XVII MexayHapoaHana KoHdpepeHLUa No peaKum 3aboneBaHmMam
il «He nponycrute pegkoe 3abonesaHue»
27-30 nioHa 2019 ropa

depepaumna nauneHToB c pegkumm 3abonesaHnamu ms LleHTpanbHo u BoctouHoi EBponbl, B cocTas
KOTOpPOW BXOAAT:

1. MonbcKkoe 0611ecTBo 60/bHbIX MYKOMO/IMCaXapMa030M U peakMmm 3aboieBaHMAMM

2. Benopycckan opraHusauma 60abHbIXx Ha MIMC 1 ApyrMmu peaKkUMKU reHeTUYeckMmm 3aboneBaHMAMU

3. lntoBcKoe obuiectso MIMC, Apyrux reHeTUYecknx U metabonnyeckmx sabonesaHui

4. Poccumiickas accoumaums peakmx sabonesaHumin (PAP3)

5. Coto3 naumneHToB 1 OpraHunsaLumm NaUUeHToB ¢ peKummn 3abonesaHUsMM

HayuHbii Komurer

1.npocp. CeroneH Aum (Segolene Ayme)(Mapux, ®paHuums) 11.npod. Padpan MNnocku (Rafat Ploski) (Bapluasa)
2.npodp. Oensun Ox.Burnu (David J. Begley) (MToHgoH,  12.npod. Hatanus Muukyp (Kues, YkpanHa)
BenukobputaHus) 13.npod. Hatanna PymsHueBa (MuHck, Benapychb)
3.npod. MoxanHec Beprep (J. Berger) (BeHa, Asctpus)  14.npodh. Mopr O. Cacc (J. O. Sass) (5oHH, MepmaHus)
4.npocp. TumoTn M. Koke (T. M. Cox) (BenukobputaHus) 15.npod. Aky6 Cukopa (J. Sikora), MNpara (Mewickas

5. 4-p npup. Hayk Bap6apa Yaptopuiicka (Barbara Pecny6bnuka)

Czartoryska) (Bapwaga) 16.npod. LWyHbM Tomatcy (S. Tomatsu) (BUIbMUHITOH,
6.npodp. Makp Odymc (Marc Dooms) (JI€BeH, Benbrus) CLUA)

7. 0-p Mea.Hayk MpaxkuHa KneiHoTaliHe (G.Kleinotiene) 17.npodp. AHHa Teinbku Lnmanbcka (A. Tylki Szymanska)

(BunbHtoc, Jlntea) (Bapwaga)
8.npod. Manroxata Kpaescka-Banacek (Matgorzata 18.npodp. Mkerox BennkuH (Grzegorz Wegrzyn) (MaaHbck
Krajewska-Walasek) (BapLuaBa) 19.npodp. Mapu T. Banbe (M. T. Vanier)(JlnoH, PpaHumsa)

9. o-p mea.Hayk 3uta KpymuHa (Z. Krumina)(Pura, Jlateus) 20.npod. EkatepuHa 3axaposa (Mockea, Poccus)
10. npodp. ArHeluka Jlyroscka (A. tugowska) (Bapwasa)  21.npod. 36urHeB 3ybep (Zbigniew Zuber) (KpakoB)
OprkomureTr

1. Tepeca MantoTka (Teresa Matulka)- npeacesatens npasneHus Obuectsa MIMNC 1 peakux 3abonesaHuin

2. Manroxata [lobpa (M. Doroba) - koopanHaTop no 3apybeskHbim aenam ObLiecTea peakunx 3abonesaHui

3. FOcTbiHa MantoTKa (Justyna Matulka) - kaccnp Obwectea MIMC 1 peakux 3abonesaHuit

4. AHeta Tpoxumuyk (A. Trochimiuk) — Buue-npeaceaatens MNpasneHuns Obuwectsa MIMC 1 peakux 3abonesaHni
5. Mxerox LoH6XnHbCcKK (Grzegorz Cabrzynski) — 3amectutens rnasbl PEBU3MOHHOM KOMUCCUM

