XV MexayHapoaHyHo KOHpepeHLUUH No peakuM 3a601eBaHMUaM
"Peakue 3a6onesaHus - OTKpou cepaue n ym".

llipurnaiieHve

Bano6xeru
29.06-2.07.2017 .
O6LwecTBO 60NbHbLIX MyKONONMcaxapuao3omM U peakumm 3aboneBaHnaMmu Hepaneko ot
npurnawaet Ha XV MexayHapoaHyo KOH(epeHLMIo No peakum 3aboneBaHUAM Bapuwasbl

"Penkue 3aboneBaHuUsA - OTKPOW cepaue U ym".

KoHgepeHuun npealiecteoBaTb OyayT aebartbl npeacraBmMTenen akTMBHO AEUCTBYOLLNX
OpraHu3auumn NnauneHToB CO BCEW CTPaHbl, SKCMEPTOB CUCTEMbI 34PaBOOXPAHEHNS, HAYYHbIX
obuwecTtB, apyrnx opraHmnsaumi n CMIN.

KoHdgepeHuusa coctontes 29 uioHsa - 2 uons 2017 roga B banobxerax B
KOHJ)epeHLIMOHHO-peKpeaLlMoHHOM LeHTpe «[pomeHana». LieHTp pacnonoxeH Ha Gepery
3enKMHCKOro BooXpaHuUnmLLa, OKPY>KEHHOro fiecamMmu 1 NpekpacHbIM NapKoMm.

YyacTBOBaTb B Hen byayT:

BblaloLLMECs yYeHble B 06racTu peakmx (opdaHHbix) 3abonesanHnii 13 MonbLwm un
n3-3a pybexa,

crneunanucTbl B obnactn metabonuyeckux 3abonesaHunin, reHeTUKN, HEBPOSIOTHK,
Kapauornoru,

nevalume Bpayu, TO €CTb, Bpayu, OCYLLECTBNSAOLNE HENOCPEACTBEHHbIN
MeOMNLMHCKNIA KOHTPOJTb COCTOSIHUS MaLUWEHTOB B TEKYLLIEM pexume,

3KCNepTbl CUCTEMbI 30PaBOOXPaHEHUS], NPeaCcTaBUTENN OPraHoB rocy4apCTBEHHOWN
agMUHUCTPaLNW,

nuaepbl opraHnsauum naumMeHToB 13 Monbliy 1 ApyrMx cTpaH.

Bo Bpemsi KOHhepeHLU CoCToATCA:

nekunn Ans Bpaden n yyeHbilx,

CeMVHapbl Afs Bpayen 1 TepaneBTos,
KOHCYMbTauun 1 MeanLUMHCKNE KOHCUINYMbI,
nebaTbl C aKcrnepTamu.

Llenb KoHdbepeHuun: [NaBHas Lefb KOHepeHUUn, KOTOPYIO Mbl MPOBOAMM YXe
NATHagUaTbIM pa3 - obpalleHne BHUMaHNS Ha HyObl NAuMEHTOB C peakumMu 3aboneBaHnsMu.
OpraHnzaumen kKoHepeHUUNn, CEMUHAPOB 1 00yYeHNN Ha 3Ty TEMY Mbl XOTUM MOKa3aTb, Kak
HaLUX COBMECTHbIE, CKOOPANHMPOBAHHbLIE AENCTBUSA CMNOCOOCTBYIOT YIYHLLIEHUIO CUTyaLmm
OonbHbIX pegkummn 3adoneaHnsMu B lNonbLue u B Mype.

Mpurnawias cneunanucToB U y4éHbiX 13 [MNonblun 1 3arpaHnLbl, Mbl CTPEMUMCS
pacLIMpsTb 3HAHMS U NepeAaBaTh HOBEMLLNE HayYHble AOCTUXEHMS B 06nacTn peakux
3aboneBaHuii K, kak pe3ynbTaT - yny4ywaTb ANarHoCTUKY U MEANLMHCKMIA MPUCMOTP 3a
naumeHTamu ¢ peakumMm 3aboneBaHusMu.

