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MNy6ankysaHo ot ERN-RND: 11th centempu 2019 .
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OTKas ot OTroBOPHOCT:

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

MoBeye MHPOpPMaLMA 3a EBponeickus cbio3 e 4ocTbHa B MHTepHeT (http://europa.eu).
Nokcembypr: Cnyxkba 3a nybavMKkauum Ha EBponeickus cbtos, 2019 T.
© Eponelicku cbtos, 2019

B'b3I'IpOM3Be)K,EI,aHETO € pa3speLleHo, npu ycnosne 4e ce NnOCOYN N3TOHYHUKDT.
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BbBEJAEHWE B EBPONENCKATA PEOEPEHTHA MPEXA 3A

PEAKWN HEBPOJIOTMYHU 3ABOJIABAHUA (ERN-RND)

ERN-RND e eBponeicka pedepeHTHa mperka, cb3gaaeHa n ogobpeHa ot EBponeickus cbio3. ERN-RND e
34paBHa MHPACTPYKTYpPa, KOATO ce POoKycMpa BbPXY PeAKMTE HEBPOAOTMYHM 3abonsasaHus (PH3). Tpute
OCHOBHM cTbnba Ha ERN-RND ca: (i) mperka OT eKcnepTM M eKCnepTHW LeHTpoBe, (ii) reHepupaHe,
obeanHsaBaHe U pa3npocTpaHeHne Ha 3HaHusA 3a PHP u (iii) npunaraHe Ha enekTPOHHO 34paBeonasBaHe,
33 1a MOXKe eKcnepTM3aTta 4a NbTyBa BMECTO NauMeHTUTe U cemelcTBaTa.

ERN-RND obeaunHsBa 32 oT BOoAeLLUTE eKCNePTHU LLeHTpoBe B EBpona, Kakto 1 10 acoumnmnpaHm napTHbopuU
B 20 AbpXKABM-YNEHKN U BKAKOYBA U3KNOUYUTENHO aKTMBHM MaUMEHTCKM opraHmsaumnun. LleHTpoBseTe ce
Hamupart B AscTpua, benrna, bvarapua, Nepmanua, danua, Ectonna, Ucnanma, Utanma, Natena, /lntea,
Niokcembypr, Manta, ObeauHeHoTo Kpancteo, lNonwa, CnoseHus, YHrapus, ®uHnaHgma, PpaHuums,
XonaHgauna un Yexua.

CnepHute rpynu 3abonnasaHus ca obxsaHaTn oT ERN-RND:

e ATakCMM U HacNeACTBEHM CNACTUYHM Napanaerum

e ATMNWYEH NAPKMHCOHM3BM U reHeTMYHa 6onect Ha MapKMUHCOH

e [INCTOHMA, NAPOKCM3MANHN ANCTOHUM M CUHAPOM Ha HEBPOAEreHpauma C HaTpyNBaHe Ha XKenaso
B MO3bKa

e @poHTOTEMMOPANHA AeMeHuMsA

e bonecT Ha XbHTUHITBH M APYrK BUAOBE Xopes

e JleBKOAUCTpOUM

KoHKpemHa uHgopmayus 3a Mpexcama, ekcriepmHume yeHmpose u obxeaHamume 3a60198aHUS MOXE
0da 6v0e HamepeHa Ha yebcalima Ha mpexcama www.ern-rnd.eu.

MpenopvKa 3a KnuHU4YHa ynompeé6a:

Esponelickama pegepeHmHa mMmpexca 3a pedKu Heeposo2u4yHU 3a60aa8aHUA
HacmosamesHo npenopv4yea u3nosa3eaHemo Ha ciiedHuUmMe CKasau Kamo Hali-0obpa
KAUHUYHA NPAKMUKA 3d OUeHKa U Knacugukayua Ha 6onecmma Ha XoHMUH2MbBbH U
opyau xopeu.

OTKA3A OT OTTOBOPHOCT:

MpY KAMHUYHUTE NPENOPDBKKU, NPENOPBKUTE 33 IEKAPCKM NPAKTUKK, CUCTEMATUYHUTE 0630pK U gpyrute
NPenopbKn, KOUTO ce NyB6AMKyBaT, MOAKPENAT UKW YMATO CTOMHOCT ce noTebpaasa oT ERN-RND, ce
Kacae 3a OLEHKA Ha aKTya/lHa HayyHa W KAMHUYHA WHGOPMAUMA, KOATO Ce npenoctaBA KaTo
npegnoxeHune 3a obyyeHue.

