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CKA/N 3A USMEPBAHE HA ANCTOHWA

EUROPEAN REFERENCE NETWORKS
FOR RARE, LOW PREVALENCE AND COMPLEX DISEASES

Share. Care. Cure.

My6ankysaHo ot ERN-RND: 26 mapT 2019 r.
(MocneaHo akTyanusmnpaHe nybamkysaHo npes mai 2025 r.)
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OTKa3 OT OTrOBOPHOCT:

"I'Io,u,errlaTa Ha EBpOHGVICKaTa KOMUCHA 33 U3AaBAHETO Ha Ta3un I'IY6J'IVIKaLI,MFI He npeacrasnAdBa o,u,o6peHV|e
Ha CbAbpPrKaHMETO, KOETO OTPa3ABa eAMHCTBEHO Bb3reAnTe Ha aBTopuTe, U KOMUCHMATA HE HOCUM OTFOBOPHOCT
3a N3MNON3BAHETO HA CbAbprKallaTa Ce B HeA MHd)OpMaLIMFI."

Moseye Hbopmaumn 3a EBponeickua cblo3 e gocTbnHa B uHTepHeT (http://europa.eu).
okcembypr: Cnykb6a 3a nybankaumm Ha EBponeiickusa cbtos, 2019 .
© EBponeiicku cblos, 2019

Bb3npousserKgaHeTo e paspeLleHo Npu yCAoBUE, Ye ce MOCOYN U3TOYHUKDT.
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BbBEAEHWE B EBPONEVNCKATA PEGEPEHTHA MPEXXA 3A PEAKU
HEBPOJIOTNYHU 3ABOJISBAHUSA (ERN-RND)

ERN-RND e eBponelicka pedepeHTHa MperKa, cb3ganeHa U ogobpeHa ot EBponelickusa cbto3. ERN-RND e
34paBHa MHPPACTPYKTYpa, KOATO ce POKycMpa BbPXY PeaKuTe HeBposaornyHu 3abonssanus (PH3). Tpute
OCHOBHM cTbnba Ha ERN-RND ca: i) mpexa oT eKcnepTu 1 eKCcnepTHU LLEeHTPOBE, ii) reHepupaHe, obeanHsBaHe
N pasnpocTpaHeHWe Ha 3HaHuA 3a PHP u iii) npunaraHe Ha eneKkTPOHHO 34paBeornasBaHe, 3a Aa MOXKe
eKcnepTM3aTta 4a NbTyBa BMECTO MaLMEHTUTE U CEMENCTBATA.

ERN-RND obeauHsBa 64 oT BoAeLnTe eKCnepTHU LeHTpoBe B EBpoNna, KakTo 1 4 acoummpaHn napTHbopa B 24
ObPXKABU UYNEHKU UM BKAKOYBA W3IKAOUYMTENIHO aAKTMBHM NaUMEHTCKM opraHusaumu. LeHTpoBeTe ca
pa3nonoxeHn B ABcTpus, benrua, Bvarapua, Xbpeatua, Kunbp, YewkaTta penybaunka, OaHus, EcToHMA,
®duHnangns, PpaHuma, Flepmanus, Mbpuma, YHrapua, Utanua, Wpnanaus, Nateua, Jlutea, Jllokcembypr,
Manta, Hngepnanausa, Nonwa, CnoseHuna, Ucnanua mn LWeeyma.

CnepgHute rpynu 3abonseaHma ca obxsaHatu oT ERN-RND:
e ATaKCuMW U HacneaCTBEHWU CNACTUYHM Napanaerum
e ATMMNMYEH NAaPKMHCOHU3BbM U reHeTUYHa bonecTt Ha MNMapKMHCOH
e [INCTOHMA, NaPOKCM3MANHO PA3CTPOMCTBO M HEBPOAEreHepaLma C HaTPyNBaHE Ha KenAa30 B MO3bKa
e  (OpoHTOTEMMOPA/HA AEeMeHUUA
e bonecTt Ha XbHTUHITBH U Apyrm xopeu
e JleBROgMCTPOPUM

KoHKpemHa uHopmayua 3a mpexcama, ekcriepm-dume yeHmpose u obxeaHamume 3a601498aHUS Moxceme
da Hamepume Ha yebcalima Ha mpexcama www.ern-rnd.eu.

lMpenopvka 3a KnuHu4YHa ynompeba:

Esponelickama pegepeHmHa mMpewa 3ad pedKU Heeposo2uvyHU 3abonaaeaHus
HacmoamesiHO nMnpenopvyed U3no/aA36aHemMoO HA cnAedHUMe cKanu Kamo Hali-0obpa
KAUHUYHA NPAKMUKA 30 OYeHKa U KaacuguKayusa Ha ducmoHuama.