K yyacTtuio B KOHbepeHL MM Mbl NpUrnawlaem Takke NOANTUKOB, NpeacTaBuTenemn
NauMeHTOB, a TaKKe IKCNEPTOB CUCTEMbI 34PABOOXPAHEHNS, MOTYLLUMX NOAENUTLCA CBOUM
ONbITOM U 3HAHWUSIMW.

OpraHu3aTopbl KOHEepeHUUN:

O6wwecTBO BOMBHbLIX MyKOMOMAMcaxapuao3oM 1 peakummn 3abonesaHmnsamn ns [Fnockoea
npu cotpyaHnyectse ®egepaumm naumeHToB 13 LieHTpanbHon n BoctouHom EBponbl, a
Takke o0LWecTB 1 accounauunin, 06beaUHAOLLIMX NALNEHTOB C peakMMm 3aboneBaHus MN.

XV mexayHapoaHasa koHepeHuns no peakum 3abonesaHnsMm obcnyxuBaeTcs YneHamu
O6wecTBa 60nbHbIX MINC 1 peakumm 3aboneBaHns MK 1 PUHAHCUMPYETCA N3 CPEACTB
obLuecTBa.

OT umeHn HayyHoro komuteTa, OpraHn3aumoHHOro KommuteTa u yneHos ObLecTea
MIC B lNonbluUe UCKpPeHHE NpurnallaeM BCEX 3aUHTEPECOBAHHbIX CUTyaLme 60MbHbIX
peakuMmn 3aboneBaHnAMM K y4acTuo B KoHdbepeHumn.

C yBaxeHuem,

Tepeza Mamynbka

Mpencepatens npasneHus O6wecTtea 6onbHbIX MINC 1 peakummn 3aboneBaHnaMU
Ten. oguc +48 22 / 757 81 97

Ten. mob6. +48 601 300 452

denepaumsa nauMeHToOB C peakuMu 3abonesaHmnsamu B LleHTpanbHOW U BOCTOUHOM Ee
0O6wecTBO 60/1IbHBIX MYKOMOJINCAaXapuao3oM U peaKkMMu 3abonesaHmnamm
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XV MexayHapoaHyHo KOHpepeHLUUH No peakuM 3a601eBaHMUaM
UL[!}5 |"Peaxwve 3a60nesarus - OTKpoi cepalie U ym".

HaszeaHne meanumHCKon ceccum

29 nroHa 2017 ropa (4yeTBepr)

Ceccusa gna opraHusaumin naunmeHToB 1 YneHoB deaepauum NaLMeHTOB C peaKuMu
3aboneBaHuamu B LleHTpanbHon n BocTtouHon EBpone

13.30 -14.30 Peructpauus y4acTHUKOB

14.30 -14.40 TMpuBeTCTBUE N OTKPLITUE CECCUM

14.40 -15.30 3gpaBooxpaHeHune 1 pedkme 3aboneBaHus - BbICTYMNINEHMS 3KCMePTOB
15.30 -17.00 [OebaThbl - C 3KCnepTamu, CAyXalWwumm rocyaapCTBEHHON aAMUHUCTPaLNA 1
npeacTaBUTENsIMU OpraHU3aunin NauMeHToB

17.00 -18.00 Bonpocsl n oTBeTHI

19.00 -22:00 TOpXeCTBEHHbIN Y>XUH A51S1 TOCTEN, NpUrnalleHHbIX Ha KOHEepeHLuIo.

