHi 3Mycuna 3anuwmT CBOI AOMIBKM i LWWYKATN 6e3MeYHilloro npuTysnky
GinbLie Hix | |. Ha MOMeHT cknapaHHs 3BiTy PyMyHis, Sk ofHa i3 KpaiH-

cycipok YkpalHu, npuinMae ogHy 3 HanbinbLWMX MO YNCESNbHOCTI rpyny nepemil,eHnx
yKpaiHyiB (61m3bko 80 000 ocib).

3a 3aranbHOK KiNbKICTIO MPUAHATUX YKPATHCKUX BiXeHLiB PymyHis [1ocifac npyre|
[vicLid, npoTe konm naeTbCa NPo YKpaiHLIB, WO XUBYTb 3 PiAKICHAMMN 3aXBOPIOBAHHAMM,
Le NOKasHMK HabaraTto HUXXYUA.

3arafibHa TEHAEHLA CBIAYUTb NPO Te, WO PYMYHIs, NepeBaXxHo BUCTYMNae TPaH3UTHOK
KpalHO i 3a3BMYail He PO3rnafacTbCs AK NocTiMHe abo, 6ogan, TMM4YyacoBe Micue
MPOXWUBAHHSA — finLLE NPUBIN3HO | |
[ TepuTopil Lie HaBiTh 6iNbLIOK MipOK CTOCYETLCH THX, XTO XMBE 3 PiAKICHUMM
3aXBOPIOBAHHAMM.

3rigHo 3 gaHuMu, Wo Haganu pyMyHCbKi NaLieHTCbKi opraHisauil, Wwo 3anMaroTbCs
PiAKICHUMMN 3aXBOPOBAHHAMM, 3arasibHa KiflbKiCTb YKpalHLiB, AKMM BOHW Haganu
poromory, cknagae 6mspko 20 ciMen, Wo CTaHOBUTb HENPOMNOPLINHO
Many YaCcTWUHY Bif, yCiX YKpaAlHCbKNX NepecesieHL,iB B PyMYHIl.

MpoTe MaeMo 3ayBaXKUTW, WO KiNbKiCTb CiMen 3 pigKiCHUMN
3axBOpPIOBAHHAMMU, iKa ogep KyBarna gornomMory
NPOTAroM CBOIro KOPOTKOYACHOIro
nepebyBaHHA Ta nifg Yac
NiAroTOBKW A0 nepeisgy
hani Ha 3axig, 6yna
3HaYHO BiNbLUOHO.

Antonia J. Down Sdr.
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Xo4ya MOXHa HaBecTun 6araTo nNpuYnH ons
NOACHEHHS TaKoil TeHAEHLUIT (MoYnHaroum
3 MOBHOro 6ap’epy i o ocobnueocTemn
MiCL,eBOI CUCTEMWN OXOPOHM 340POB'A),
PyMyHif [,eMOHCTpYe Bifblly FOTOBHICTb
40 NiATPUMKN YKpaTHLIB i3 pigKiCHUMU
3aXBOPIOBAHHAMM, HiXX iHLWI CyCigHi
KpalHu, 3okpema Mongosa.
BpaxoBytoun reorpadiyHy 61n3bKicTb
OBOX KpalH, YKpalHLi i3 pigKicCHUMMK
3axBOpPOBaAHHAMM, AKi Hapasi
nepebysatoTb B MongoBi, MatoTb 6yTH
nigTPUMaHi y NMUTaHHI Noganblworo
nepeisgy 0o PymyHil, Ana oTpuMaHHs
KpaLLoro gocTyny Ao HeobXxigHol
MeAWNYHOI JONOMOru Ta iHWWX BUAIB
couianbHUX NOCHYT.

IHpopmayis B 4bOMy 3BIiTi OTPUMaHa
3 HU3KK 3yCTpiden 3 nayieHTCbKUMM
opraHisauyismun B Mongosi Ta
PyMyHIi. BiH TakoX MICTUTb
IHpopMaLito, AKOK MOAINNINCSA 3
EURORDIS 6ixeHui, MeaundHi
npawyiBHUKW Ta NCuUxXosaorun — yci
BOHM € CBigKaMu pPi3HNX acrekTiB
ryMaHiTapHOI Kpn3u, cripnynHeHor
BIilIHOO, WO TPUBAE B YKpaiHi.

