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CKAM 3A UBMEPBAHE HA ANCTOHUA
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OTKas ot OTroBOPHOCT:

"MopgKpenaTta Ha EBponeickata KOMMCMA 33 M34aBAaHETO Ha Tasu nybaMKauma He npeacTaBnsBa
of0bpeHne Ha CbabPXKAHNETO, KOETO OTPa3ABa eANHCTBEHO Bb3rneamTe Ha aBTopuTe, U KomucmaTa He
HOCM OTrOBOPHOCT 3a M3M0NA3BAaHETO HA CbAbpKalWlaTa ce B Hes MHpopmauyma."

MoBeye MHPOpMaLMa 3a EBponeickma cbio3 e 4ocTbrHa B MHTepHeT (http://europa.eu).
Nokcembypr: Cnyxkba 3a nybamMkauum Ha EBponeickus cbios, 2019 T.
© Eponelicku cbtos, 2019

B'b3I'IpOM3Be)K,EI,aHETO € paspeLlleHo, npu ycnosne 4e ce NnOCOYN U3TOHYHUKDT.
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BEAEHWE B EBPONEVNCKATA PEOEPEHTHA MPEXXA 3A

PEAKN HEBPOJIOTMYHU 3ABOJIABAHUA (ERN-RND)

ERN-RND e eBponeiicka pedepeHTHa mperka, cb3gaaeHa n ogqobpeHa ot EBponeickus cbio3. ERN-RND e
34paBHa MHPACTPYKTYpPa, KOATO ce POKycMpa BbPXY PEAKMTE HEBPONOTMYHM 3abonsasaHus (PH3). Tpute
OCHOBHM cTbnba Ha ERN-RND ca: (i) mperka OT eKcnepTM M eKcnepTHW LeHTpose, (ii) reHepupaHe,
obeanHsaBaHe U pasnpocTpaHeHne Ha 3HaHusA 3a PHP u (iii) npunaraHe Ha enekTPOHHO 34paBeonasBaHe,
33 1a MOXKe eKcnepTm3aTa 4a NbTyBa BMECTO NaUMEHTUTE U CeMelCcTBaTa.

ERN-RND o6eanHaBa 64 oT BOAELLNTE eKCNEPTHU LeHTpoBe B EBpona, KakTo 1 4 acounmpaHmn NapTHbOPU
B 24 AbPXKABM-YNEHKU U BKAKOYBA U3KAOUYUTENHO aKTMBHM MaUMEHTCKM opraHmsauunun. LleHTposeTe ce
Hamupat B ABcCTpuA, benruns, bbarapua, Xvpsatua, Kunbp, Yewkata penybauka, OaHua, ECTOHMA,
®dunnangma, PpaHumsa, Fepmanua, Mpuma, Yurapua, Utanua, Nateua, Jiutea, Jliokcembypr, ManTa,
Huaepnanaua, NMonwa, CnoseHuna, UcnaHuma u Lseuuns.

Cnepnute rpynu 3abonasaHus ca ob6xsaHaTn oT ERN-RND:
e ATakcum U HacneacTBeHW CNacTUYHM Napanaernu
e ATMNMYEH NAPKMHCOHM3BM U reHeTMYHa 6onect Ha MapKMUHCOH
e [INCTOHUA, NAPOKCU3IMANHN OUCTOHMN N CUHAPOM HA HEBPOAEreHpaLMaA C HATPYNBaHE Ha KenAaso
B MO3bKa
e @poHTOTEMMOPANHa AeMeHUUA
e Eonect Ha XbHTUHITBH U ApYry1 BUAOBE Xopes
o JleBkoanctpodpum

KoHKkpemHa uHgopmayus 3a Mpexcama, ekcriepmHume yeHmpose u obxeaHamume 3a607198aHUSA MOXE
0a 6v0e HamepeHa Ha yebcalima Ha mpexcama www.ern-rnd.eu.

lMpenopvka 3a KAuHU4Ha ynompeba:

Eeponeiickama pegepeHmHa mpexwa 3a pedKu Heeposno2uyHU 3a607a8aHUSA
HacmoamenHo npenopv4yed U3MN0A38aHEeMO HA cnedHama cKanad Kamo Haii-0obpa
KAUHUYHA NPAKMUKA 30 OYEeHKA U KAACUuUKayua Ha ducmoHuama.

N3K/TFOYBAHE HA OTTOBOPHOCT

MpW KAMHUYHUTE HAaCOKW, NPENOPbKUTE 3a IEKAPCKM NPAKTUKM, CUCTEMHUTE 0630pHM PaboTun n gpyrute
HACOKM, KOUTO ce Nyb/IMKyBaT, NOAKPENAT UM YNATO CTOMHOCT ce noTBbpKaaBa oT ERN-RND, ce Kacae 3a
OLleHKA Ha aKTya/iHa Hay4yHa W KAMHWUYHA MHPOpPMaLMSA, KOATO Ce NpenoCcTaBA KaTo NpeasioXKeHue 3a
obyueHue.