30 uioHsa 2017 ropga (nATHULA)

7.30 - 8.30 Peructpauus y4acTHUKOB

8.30 - 9.00 OTkpbITME KOH(PEPEHLMMN

9.00 -10.40 Pepkue 3aboneBaHusi, KOMMIEKCHasA OMArHOCTUKA 34paBOOXPAHEHNE U
couuanbHas oneka

MepuumHCKue ceccum ans Bpavemn, y4yeHblx, nabopaTopHbIX AMarHOCTOB,
¢dmsnoTepaneBToB

9.00 -11.00 Pa3BuTtune 3HaHUI O peaknx 3aboneBaHNsX - BKIa OCHOBHbIX HayK
11.20 -13.00 MeToabl AMarHOCTUKN B METAOONNYECKUX U reHEeTUYECKMX 3aboneBaHusaX
14.00 -18.00 Ot naTodun3nonorm Ao KINMHUKN B BbIDpaHHbIX MeTabonnyecknx 3aboneBaHmnsix
19:00 PUnb-yXuH
01 uronsa 2017 ropa (cy660Ta)
8.00 -13.00 TepaneBTMYeCKME METOAbI Y NPEANIOXKEHUS B peAKUX 3ab0oneBaHmsax
FeHeTn4yeckue ceccum Ans y4yeHbliX, NabopaTopHbIX AMarHOCTOB U T. M.

14.00 -16.00 Oucmopdponornyeckas ceccus
16.20 -18.00 Oucmopdpornornyeckas ceccus - obCcy>xaeHne HEBbISCHEHHbIX Cry4yaeB
19.00 TopXeCTBEHHbIN YXXUH

02 utonsa 2017 roga (BocKpeceHbe)

9.00 -11.00 OuarHocTnyeckne TpygHOCTU, Hepacno3HaHHble criydyan MeTabonnyeckmx
HbonesHen.
11.20 -13.00 Mexay KnuHMKoW 1 nabopaTopuen - Npe3eHTaLms crnyyaes
14.00 -17.00 [OmarHocTuka v nevyeHne peakmx 3aboneBaHU B pasHbIX CTpaHax
17.00 -18.00 O6MeH OMNbITOM U KOHCYNbTauun TPYAHbIX ClyvyaeB MeTabonunyeckmx 6onesHen.
18.00 -19.00 YxwuH

03 utona 2017 ropa (NnoHeaeNbHUK)
8.00 - 9.00 3aBTpak

9.00 -13.00 OOGMEH ONbITOM 1 KOHCYNbTaLUU MEOULIMHCKNE.
14.00 -18.00 OTtwbesg B asponopT

MapannenbHasa ceccus

Jlekumn gns nauneHToB, ONEKyHOB, peabunUTaHToOB, TepaneBTOB U NCUXoTepaneBToOB
02 vronsa 2017 ropga (cy660Ta)

10.00 -11.30 HoBocTtu B neyeHuun pegkux 3abonesaHun

12.00 -13.30 [OmarHocTu4eckne BO3MOXHOCTU, Cneumnannu3npoBaHHbIi MEOULUHCKUA yXOa
15.00 -16.30 MeToabl peabunutaumn B peakux 3adboneBaHmsax

16.30 -17.30 JonrocpoyHbiv yxo 3a nauneHTom

19.00 TOpPXKECTBEHHbIV YXWH

03 utonsa 2017 roga (BockpeceHbe)

8.00 -13.00 CneunanuanpoBaHHbIE KOHCUITMYMbI U KOHCYTNbTauun, MEAULIMHCKME KOHCYTbTaLuy.
14.00 -17.00 KoHcunnymbl TpyOHbIX Criyqyaes
18.00 YXUH

29 noHA — 2 urona 2017 r. banobxxerun

deagepaumsa NaUMeHTOB C peAkuMu 3abonesaHnsamu B LleHTpanbHOi U BocTouHoi EE
0O6wecTBO 60/1IbHBIX MYKOMOJINCAaXapuao3oM U peakuMu 3abonesaHnamm
| 05-503 Nnockys, yn. PagHbix, 9A, Ma3zoBeLkoe BOEBOACTBO




XV MexayHapoaHyHo KOHpepeHLUUH No peakuM 3a601eBaHMUaM
"Penkue 3a6onesaHma - OTKpoU cepale U ym".