Ba>knnBo BM3HaTK, WO UsS cUTyalis
LIBUAKO 3MIHKOETLCA. Ljen 3BIT 6yB
cknageHnn 'y yepBHi 2022 poky, i
TE, L0 € aKTyaslbHUM CbOrOA4HI,
MOXXe 3MIHUTUNCSA Yepes KiJlbKa
TuxHIiB. EURORDIS goknagatmme
yCiX 3ycusb, W06 MOHITOPUTHN
cuTyauyiro Ta 3a noTpebu
3abesrieyyBaT OHOBJIEHHSA L€l
IHpopMayil.

‘ ' 3 Ring chromosome 14 syndrome



MIATPUMKA, L0 HANAETHCA
YKPATHLIAM, AKI XXNBYTb
3 PLOKICHAMK
SAXBOPHOBAHHAMM
B PYMVHII

Filip T -
Acondroplasia

AK | IHLLI 6BPONEACHKI EPXABH, AKI MEXYIOTb 3 YKPATHOH, PYMYHIA NOLMPUIIA
JI0CTYN [10 CBOEI COLIIANIbHOT CUCTEMM (BKJTHOYAIIYM OXOPOHY 3[10POB'A) HA
YKPATHLIB, AIKI 3MYLLUEHI TIKATV BIL1 BIHN, [10 HEBAYEHWX PAHILLE MACLLTABIB.

BOJIHOYAC BBAXAETHCA, 1110 1I0MOMOrA HAAETbCA 3MEBIbLIOrO HA TPOMALICBKNX
JACALAX, A HE OEPXABHAMM IHCTUTYTAMHU

Y BUNagKy piaKiCHUX 3axXxBOPHOBaHb, TaKi opraHisauii, Ak PyMyHCbKUii HawioHaNbHUNIA
anbsiHC pigKicHUX 3axBoploBaHb, LleHTp NoRo, ToBapucTBo YepBoHoro Xpecrta
PymyHil, Acoudiauia remodinii Ta Acoudiauia nauieHTiB i3 LWUMT Haganu HacTynHy
aonomory:

e [loganuv iHpopMaLito Npo pigKiCHIi 3aXBOprOBaHHA Ha CTBOPEHY Yy PyMyHIT nnathpopmy
ANA UMBINTbHUX OCIB, AKi 3anuwmnu YKpaiHy yepes BillHYy, fie BOHU MOXYTb Oi3HaTUCH
Oinblle Npo NoLwyK 3aXUCTy B PyMyHil.

® [MpuegHannca 0o poboyol rpynu 3 NMTaHb OXOPOHU 30,0p0B'A GopyMy KoopAnHaLil
Bi>KeHLiB A1 KoopAMHaLil CBOIX NPOEKTIB Ta KpaL,ol 06i3HaHOCTI NPOo AiANbHICTb
iHLWKNX opraHisayin.

e Hapanwu HeBigknagHy JoONoMOry 3 nepeknagamu, GOCTYrnoM A0 NOCAyr OXOPOHM
340POB'A Ta XNTNa, a TaKoX 3abe3neynnnm OCHOBHI NOTPeBU TUX, XTO MNOLOPOXYE
TPaH3UTOM 4Yepes PymMyHito.

® [lonoMornn ykpaiHuaM i3 piakiCHAMKM 3aXBOPHOBAaHHAMW OTpUMaTK 4OCTYN 40
CUCTEMU OXOPOHU 340POB’'A PyMyHIl, abu BOHM MOrn ofgepxxatn HeobxigHe
e JlIKYBaHHA Ta TepMiHOBI onepalii.

Bknroumnu pigkicHi 3axBoptoBaHHA A0 IHTerposaHoro nnany Ain MO3 y Bianosigb
Ha YKpalHCbKY ryMaHiTapHy Kpusy.

O
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KpimM Toro, Kifibka eKCnepTHUX LLeHTPIB i3 PiAKICHUX
3axBOpPrOBaAHb 3aCBIgYNIN CBOK LOCTYMHICTb ANA
nepeMil,eHnX yKpaiHLiB Ta rOTOBHICTb HajaBaTu im
KNiHIYHI NOCNyrn, BKAKOYHO 3 FEHETUYHUM
TeCcTyBaHHAM Ta, 3a NOTpebu, NikyBaHHSAM.

