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CbTpyZHUYECTBO C Lien usrpaxkgaHe
Ha 06LHOCT 33 MUACTEHUA rPaBUC

Mpearosop

[lpeanrosop:

Raquel Pardo,
McnaHcka acoyuayua
no muacmerus (AMES),
UcnaHua

Pesontoumara Ha OOH 3a ,lpeogonasaHe Ha
npeansBuMKaTe icTBaTa Npea, xopaTta, KUBeeLn
C paako 3abonsBaHe, U TeXHUTE cemencTBa” —
npuveta eguHoAyWHO npe3 HoemBpu 2021 r. —
ACHO MOKa3Ba HanpeAbKa B HauyMHa, NO KOWTO
TpAbBa Aa ce crnpaBaAmMe C peakute 6osectn B
cBeToBeH malwab. Ta obeauHsBa nocnegHuTe
npu3MBM Ha OOLWHOCTTa 3a peaku bosectu 3a
no-gobpo npusHaBaHe, CNpaBeaaMBOCT W
OencTBUA  OTBbA, HAUMOHANHUTE  TPaHULMW.
Cbllo Taka e 3HaK 3a HOBa epa Ha 3aWmTa Ha
npaBaTa U MHTEpPecuTe Ha NauneHTUTE C PeaKm
6onectu npemmMHaBaHe OT KaTa/auM3aTopa,
ocurypeH ot ob603HaYeHMATa KaTo JieKapcTea
CMpauM, KbM  XOJIMCTMYEH noaxond npu
NleYeHneTo Ha pegkuTe bonecTu.

Rare 2030 e ¢narmaHbT Ha Ta3M HOBa epa —
[aBa NpenopbKM 3a Cb3gaBaHe Ha NoaxoaALla
338 UenTa HOBa pamMKa OT MOAUTUKKU B
CBETIMHATAa Ha TEeXHO/NOIMMYHMA HanpeabK W
peanHuA OnNuUT Ha XopaTa, CTpajalin OT peaKu
6onectn. Tasnm HoBa 3afavya € MOJIOKUTENHA
CTbMNKa, HO BCe Olle CbliecTByBa NOBCEMECTEH

AbArocpoyeH npobnem: nosBuwaBaHe Ha
0CBEOMEHOCTTa M NPU3HABAHE HA KOHKPETHM
peaku 6bonectu W yAOBNETBOpPEHWE  Ha

34paBHUTE NOTPEOBHOCTM N HEOOXOAMMOCTTA OT
neyeHue.

MMa MHOXecTBOo nociaeauuM OT Auncata Ha
0CBelOMEHOCT: TPpyAHOCTU npu
ANArHoCTULUMPaAHETO (HapeyeHu B TO3M A0KNaf,
,ANArHOCTUYHA oaucea”), TPYAHOCTU NpU
HaCcoOYBaHETO KbM MOAXOAALLN NIeKapu, A0CTbN
0O NevyeHusa (Korato Mma TakuBa) M AUNca Ha
pa3bupaHe OT cCcTpaHa Ha 06uecTBoTO,
BK/IIOYUTENHO Ha paboTHOTO MACTO.
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Johan Voerman
Spierziekten Nederland,
Huaepnanana

MwuacTteHus rpasuc (Mr) e pagKka 6onect, npu
KOSATO NauMeHTUTE ca U3NPABEHW Npes, BCUYKK
Tesu TpyaHoCcTU. CUMNTOMUTE MPU NALUUEHTUTE
¢ Ml ca Henpeackasyemu, Tbi KaTo ToBa e
XPOHMYHO aBTOMMYHHO 3abonsBaHe, Npu KOeTo
MMyHHaTa CUCTEMA Ha OpraHM3mMa MnorpeLwHo
aTaKyBa BPb3KUTE  MeEXAy HepBuTe W
Myckynute. Te moxe pa 6baat ymopa,
MYCKY/NIHa €nabocT M 3aTpyAHEHO AMULIAHE WU
npernbliaHe. Tbi KaTo Te3M CUMMITOMM Ca
HEACHW U Pas3/INYHM NPU OTAENHUTE XOpa U B
oTaenHute aHn, Ml yecTto ce AuarHoctTuumpa
norpewHo nnn 13060 He ce
AvarHoctuumpa.t?