6. Tamapa MaTteBwu - npegcenatens benopycckoro obwectsa 60bHbIX MIMC 1 peaknumm 3aboneBaHUAMM

npO)KMBaHMe U NnuTaHue

MpoxusaHMe n nutaHne ansa rocter XVII MexayHapoaHOW KoHdpepeHUuM No peaknum 3abosieBaHMAM Mbl
3abpoHupoBanu B:

e Osrodek Szkoleniowo-Wypoczynkowy Exploris, ul. Wyzwolenia 57, 86-120 Serock (r. CepoLk)

e Osrodek Szkoleniowy Green Park Conference Centre, ul. Wyzwolenia 63, 86-120 Serock (r. Cepouk)
O6bEKTbI PAcnoNOXKeHbl Hag, 3erKUHCKMM BOLOXPaHUAMULLEM, OKPYMKEHbI J1IeCaMn M MPEKPaCHbIM MAPKOM, YTO
CNocobCTBYET aKTUBHOMY OTZbIXY MOC/E YAacoB, MPOBEAEHHbIX B JIEKLIMOHHbIX 3a/1aX.

Osrodek Szkoleniowo-Wypoczynkowy Exploris
Serock, ul. Wyzwolenia 57

e

Green Park Conference Centre
Serock, ul. Wyzwolenia 63

Homepa

OT MMEeHM OpraHM3aTopPOB Mbl Pagbl NPUINACUTL BaC NPUHATb y4acTMe B KOHdepeHLMn, Mbl obecneymm
MHTEpPEeCHble AO0KNagbl U NPUATHYIO aTMOChepy, MPUCYTCTBME OMbITHLIX AOKAALUYMKOB M3 HAUAYYLLUX
MMUPOBbIX LEHTPOB, KOTOPbIE 3aHMMAIOTCA PeaKMMM 3a601EBaHUAMMU, BOSMOMKHOCTb YCTaHOBAEHUA HaYYHbIX
KOHTAKTOB M BO3MOHOCTb 3HAKOMCTBA C O4EHb PEAKMMM NALMEHTAMMU.

NMHdopmauma ana yyacTHUKOB KOHdepeHuun

denepauusi nauneHToB ¢ pegkumu 3aboneBaHuamu n3 LieHtpansHoi n BoctouHol EBponbl
O6wecTBO 60MnbHLIX MyKononucaxapugosom (MINC) n peakumun 3aboneBaHUAMMU
ulica Radnych 9 A, 05-503 Gtoskéw, woj. Mazowieckie




XVII MexayHapoaHana KoHdpepeHLUa No peaKum 3aboneBaHmMam
s «He nponycrute pegkoe 3abonesaHue»
27-30 nioHa 2019 ropa

MpaeneHune O6wecTBa 601bHbLIX MIC 1 pegKkumm 3a601eBaHUAMMU YXKe B CEMHAALATbIA Pa3 opraHusyeT
MexayHapoaHyo KoHdepeHLUI0 Ha TeMy peaKux 3abonesaHnii, OCHOBHOI uaeeii Kotopoii agnaerca «He
nponyctute pegKoe 3abonesaHue ».

Pepgkue 3aboneBaHMA YacTo HeaoOoUueHNBAOTCA, @ NaUMEeHTbl, OTCblJlaeéMble OT Bpa4a K Bpa4dy, Ha NpoTAXKXeHne
MHOTMX NIeT ocTatoTca 6e3 ANAroCTUKKM U nevyeHmns. ITo BAeYeT 3a coboli OrpoMHble CTPaAaHNA N pa3ov4apoBaHue
nayneHToBs, KOTOpble NHOraa B OTYaAAHUU npm6erar0T K HeHaaNneXawunm n speaHblM MeTOA4aM ev4eHnA.

Llenbto KoHbepeHUUn ABASETCA COAENCTBUE B AYULLEM BbIABNEHUM U NOHUMAHMM peaKux 6onesHel, YTobbl
MOXHO 6b1/10 UX BbICTPO 1 NPABMABHO AMArHOCTMPOBATb MU COKPATUTL NaUMEHTaM MyTb K MOAYYEHUIO
COOTBETCTBYIOLWEN MegULMHCKOM nomolim. OHa Takxke obecrnedymBaer 06MeH OMNbITOM M BeAeHne 06Lwmx
NPOEKTOB 1 UCCNeA0BaHNN.