CoopraHusartopbl

®depgepaumns nauMeHToOB ¢ peakMmMu 3abonesaHusimm B LleHTpanbHon u BocTtouHon EBpone,
ob6beauHstoLLasn:

Monbckoe o6beanHeHMe BONbHBIX MyKOMOMcaxapugo3om u peakummn 3aboneBaHmsaMm
Benopycckas opraHmsaumsa 6onbHbIX Mykononucaxapugosom (MINC) n gpyrummn peakumm
reHeTnyecknmmn saboneBaHusaMm

JIntoBckoe o6beamHeHue MIC n gpyrue reHeTnyeckue n metabonuyeckme 3abonesaHus
YkpanHckoe 06beanHeHne nHBanuaoB — naumeHTsl MIMNC

Bcepoccuiickoe obLectBo opdaHHbix 3abonesanuii (PAPL)

Cot03 NauMeHTOB 1 NaLUMeHTCKUX opraHmM3aumii no peakum 3abonesaHnsm

HayuHbIn koMuTET

npodgeccop Ceronen N (Mapwx, PpaHums)

npodpeccop Hasug tO. bernen (JlonaoH, BenukobputaHus)
npogeccop NoxaHec Beprep (BeHa, ABcTpus)

KaHAMOaT ecTecTBeHHbIX Hayk bapbapa YapTopbicka (Bapluaea, NMonbLia)
KaHamaaT MmeguunHeknx Hayk [paxuHa KnenHoTeHa (BunbHioc, Jlntea)
npodgeccop Manroxata Kpaescka-Banscek (Bapwasa, NonbLua)
KaHAMaaT MegnunHcknx Hayk 3uta KpymuHa (Pura, Jlateus)

npogeccop AHHa Jlatoc-beneHbcka ([1o3HaHb, MonbLua)

OOKTOp MeauuMHCKMX Hayk ArHeluka Jlyroecka (Baplwasa, MNonblia)

10. npodeccop Padan Nnockn (Bapwaea, MNonbLa)

11. kaHguaaT MeamumHckux Hayk Hatanusa MNuukyp (Kues, YkpanHa)

12. npodeccop Hatanua PymsHuesa (MuHck, Benapychb)

13. npodeccop NopH Onusep Cacc (boHH, M'epmaHus)

14. npodpeccop WyHmkn TomaTcy (BunbmunrroH, CLUA)

15. npodeccop AHHa Thinbku-LbimaHbcka (Baplwasa, [onbLia)
16. npodeccop Mkerox BeHnkuH (FgaHbCk, MNonbLua)

17. npodpeccop Mapu T. Banu (JlnoH, PpaHuus)

18. npodeccop EkatepuHa 3axaposa (Mocksa, Poccus)

19. [QoKTOp MeauumHckux Hayk 3ourHeB XKybep (Kpakos, MonbLua)

ooprw M=

©CoNoaRLN =

OprkomuTeT

1. Tepesa MaTtynbka- lNpenceparens npaBneHms Obwectea 6onbHbIX MIC 1 pegkumm
3aboneBaHVaMU

2. Manroxata Jopo6a - koopguHaTtop no mexayHapoaHbim aenam O6wectsa 6onbHbIx MIC 1
peakumMmn 3abonesaHMsIMn

3. KOctuHa Matynbka - kazHaden ObwecTtBa 6onbHbIX MIMC 1 pegknmmn 3aboneBaHusaMm

4. MaxeHa bapTkyB - uneH npaenexunst ObuiectBa 6onbHbIX MINC 1 pegkummn 3aboneBaHUAMU

5. AHeTta Tpoxumiok - BuLie-npe3ngeHT, ObLiectso 6onbHbIX MIMC 1 peakumn 3abonesaHnsMm

6. Tamapa MaTteBwuu - npeacegatens benopycckon opraHm3aumnm 605bHbIX

MYyKonosnncaxapmngo3om n gpyrumun peakmmm reHetn4eCcknmum 3aboneBaHnsiMn

npO)KVIBaHI/Ie N nnuTaHne

FocTn koHbepeHUMM ByayT NPOXMBaTb N NMTATbCA B [104roTOBUTENBHOM LIEHTPE «ANbSAHC» U
B LleHTpe oTabixa «PesuTta BB PbiHA» Heganeko oT Bapluasbl B OKpyXeHUn npupoasl, rae
co3aaHbl Bce YCnoBusi Ans paboTbl U oTAbIXa.