MTI 3acara okono 700 000 gyww B CBETOBEH
Malwab® n BbNpekn HanpeabKa Npu e4EHMETOo
Ha HAKOM peaku 6onectm nporpechbT npu
NneyeHneTto Ha MI epBa 3anoyBa Aa Habupa
cKkopocT. OcBeH ToBa ce Ny6/MKyBa BCe NoBeYe
nntepaTypa 3a GU3MONOTMYHUTE MPOSIBUM MpwU
Mr .4

MoHacToAwem e HeobxoaMm UANOCTEH aHANN3
Ha npuopuTeTHUTE npobaemun, Npes KOUTO ca
M3nNpaBeHM XxopaTta, cTpagawm ot MI, wu
HayMHa, NO KOWTO Te Mmorat pga b6baar
npeoaosieHn Ypes Hay4YHU NOCTUMKEHUA.

KIJJ,GCTBYBB noecemecTteH AbarocpoyeH
npo6neM: noBulaBaHe HAa OCBEAOMEHOCTTa U
NPU3HaBaHeé HAa KOHKPETHWU peaku 6onectu u
YOO0BNETBOPEHNE Ha 34pPaBHUTE I'IOTpe6HOCTM

n HeO6XO,EI,VIMOCTTa OT neveHune. |
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CbTPYAHUYECTBO C Lies U3rPaXAaHe npegrosop
Ha 06LLHOCT 32 MMACTEHUA rPaBuUC
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MMeHHO TyK TO3M goKnag, nogema waderaTa.
Hue — KaTo rpyna oT oTaageHu Ha paboTaTa cu
3aWMTHULUM HA npaBaTta M MUHTepecuTe Ha
naumeHtute ¢ MI — ce obegmHuxme, 3a Aa
NPOy4YMM TeKylms onut u obnactute c Hau-
rofemu HeynoBAETBOPEHM MOTPeObHOCTU M Aa
npeanpuemem LencTBUA, 33 KOMTO BAPBaME,
ye 3HaYMmo We noaobpsT KMBOTA M
M3IMepummnTe  34paBHU pesyntaTtu npu
naymeHTute ¢ Ml go 2030 .

B 1031 goKnag ca 06obuweHn AManorsT, KOUTO
ce npoBede Ha chneumanuMsampaHata Kpbraa
Maca Ha nauueHtn ¢ Ml uam 6aMsKUTE UM C
eKcrnepTeH onuT (NpoBedeHa npe3 OKTOMBPWU
2021 r.) wu pesyntatute OT noApobHMA
MOHUTOPUHT Ha counanHuTe meaun,
opraHusmnpaH ot UCB.

Bb3 ocHoBa Ha TOBa nogvepTaBame TpuTe
OCHOBHW npobnema, Kouto Tpabsa ga 6baaT
npeoaoNeHun:

1. KbcHO gmnarHoctuumpaHe
2. MMpwusHaBaHe Ha 3abonaBaHeTo

3. [peykun 3a AocTbn A0 MpPEXMU 3a
noaKpena v rpuxKu

OcBeH TOBa HACTOAWMAT AOKNA4 e ,NPU3nNB 33
nenicrene” KbM BCUYKM CbOTBETHMU
3aMHTEPecoBaHM CTPaHM Aa CU MapTHUpPAT C
obwHOCTTa 3a 3awuMTa Ha npaBata W
WHTepecuTe Ha nauymeHTute ¢ MI — Kato ce
M3NON3BaT  MOAHOBEHOTO  BHMMAHWE U
MHULUMATUBATA 3a NogobpeHMe Ha 34paBeTo U
rpMKUTE 33 XxopaTa, CTpajalin OT peaku
6onectn. CbTpyaHuyectBoTo TpsAbBa aga bbae
OCHOBEH MOMEHT TNpu BCAKO YycuaMe 3a
nogobpaBaHe Ha »mMBoTa ¢ Ml — Bb3 OCHOBA Ha
cnogeneHa su3ma u uen. Cera € MOMEHTBT Aa
ce 3aemem C npobnemute, KOUTO
npeacrasnasBat bpeme 3a xopaTa, CTpagawm ot
MT.