NHPopmaumaTa (1) He obxBalLa moxKe 6M BCUUYKM NOAXOLAM NEYEHUA U METOAM 33 0OrpUKBaHE U He
TpAbBa Aa ce CMATA 33 KOHCTATaLUMA Ha CTaHAApTa 3a 0brpukBaHe; (2) He ce akTyann3Mpa HenpPeKkbCcHaTo
M e Bb3MOXHO [la He 0Tpa3sBa Hal-HOBUTE MO3HAHMA (OT U3rOTBAHETO Ha Ta3n MHPOPMaALMA U HEMHOTO
nybavKyBaHe pecn. MPoYUTAHE MOXKe [a ce e noABuMna Hoea MHbopmauma); (3) ce oTHaca camo 3a
cneumduyHO nocoyeHuTe BbNpOCK; (4) He NpeacTaBnABa NpeAnncaHUe 3a onpeaeneHo MeANUMHCKO
obcnykBaHe; (5) He 3amecTBa HE3aBUCMMOTO NPOPECUOHANHO pPeLEHME Ha NEKYBALLMA IeKap, Tbil KaTo
He B3ema Noj, BHUMaHME UHAMBUAYANHUTE PA3NIMUUA MEXAY OTAENHUTE NaunmeHTU. BbB BCeKM caydvai
NeKyBawWwmAT nekap Tpabea ga npoueanpa MHAMBUAYANHO CbC CbOTBETHMA MauMeHT. M3non3saHeTo Ha
nHoopmaumAatTa e pobposonHo. WMHPopmaumsata ce npepoctaBa oT ERN-RND Bb3 ocHOBa Ha
AencTeutTenHoTo cbctosHme n ERN-RND He gaBa uM3puyHa UAM MbYanMBa rapaHLmMa Mo OTHOLWEHWE Ha
Tasn uHoopmauma. ERN-RND uM3pMyHO OTXBbpPAA OaBaHETO Ha BCAKAKBa rapaHuMAa 3a rogHoOCT 3a
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NPUIOXKEHME U TOAHOCT 3a onpeaeneHa ynotpeba nnm onpeaeneHa uen. ERN-RND He noema oTroBopHOCT
3a Te/IeCHM noBpean UAKU MAaTeEPUANHUN LWETU, KOUTO NPOM3TUYAT OT M3NON3BAHETO Ha Tasn MHPopmauma
WA Ca BbB BPB3KA C HeA, KAaKTO U 3a FPeLLKM MAK NPONYCKM.

PaspabotBaHeTo Ha [narHOCTUYHUTE ONOK-CXeMM 33 AUCTOHMA € M3BbpweHo oT [pynata no
3a60/1ABaHMATA 32 AUCTOHMA, NAPOKCn3MaaHu pasctpoiictea U NBIA Ha ERN-RND. CKanuTe, M3nos3BaHu
B KNMHMYHATA MNPaKTMKa Ha 4y/ieHoBeTe Ha rpynata no 3abonssaHuATa, 6sxa KapTtorpadupaHu, a
pelleHNeTo Koa CKana aAa bbae npeanoxeHa bele B3eTo Ype3 aHOHMMHO racyBaHe C MHO3MHCTBO.

pyna 6onectn 3a ANCTOHMSA, NAPOKCU3MaNHKU pa3cTponcTtBa n NBIA:

KoopauHaTtopwm Ha rpynuTe no 6onectu:

Alberto Albanese®; Thomas Klopstock?; Marie Vidailhet?

YneHoBe Ha rpynarta no 6onectu:

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?;
Antonio Elia''; Antonio Federico!®; Dusan Flisar'?; Thomas Gasser!3; Kathrin Grundmann?'?; Kinga
Hadzsiev'#; Christine Klein®>; Jiri Klempir®; Maja Kojovic'’; Norbert Kovacs'*; Bernhard Landwehrmeier?s;
Ebba Lohmann?3; Sebastian Léns'®>; Maria Jose Marti’; Maria Judit Molnar®?; Alexander Miinchau®®; Juan
Dario Ortigoza Escobar’; Damjan Osredkar'?; Sebastian Paus?%; Belén Pérez Duefias?’; Bart Post??; Evien
RUzZi¢ka?3; Susanne A. Schneider?; Sinem Tunc®®; Michel Willemsen??; Giovanna Zorzi!