N3K/TFOYBAHE HA OTTOBOPHOCT

MpY KAMHUYHUTE HACOKM, NMPENnopPbKUTE 3a NIEKAPCKU MPAKTUKM, CUCTEMHUTE 00630pHM paboTn n apyrute
HACOKM, KOUTO ce Nyb6anKyBaT, NOAKPENAT UAN YMATO CTOMHOCT ce noTebpKaasa oT ERN-RND, ce kacae 3a
OLlEeHKa Ha aKTya/Ha HayyHa W KAWMHMYHA MHPOPMaLMs, KOATO ce MNpPeaocTaBa KaTo NpepnorKeHwe 3a
obyueHue.

NHbopmaumsaTa (1) He obxBalLa MoOXKe b1 BCUYKM NOAXOAALLM TEYEHUA U METOAM 3@ OBrpuKBaHe U He TpAbBa
03 ce cmATa 3a KOHCTaTauuMA Ha CTaHZapTa 3a obrpuxkBaHe; (2) He ce aKTya/iM3Mpa HEMpPeKbCHaTo U e
Bb3MOXKHO [a He 0TpasABa Hal-HOBMTE MO3HAHMA (OT M3roTBAHETO Ha TasW WHPOPMAUMA U HEWHOTO
nNyb6AMKyBaHe pecn. NPoYNTaHEe MOKe Aa ce e NosaBuaa HoBa MHbopmaums); (3) ce oTHaca camo 3a cneumduyHo
nocoyeHuTe BbNpocy; (4) He NnpeacTaBaABa NPeAnMCcaHNe 33 ONpeaeseHO MeAULMHCKO 0bcnyKBaHe; (5) He
3amMeCTBa He3aBUCUMMOTO NPodeCcMOoHANHO PeLleHne Ha IeKyBaLMA 1eKap, Tbi KaTo He B3ema Noj BHUMaHue
WHAMBUAYANHUTE PasAnYMA MEXAY OTAENHUTE NnaumeHTU. BbB BCEKM Caydall NeKyBalLMAT nekap Tpabsa ga
npoueamMpa MHOMBUAYANHO CbC CbOTBETHMA NaumeHT. M3nonseaHeto Ha MHPopmauumaTa e A06POBOJHO.
NHpopmauymaTa ce npegoctaBa oT ERN-RND Bb3 ocHoBa Ha AeincTButenHoTo cbetoaHmMe n ERN-RND He gaBa
M3pUYHA MAW MbAYAMBA FapaHUMA MO OTHOWEHWe Ha Tasu mHpopmauma. ERN-RND m3pnyHO oTXBbPAA
[3BaHETO Ha BCAKAKBA rapaHuMA 33 FOAHOCT 3a NMPUJIOXKEHME M TOLHOCT 3a onpegeneHa ynotpeba wam
onpegeneHa uen. ERN-RND He noema OTroBOpPHOCT 3a TeNeCHM NoBpean UAN MaTEPUANIHU LEeTU, KOUTO
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NMPOM3TMYAT OT M3MNO/3BAHETO Ha TasuM MHPOPMALMA MAN Ca BbB BPb3Ka C HeA, KaKTO M 3a rPeLKu Man
NPONYyCKM.

METOAOJ/IOIUA

MpenopbKuTe 3a KAMHUYHW OLEeHBYHU CKau 33 ANCTOHUA ca pa3paboTeHn oT pynaTa no 3abonasaHuATa 3a
OVCTOHUA, NapOKCn3manHu pasctporctea n NBIA Ha ERN-RND. Ckanute, n3nonssaHu B KIMHUYHATA NPAKTUKA
Ha uyneHoBeTe Ha lpynata no 3abonABaHuATa, 6Axa KaptorpadmpaHu, a peweHneTo Kou ckanu ga b6baat
npeanoxeHn belwe B3eTO Ype3 aHOHUMHO /1acyBaHe C MHO3MHCTBO.

