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BbBEJAEHWE B EBPONENCKATA PEOEPEHTHA MPEXXA 3A PEOKMU

BOJIECTU HEBPOJIOTMYHU 3ABOJIABAHNSA (ERN-RND)

ERN-RND e eBponeicka pedepeHTHa Mmperka, cb3gaaeHa n ogqobpeHa ot EBponeickus cbio3. ERN-RND e
34paBHa MHPACTPYKTYpPa, KOATO ce POKycMpa BbPXY PeAKMTE HEBPONOTMYHM 3abonsasaHus (PH3). Tpute
OCHOBHM CTbnb6a Ha ERN-RND ca: i) mpexka OT eKcnepTu M eKcnepTHWU LLeHTpoBe, ii) reHepupaHe,
obeanHsBaHe M pa3npocTpaHeHMe Ha 3HaHKUA 3a PHP u iii) npunaraHe Ha eNeKkTPOHHO 34paBeonasBaHe,
33 1a MOXKe eKcnepTm3aTa 4a NbTyBa BMECTO NaUMeHTUTE U CeMelcTBaTa.

ERN-RND obeguHaBa 32 OT BoAelmUTe €BPONENCKM EKCNepTHWU LeHTpoBe B 13 AbprKaBU-UEHKU U
BK/IIOUYBA WU3KNOUYUTENIHO AaKTUBHU NALMEHTCKU opraHmsauunun. LleHTpoBeTe ca pa3nonoxeHu B benrus,
bvarapusa, N'epmanusa, Ucnanua, Utanusa, Jintea, Hupgepnanama, NMonwa, ChnoseHus, YHrapua, PpaHuyma,
YewkKaTa penybanka u ObegMHEHOTO KpancTso.

Cnepnute rpynu 3abonasaHms ca ob6xsaHaTn oT ERN-RND:

e ATaKCMM W HacneACTBEHWU CNACTUYHM Napanaermm

e ATUNNYEH NAPKMHCOHM3BM U reHeTUYHa 6onect Ha MapKMHCOH

e [IMCTOHMA, NAPOKCU3MANHO PA3CTPONCTBO M HEBPOAEreHepauma C HaTPynBaHe Ha MO3bYHU MOHU
e (dpoHTOTEMMOPANHA AEMEHLNA

e bonecTt Ha XbHTUHITBH M 4pyrn 3aga4m

e JleBkoauctpodum

KoHKpemHa uHgopmayusa 3a Mpexcama, ekcriepmHume yeHmpose u obxeaHamume 3a607198aHUS MOXE
0a 6v0e moxceme 0a Hamepume Ha yebcalima Ha Mpexcama www.ern-rnd.eu.

MpenopvKa 3a KnuHUYHA ynompeba:

Eeponelickama pedgepeHmMHa mpexca 3a pedKu Heeposao2uyHU 3a607aA68aHUA CUAHO
npernopvyYyea U3M0A36adHEMO HA C/AeOHUA mepanesmu4yeH an20pumovm  3d
napoKcusmanHu pascmpolicmea.

OTKA3 OT OTTOBOPHOCT

PbKkoBoACTBaTa 3a KAMHMYHA MNPaKTUKA, NPaKTUYECKUTe CbBETU, CUCTEMATUYHUTE nperneam n Apyru
HaCoKK, NnybanmKkyBaHu, ogobpeHn unm notebpaeHn ot ERN-RND, npeacrtaBnasBaTt oueHKa Ha akTyasiHa
Hay4YHa M KAMHUYHA MHOPMaLMA, NpeaocTaBAHa KaTo obpasosaTenHa ycayra.

NHpopmauusaTa (1) He TpAabOBa Aa ce cHMTa 33 BKIOYBALLA BCUYKM MOAXOAALLN IeYEHUA, METOAMN HA FPUKU
WAV 3@ AeKNapauma 3a CTaHAAPT Ha FPUKK; (2) He ce aKTyanu3npa HEMPEKbCHATO M MOXKe [a He 0Tpas3ABa
Hali-HOBMTe A0Ka3aTe/cTBa (HOBa MHPOPMALMA MOXKeE A3 Ce MOABM MeXKAY MOMEHTa Ha pa3paboTeaHe Ha
MHPOPMaALMATA U MOMEHTA Ha HeMHOTO Nyb/MKyBaHe MM yeTeHe); (3) pasrneraa camMo KOHKPETHO
nocoyeHua Bbnpoc(n); (4) He Hanara HUKAKbBB KOHKPETEH KypC Ha MeAUUMHCKU Tpuxu; u (5) He e
npegHasHayeHa Aa 3aMeHW He3aBMCMMATa NpodecMoHanHa NpPeLeHKa Ha NeKyBalmMA feKap, Tbil KaTo
nHpopmaumaTa oTuMTa UHANBUAYANHUTE PA3ANYNA MEKAY NauneHTUTe. BbB BCUUKM cydan nsbpaHmaT
Ha4MH Ha aenctBue Tpsbea Aa 6bae obMUCNEH OT NeKyBalMA JIeKap B KOHTEKCTa Ha JIeYeHMETO Ha
KOHKpEeTHMA nauueHT. M3nonseaHeTo Ha MHPopmaumsTa e gobposonHo. ERN-RND npepoctaBa Tasu
MHbGOpMauMA Ha NpuHUMNA "TaKaBa, KakBaTo e", M He [AaBa HMKAKBM FapaHuUMK, M3paseHn Wan
noapasbupawm ce, no oTHoweHue Ha MHbopmaumata. ERN-RND um3puyHO ce OTKasBa OT BCAKAKBU
rapaHuMmM 3a NpoaaBaeMoCT MM TOAHOCT 3a KOHKpeTHa ynoTtpeba wam uen. ERN-RND He noema
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OTroBOPHOCT 3a KaKBUTO U A4 6uno HapaHABaHWA U WETU Ha LA UIN UMYyLLECTBO, NPOU3TUYALLUN OT
Man CBbP3aHU C U3NOZI3BAHETO Ha Ta3u VIH(I)OpMaLI,VIﬂ, NN 3a KaKBUTO U Oa 6uno rPELWKN a1 NponycKku.