NHdopmaumaTa (1) He TpabBa Aa ce Bb3NpMemMa KaTo 06xBallialla BCUHKM NOAXOAALLM IeYEHNA U MeToAM
3a rpuxka u He TpAbBa Aa ce NpMema KaTo AeKnapauusa 3a CTaHAapTa 3a NeYeHre U rpuxka; (2) He ce
aKTya/iM3Mpa HenpeKbCcHaTO M e Bb3MOXKHO 3 He OoTpasABa Hal-HOBWUTE MO3HaHUA (OT U3roTBAHETO Ha
Tasn nHGopmauma U HEMHOTO NyBAMKyBaHe pecn. NPoYnTaHe MOXKe Aa Ce e NoABM/a HOBA TaKaBga); (3) ce
oTHacA camo 3a crneumduyHO nocoyeHuTe BbNpPoOCcK; (4) He npeacTaBnsBa Npenopbka 3a onpeaeneHa
MeANLMHCKa rpua; (5) He 3amecTBa HE3aBUCMMOTO NPOPECUOHANHO MHEHWE HA NeKyBaLLMA NeKap, Tbil
KaTo He B3ema Noj BHUMaHWEe UHAMBUAYANHUTE Pa3NNUUA MEXXAy OTAeNHMTE NnaumeHTU. BbB BCeku
CNyyYalh NeKyBaWMAT fneKap TpabBa Aa npoueampa WHAMBUAYANHO CbC CbOTBETHMSA MaLMEHT.
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M3non3saHeTo Ha MHPOpMaLMATa e AobpoBoaHo. MHPopmaumaTa ce npemoctass oT ERN-RND Kakto e u
ERN-RND He gaBa M3pWYHA UAM Mb/YaAMBA rapaHUMA NO OTHOLWEHWE Ha Ta3n uHpopmauma. ERN-RND
M3PUYHO OTXBBP/AA AABAHETO Ha BCAKAKBA rapaHuMA 33 Ba/IMAHOCT 33 NPUNOXKEHME U BaIMAHOCT 3a
onpeaeneHa ynotpeba nnm onpeaeneHa uen. ERN-RND He noema oTroBOpPHOCT 3a TeNIeCHU nospean nim
MaTEepPUaHA LWETU, KOUTO NPOU3TUYAT OT M3MNOA3BAHETO HA Ta3n MHPOPMALMA NN Ca BbB BPb3Ka C Hes,
KaKTO M 3a rpeLlKn v Nponycku.

lpynata no 3abonssaHuMa HD u Chorea pewu ga oaobpu ckanute, mM3nonssaHu oT Enroll-HD
(www.enroll-hd.org) 3a ERN-RND.

[pyna Ha 3abonasaHmaTa 3a HD n xopes:
KoopauHatopu Ha rpynuTte no 6onecru:
Anne-Catherine Bachoud-Lévi, Juan Dario Ortigoza Escobar?, Bernhard Landwehrmeier?

YneHoBe Ha rpynarta no 6onectu:
CneumnanuncTv No 34paBHU TPUXKMK:

Alberto Albanese® Enrico Bertini>, Adrian Danek®, Tom de Koning’, Maria Teresa Dotti®, Antonio
Federico®, Josep Gamez®, Cinzia Gellera'®, Jiri Klempir!!, Thomas Klopstock®, Norbert Kovacs'?, Berry
Kremer’, Caterina Mariotti’®, Renaud Massart!, Bela Melegh'?, Maria Judit Molnar!3, Alexander
Miinchau®®, Esteban Mufioz?, Lorenzo Nanettil?, Belén Pérez Duefias®, Borut Peterlin®®, Daniela Rael®,
Evien R0Zi¢kal’, Susanne Schneider®, Ludger Schols'®, Sarah Tabrizi!®, Sinem Tunc!*, Algirdas Uktus?®,
Katia Youssov?!, Giovanna Zorzi'®

MpeacTaBUTENN HA NALMEHTUTE:
Astri Arnesen??