PYyMYHCbKI NaLi€HTCbKi opraHisail akTUBHO
BNPOBaLXYHTb HagaHHA CBOIX NOCnyr
nepeMil,eHnM yKpaiHUAM i3 PigKiCHUMMK
3axBOpPrOBaHHAMW. 30KpeMa, rpynu naLieHTiB 3
YKpaiHm Ta MongoBsu, LWo MatoTb PigKICHI
3aXBOPIOBAHHSA, NIATPUMYOTbLCA HaaHHAM
iIHpOpMaLiNHUX pecypcCiB, i NpaLOOTb 3 MiCLLEBUMNA
napTHepamMu 3apagn 3abesneyeHHs IX NikyBaHHSA i
NigTPUMKN B PyMYHii. BoHM TakoX BNawwTOBYHOTb
3yCTpiYi 3 MicLLEeBMMW NaLEHTCbKUMU
opraHizauiamm, Wwo6 KoopanHyBaTu CBOKO
AIANbHICTb | NigTPUMYBaTU HEOBXIAHICTb WMPLOT
iHTerpawii yKpaiHuiB i3 pigKiCHUMMU
3axXBOPIOBAHHAMM B FyMaHiTapHi nporpamu.

Hackinbku ue moxxnuso, EURORDIS nigTpumyBaTume

YKpaiHLiB, AIKi XXMBYTb 3 PifKiCHUMU 3aXBOPIOBaHHAMMU B

PymyHii, y Takux cpepax:

Catalin B. - PWS

and Codrin B. -
Acondroplasia

® [loKpUTTS BUTPAT Ha AOPOry A5 YKPaAIHCbKUX ciMen Ta
CcniBpobiTHUKIB | BONOHTEPIB, AKi IM AOoNoOMararTb

® HapgaHHA [OCTyny 40 YKPaiHOMOBHUX NCUXONOriB

® 3abesrneyeHHs XUTIOM Ha KOPOTKUN TEPMIH NS BpasMBUX CiMeEN
yepes nporpamy napTHepcTea Mixk EURORDIS Ta Airbnb.ord



https://www.eurordis.org/ukraineresources/rarebnb

HAMBLJIbLL NPIOPUTETHI HEBWPILIEHI MATAHHA:

[ocTyn go MegnyHux abo
couianbHMX NOCAYT, XWUTNa Ta
IHWWX Ninbr i nocnyr sassn4yan
notpebye yacy i Bumarae
[00aTKOBOI gonomMorun 3 60ky
PYMYHOMOBHUX NOMIYHUKIB abo
BigMOBIAHMX KOOPANHATOPIB, AKi
PO3YMIilOTb MiCLLeBY CUCTEMY.

2

He BCi HEobXigHi meToamn
NiKyBaHHSA PigKICHUX
3axBOpPrOBaHb AOCTYMHI o4
yKpaiHLiB i3 pigKicCHUMNK
3aXBOPHOBAHHAMM, OCKISIbKN feAKi
3 HUX HE OXOMJKKTbLCA
Aep>XXaBHUMU NporpamMamMu HaBiTb
ANs rpoMagsaH PyMyHil.

3

BpaxoByrouun 3aTAXHUA XxapakTep
rymMaHiTapHol Kpusn B YKpaiHi,
HeobXigHO 3anpoBagnTK
afjanTtoBaHi 4OBroCTPOKOBI
PilLEHHA Wo[0 3abe3neyeHHs
XUTOM CiMeln yKpalHLuiB i3
PiAKICHUMMN 3aXBOPOBAHHAMM.