METOAOJIOInNA

TepaneBTUYHUAT aNrOPMTbM 33 NAPOKCU3MAHM PA3CTPOICTBA € 0A06peH OT rpynata no 3abonaBaHuUA,
CBbP3aHM C AUCTOHUA, NAPOKCM3ManHM pascTporctea n NBIA Ha ERN-RND.

pyna 6onectn 3a AUCTOHWUA, NaPOKCM3MaNHO pa3cTponcTeo 1 NBIA:

KoopauHaTtopu Ha rpynute no 6onecru:
Tobias Badumer?®, Belén Pérez Duefias?!, Giovanna Zorzil!
YneHose Ha rpynara no 6onectu:

Alberto Albanese!, Enrico Bertini*; Kailash Bhatia®; Elena Chorbadgieva®; Yaroslau Compta’; Adrian
Danek?; Alejandra Darling’; Tom de Koning®; Marina de Koning-Tijssen®; Malgorazate Dec-Cwiek®; Maria
Teresa Dotti'?; Petr Dusek?3, Antonio Elia'l; Antonio Federicol®; Dusan Flisar'?; Thomas Gasser'3; Kathrin
Grundmann?®3; Kinga Hadzsiev'®; Petra Havrdnkova?3, Robert Jech??, Christine Klein®; Jiri Klempir'®;
Thomas Klopstock?, Maja Kojovic'’; Norbert Kovacs'*; Bernhard Landwehrmeier'®; Ebba Lohmann?3; Katja
Lohmann?®, Sebastian Lons'®; Maria Jose Marti’; Maria Judit Molnar??; Alexander Miinchau®®; Juan Dario
Ortigoza Escobar’; Damjan Osredkar'?; Sebastian Paus?’; Bart Post??; Evien R0Zi¢ka?3; Susanne A.
Schneider?; Sinem Tunc!®; Marie Vidailhet3, Michel Willemsen??

MpepcraButen Ha nauneHTUTE:

Marek Parkovic, AHC 18Plus, Germany

1IRCCS Clinical Institute Humanitas — Rozzano, Italy; 2Klinikum der Universitdt Minchen, Germany; 3Assistance Publique - Hépitaux de Paris,
Hopital Pitié-Salepétriére, France: Reference Centre for Rare Diseases 'Neurogenetics'; “Pediatric hospital Bambino Gesu, Rome, Italy;
5University College London Hospitals NHS Foundation Trust, United Kingdom; éUniversity Neurological Hospital “St. Naum” Sofia, Bulgaria;
7Hospital Clinic i Provincial de Barcelona y Hospital de Sant Joan de Déu, Spain; 8University Medical Center Groningen, Netherlands;
SUniversity Hospital in Krakow, Poland; 1°AOU Siena, Italy; 'Foundation IRCCS neurological institute Carlo Besta — Milan, Italy; 12University
Medical Centre Ljubljana, Slovenia; BUniversitdtsklinikum Tibingen, Germany; 4University of Pécs, Hungary; *Universitatsklinikum
Schleswig-Holstein, Germany; General University Hospital in Prague, Czech Republic; University Medical Centre Ljubljana, Slovenia;
8Universitdtsklinikum Ulm, Germany; 1Semmelweis University, Hungary; 2°Universitatsklinikum Bonn, Germany; 2'Hospital Universitari Vall
d'Hebron, Spain; 22Stichting Katholieke Universiteit, doing business as Radboud University Medical Center Nijmegen, Netherlands; 23Motol
University Hospital, Czech Republic

Mpouec Ha ogobpaBaHe:

e Cobrnacue 3a ogobpsaBaHe Ha AOKYMEHTA OT UAnaTa rpyna no 3abonasaHusTa - 18.02.2020r.

CMPABKA

Zhang XJ, Xu ZY, Wu YC, Tan EK (2019): Paroxysmal movement disorders: X.: [MlocieaHn NOCTUMXKEHUA U
npeasioXkeHue 3a KnacubukaumoHHa cuctema. Parkinsonism & Related Disorders, 59: 131-139.
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