MNoHacToAwem e Heobxoanm
LANOCTEH aHA/IN3 HA NPUOPUTETHUTE
npobnemu, npes KOUTO ca U3NpaBeHU
Xoparta, cTpagawm ot Ml 1 HauunHa,
Nno KoiTo Te moraT Aa 6baat
NpeoaosIeHN Ype3 Hay4HHU
NOCTUXKEHMUA.

A

Hapasame ce, ue cneg KaTto NpoyeToxTe Tasn MHPopmauua, NONYyYMXTe BADXHOBEHUE Aa ce
npucbeguHNUTE KbM Hac U Aa npeanpuemerte A4encTema.

/nonoxceH nodnuc/

Raquel Pardo

o Inspired oy p_atients.
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CbTpyZHUYECTBO C Lien usrpaxkgaHe
Ha 06LHOCT 33 MUACTEHUA IPABUC
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CbTpyZHUYECTBO C Lien usrpaxkgaHe
Ha 06LHOCT 33 MUACTEHUA rPaBUC

3a Koro e npegHasHa4yeH To3u AoKiaa?

McKkame yecTto npeHebpersaHUTe rnacoBe Ha xopaTa, cTpagawm oT Ml v gpyrn pegkn 6onectu, Aa
6bAaT YyTM B KyNnoapuTe Ha BACTTa M Ha 3acedaHuATa Ha ynpaBasBalLuUTe 34paBHATa cMCTeMa, A3
AOCTUTHAT A0 NPaKTMKyBaWMTe neKapu U ga 6baaT npusHaTu oT obliecTBeHoCTTa. To3n goknag e
npefHasHayeH 3a BCEKM, KOMTO cnogena ambuumata Ha HeroBMTe aBTOPM 3a TpPalHa NPomsaHa 3a
XopaTa oT uana Espona, ctpagawm ot Mr.

bharogapHOCTU

M3ka3Bame cneumanHu 61arogapHOCTM Ha NaLMEHTUTE C eKCMepTeH OMWUT, KOMTO y4yacTBaxa B
HalwaTta Kpbraa maca Ha naumeHTn ¢ M Mam 6AU3KUTE MM C eKCepTeH OMNUT, U Ha CbOTBETHUTE
nauMeHTCKM opraHusaumm, bnarogapeHune Ha YMMTO NPUHOC CTaHa Bb3MOMKHO U3rOTBAHETO Ha TO3M
AOKNag.

CoTpyaHuyectBo: OTKPUT AManor ¢ NpeacTaBUTENM Ha MauMeHTUTe oT uana Espona

MﬂiOCfT'IpOL{Uﬂ om Kpvesiama maca Ha rrayueHmu ¢ M unau 6auszkume um c eKcriepmeH ornum

4 Inspired by patients.
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CbTPYAHMYECTBO C Lien u3rpaxkaaHe KomTexct
Ha 06LLHOCT 32 MMACTEHUA rPaBUC

KOHTeKCT

NMporHo3Ho npoyusaHe Rare 2030° - KOHTEKCTyanM3MpPaHe Ha HEYA0BNETBOPEHUTE
notpebHocTM Ha naumneHTute ¢ MrIr

Rare 2030 e npOrHo3HoO Npoy4yBaHe, KOOPAUHMPAHO OT HAKOMU OT
Han-aHrakupaHuTe ¢ npobaema Bogewm cneunanucti B EBpona
B 06nacTTa Ha NOAINTUKATA 3a peakn bonectn. To obxsalla
NPUHOCA Ha CTOTULUM MEANLMHCKN CNEeLNaNNCTU U TNAEPU Ha
06LLEeCTBEHOTO MHEHME, KAaKTO U Ha XMAsAM Xopa, CTPaAaLLUn OT
psaAKa 60onecT, C uen U3roTBsiHe Ha NPenopbKM 3a YTBbPKAABaHE
Ha NO/IMTUKA 3a NoaobpsaBaHe Ha 6baeLLeTo Ha XxopaTa,
CTpagawum oT psgKa bonect B EBpona.

