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BbBeaeHue B EBponenckaTa pedepeHTHa MperKa 3a peKu
HeBpoaornyHu 3abonasaHmna (ERN-RND):

ERN-RND e eBponeicka pedepeHTHa MperKa, Cb3ganeHa u oaobpeHa ot EBponenckuma cbios.
ERN-RND e 3apaBHa MHOpPACTPYKTypa, KOATO ce GOKycupa BbPXY peaKkuTe HEBPOSOTUYHM
3abonaBaHua (PH3). Tpute ocHoBHM cTbnba Ha ERN-RND ca: i) mpexa OT eKkcnepty wu
eKCnepTHU LLeHTPOBE, ii) reHepupaHe, obeamHABaHE M PA3NPOCTPAHEHME Ha 3HaHMA 3a PHP
W iii) NnpunaraHe Ha enNeKkTPOHHO 34paBeonasBaHe, 3a [a MOXKEe eKcrnepTu3aTa Aa NbTysa
BMECTO NaLUNEHTUTE U CEMelCTBaTa.

ERN-RND obeguHsiBa 32 oT BoAewMTe eBPONENCKU eKCnepTHM UeHTpoBe B 13 aAbprKasu-
YNEHKN M BKAOYBA M3KAOYMTENHO aKTMBHM NALMEHTCKM opraHusaumun. LleHTposeTe ca
pasnonoxeHu B benruna, bvarapua, Nepmanua, Ucnanma, Utanma, fliutea, HugepnaHngma,
Monwa, CnoseHus, YHrapusa, PpanHuyma, Yewkarta penybavka n O6eaMHeHOTO KPaacTeo.

CnepHute rpynu 3abonnasaHus ca obxsaHatn oT ERN-RND:

e ATaKCMM U HacneACTBEHM CNAcTUYHK Napaniernm

e ATMNMYEH NAapPKUHCOHU3DBM U reHeTU4YHa 6onecT Ha MapKUHCOH

e JIMCTOHWSA, NAPOKCU3MAJIHO Pa3CTPONCTBO M HEBPOAEreHepauma ¢ HaTpynBaHe Ha
MO3bYHM NOHMU

e ®dpoHTOTEMMNOPASHA AEMEHUMA

e bonect Ha XbHTUHITBH U ApPYrK 3a4a4m

e JleBKoauctpodpum

KoHKpeTHa MHPOopmaLma 3a mpexkaTta, eKcnepTHUTe LLeHTpoBe U obxBaHaTUTe 3abonaBaHuA
MoXe Aa 6bae HamepeHa Ha yebcaliTa Ha mpexaTta www.ern-rnd.eu.

MpenopbKa 3a KANMHMYHA ynoTpeba:

EBponeiickata pedepeHTHa MpeXka 3a peAKU HeBPOJIOrMYHU 3abonsasBaHuA
EBponeiickata pedepeHTHa MpeXka 3a peAKU HeBPOJIOrMYHU 3abonsaBaHuA
HaCTOATE/IHO NPenopbUYBa U3MNO0/3BAHETO Ha CeAHUTE CKaZIM KaTo Hail-ao6pa
KIMHUYHA NPAKTUKa 33 OLEeHKa U Knacupukauma Ha 60nectta Ha XbHTUHITHH

W Apyru xopew.

To3u JOKYMEHT e NoAKpeneH OT U HanpaBeH B pamkuTe Ha EBponeiickaTa pedepeHTHa Mpeka 3a pefKu HEeBPOSIOTUYHU CTpanuua | 2
3ab6onasaHuna (ERN-RND). ERN-RND e eaHa ot 24-Te eBponeiicku pedpepeHTHM mpexku (ERN), ogobpeHn ot CbBeta Ha
ObpKasuTe yneHkn Ha ERN. ERN ca cbduHaHcuparu ot EBponeiickata komucua (ERN-RND: 3HP 767231).