1Assistance Publique-Hopitaux de Paris, Hopital Henri-Mondor, France: Reference centre for Huntington's disease; 2Hospital Clinic i Provincial
de Barcelona y Hospital de Sant Joan de Déu, Spain; 3Universitatsklinikum Ulm, Germany; 4IRCCS Clinical Institute Humanitas — Rozzano, Italy;
SPediatric hospital Bambino Gesu, Rome, Italy; °Klinikum der Universitdt Miinchen, Germany; ’University Medical Center Groningen,
Netherlands; 8AOU Siena, Italy; °Hospital Universitari Vall d'Hebron, Spain; 1°Foundation IRCCS neurological institute Carlo Besta — Milan,
Italy; General University Hospital in Prague, Czech Republic; 2University of Pécs, Hungary; 13Semmelweis University, Hungary;
Universitatsklinikum Schleswig-Holstein, Germany; 15University Medical Centre Ljubljana, Slovenia; 6University College London Hospitals
NHS Foundation Trust, United Kingdom; ’Motol University Hospital, Czech Republic; 8Universitdtsklinikum Tibingen, Germany, *Vilnius
University Hospital Santariskiy Klinikos, Lithuania; 2°Patient representative

Mpouec Ha pa3paboTBaHe Ha HB/IOK-CXEMU:

e Cwbrnacue 3a ogobpsasaHe Ha cnegHuTe ckanm 3a HD n Choreas no Bpeme Ha rogmLuHaTa cpeLla
Ha ERN-RND 2019 - 18/06/2019
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OLueHKM Ha gBUrarenure

Ckana

YHUbUUMpaHa ckana 3a oLeHKa Ha 6onecTTa Ha
XbHTUHITBH (UHDRS) '99 Motor!

JnarHoctTuyeH nHaekc Ha agosepueto Ha UHDRS!

DYHKLMOHAJIHN OL|€HKH

UHDRS '99 06w} hyHKUMOHaNEH KanaunTeT?

Ckana 3a dyHKUMoHanHa oueHka UHDRS '99!

Ckana 3a He3asucumocT Ha UHDRS '99!

MoBeaeH4Yecka oLeHKa

KpaTka oLeHka Ha npobnemMHoTo noeeaeHue (PBA-s)?

Ckana 3a oueHKa Ha 6o/HMYHaTa TPEBOXHOCT/Aenpecus
(HADS)? 1 Ckana 3a pa3apasHuTenHocT Ha CHent (SIS)?,
KOMOMHMpaHM

KonyM6buiicka ckana 3a OLiEHKA Ha TEXECTTa Ha
camoybuiictBaTta (CSSRS)°

KOrHUTUBHM OLEeHKH

TecT 3a undpoBa MOAANHOCT Ha cMMBOSal

MeHyBaHe Ha UBeToBeTE Ha Stroop?

YeTeHe Ha aymmn Ha Ctpon?

KaTeropuyHa croBecHa nnaBHOCT®

Hameca Ha Ctpon!

Cb3naBaHe Ha nbTeka A & B

BykBanHa rnaakocr®

MWHM nM3cneaBaHe Ha NCUXUMYHOTO CbcTosiHMe (MMSE)®

Fno6aneH

nobanHo KNMHUYHO BrieyaTneHume?

Mepku 3a pe3yntaTture oT
¢pmsmnorepanusTa

Bavrane n nyckaHe no speme (TUG)!0

30-ceKkyHAEH TECT 3a CTolKa Ha cTonall

KauecTBO Ha XUBOT

KpaTtka ¢opma Ha 3apaBHO uscneasaHe-12 (SF-12)12

BbNpPOCHMK 32 Ka4YeCTBOTO Ha XXMBOT Ha NnLAaTa, nonaraiim
rpuxmi3

MkoHOMUKaA Ha
3ApaBeona3BaHeTo

Onuc Ha nony4YeHuTe ycnyru 3a knmeHTn (CSRI)M
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BbNpOCHMK 3a 34paBOCIOBHM NPo6/iIeMU, CBbP3aHM C
NPOM3BOAMNTENHOCTTA Ha TPYAa M HapyLIEHUsITa Ha
periHoctTa (WPAI-SHP)1>

NMPEMNPATKMU

! YHuduumpaHa ckana 3a oueHKka Ha 601ecTTa Ha XbHTUHITbH: HaAEXAHOCT WM CbraacysaHocT. [pyna 3a uM3cieaBaHe Ha
XBHTUHITBHH.(1996) Movement Disorders, 11(2): 136-42.