[pyna 6onectn 3a ANCTOHMA, NAPOKCU3MaANHKM pa3cTpomncTea n NBIA:

KoopaguHatopu Ha rpynute no 6onectu:

Xasuep Mepec CaHuec® ; Cunsua bboww?®

YneHose Ha rpynara no 6onectu:

Cneunannctn B 061acTTa Ha 34paBeona3BaHeTo:

Mette Mgller? ; Erik Johnsen? ; Erik Hvid Danielsen? ; Laura van de Pol? ; Anna De Rosa® ; Myriam Carecchio?;
Roberto Ceravolo® ; Elisa Unti® ; Giovanni Palermo® ; Andrea Mignarri® ; Antonio Federico® ; Marie Vidailhet’ ;
Aurelie Meneret’ ; Marta Bldzquez Estrada® ; Pierre Kolber® ; Giorgos Pitsas'® ; Christos Koros!! ; Evangelos
Anagnostou!?! ; Leonidas Stefanis? ; Heli Helander'?; Jiri Klempir'# ; Sdra Davisonova®* ; Francisco Grandas®® ;
Dirk Dressler'® ; Alejandra Darling?’ ; Juan Dario Ortigoza Escobar'’ ; Eugenia Amato'’ ; Maria Jose Marti’ ;
Yaroslau Comptal’ ; Marta Skowronska!® ; Michal Sobstyl*® ; Antonio Elia'® ; Giovanna Zorzi*® ; Roberto Cilia®®
; Roberto Eleopra®?® ; Alberto Albanese?® ; Giulia Giannini?! ; Luca Solina?! ; Duccio Maria Cordelli?! ; Caterina
Garone?! ; Veronica Di Pisa?! ; Anna Fetta?! ; Richard Walsh?? ; Kathleen Gorman?? ; Aoife Mahony?? ; Ana
Rodriguez?3 ; Soledad Serrano?® ; Franziska Hépfner?* ; Thomas Klopstock?* ; Jeroen Vermeulen?® ; Philipp
Mahlknecht?® ; Daniel Boesch? ; Wolfgang Nachbauer?® ; Krista Ladzdovska?” ; Ramona Valante?’ ; Elina
Pucite?’ ; Enrico Bertini®® ; Francesco Nicita®® ; Giacomo Garone28 ; Bart Post?® ; Michél Willemsen?® ; Anke
Snijders?® ; Manuel Dafotakis®® ; Rocio Garcia-Ramos3! ; Maria Judit Molnar3? ; Marek Baldz*® ; Martina
Bockova®? ; Ognyana Burgazlieva3* ; Andras Salamon3® ; Aive Liigant3® ; Pawel Tacik®” ; Fran Borovecki®® ; lvana
Jurjevic®® ; Malgorazate Dec-Cwiek®® ; Katarzyna Sawczynska®® ; Alexander Minchau® ; Katja Lohmann*® ;
Norbert Briiggemann?? ; Sebastian Lons* ; Tobias Baumer*® ; Ebba Lohmann*! ; Kathrin Grundmann*' ; Thomas
Gasser*! ; Hendrik Rosewich*! ; Bernhard Landwehrmeier®? ; Thomas Musacchio® ; Martin Reich*? ; Marina de
Koning-Tijssen** ; Tom de Koning** ; Damjan Osredkar® ; Maja Kojovic*® ; Kinga Hadzsiev*® ; Norbert Kovacs?*®
: Belén Pérez Duefias*’ ; Maria Victoria Gonzalez Martinez*’ ; Silvia Jesis Maestre*® ; Astrid Daniela Adarmes®®
; Pablo Mir* ; Elena Ojeda Lepe*® ; Marta Correa®®

[peacrtaBuTen Ha NaumneHTUTe:

MoHuKa BeHcbH!?

