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Bo»3pacr Ha nauMeHTa

OPUEHTALIMA
HACOYEHOCT KbM
CBbCTOAHMUETO

MOMEHTMU HA
PASMUCDBN
(LIUTATH OT
NALIMEHTCKOTO
NMPOYYBAHE)

MEAMLIUHCKHU
onuT

EMOLIMOHAIJEH
OonuT

JIMYHOCT

. 3HaHua NauueHt

3anosHaiite ce ¢ /lunu:
Ha 38 roguHK, Npean HavyanoTo Ha
3abonasaHeTo

Demorpadcku faHHK:

38 roguHK, yunten, cpefHun Aoxoan. OMbxeHa
3a ben, 45 1. enekTpoTexHuK. [ise geua, Ha 5 n
7 roanHN. H1BEAT B CAMOCTOATE/HA Kblua B
NOKpaiHUHUTE Ha NO-TONAM EBPONECKH rpaj,.

Mcuxonornueckn npodun:

WHAHCOBO OTFOBOPHA, Tbit KaTo nevenu
noseye OT Cbpyra cu. /AW BUHArM e Ha
PasnosoxeHune Ha BCMUKK. Maiika i1 e Bce ole
KMBa, a 6alla 1 HAaCKOPO e NOYMHaN OT pak. Ta
Cce YyBCTBa OTrOBOPHA KAKTO 33 MaiiKa CU, KOATO
JKMBee cama, Taka 1 3a CBEeKbPBA CH1, KOATO
CTPajAa OT HavasHa AeMeHLMA.

Xo6ura:
[PKOTUHT, YeTeHe, MbTyBaHe, NpeKkapsaHe Ha
Bpeme CbC CEMEIACTBOTO.

Hasuuu:

HaToOBapeH coLMasneH u npodpecuoHaneH
JKMBOT, CMW TBBPAE MANKO, XPaHH Ce NPeAUMHO
CbC 34PaBOC/IOBHA XpaHa.

JInyHm uenu:
BpeMe 33 CeMeCTBOTO 1 MbTyBaHMA, NO-4eCTo
W3n13aHe cpes NPUpOoAATa, A3AEHE Ha KOH.

CoumanHa cpepa:
[06pK OTHOLWEHUA C KoneruTe B paboTata 1
CbCeAuTe; BCUUKM A Xapecsar.

Henanua u Hyxau:
[la }K1Bee CaMOCTOATENEH KMBOT CbC
CeMeiACTBOTO CU Bb3MOMKHO Hal-4bAro.

,quMTaﬂHM Hasuuum:

pasrosaps ¢ npuatesnn 8 WhatsApp, usnpaua
NpPeAyMHO CHUMKM Ha CeMEeIACTBOTO U Ha cebe
cu. M3non3Ba MHTEPHET rNaBHO 3a paboTaTa cn
KaTo yyuTen, 3a YeTeHe Ha HOBUHU U 3a OHNalH
nasapysaHe.

. Npuemane Maymnent

#1

HAYANO HA MBPBUTE CUMNTOMU U
HA MEQUUUHCKOTO N'bTYBAHE
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“HELLO CE CNIYYBA C TAJIOTO MWU.
HE 3HAM KAKBO.”

“He 3Has KaKBO Ce C/Iy4Ba C TA/IOTO MU 1 ABamata CbC
Cbrpyra My CMe npuTecHeHu. YyBcTBam ce Taka,
CcAKaLW ry6A NAEGHTUYHOCTTa CM M CMIOHTAHHOCTTa CH, 1
ce CTpaxyBam, 4e CbpyrbT MY LU Cripe Aa Me
obuua“.

NMbPBU CUMINTOMU

Yecro usnonssa pbKaTa Cu1, 3a Aa AbPXKKU rNaBaTa cu
HenoAsW»KHa. Korato HMBOTO Ha CTpeca Masiko ce
YCNOKOMU, CAMNTOMMUTE 33 CbXKaNeHNe He U34e3BarT, a
Ce 3aCMNBaT, TaKa Ye TA BeYe He MOoXKe Aa TUYa U aa
A34AM M e B OTNYCK NO 601€eCT 3 HAKOJIKO ceamumum.

