MpepnsBukarencrsea KnuHukaa

Lenn

MpecumnTomaTtnyHa bX

MbpBU cumnToMun

OunarHosa

Tepanusa

MpocneasBaHe

[NoseueTo xopa ¢ bX yecto
NPEeXunBSBaT Kak TeXHW Bnm3kn
poaHuHM passusaT BX
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[ncKpeTHN 1 HecneunnyHn B
HavarnoTo, CMMNTOMUTE nonaaat B
3 KaTeropumn: MOTOPHU, KOTHUTUYHU
1 NOBeaeHYeCKN.

nOTB'bp)K,D,aBaHe Ha KNnHn4yHata
AnarHosa c reHeTu4eH TecT.
Hanara ce reHeTu4HO KOHCYNnTUpaHe.

Hsama nosnusiBala 3abonsBaHeTo
Tepanusi. CumnTomaTuyHa Tepanusi
3a nogabpXaHe Ha PyHKLMOHMPAHETO
n KnXK.
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®usmnyecka aKTMBHOCT,
ncmxorsnornvyecko 6narononyq|/1e n
XpaHeHeTo nogabpxat
beHKLIMOHVIpaHeTO 1 aBTOHOMUATA.

CTpax oT oTk/Ilo4BaHe Ha
3abonsiBaHeTo BOAM A0
UrHopupaHe Ha CUMMNTOMUTE.

Bb3pact > 30

HetcTtBO

Pa3nnuns B HacTbNBaHETO Ha
3abonsiBaHeTo 1 B nbpBUTE
CMMNTOMU Bapupart U BOAAT OO0
3abaBsHe B AnarHoctmuupaHeTo.
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KomnnekcHocTTa Ha cMuMnToMUTE BOAM
4YeCTO A0 NocTaBsAHe Ha rpelluHa
AnarHosa.

k
BX ce Hyxxgae oT MynTuamcumnimHa-

PEeH 1 XonnucTudeH noaxoq. Hy)KHa e
ObJTTOCPOYHa NepcrnekTnea.
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Hanpepnbka Ha 3a6onsiBaHeTo
BOAM [0 3aTpyOHEHUs B
afanTupaHeTo.

O6y4yeHne Ha meguumTe

OTHOCHO NpecumnToMaTnyHaTa
¢asza Ha BX.
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Oby4yaBaHe Ha cemencTBaTa Kak
[a ce cnpaBesT 1 Aa TbpcAT
nogkpena.

diddh  dibdih

To4HO 1 6BP30 AnarHocTULMpaHe.

[o6po npocnegasaHe. Mpexw 3a
nogkpena Ha nauueHTuTe.
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YcTaHoBsiBaHe Ha
MynTManCUnUnNIIMHaApHU eknnun.
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M3rpaxgaHe Ha B3avMOOTHOLLEHUS!
6asmpaHu Ha JOBEPUETO MexXay
nauveHTuTe, cemencTeara u
MeauuuTe.

OTKa3 OT OTrOBOPHOCT

BX BonecTt Ha XbHTUHITBLH

Mons, nmavite npeasua, Ye cneunduyHnTE TEPMUHN (Hanp. YCIyry 3a AoOMaLUHW rpuxu, obLy nekap, duavotepanusi) He BKIOYBaT €4HN
1 CbLUM YCNyrn BbB BCUYKM CTpaHu oT EC 1 moxe aa ce pasnuyasaT B OTAENHUTe CTpaHu. pynuTte 3a 3acTbNHUYECTBO Ha NauueHTuTe
YecTo MoraT Aa NpefocTaBsiT NoAKpena 1 pecypcy 3a nauneHTuTe n cemencTaeara.

ERN-RND wu3pu4HO ce oTkasBa OT BCSIKakBW rapaHummn 3a NpoAaBaeMocT N rogHOCT 3a KOHKpeTHa ynoTtpeba unu uen. ERN-RND He noema
OTFOBOPHOCT 3a KakBUTO M a B1no HapaHsiBaHUS UMK LLETM Ha Nvua UM UMyLLECTBO, NPOM3TMYALLM OT UMK CBbP3aHU C U3MON3BaHETO Ha Tasu
MHOpMAaLMS, UK 3a KaKBUTO U Aa BUINO rpeLukn nnm nponycku.

O6HoBeHa Ha siHyapu 2022

European
Reference
Network

for rare or low prevalence
complex diseases

i+ Network
Neurological Diseases
(ERN-RND)

RN CbduHaHCcupaHo oT
g ~
(RN EBponenckus cbio3