OTKas oT OTroBOPHOCT:

PbKkoBoAcCTBaTA 3@ KAMHUYHA NPAKTMKA, NPAKTUYECKMUTE CbBETU, CUCTEMATUUYHUTE Nperneamn u
APYrM HacoKku, nybnauKyBaHu, oaobpeHu wuam notebpaeHn ot ERN-RND, npepcrtasnasat
OLLeHKa Ha aKTya/iHa Hay4YHa U KAMHUYHA MHPOPMAUMA, NPesoCcTaBAHA KaTo obpasoBaTesnHa
ycnyra. MHoopmaumaTta: (1) He TpsbBa ga ce cuMTa 33 BKAKOYBALLA BCUYKM MOAXOAALLM
Nle4yeHnn, MeToaM Ha /fiedeHWe UM 3a U3sIBeHWe Ha CTaHAapTa Ha fnedeHue; (2) He ce
aKTyanusMpa HenpeKkbCHATO M MOMEe Aa He OTpasfABa HaW-HOBUTE AOKasaTescTBa (HoBa
MHbOPMALMA MOXKe Aa ce MOosSBU MeXAy MOMeHTa Ha pa3paboTBaHe Ha MHPopmauusaTa M
MOMEHTA Ha HeMHOTO nybAuKyBaHe WAW npouuTaHe); (3) pasrne)aa camo M3PUYHO
nocoyeHuaA(mTe) Bbnpoc(n); (4) He NpeaANnCcBa KOHKPETEH HAaYMH HA MeAULMUHCKO /IeYEHUE; U
(5) He e npeagHa3HayeHa Aa 3aMeHM He3aBUCMMaTa npodecuoHanHa npeueHKa Ha
NEeKyBalMA NeKap, Tb KaTo UHPopmMauMATa OTYNTA WUHOMBUAYANHUTE PA3ANYNA MEXAY
naumeHTUTe. BbB BCMYKM Cydam M3BPaAHUAT HAauyMH Ha aelcteme Tpabea Aa 6bae obmucneH
OT NIeKyBaLLUA NEeKap B KOHTEKCTA Ha JIeYEHUETO Ha KOHKPeTHMA NaumeHT. M3non3saHeTo Ha
nHoopmaumatTa e pgobposonHo. ERN-RND npepoctaBA Tasu umHPopmauma Ha NpuHUMNA
""TakaBa, KakBaTo e", n He AaBa HWKAKBWM rapaHuMu, n3paseHn uam noapasbupalum ce, no
OTHOLWEeHMe Ha MHPopmaumsaTa. ERN-RND u3puYHO ce OTKa3Ba OT BCAKAKBM rapaHuum 3a
npoAaBaemMocT WAW TOAHOCT 3a KOHKpeTHa ynoTtpeba wunaum uen. ERN-RND He noema
OTFOBOPHOCT 32 KaKBUTO WM Aa OMNO HapaHABAaHWA UM LWETU Ha AMLA UAM UMYLLECTBO,
NPOU3TUYALLM OT UM CBBbP3AHMN C M3NON3BAHETO Ha Ta3n MHPOPMALMA, UM 32 KAKBUTO U aa
6110 FPELLKN UK NPOMNYCKN.

METOAO/I0INA

lpynaTta no 3abonsasaHua HD u Chorea pewn ga oaobpu ckanute, nsnonssanu ot Enroll-HD
(www.enroll-hd.org) 3a ERN-RND.

[pyna Ha 3abonsaBaHmATa 3a HD u xopes:

KoopauHaTopu Ha rpynuTe no 6onectu:

Anne-Catherine Bachoud-Lévi!, Juan Dario Ortigoza Escobar? , Bernhard Landwehrmeier3

YneHoBe Ha rpynara no 6onecrtu:

Cneumanncty No 34PaBHU TPUKMK:
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Anbepto Anbanese* , EHpuko BeptnHun® , Aapuan Janek® , Tom ae KoHuHr’ , Mapusa Tepesa
JoTttn® , AHToHMo depepukod , Xocen Famec® , YnHuma Fenepa® , Npskn Knemnup!! , Tomac
Knonctok® , Hopbept Kosau'? , bepu Kpemep’ , KatepuHa Mapuotn® , PeHo Macapt? , bena
Menex'? , Maria Judit Molnar3, Alexander Miinchaul* , Esteban Mufioz?, Lorenzo Nanetti'®
, Belén Pérez Duefias® , Borut Peterlin’®> , Daniela Rae!® , Evien RUGZi¢kal” , Susanne
Schneider®, Ludger Schols!®, Sarah Tabrizi®, Sinem Tunc*, Algirdas Uktus®®, Katia Youssov!
, Giovanna Zorzi'®

MNpeacraBuTeny Ha NALUEHTUTE:

Astri ArnesenZ0

1 Assistance Publique-Hbpitaux de Paris, Hopital Henri-Mondor, ®paHuua: PedepeHTeH UueHTbp 3a 6onectta Ha
XbHTUHITBH;2 Hospital Clinic i Provincial de Barcelona y Hospital de Sant Joan de Déu, Ucnanus;? Universitatsklinikum Ulm,
lepmanus;* IRCCS Clinical Institute Humanitas - Rozzano, WUtanua;> Pediatric hospital Bambino Gesu, Pum, Utanus; ©
Klinikum der Universitat Miinchen, Frepmanus;” University Medical Center Groningen, HuaepnaHaua;® AOU Siena, Utanusa;®
Hospital Universitari Vall d'Hebron, Ucnanua;10 Foundation IRCCS neurological institute Carlo Besta - Milan, Utaaus; 11
General University Hospital in Prague, Yewka peny6auka;2 University of Pécs, YHrapua;3 Semmelweis University,
YHrapusa;*  Universitatsklinikum Schleswig-Holstein, T'epmanus;’> University Medical Centre Ljubljana, Cnosenusn;®
University College London Hospitals NHS Foundation Trust, O6eanHeHoTo Kpanctso;l’ Motol University Hospital, Yewka
peny6aunKa;® Universitatsklinikum Tlbingen, Fepmanua,!® Vilnius University Hospital Santariskiy Klinikos, /iutea;2° Patient
representative

Mpouec Ha pa3paboTBaHe Ha B/10K-cxemu:

e Cbrnacve 3a opobpasaHe Ha cnegHute ckann 3a HD m Choreas no Bpeme Ha
rogvliHaTa cpewa Ha ERN-RND 2019 - 18/06/2019

MpenopbynTenHu mauw,abu:

DomeitH Ckana

OueHKM Ha gBuratenure YHubMUMpaHa cKana 3a oueHKa Ha 6oaecTTa Ha
XbHTUHITBH (UHDRS) '99 Motor?

[JnarHoctnyeH nHAeKe Ha gosepueTto Ha UHDRS?

®YHKLUMNOHANHU OLLEHKMU UHDRS '99 06w, dyHKUMOHaNEH KanauuTeT!

Ckana 3a GyHKUMOHaNHa oueHKa UHDRS '99?

Ckana 3a He3aBucumocT Ha UHDRS '99!

MNoBseaeHuYecKa oueHKa KpaTka oLeHKa Ha Nnpob1eMHOTO noBeaeHue
(PBA-s)?
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CKana 3a oueHKa Ha 6oNHUYHaTa
TpesoxkHocT/aenpecuna (HADS)® n Ckana 3a
pa3apasHuUTenHocT Ha CHelT (SIS)?,
KOMBMHUPaHU

Konymbuiicka ckana 3a OueHKa Ha TexecTTa Ha
camoy6buiicteata (CSSRS)®

KOrHuTMBHU oueHKun

Tect 3a undpoBa MOAANHOCT Ha cMmBoNat

MmeHyBaHe Ha LBeToBeTe Ha Stroop?!

YeTeHe Ha gymu Ha Ctpon?

KaTeropqua cnosecHa naaBHocT®

Hameca Ha Ctpon!?