MHOrOKPaTHM NOCELEHNA NPU IMYHUA NIEKap,
KOMTO 11 Mpeanucea cuiHm 601KOyCnoKonBaLym 1
MYCKY/IHW PENIAaKCAHTM 1 i HACOYBA KbM PAsNNYHN
creuuanmeTn.

Haii-uecto Noao3MpaHn AnarHosu: cTpec,
NCUXO/IOTUYECKM NPUYMHM, AUCKOBA XEPHUA,
TEHANHUT.

MNAUMEHT

C TeyeH1e Ha BPEMETO U3TOLEHUETO,
TPEBOKHOCTTA M HECUTYPHOCTTA Ce CbYETasaT ¢
ro/IAIMO Pa3o4apoBaHm1e OT ieKapuTe n
TepanesTUTe, KOWUTO HE MOTaT fja HaMEPSAT MPUYMHa
33 cumnTommTE M.

CEMEWCTBO/OKO/IHA CPEOA

MapTHLOPBT 1 A NOAKPena U pasbupa u noema
BCUYKM PO, KOUTO TA CMATA, Ye He MOoXe Aa
M3Nb/HABA. [pUATeNUTe U KoNeruTe i He MoraT Aa
pa3bepat oT KakBo CTpaja U ce YyaaT Aanu Jlunn
HAMa 6onecTTa Ha MapKMHCOH. TA ce YyBCTBa TaKa,
CcAKall HMKOM He € B CbCTOAHME J1a 1 MOMOTHE.

#2

NOCTABSAHE HA OUATHO3ATA (CD) U
BPB3KATA C NNIEKAPA
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“CBXANSABAM,
KAKBO E CD??”

“He ce uyBcTBax pasbpaHa, 4yBCTBaX, Ye BCUYKO ce
cnyysa TBbpAe 6bp30, He ce YyBCTBaxa NoAKpeneHa 1
YCMOKOEHa OT MO HeBPO/Ior. MMax HyX/aa oT noseye
Bpeme, noseye AymM, 3a Aa Aa Me Hacbpyar.
HesponorsT rosopu 3a neveHueto ¢ BoNT, Ho He
CrIOMeHa HUKAKBW ApPYrv AOMbAHUTENHU NeyeHns.”

AWUATHOCTUKA HA CD

CumnTomuTe Ha /MK ce BNOLIABAT U TA HE MOXKe Aa
AbPXKW r1aBaTta cM HENOABWMXXHA M M3NpaBeHa.
Ka4yecTBOTO Ha CbHA 1 € MHOTO /IOWO, T4 €
AenpecnpaHa 1 cTpaga ot ymopa. Hakpas NMYHUAT 1
NeKap A Haco4Ba KbM HEBPOJIOT, CNeLannsnpaH B
AWCTOHWA, KOWTO nocTass guarHosa "CD"
(LiepsukanHa guctonus). Ta He noay4yasa AcHa
nHbopmauusa 3a 3a6019BaHETO UK NOAKPENa oT
HeBpOJIora, KOMTO A AUarHocTMuMpa. B eaHa oHNaiH
CTaTUA TA Hay4aBa noseye 3a 3a601ABaHETO N
HeroBoTOo ieyeHune.

MNAUMEHT

Ta e 06/1eK4eHa, Ye Hail-HaKpas e nocTaseHa
[AnarHosa. Hai-cetHe 3Hae, 4e He e yaa. B cbujoto
Bpeme, C/ef, NOCTaBAHETO Ha AuarHosara u
pasroBopa c HeBpo/IOra i, TA He MOXe Ja pasbepe
KaKBo 03Hayasa CD 3a )MBOTa W, 3aLLOTO He 3Hae
HULLO 33 3a60n1ABaHeTO. JInn e pasovapoBaHa 1
TbXHa, Ye "HAMa UCTUHCKO NledeHne” n ve
Ha/IYH1TE TePaneBTUYHN Bb3MOXHOCTM ca
/1eKapcTBa U HeBPOTOKCUH, KOMTO Mpeajiarat camo
CMMMTOMATUYHO JIeYEHMe.