4

Yepes kKoMbiHOBaHU edpekT
BOEHHOI TPaBMU Ta NCUXONOriYHOI
BPa3/nIMBOCTI, NOB'A3aHOI 3
PiAKICHUMMN 3aXBOPIOBAHHAMMN,
ICHY€E NMOMUT Ha NcuxocouianbHy
NigTPUMKY YKPAIHOMOBHUMMU Ta
POCINCbKOMOBHUMM
ncuxosioramu.

undiagnosed patients
(Tamara T. and Gabi M.)
and therapist




€ rneBHi MeToAun NiKyBaHHS, AKi HEAOCTYMHI /1 PYMYHCbKUX NayieHTIiB, TOMY
HaMm oBesocs BTPYTUTUCS | npuabatu geski npenapatu. [...] IHWwa npobnema
— BICYTHICTb NiKIB, HE BCE€ MOXHa 3HanTu B PyMyHir

PyMyHCbKa nauyieHTCbKa opraHisauis

Mwu npusHa4yaemMo rneBHe NiKyBaHHSA, ane AesKi 3 Nocayr He NoKPUBarThbCS
MEeANYHOK CTPAaXOBKOK i [MaLieHTn] NOBUHHI 3@ HbOro NaaTuTu, ane y
Bunaaky 3 AiTbMu 3 YkpaiHu ye 6ys10 HEMOX/INBO. HaM roLwjacTtnio 3HamTu
opraHizayito, ska HamMm gonomorna. 3 uiei Harogn, MoXJ/nBo, BUAAYTb HA30BHi
pedyi, fKi NpuxoBaHi B Halin cuctemi. lNalieHTam npoBoagATb 6arato
06CTeXEHb, SIKIi HE MOBHICTHO MOKPUBAKOTHCA CUCTEMOK OXOPOHU 3[40POB’A, a
BOHW HEOBXIAHI AN5 AiarHOCTUKN 3aXBOPHOBaHb, 0COBINBO PIAKICHNX

EKcnepTHMIA LLeHTP 3 PigKiCHUX 3aXBOPIOBaHb

[cuxonoriyHum BNaAnNB 4OCUTb CYTTEBUNA, TOMY LLO ManbyTHE A1A LUNX
nayieHTIB, 418 UhX CiMel, HEBU3HAaYeHe, a BiJOKPEMIIEHHSA IX Bif Y/1€HIB IXHiX
POANH Mae BEJIMYE3HI MCUXONOIYHI HacigKu

PyMyHCbKa nauyieHTCbKa opraHisauis

IHTerpayis B MeaunyHi Ta couyiasnbHi Cay>X6m Ha HalioHaibHOMY PiBHI NOTpebye
yacy 6inblue, HixXk oyikyBasocs, iHoai Ui npoueaypw aosoni Tpmsani. [...] Li
rnocsyrn HeobxigHo onTumisyBaTu

PyMyHcbKa nauieHTCbKa opraHisauis

Ham noTpibHo 6inbLue nepeknagadis, i HaM noTpibeH JOCTOBIPHWI Nepeknag,
IHaKLe nepeknagady cripunMaeTbCcsa K 6apep y CTOCYHKax 3 MNCUXos10roM. A
rnotpeba B NCUXONOrIYHIN NigTPUMLI € JOCUTb BUCOKOHD

PyMyHCbKa nauyieHTCbKa opraHisauis

HavronosHiworo npobnemoro 6yB MoBHUI 6ap'ep. Ham noLwjacTunsio, LWo B
Hallin KoMaHAi 6yB yKpaiHeLlb, i Kosin BiH 6yB 4OCTYINHWA, BIH Ham goromMaras

EKcnepTHUiA LEeHTP 3 piaKiCHUX 3aXBOPOBaHb




HEYPAMOBI OPrAHIBALIII, [PYNA NIALIIEHTIB
TA TPOMALCHKI OPTAHI3ALLI, AKI BEPYTb YYACTb

Y NIAroToBLI LibOr0 3BITY
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MIHICTEPCTBO OXOPOHM ToBapucTBO YepBOHOTO XntTa 3 OKY PymyHin
300poB’'A PymyHii XpecTta PymyHii
locniTanb O6peris, EKCnepTHUM LEeHTp 3

EKCnepTHUNM LLeHTp 3
BPOA KEHMX aHOManin,

pigKicHMX EKCnepTHUM LEHTP 3
0dpTanbMOMOriYHNX PIoKICHUX ANTAYNX Opapgs
3axBOpPHOBaHb, HEBPOOriYHUX
Timiwoapa 3axBoptoBaHb

AsociaTia RomMana
DE

N\Neurony 6 4CMT EMOFILIE

Acouiauis nauieHTis i3 LUMT Neuro Move Acouiauig remodinii PymyHii
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Alona Bululukova, Kharkiv