YHusepcuteTcka 6onHMua Opxyc, AaHus;? Amsterdam UMC - MegmumHCKM UeHTbp Ha YHuBepcuteta B AmcTepgam, Hugepnangus;® AOU -
YHuBepcuteTcka 6onHunua Peaepuko I, Heanon, Utanumsa;* AOU - YHusepcuteTcka 6onHunua Nagya, Utanma;® AOU - YHuBepcuteTcka 6onHuMua Musa,
Utanua;® AOU - YHuueepcuteTcka 6onHuua CueHa, Utanma; ’APHP - PedepeHTeH ueHTbp 3a peaku 6onectn "HesporeHetuka", 6onHuua Pitié-
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Salpétriére, Napu, PpaHuma;® LleHTpanHa yHMBepcuTeTcka 60nHMLa Ha Actypusa, Osueno, Ucnanua;® CHL - /liokceMbyprcku 60AHUYEH LEeHTbP,
Niokcembypr;° KUMbpcKu MHCTUTYT NO HEBPOIOTMA U reHeTuKa, Erkomu, Kunbp; ! Boanuua Eginitio, HaumoHaneH v KanoaucTpUnCKu yHUBEPCUTET B
AtuHa, Mopums;? npeacrasuten Ha ePAG;3 OMHAAHACKM KOHCOPUMYM: YHUBEpCUTETCKM 6onHunum B Oyay, Tamnepe u XensunHku, duHnanams;
Ob6uwia yHuBepcutetcka 6onHMua B lMpara, Yewka penybauka;’> Ob6wa yHuBepcuteTcka 6oaHuua "Mperopno MapaHboH", Maapua, UcnaHus;®
MeauumHcko yumnunwe B XaHosep, Fepmanus;l’ Hospital Clinic Barcelona u Sant Joan de Déu Hospital, bapcenoHa, UcnaHusa; BUHcTUTYT no
ncuxmaTpus v Hesponorus, Bapwasa, Monwa;® IRCCS - doHpauma Ha Hesponornunusa nHctutyT "Kapno becra", Munano, Utanus;2° IRCCS - KnnHnyeH
MHCTUTYT "Xymanutac" B PosaHo, MunaHo, Utanua;2t IRCCS - MHCTUTYT NO HEBPONOrMYHM Haykn B BonoHs, Utanma;?2 MpnaHACKM KOHCOPLMYM:
YHuBepcuteTcka 6onHuMua TanayT v [leTcko 3apaseonassaHe MpnaHana;? YHusepcutetcka 6oiHuua fla Mac, Magpua, UcnaHua;2* YHusepcuteTcka
6onHnua Jlyasur Makcumunmad, MioHxeH, Fepmanns;?> MeauumHCKM LeHTbp Ha YHuBepcuteTa B MaacTpuxt, HuaepnaHama;?® MeguumHCKu
yHuBepcuteT UHCBpyK, AscTpusa; ’KnuHnuHa yHusepcutetcka 6onnHuua "Maync CrpaauHc", Pura, Natems;?® MeauaTtpuyHa 6onxHmua "BambuHo
[kesy", Pum, Utanus;?® MeaMuMHCKM LeHTbp Ha YHuBepcuteTa "Pagbya', HelimereH, HuaepnaHams;3° RWTH - YHusepcutetcka 601HMLa AaxeH,
Fepmanus;3t KnuHnura 6onHmua "Can Kapnoc", Magpua, Ucnanus;32 Yuusepcutet "Cemmensaiic”, byganela, YHrapus;33 YHuBepcutetcka 6oaHuLa
"Cs. Anne’s University Hospital Brno, Yexus;34 St. Naum University Neurological Hospital, Codus, Bbarapus;3> Szent-Gyorgyi Albert Medical Center,
Cerepn, YHrapwusa;3® Tartu University Hospital, EctoHua;37 University Hospital Bonn, Fepmanusa;3® University Hospital Center Zagreb, Xbpsatus;3®
University Hospital in Krakow, Monwa;* University Hospital Schleswig-Holstein, /lio6ek, Fepmanua; *YHusepcutetcka 6onHunua Tio6uHreH,
lepmanus;*? YHnBepcutetcka 6onHuua Yam, Ffepmanun;*® YHusepcuTeTcka 6oaHmua Bropubypr, Fepmanusn;** YHUBEPCUTETCKU MEAULUHCKM LEEHTHP
[poHuHreH, HugepnaHams;*> YHMBEPCUTETCKN MEAUUMHCKM LeHTbp JTlobnsHa, ChoseHus;*® Yuusepcutet Mey, YHrapus;*” YHusepcuteTcka 60nHMLa
Vall d'Hebron, bapcenoHa, Ucnanus;*® Yumsepcutetcka 6onHuua Virgen del Rocio, Cesuns, Ucnanus