MogrotoBuTenbHbIN LeHTp «UYCC» Howmepa LleHTp oTabixa «PesuTta BB PbiHs»
BblleHa3BaHHble FOCTUHWLIbI PACcnoSIoKeHbl Ha BOCTOYHOM Bepery 3enkKMHCKOro
BogoxpaHunuLuia - 30 KunomeTpoB OT UeHTpa Bapluasbl.
OT MMeHM OpraHn3aTopoB UCKPEHHE NpUrnallaeM K y4acTuro B KOHpepeHLmu, obellaem
XOpoLUy aTtMocdepy, BbICOKMA HaYYHbIN YPOBEHb, BO3MOXHOCTb HayYHbIX KOHTAKTOB,
3HAaKOMCTBO C UCTOPUAMU 6onesHn nayneHToB U KOHTaKT C HUMWN.

C yBaxeHuemMm,
Tepesa MaTynbka
Mpeacenatens npaeneHns O6wecTtBa 6onbHbIX MINC 1 peakumn 3aboneBaHUSMK

29 noHA — 2 urona 2017 r. banobxxerun

deagepaumsa NaUMeHTOB C peAkuMu 3abonesaHnsamu B LleHTpanbHOi U BocTouHoi EE
0O6wecTBO 60/1IbHBIX MYKOMOJINCAaXapuao3oM U peakuMu 3abonesaHnamm
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XV MexayHapoaHyHo KOHgepeHLUUHO Mo peAKUM 3a601eBaHUaM
"Peakue 3a6onesaHus - OTKpou cepaue n ym".

MpaBnexne O6wecTBa 60nbHLIX MIMC 1 peakumm 3aboneBaHNsIMM Ha4ano NOAroTOBKY K opraHm3auum
XV MexayHapoaHoun KoHdepeHLUMM Ha TeMy peakux 3abonesaHunii "Peakue 3aboneBaHus - OTKpon
cepaue n ym". Llenb KoHdepeHums - yrnybneHne 3HaHW Ha TEMy peakux 3aboneBaHui.

MbI Npurnallaem BblAALIMXCS CNELMATNUCTOB U YYEHbIX CO BCErO MUpa A1 0GMeHa 3HaHUSIMU U
OnbITOM, ANA 3HAKOMCTBA C HOBEWLLMMU JOCTUXEHUAMUN B 9TO o6nactu. MauueHTsl, cTpajawLime peakMmm
BonesHsAMN, CTankMBalTCA C OrPOMHbLIMU NPoGremMmamu 13-3a OTCYTCTBMSA HEOOXOAMMOro KonmM4ecTea u
KayecTBa crneumanucToBs. [MyTém opraHmsaumm KoHbepeHLUN Mbl XOTUM MNPUBIeYb K 3Ton Npobneme Kak
MOXXHO GorblUE CneumanMcToB, MHTErpPUPOBaTh U CNIOTUTL 3Ty YHUKaNbHYO rpynny Bpayvei U NauueHToB BO
Graro ynyylleHns Ka4ecTBa XKN3HU NOoCHeaHuX.

B pamkax koHdepeHUuun O6LwecTBO obecnevynT y4acTHUKaM:

y4yacTue B 3acefaHusx,

nybnukaumo goknaga v matepuansl KOHEepeHUun,

OpoLuopbl 1 MHGOPMaLMIO Ha TEMY peaKkmx DonesHen,

obpa3soBaTenbHble bannbl ANs Bpadern 1 nabopaTopHbIX ANarHoCcToB,

npodeCccrMoHanbHbIN CUHXPOHHbLIN NEPEBOA Ha TPU A3blKa,

XXenarowme MoryT NPUHATL y4acTue B KOHCUIMYMaX U KOHCYNbTaUUsX ¢ y4acTMeM NaumueHToB,
yyacTue B TOPXKEeCTBax, OPraHM3oBaHHbIX YneHamu obLecTea,

Houneru, nepepbiBbl Ha Koge, 3aBTpakun, 0beabl, Y>KUHBI.