CEMEMWCTBO/OKOMNHA CPE[IA

CeMeiicTBOTO U NpUATENNTE Ha JINAY CbLLO U3NUTBAT
ob/1eKYeHme, Ye MpUIMHaTa 3a CUMNTOMUTE 1 e
ycTaHoBeHa. Te cmATaT, Ye Jlunm He obuya aa
rOBOPY 3a TOBA M A NpUeMaT TakaBa, KaKBaTo e.
Korato Konerute i1 HayyaBar, Ye Ta cTpaga ot CD, Te
Ca CbMPUYACTHU, HO BCBLIHOCT He pa3bupar.

#3

HAYANO HA FPUXXUTE 3A
NALMEHTA C CD
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“HAQABAM CE, YE JIEYEHMETO LUE
Bb3BBbPHE HOPMAJIHUA MU
XKMBOT.”
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“MNpeay 3ano4ysaHe Ha neyeHueTo, bu mu
NOMOTHa0, aKo HEeBPONOrbT MU Belle Kasan
WCTMHaTa, Ye BONT moxe Aa MOMOTrHe MHOTO, MasiKo
WM HUKaK. U KaKBo Apyro neyeHune 61 mornio aa
nomorHe.”

OBCBHXOAHE HA Bb3MOXHOCTUTE
3A JIEYEHUE

HeBpOﬂOI'bT Ha J/lnnm A HacouBa KbM KAMHMWKa 3a
ABUraTeNHW HapyLEHUA, KbAETO ce Mpenopbysa
neyeHne ¢ nHkekummn ¢ BoNT. HesponorsT i
npeanara v GusnoTepanus B AOMNbAHEHNE KbM
WHKEKLMUTE, HO HE A HAaCo4YBa KbM GU3MOTEPANEBT,
KOMTO € 3ano3HarT ¢ AUCToHuATa. Tol A CbBeTBa Aa
noTbpcy GpM3MoTepanesT B HEMHUA PAOH, KOMTO B
WAeanHuUA Cayyai 4a e cneuuannsupaH B obnacrra
Ha CD.

TA yecTo ce 60pyn C ymopaTa, KOATO CE Ab/IXKN KaKTO
Ha BO/IKOYCNOKOABALLMTE, TaKa U HA IOLIOTO
KayecTBO Ha CbHs W. T ce HagABa, Ye 6onkara e ce
nogobpu ¢ Bpemero.

MAUMEHT

JInnu ce HafABa, Ye NIEYEHMETO e M MOMOTHE Aa ce
BbPHE KbM HOPMasieH UBOT. TA CTpaga oT BUCOKO
HMBO Ha MCMXOIOTUYECKM CTPEC U CEPUO3HM
orpaHuyeHus B exeaHeBueTo cu. Ta usbsrsa ga
06LuyBa, 3aLI0TO HE MOME /3 NOHACA NOorIeAnTe Ha
apyrute. MoHsAKOra niaye, YyBCTBa Ce AA0CaHa 1
1Ma KosiebaHuUA B HACTPOEHUETO, KATo Ce NuTa
"3awo as?".

CEMEWCTBO/OKO/NIHA CPEOA

Jlvnu e 3a06MKONEHA OT CEMEVICTBOTO, NpUATeUTe
1 KONernTe CU, KOUTO IeMOHCTPMpAT NoAKpena U1
pasbupaHe. HeuH no6bp npuaTen A Hacbpyasa Aa
Ce CBbPXKE C rpyna 3a CaMoNoMOLL, NPU AWUCTOHUA,
Kb/IeTo TA Hay4aBa 33 3Ha4YeHMeTo Ha
ncuxoTepanesTUYHaTa NOAKPeNa v noayyasa
[laHHWTE 33 KOHTAKT C NCMXOTepanesTy.