1IRCCS Clinical Institute Humanitas — Rozzano, Italy; 2Klinikum der Universitat Minchen, Germany; 3Assistance Publique-Hopitaux de Paris,
Hopital Pitié-Salepétriére, France: Reference Centre for Rare Diseases 'Neurogenetics'; “Pediatric hospital Bambino Gesu, Rome, Italy;
SUniversity College London Hospitals NHS Foundation Trust, United Kingdom; ¢University Neurological Hospital “St. Naum” Sofia, Bulgaria;
"Hospital Clinic i Provincial de Barcelona y Hospital de Sant Joan de Déu, Spain; 8University Medical Center Groningen, Netherlands;
SUniversity Hospital in Krakow, Poland; 1°AQU Siena, Italy; 12Foundation IRCCS neurological institute Carlo Besta — Milan, Italy; 22University
Medical Centre Ljubljana, Slovenia; 13Universitatsklinikum Tlbingen, Germany; #University of Pécs, Hungary; >Universitatsklinikum
Schleswig-Holstein, Germany; 6General University Hospital in Prague, Czech Republic; University Medical Centre Ljubljana, Slovenia;
18Universitatsklinikum Ulm, Germany; 1*Semmelweis 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 ogobpAaBaHe:

e KaprorpadumpaHe Ha M3Mnoi3BaHUTe ckanu 3a 6onectn no rpynu 6onectn - 06 - 12/2018
e [lpoyuyBaHe 3a onpegensaHe Ha CKaAuTe Ype3 aHOHMMHO T[/1acyBaHE C MHO3MHCTBO
-31.01. - 24.02.2019

e Cbrnacue no AOKYMeHTa OT yanaTta rpyna no 6onectra - 26.03.2019
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NMPEMNOPBYUTEJIHU MALLABU

AdomMmenH
leHepanusnpaHa ANCTOHMA

Ckana
Fahn-Marsden Dystonia Rating Scale (Ckasa 3a oueHKa Ha ANCTOHUUTE

Ha Fahn-Marsden), Burke RE, Fahn S, Marsden CD, Bressman SB,

Moskowitz C, Friedman J. BannaHocT n HafeKAHOCT Ha CKana 3a
OLEHKa Ha NbpBMUYHUTE TOP3NOHHU ancToHMK. Neurology 1985;35:73-
77.

leHepanusMpaHa AUCTOHUA NpKU Aeua

CKka/la 33 oL eHKa Ha ABUraTe/IHM Pa3CTPONCTBA B AE€TCKA Bb3pPacT,

Battini R, Sgandurra G, Petacchi E, Guzzetta A, Di Pietro R, Giannini
MT, Leuzzi V, Mercuri E, Cioni G. Movement disorder-childhood rating
scale: HapexkaHoct 1 BannaHocTt. Pediatr Neurol 2008;39:259-265

Bnedapocnasbm

Defazio G, Hallett, M, Jinnah HA, Stebbins GT, Gigante AF, Ferrazzano
G, Conte A, Fabbrini G, Berardelli A. PaspaboTtBaHe 1 BaanamnpaHe Ha
KNMHMYHA CKafa 3a OLEHKa Ha TeXKecTTa Ha baedapocnasma. Mov
Disord. 2015 April; 30(4): 525-530.

Battini R, Sgandurra G, Petacchi E, Guzzetta A, Di Pietro R, Giannini
MT, Leuzzi V, Mercuri E, Cioni G. Movement disorder-childhood rating
scale: HapgexkaHoct 1 BaamaHoct. Pediatr Neurol 2008;39:259-265

LlepBMKanHa AUCTOHUA

3anagHa cKana 3a OlUeHKa Ha cna3maTuyeH TopTUKoanc B TOPOHTO 3a
LepBUKaHa ANCTOHUSA
- Consky, E, Basinski, A, Belle, L, Ranawaya, R u Lang, AE. Ckana
33 OLLEHKA Ha cnasmaTU4yHMA TOPTUKOAUC B TOPOHTO
(TWSTRS): oueHKa Ha BaJMAHOCTTA U HAAEKAHOCTTa MEXAY
peueHseHTUTe (pestome). Neurology. 1990; 40: 445
- Consky ES, Lang AE. KAMHMYHM OLEHKM Ha NAUNEHTH C
uepBuKanHa auctoHumsa. In: Jankovic J, Hallett M, eds. Therapy
with Botulinum Toxin. New York, NY: Marcel Dekker,
Inc.:1994;211-237

I'IapMHreanHa ANCTOHUA

BbnpocHMK 3a BoKkaaHo u3nbaHeHue (VPQ), Carding PN, Horsley IA,

Docherty GJ. U3cneaBaHe Ha edpeKTMBHOCTTA Ha rnacoBaTa Tepanua
npw neyeHneTo Ha 45 naumeHTN c HeopraHMyHa aucdorus. J Voice.
1999; 13:72-104.

NMPEMPATKMHA

Defazio G, Hallett, M, Jinnah HA, Stebbins GT, Gigante AF, Ferrazzano G, Conte A, Fabbrini G, Berardelli A. PaspaboTtBaHe 1

Ba/MAMPaHe Ha KAMHMYHA CKaJla 32 OLeHKa Ha TexkecTTa Ha baedapocnasma. Mov Disord. 2015 April ; 30(4): 525-530.
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