Cb3gaBaHe Ha nbTeka A & B’

BykBaniHa rnagkoct®

MwuHM nicnengBaHe Ha NCUXMYHOTO CbCTOAHUNE
(MMSE)®

FnobaneH

rno6anHo KAMHMYHO BrevaTneHune’

MepKu 3a pesyntatute ot pusmoTepanmaTa

BauraHe u nyckaHe no speme (TUG)X

30-ceKyHAeH TecT 3a CTOMKa Ha cTonall

KauyecTtBO Ha XuBOT

KpaTtka dpopma Ha 3apaBHO nscneasaHe-12 (SF-
12)12

BbMNpOCHMK 3a Ka4eCTBOTO Ha KMBOT Ha NMLaATa,
nonarawim rpmsku’3

MKoHOMMKa Ha 3apaBeona3BaHeTo

Onuc Ha nonyyYeHuTe ycayru 3a kamenTun (CSRI)M

BbNPOCHMK 3a 34paBoC/iIOBHM Npobaemu,
CBbP3aHM C NPOM3BOANTENHOCTTa Ha TPyda U
HapyleHuAaTa Ha aeiHoctta (WPAI-SHP)®®
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L YHudurumpaHa ckana 3a oueHKa Ha 6o1ecTta Ha XbHTUHITBbH: HAJEKAHOCT U
cbrnacyBaHocT. 'pyna 3a u3cnegBaHe Ha XbHTUHITBH.(1996) Movement Disorders, 11(2):
136-42.

2 McNally, G, Rickards, H, Horton, M et al. (2015) U3cnheaBsaHe Ha BaNMAHOCTTa Ha KpaTKaTa
BEpPCUA Ha TecTa 3a OLeHKa Ha npobnemHoTo nosegeHue (PBA-s) 3a 6onectTta Ha
XBHTUHITBLH: AHanus Ha Paw. Journal of Huntington's disease (CnucaHue 3a 6onectra 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.) KnuHuuHa ckana 3a
CaMooLIeHKa Ha pa3apa3HutenHoctTa. 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.) MbpBoHaYanHa NAaBHOCT Ha BYKBUTE M CEMaHTUYHUTE
KaTeropuu npu 6onectra Ha Anuxarimep, 6onectta Ha XbHTUHITBH M NPOrpecMBHaTa
cynpaHykieapHa napanusa. Journal of Neurology, Neurosurgery, and Psychiatry 57: 1389-
1394.

7 Reitan RM. (1958) BannaHoOCT Ha TecTa 3a NnpocinesasaHe Ha cieAum KaTo nokasaTen 3a
OpraHW4YHO MO3bYHO yBpexxaaHe. Percept Mot Skills, 8:271-276.

8 Folstein MF, Folstein SE, McHugh PR(1975) MUHM NCUXMUYHO CbCTOAHME: MPAKTUYECKO
PBbKOBOACTBO 3@ OLLEHKA Ha NCUXMYHOTO CbCTOSIHME Ha MaUMEHTUTE 33 KAMHUUMUCTA. J
Psychiatr Res, 12:189-198.

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

10 podsiadlo D, Richardson S (1991 r.) Bpemesuat Tect "Up & Go": TecT 3a 0OCHOBHa
bYHKUMOHaNHA NOABUMKHOCT 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 ¢opma Ha 34paBHO NPOy4BaHe:
(1) U3rpaxkaaHe Ha CKanu U NpeBapUTENHM TECTOBE 3a HaZEeXKAHOCT M 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
¥KMBOTaA Ha InLATa, NoMarawy rpukm 3a 601HM OT pak: pa3paboTBaHe M BaanAMpaHe Ha
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MHCTPYMEHT 33 M3MepBaHe Ha Ka4yeCTBOTO Ha KMBOT Ha IMLLATa, Noarally rpuxm 3a 6onHu
OT paK. M3cneaBaHe Ha KayeCcTBOTO Ha KMBOT, 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. Mpoy4ysaHe EPSILON 5.
British Journal of Psychiatry 177 Supplement 39 28-33.

15 http://www.reillyassociates.net/WPAI_SHP.html
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