2 McNally, G, Rickards, H, Horton, M et al. (2015) U3scneasaHe Ha BannAHOCTTa Ha KpaTKaTa BepcuA Ha TecTa 3a OLLeHKa Ha
npob6semHoTo nosegeHune (PBA-s) 3a 60s1ectTa Ha XbHTUMHITBH: AHanm3 Ha Paw. Journal of Huntington's disease (CnucaHue 3a
6onecTTa Ha XbHTUHITBH), 4 (4). pp. 347-369.

3 https://www.svri.org/sites/default/files/attachments/2016-01-13/HADS.pdf

4Snaith RP, Constantopoulos AA, Jardine MY, McGuffin P. (1978 r.) KAiMHMYHa cKana 3a caMoOLLeHKa Ha pa3apasHUTeNHOCTTa.
British Journal of Psychiatry, 132:164-171.

> https://depts.washington.edu/ebpa/sites/default/files/C-SSRS-LifetimeRecent-Clinical.pdf

6 Rosser A, Hodges JR (1994 r.) MbpBOHaYaHa NNaBHOCT Ha BYKBUTE M CEMaHTUYHUTE KaTeropuu npu 6onectTa Ha Anuxalimep,
6onecTTa Ha XbHTUHITBH M NPOrpecMBHaTa cynpaHyKkaeapHa napanausa. Journal of Neurology, Neurosurgery, and Psychiatry 57:
1389-1394.

7 Reitan RM. (1958) BannaHOCT Ha TecTa 3a NpocneAABaHe Ha CAeAn KaTo NoKasaTen 3a OpraHMYyHO MO3bYHO yBpesKaaHe.
Percept Mot Skills, 8:271-276.

8 Folstein MF, Folstein SE, McHugh PR(1975) MMUHM NCUXMUYHO CbCTOAHMUE: NPAKTUHECKO PbKOBOACTBO 33 OL@HKa Ha MCUXMYHOTO
CbCTOSIHME Ha NauMeHTUTe 3a KAnHuumMcTa. J Psychiatr Res, 12:189-198.

9Guy.W (pepa.): ECDEU Assessment for psychopharmacology. Rev. Ed. Rockville Maryland (1976).

10 podsiadlo D, Richardson S (1991 r.) Bpemesuat TecT "Up & Go": TecT 3a OCHOBHa PpYHKLMOHaNIHA NOABUXKHOCT 3a Bb3PaCTHM
XOpa B KpexKa Bb3pacT. ] Am Gertr Soc, 39:142-8.

1 https://www.sralab.org/rehabilitation-measures/30-second-sit-stand-test

12 Ware J, Kosinski M, Keller S (1996 r.) 12-umeHHa KpaTka dopma Ha 34paBHO npoyuysaHe: (1) UsrpaxaaHe Ha cKanu u
npeABapuUTeIHN TECTOBE 3a HaAeKAHOCT 1 BaanaHocT, Medical Care. 34(3):220-33.

13 Weitzner, M A, Jacobsen, P B, Wagner, H, Friedland, J, & Cox, C (1999). The Caregiver Quality of Life Index-Cancer (CQOLC)
Scale: Development and validation of an instrument to measure quality of life of the family caregiver of patients with cancer
(Ckana 3a KauecTBO Ha ¥KMBOTA Ha /IML,ATA, NOMAralLM rpUKK 32 60HM OT pak: pa3paboTBaHe M BaUANPAHE HA MHCTPYMEHT 3a
M3MepBaHe Ha KaYyecTBOTO Ha }KMBOT Ha /IMLLATa, NOoMaralm rpusky 3a 60/1HM OT paK. M3cnenBaHe Ha KAYecTBOTO HA XKUBOT, 8,
55-63.

14 Chisholm D, Knapp M, Knudsen HC, Amaddeo F, Gaite L, van Wijngaarden B, EPSILON Study Group (2000 r.) Client Socio-
Demographic and Service Receipt Inventory - European Version: development of an instrument for international research.
MpoyusaHe EPSILON 5. British Journal of Psychiatry 177 Supplement 39 28-33.

15 http://www.reillyassociates.onet/WPAI SHP.html
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