B xoae koHgepeHUun coctosaTest paboune BcTpeum u gedatbl 4nsi opraHm3auuin NauneHToB 1 YNIEeHOB
depepaunn naumeHToB ¢ pegkumum 3abonesaHuamm B LieHTpanbHol n BoctouHon EBpone ¢ akcnepTamu
CUCTEMbI 30paBOOXPAHEHUS, YUHOBHUKaMKM roCyAapCTBEHHON agMUHUCTPaALMK U NPeacTaBUTENsiMm
OpraHmMsaLmmn NaumMeHToB, NeKUMn ANs YYeHbIX, Bpaden, nabopaTopHbIX ANarHoCTOB, TEPANeBTOB, a Takke
napannenbHble ceccun ansa NaumeHToB U UX OMEKYHOB.

S R

nebarsl MeMLMHCKME NEKLUM NeKuMn Ans NauneHToos

Xenawwmx BbICTYNUTb Ha KOHhepeHLMK NPOoCM 3anoSfHNTbL U NPUCHAaTb aHKETY y4aCTHUKA, KpaTKyto
Ouorpacpmyeckyto crnipasky o cebe, hoTorpaduio, CoOKpaLLEHHOE N3NOXEHNE AOKaAa (aHHOTaLMIO) HE NOo3Xe
20 mas 2017 r. CBoeBpeMeHHOE NoslyYeHNne Hamu NepPEeYMCeHHbIX Bbille MaTepuanoB NO3BONUT
noaroToBUTbL BOBPEMSI Matepmarnbl KOHEepPEHLNN.

FocTel KoHhepeHUUM NPoCUM Kak MOXXHO BbicTpee npucnaTtb HaMm no dakcy: 22/757 81 97 nnm no
3NEKTPOHHOM noyTe: biuro@chorobyrzadkie.pl. nogTBEpXAEHUE yHaCTUSA C LENbo BPOHMPOBaHMS
COOTBETCTBYIOLLEro KONM4YecTsa MeCT B rOCTUHMLIAX.

¥ dhakc: 22/757 81 97, @ e-mail:biuro@chorobyrzadkie.pl. [JONOMHUTENBbHYIO MHPOPMALMIO MOXHO
nony4uTs no TenecgoHy ® +48 601 300 452 L» +48/22/ 757 81 97

MpurnaweHue u pernctpaumoHHas cpopma (6naHkK 3asiBKM) y4acTHUKA KOHtepeHLMN [OCTYMNHbI
OH-1naurH Ha cante O6wecTBa 60nbHLIX MINC 1 peakMmu 3abonesaHusaMHU -
http://chorobyrzadkie.pl/?s=2&p=ak2#konf2017pl, a Takke Ha canTe ®epepaLuuu NaLUeHTOB C PeAKAMU
3aboneBaHusaMu http:/frd-cee.org/pl/?s=aktualnosci, 6naHk 3asaBkKu
http://chorobyrzadkie.pl/txt/konf karta.php

Bonpochl, KacawLuecs KOHepeHLMM MOXHO Takke HanpasnATk no agpecy: @ e-mail:
biuro@chorobyrzadkie.pl

C yBaxkeHueMm,

Tepe3a MaTtynbka

Mpeacepatens npaesneHnst O6wecTtea 6onbHbiX MIC 1 pegkmmn 3abonesaHnsMn
W +48 601 300 452

denepaumsa naumMeHTOB C peakuMu 3abonesaHnsamm B LleHTpanbHoW 1 BocTouHoit EBpone
0O6wecTBO 60/1IbHBIX MYKOMOJINCAaXapuao3oM U peaKkMMu 3abonesaHmnamm
05-503 N'nockys, yn. PagHbix, 9A, Ma3zoBeLkoe BOEBOACTBO