Mpouec Ha ogobpsABaHe:

e KaprtorpadupaHe Ha U3N0A3BaAHUTE CKaKN 33 3a601ABAHNA NO rPynuM 3aboNsABaHMA: IOHU - AEKEMBPU
2018 .

e [IpoyyBaHe 3a onpeaenaHe Ha CKainUTe Ype3 aHOHMMHO r1acyBaHe C MHO3MHCTBO: 31 AHyapu — 24
deBpyapn 2019 .

e (Cbrnacue no AOKYMEHTa OT UAnaTa rpyna no 3abonasaHe: 26 mapt 2019 r.

e OpobpaABaHe Ha aKTyanM3MpaHUTE NPENnopPbKM OT UAnaTa rpyna no 3abonssanuaAta: 11 oktomspu 2024
r.
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MPENMNOPBYUTEJIHN CKAJIU

Aomein

[eHepanunsmpaHa AUCTOHMA

Ckana

CKana 3a oueHKa Ha AucToHuaTa Ha PaxH-MapcaeH:

Burke RE, Fahn S, Marsden CD, Bressman SB, Moskowitz C, Friedman J.
BanMgHoOCT M HageXAHOCT Ha CKajsa 33 OUEHKAa Ha NbpBUYHUTE
TOp3noHHKU guctoHnun. Neurology 1985;35:73-77.

[eHepanusmMpaHa AUCTOHUA NpuU
geua

Ckana 3a oueHKa Ha ABuUrate/IHU pas3cTpoiicTBa B AEeTCKa Bb3pPacT:
Battini R, Sgandurra G, Petacchi E, Guzzetta A, Di Pietro R, Giannini MT,
Leuzzi V, Mercuri E, Cioni G. Ckana 3a oOueHKa Ha ABUraTesiHu
pas3cTpoMCcTBa B AeTCKa Bb3pacT: HagergHocT u BanuaHocT. Pediatr
Neurol 2008;39:259-265

Bnedapocnaszbm

Defazio G, Hallett, M, Jinnah HA, Stebbins GT, Gigante AF, Ferrazzano G,
Conte A, Fabbrini G, Berardelli A. PaspaboTrBaHe u BaaugupaHe Ha
KAMHUYHA CKaNa 33 OUEHKA Ha Te)kecTra Ha 6naedapocnasma. 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. Ckana 3a oOuEeHKa Ha [ABUratesiHu
pa3cTpoiACTBA B AeTCKa Bb3pacT: HagexaHocT u BaaugHocr. Pediatr
Neurol 2008;39:259-265

LlepBuKanHa AUCTOHUA
Mons, umalime npedsud

Mo omHoweHue Ha cneyugpuyHume
CKAAU 30 OUeHKa Ha yepsukanHama
ducmoHus, cKkanama Toronto
Western Spasmodic Torticollis Rating

Scale (TWSTRS) e ocHosHama
npernopv4umMesnIHa CKAanAa 3d OUEeHKA
HaO  yepsukanHama  OUCMOHUS,
ocobeHo 3a ouyeHKa Ha
pesyamamume om  je4yeHUEMO,
Kamo UHMeKyuu ¢ 6omynuHos
MOKCUH U  0baboKA  MO3bYHA

CMUMYAAUUSA, KAKMO 8 KAuHuYHama
MPAKMUKA, MAaKa U 8 KAUHUYHuUme
usnumeaHus, muvli kamo e buna

8aUOUPaHa no-paHo. B
donvnHeHue, ckanama Tsui e
Hadex0eH, KpaMmbvK U seceH 3d

usrnosseaHe UHcMpymeHm, Kolimo
cbuUio ce npenopvyea 3a
exedHesHama KAUHUYHA NPaKmuKa.

