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XaHHc Jloxmionnep (HimewunHa/ Kanaga), k. AHOoHi YpTisbepea (PpaHuis), 3oxap
Apros (I3painb) 1 l4iuo HiwnHo (AnoHis).

YyacHuku: 26 y4dacHuKIB cuMnosiyma 3 OecsaTu KpaiH CBiTy Oynu npencrasBneHi
ekcneptamu 3 GIiONOrYHMX Ta KMIHIYHUX HayK, TakoX npuimann yyactb 4
npeacTtaBHUKa opraHisaLin nauieHTiB.

GNE wmionaTtus ue pigkicHe 3axBOpOBaHHS, LLO Bede A0 BTpaTU M’I30BOI Macwu, Ta
cnpunumHeHa mytauieto B GNE reHi, kotpun mictutb iHdopmauito npo GNE 6inok,
KNYyoBa posfib AKOr0 € CUHTEe3 cianoBon Kucnotu. [dediunt uboro epMeHTy y
M’A30BUX KIiITUHAX NPU3BOAUTb A0 MPOrpecyryoi Henpaue3gaTHOCTi, B Baratbox
BUNagKax NoYMHaKYnCh y JOPOCIIMX MOIOA0ro Biky. Bnepule ue 3axsoptoBaHHs 6yno
onucaHo B I3paini Ta  ANOHII nig pisHUMKM iIMeHamMu: cnagkoBa Mionatvsa 3
BKIMIOYEHHAMM 2-r0 Tuny, Mionatms HoHaka, xo4ya ue 3axBOPIOBAHHA 3arariom €
PO3MOBCHKEHNM Y CBITI.

Hapasi He icHye yxBaneHoro nikyBaHHa abo OOCTynHOro rnikapcbkoro 3acoby, Lo
BUNiKyBanu 6u saxsoptoBaHHs abo ynosinbHUNM nepebir 3axsBoptoBaHHA. HelwoaaBHe
KniHiyHe BunpoOyBaHHsA, npoBegeHe komnaHieto Ultragenyx Pharmaceutical, He
AO0BENI0 OCTaTHbOI e(EeKTUBHOCTI npenapaTy WO MICTUTb CianoByK KUCMOTY
YNOBINIbHEHOIO BUBINIbBHEHHS.

Y4YacHUKM CMMMNO3iyMy PO3rMAHYNN BiAOMi HUMHI MeOU4HYy Ta HayKoBy iHhopMauito
ctocoBHo GNE wmionartii gns toro, wob kpawe 3po3yMiTu enigemionorito, geHoTun
(kniHiyHa kaptmnHa) Ta reHetuky GNE mionarTii. Bynu y3srogxeHi ctaHgaptv wono
opraHisauii megu4yHoi gonomoru nauieHtam 3 GNE mionaTtieto, 06roBopeHi cunbHi Ta
cnabki CTOpoHM M’SI30BOI Mofeni MmionaTil, a Takox ©Oyna cnpoba nornmbutu
PO3YMiHHSI BiOXiMIYHMX HacnigKkiB Ha M'A30Bi KNITUHW FEHETUMYHOro AedekTy, Lo
NPU3BOAMTbL A0 YpaKeHHs1 M'a3iB Ta M'A30B0OI CNabKocCTi. Takox y4acHMKn obrosopmnu
MOXIMBICTb anbTEepPHaTMBHUX LUMSXIB NiKyBaHHS 3aXBOPKOBAHHA - TakKMX SIK reHHa
Tepanis abo nikyBaHHS cTOBOYPOBUMU KNITUHAMMN.

YyacHuKM MatoTb HaMip HagaTu 3BT, HaNMCaHWU NIErKOK ANa 3p03yMiHHA MOBO NS
NnauieHTiB, a TaKoX CTaHAApTU30BaHi NUTaHHA Ans 36opy KhiHIYHOT iHopMauii B
AOCTYNHOMY dpopMarTi, WO CKMagyTb OCHOBY MaWBOYTHIX AOChigXeHb Ta CTaHyTb
HaginHUM DKepenoM iHdopmadlil. Y4YacHUKM BUCNOBUIM HaMip chiBnpautoBaTtn y
HanpsiMky nikyBaHHsa GNE mionartii Ta opraHisauii goctyny o 6ionoriyHux 3paskis
TKAHMH Ta AaHUM OOCHIAKEeHb. YYaCHUKM HaMaratMmyTbCA 3pOOUTU TFEHETUYHY
iHdbopmavito 3 pigkicHux BapiaHTiB MyTauin B GNE reHi gocTtynHow Ans giarHOCTUKK
Ta 3anponoHyBanu ctaHg4apTy CTOCOBHO OpraHisauil Mean4Hol oNoMOoru nauieHtam
¢ GNE wmionarieto.

YyacHuku nigcymyBanu, Wo HeobXxigHi noganblui JOKAiHIYHI Ta KNiHIYHI 4OCNiIoKEHHS
ANA  CTBOPEHHSA BIiAMOBIAHOI MOAeni 3axBOPKOBaHHA Yy nabopaTopHUX TBapWH,



HeoOXigHO iaeHTUdiKyBaTN Mornekynn (Giomapkepu) B KpOBi i M'A3aX NauieHTiB, Lo
A03BOMSATb NMPOBOAUTM MOHITOPUHT Nepebiry 3aXxBOprOBaHHA Ta peakLito opraHiamy Ha
NiKyBaHHSA, BU3HAYUTWU KNIHIYHI XapaKTEepUCTUKM, OLIHOYHI KpuTepil Ta gu3anH
MamnOyTHIX KNiHiYHMX BUNpobyBaHb. loen i KOHKpeTHi Aii npo Te, SK OOCArTM Bce
BULLe3ragaHe noknageHo B OCHOBY ManbyTHIM HayKOBMM MPOEKTaM.
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YyacHUKK:

Hoktop 3. Apros (I3painb), goktop A. bexiH (PpaHuisa), goktop H. Kapuno (CLUA),
poktop M. [asignosuy (I3painb), goktop T. EBaHrenicta (Benuka Bpurtanis), naHi M.
Xek (Higepnanan), poktop k. Xorpenb (®paHuis), npod. P. XopcTtkopTe
(Himeywunna), poktop M. Xenaunr (CLLUA), poktop C Kpayse (Himeuyunna), goktop E.
INenpdenbar (Weeuiqa), goktop M. Jlek (CLUA), npodecop X. Jloxmionnep (Benvka
BputaHisa), goktop X. Mancbax (CLUA), goktop C. MitpaHi-Po3eHbaym (I3painb),
poktop M. Mopi-Mowimypa (Anowis), npodecop T. Mosadap (CLUA), goktop |.
HiwnHo (Anoxifa), nani M. lMatenb (Benuka Bbputadia ), goktop O. [lNoropenosa
(Benuka bBpuTtanis), noktop A. Pooc (HimewuunHa), goktop |. TypHes (Bonrapis), npod.
6. Yoo (®PiHnangis), goktop A. Yptucbepes (Ppanuia), nadi Jlani Yenw (CLUA),
poktop A. Binnemc (HigepnaHan)