Mons, umaiite npeasua, ye cneunduyH1Te TEPMUHK (HaNp. YCAYTY 3a AOMALLHK TPUKK, 06LL NeKap, U3MOoTepanma) He BKNIOUBAT efiHM U CbLUW YCNYTN BbB BCUYKM CTPaHM oT EC
1 MOXe fla Ce pa3NnyaBaT B OTAE/IHUTE CTpaHu. [pynuTe 3a 3aCTLMHWYECTBO Ha NALMEHTUTE YeCTo MOraT Aa NPeaoCTaBAT NOAKPena U Pecypcu 3a NauMeHTUTe 1 cemeiicTsaTa.

OTKas OT OTrOBOPHOCT

ERN-RND M3pu14HO Ce OTKa3Ba OT BCAKAKBM rapaHLmMu 3a NpoAaBaeMoCT MAM FOAHOCT 3a KOHKpeTHa ynoTtpeba nam uen. ERN-RND He noema oTroBOPHOCT 3a KaKBUTO
1 Aa 6UN0 HapaHABaHWA W/ LETW Ha ML UM UMYLLLECTBO, MPOU3TMYALLM OT MM CBBP3aHM C U3MO/I3BAHETO Ha Tasu MHPOPMaLIMA, UM 33 KaKBUTO M f1a GUNO rPeLku MK NPOMYCKK.

O6HoBeHa Ha anpun 2023 r.
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3AMOYBAHE HA NEYEHUETO U
NPOCNEAABAHE HA E®EKTA OT
WHXEKLUUUTE
42-44

“CBKPYLUEH.
CErA KAKBO?”

“Korato cnegBaluute uHxeKuun ¢ BoNT [cnes
nbpBaTa MHXeKumuaA] He Jasoxa Ao6bp pesynTar,
3arybux BcAKaKBa HaZiex/aa, 3aloTo Mu belue KasaHo,
4e TOBa e eAMHCTBEHATa Bb3MOXHOCT 3a eyeHue. ”

“Korato cnegBaluute uHxeKuuu ¢ BoNT [cnes
nbpBaTa UHXKeKLUWA] He Aafoxa Ao6bp pesynTar,
3ary6ux BCcAKaKBa Hafex/aa, 3alloTo Mu Gellie KasaHo,
Ye TOBa e e/IMHCTBEHATa Bb3MOXHOCT 3a /leyeHne.”

HAYAINO HA NEYEHUETO:
WUnxekummn BoNT

B Hayanoto neyeHneTo ¢ BoNT Hocu Ha /lnam
obnekyeHmne, HO TA NpexuBsaBa J06pK U owWwn
MOMEHTU. J/Innu nonyyasa MHxeKuunuTe cu ¢ BoNT Ha
BCEKM TPM Mecela, HO Hamupa gHWUTe U ceamuumTe
npeaun cneagalynte NAaHMpaHn HXEeKLUn 3a
ocobeHo TpyaHu. Bbnpeky Tosa BoNT e neveHuneTo ¢
HaW-ronsam edpekT Bbpxy cumntomure . Mo cbeet Ha
cBOA GpU3MoTEPaNnesT TA noaasa Monba ao
34PaBHOOCUTYPUTE/IHATA CY KOMNAHWA 3a GpOTbOIA C
obneranka 3a rmasa 1 nony4yasa ogobperue. Cneg,
KaTo M3pasxo/Ba 3HAUNTE/HO BPEME 1 YCU/IUA 3a
06paboTKa Ha AOKYMEHTUTE, TA HaW-HaKpas
noay4aBa CTaTyT Ha CAYXKUTEN C yBpexaaHusa. Bus
dasure, korato BoNT pabotn gobpe, T4 pewasa ga
onuTa 1ora u penakcaums.