Ha KoHbepeHUuMo Mbl NPUrAaLllaemM BblAAOLWLMXCA CNEeLUaancToB U yYeHbIX Mo Bcemy MUpY, 4Tobbl caenatb
BO3MOKHbIM MO3HaHWeE HOBEMLLMX AOCTUXEHMI B 061aCTH peaKkux 3abonesaHnin, Bo3byantb MHTepec u
WNHTErpMpoBaTh 3Ty HEOBbIKHOBEHHO PEAKYH0 M YHUKAAbHYIO rpynny Bpavei 1 naumneHTos, YyTobbl, MCNOb3ysA
CobCTBEHHbIN OMbIT, AeNcTBOBaTb CO06LLA B HAaNPaBAEHMM YAYYLLIEHNA KU3HM NALMEHTOB.

PerucrpaumoHHasa onaarta ABAAETCA «KMaJleHbKMM KUPMNUYMKOM» B OpraHm3aummn KOHd)epeHLI,MM,
pPerncTpaumMoHHaA onaata He obAsaTeNbHa 1 He B3bIMaeTCs C AOKNAaA4YNKOB U cneunasibHbIX rocten.

B pamkax KoHdepeHuun O6uecTtBo obecneunt yyacTHUKam:

yyactue B 3acefaHusx,

ny6AMKaumMm n maTepmasbl KOHGepeHLUH,

6powwtopbl U MHGOPMALMIO Ha TeEMY peaKunx 3a60neBaHni,

ob6pasoBaTesibHble MYHKTbI 415 Bpayei 1 N1abopaTopHbIX ANArHOCTOB,
npodeccrnoHanbHble CUHXPOHHbIE MepPeBoabl Ha TPU A3bIKa,

ON1A }KeNarLmx y4acTme B KOHCUAMYMaX M KOHCY/IbTaUMAX C y4acTMeM MNaLMeHTos,
yyacTue B TOPXKeCTBax, OpraHM30BaHHbIX YieHaMu 06LLecTBa,

NpoXunBaHMe, NepepbiBbl Ha Kode, 3aBTPaKK, 06eabl, YKUHbI.

R R

Focreii KoHdepeHLUN Mbl MPOCUM KaK MOXHO CKOPEEe BbIC/aTb aHKeTbl-3aaBKM A1a 6POHUPOBaHMA
COOTBETCTBYIOLLEro KOIMYECTBA MECT B 6AMKHMX FOCTUHULAX (HOMepa B rOCTMHMLAX pe3epBupyeT opraHusaTop).

[0KNaguMKOB KOHpEepeHLUMU Mbl MPOCKMM BbIC1aTb aHKETbI-3asiBKK, buorpaduyeckme pestome, potorpadum,
KpaTKue U3NoxKeHusa nekuum (pestome) ao 1 maa 2019 . @ 3NeKTpOoHHanA noyTa: biuro@chorobyrzadkie.pl
AOMONHUTENbHYO MHPOPMALMIO MOMXKHO NOAYYUTb NO HOMEPY TE. & +48 601300452 bb +48/22/ 757 81 97
npuraaWeHna 1 oHNaliH aHKeTa-3asABKa 4OCTYMHbI Ha Beb-canTe Obwectea MIMC 1 peakux 3abonesaHui

- http://chorobyrzadkie.pl/?s=2&p=ak2#konf2019ru, n PeaepaLmm NaLMeHTOB C peAKMMM 3aboneBaHnaMMN

- http://frd-cee.org/ru/?s=aktualnosci, aHkeTa-3anaBKa

- http://chorobyrzadkie.pl/txt/konf karta 2019.php, Bonpocbl OTHOCUTENLHO KOHPEPEHLIMN MOXKHO TaKKe
NPUCbLIATb NO dNEKTPOHHOMN noyTte: @ e-mail:biuro@chorobyrzadkie.pl

KoHdepeHuus 6ecnnaTHO OpraHM30BbIBAETCA U 06CAYIKMBAETCA €XKEroAHO 60AbHBIMM, UX OMEKYHAMM U
BOJIOHTEPOB.

C yBaXkeHuem,

Tepeca MantoTKa

MNpeancenatens npasneHus obuiecTsa
601bHbIX MIMNC 1 peaknmm 3ab6on1eBaHUAMM
mob. Ten. +48 601 300 452

denepauusi nauneHToB ¢ pegkumu 3aboneBaHuamu n3 LieHtpansHoi n BoctouHol EBponbl
O6wecTBO 60MnbHLIX MyKononucaxapugosom (MINC) n peakumun 3aboneBaHUAMMU
ulica Radnych 9 A, 05-503 Gtoskéw, woj. Mazowieckie