3anagHa cKana 3a OueHKa Ha cnasmaTu4yeH TOPTUMKOAMC B TOPOHTO 3a
LepBMKaaHa ANCTOHUA
- Consky, E, Basinski, A, Belle, L, Ranawaya, R n Lang, AE. Ckana
3a OL,eHKa Ha cna3maTU4HuA TopTuKoauc B TopoHTto (TWSTRS):
OLUEHKA Ha BaJIMQHOCTTA U HAAEXKAHOCTTA MeXAY
peueHseHTUTe (pestome). Neurology. 1990; 40: 445
- Consky ES, Lang AE. KNIMHWUYHKM OLLEHKU Ha NaLUEHTU C
LuepBUKanHa guctoHus. In: Jankovic J, Hallett M, eds. Therapy
with Botulinum Toxin. New York, NY: Marcel Dekker,
Inc.:1994;211-237
- Jost WH, Hefter H, Stenner A, Reichel G. Ckanu 3a oueHKa Ha
UepBUKaJIHA AUCTOHUA: KPUTUYHA OL,eHKA Ha MHCTPYMEHTHU 3a
OLeHKa Ha pe3ynTtature OT Tepanusa ¢ 60TYyIMHOB TOKCWUH. J
Neural Transm (Buena). 2013 mapT;120(3):487-96. doi:
10.1007/s00702-012-0887-7.

Ckana Ha Tsui 3a uepBMKaaHa ANUCTOHUSA
- - Tsui JK, Eisen A, Stoessl AJ, Calne S, Calne DB. ABoiiHO-caano
npoy4ysaHe Ha 60TY/IMHOB TOKCUH NPU cNa3maTUyHa TOKCMKO3a.
Lancet. 2 asryct 1986; 2(8501):245-7. doi: 10.1016/s0140-
6736(86)92070-2. PMID: 2874278.

NapuvHreanHa ANCTOHMA

BbnNpoCHUK 33 BOKaZIHOTO usnbaHeHue (VPQ):
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https://www.ncbi.nlm.nih.gov/pubmed/18805364
https://onlinelibrary.wiley.com/doi/full/10.1002/mds.26156
https://onlinelibrary.wiley.com/doi/full/10.1002/mds.26156
https://www.academia.edu/13734912/Movement_Disorder-Childhood_Rating_Scale_Reliability_and_Validity
https://www.academia.edu/13734912/Movement_Disorder-Childhood_Rating_Scale_Reliability_and_Validity
https://eprovide.mapi-trust.org/instruments/toronto-western-spasmodic-torticollis-rating-scale
https://eprovide.mapi-trust.org/instruments/toronto-western-spasmodic-torticollis-rating-scale
https://eprovide.mapi-trust.org/instruments/toronto-western-spasmodic-torticollis-rating-scale
https://eprovide.mapi-trust.org/instruments/toronto-western-spasmodic-torticollis-rating-scale
https://catalog.loc.gov/vwebv/search?searchCode=LCCN&searchArg=93045267&searchType=1&permalink=y
https://catalog.loc.gov/vwebv/search?searchCode=LCCN&searchArg=93045267&searchType=1&permalink=y
https://link.springer.com/article/10.1007/s00702-012-0887-7
https://link.springer.com/article/10.1007/s00702-012-0887-7
https://link.springer.com/article/10.1007/s00702-012-0887-7
https://www.sciencedirect.com/science/article/pii/S0140673686920702?via%3Dihub
https://www.sciencedirect.com/science/article/pii/S0140673686920702?via%3Dihub
https://www.ncbi.nlm.nih.gov/pubmed/10223677
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Carding PN, Horsley IA, Docherty GJ. U3cnepnBaHe Ha edpeKTMBHOCTTA Ha
rnacosaTta Tepanua Npu nedvyeHWeTo Ha 45 naumeHTM C HeopraHW4Ha
ancooHma. ) Voice. 1999; 13:72-104.

CreneH Ha
yBpexaaHe

HEBPO/IOTNYHO

Mogudurumnpana ckana Ha PaHkuH (mRS):
Rankin J. M03b4HO-CbA0BM MHUMAEHTU NPU NaLMEHTU HA Bb3PacCT Hag,
60 roaunHu: Il. MporHo3sa. Scottish Medical Journal. 1957;2(5):200-215.
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