MALUMEHT

Cnep, KaTo B Ha4as0ToO e pa3oyapoBaHa, /lunm ce
Hayy4aBa Ja ce CrpaBA C MPOMEH/IMBUA YCrex Ha
neyeHneto. AKo MHKekuuute ¢ BoNT He geicrear
£06pe, TA cv1 Noumea noseye 1 U3bsArea Aa Xoam Ha
pabota 1 ga obuiysa. Korato uHxekumnute BoNT
[LeicTeat fobpe, TA MOXKe fa ce BbpHE KbM MoYTH
HOpPManeH X1BOT. TA uma fo6pw 1 nowm dasm ¢
TPEBOXKHOCT U Aenpecus.

CEMEWCTBO/OKOJIHA CPEOA

CemeiicTBOTO M, 0cO6EHO AeuaTa i, 1 gasat
noAKpena v cuna Aa He rybu Kypask. ConpyrsT
rnomara MHOrO Npw NoAroToBKaTa Ha mosibata 1 3a
noslyyaBaHe Ha CTaTyT Ha CYXXUTEN C yBpeXKaaHUA.

#5

XXUBOT C CD U HEMHOTO NEYEHUE

>44
“CErA TPAABBA 1A CE HAYYA 1A

XXUBESA C TA3U OUATHO3A.
HAMAM U3BOP!“

i‘

“ToBa e BCEKWAHEBHO MbTyBaHe, BCEKMAHEBHA
60p6a, [INCTOHMATA € YaCT OT MEH, HO a3 He CbM
CaMo NaumeHT, KoiTo skusee ¢ CD, 1 ce Hayunx aa
r71efjam Ha cebe C1 1 Ha CBETa OKO/I0 MEH Mo
pasnuyeH HaumH.”

CTPATEIUA 3A NNEYEHUE

Jlunm YyecTo cv B3ema oTMycK no 6onecT B Aowu
nepuoau. CtpaTteruaTa 3a neyeHue Ha Jlunn e
MYATUAMCLMNIMHAPHA: MHKEKLUMM ¢ BONT,
dun3noTepanua, akynyHKTypa, NpUIOXKeHNe Ha
60/1KOyCOKOABALLY, ren B 601e3HEHNUTE 30HU,
cnopt (naysaHe, xoAeHe, KonoesgaeHe),
3/1paBOCNIOBHO XpaHeHe, 6eH30A1asenHmn npu
HyXAa.

Bbnpeku ToBa HAMa LEeHTpasieH KOOpPANHATOP Ha
rpykuTe 1 JInnm 4ecTo e ocTaBeHa cama Aa Tbpcu
Pa3NNYHM 34PABHU CNIELMANNUCTM (Hanp.
$usnoTepanesr).

MNAUMEHT

[Axec Innv Hama cblyata paboTa, 3awoTo e
TpABBaNo fja ce OTKaXke OT NMOCTa CU Ha FNaBeH
yuuten. Ta ce e Hayuuna fja usee CbC
3a60/1ABaHETO CY U € 3ano4Hana Aa ro npuema.
CTbNKa MO CTbMKA TA OTHOBO U3rpakJa K1BoTa
CM 1 OCb3HaBa, Ye BCe OLlie MOXe Aa 06LlyBa, Aa
ce 3aHMMaBa ¢ xobuTaTa C1 1 [ja Nomara Ha Apyru
xopa.

CEMEWCTBO/OKO/IHA CPEQA

0610 B3€TO, CEMENCTBOTO M NpUATenTe 1 ca
Hamepunu J06bp HauMH Aa Ce CMPaBAT C
6onectTa Ha Jlunu. MoHAKora Te umat
KOH®/IMKTK, 3aLL0TO CbNPYrbT Ha Jlunu 3abpassa,
4e TA € yMOpeHa U exeIHeBHUTe AeHHOCTY i1
oTHemaT noseye Bpeme. [oHsAKora Toit 3abpass,
4e TA He e CbLIMAT YOBEK, KaKTo npeau.

European
Reference
Network

for rare or low prevalence
complex diseases

CwmHancupaHo ot & Network
. Neurological Diseases
EBponeiickus cblo3 (ERN-RND)

cD LepsuKanHa guctoHma

BONT BOTYNUHOB TOKCUH