Ypes nporHo3zHa metogonorua Rare 2030 KoHconmnaupa rnegHUTe TOYKM Ha 3auHTepecoBaHUTe
CTPaHU NO peauua BbNPOCU, BaXKHM 3a [EACTBUATA U NONUTUKATa B obnactra Ha pepgkure
6onectn. Hapep, c Tean aAnUCKycumn B npoyysaHe® ca cbbpaHu MHeHMATa NO Ta3u Tema Ha Xunagu
X0opa, cTpajalwm oT pAaaKo 3abonsasaHe. Pesyntatute BKAKOUYBAT CAegHUTE UAEU, NOAYYUAN CUHA

noaxKpena:

MoaobpeHne Ha KOOPAMHUPAHETO HAa MEAMULIUHCKUTE TPUKM.

|_|O-,D,06p0 UHTErpunpaHe Ha meanunHCKUTE U COunaIHnUTE rPUXKM 3a
I'IO,CI,O6pﬂBaHe Ha Ka4yeCTBOTO Ha XWMBOT.

MpoBexaaHe Ha HeEOHATANEH CKPUHWHT 33 pegKu bonectu.

AKTMBHO y4yactue Ha NauneHTCKM OpraHn3auunmn B npoy4vyBaHUATA.

4 Inspired by patients.
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CbTpyZHUYECTBO C Lien usrpaxkgaHe

KoHtekcr

Ha OGLI.I,HOCT 3a MUACTEHUA rpaBuUC

Mpenopbku oT Rare 2030, KOUTO B HanU-rosnsima cTeneH
ce OTHacAT 3a MT:

()
hod
4
&)

EBponeiicKka pamKa OT NOJIMTUKM 33 NpUNaraHe Ha HauMOHaHM NAaHoBe U
cTpaTerum, pe4oBHO NPOCNEAsBaHN U OLLEHABAHM OT MHOXECTBO
3aMHTEPECOBaHMU CTPaHMU.

I'Io-paHHo, I10-6'bp30 N NO-TOYHO AUATHOCTULMPAHE Ype3 CXOAHU CTaHAaPTU U
nporpamu B uana EBpona, HOBMU TEXHO/ZIOTMN N UHOBATUBHU NOAX04MU,
OCHOBaBallK ce Ha I'IOTpe6HOCTMTe Ha NauneHTUTE.

CneuuyanusmpaHa 3gpaBHa eKOCUCTEMA C NOAUTUYECKE, GMHAHCOBA M TEXHUYECKa
noAKpena Ha eBpPONencKo U HaLMOHAIHO HUBO NPE3 Le/INA KMBOT Ha NauueHTa.

MpoyuBaHua B 06/1acTTa Ha peaKuTe 601ecTn KaTo NPUOPUTET B
N3cnenoBaTeICKUTe ANCUUMNIUHW.

ONTMMM3UPAHO U3N0A3BAHE HA AAHHM 33 NoA06pPABaHE Ha 34PaBETO U
6naronony4ymero.

|-|O,£I|O6pﬂBaHe Ha HAJIMYHOCTTA U AO0CTBLMHOCTTA HA /IeHEHUATA 3ad peaKu 6onectn
3a BCUYKHM NAUNEHTU.

Rare 2030 npepoctaBA Ba*KHWM OCHOBAHMA 3a XopaTa, cTpagawm ot MI, TexHute
CEMENCTBA U APYrY 3aMHTEPECOBaHM CTPAHW Aa ce HopAT 3a HOBO bbaeLLe.

B uenua poknag Hue uM3nons3sBame Te3n NPEnopPbKM  KAaTo  OpPUEHTUP
33 KOHKPETHU AeNCTBMA, KOUTO TPADOBa Aa ce npeanpuemart 3a noaobpasaHe Ha
*KMBOTA Ha NaumeHTute ¢ MI.

r'IJ
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CbTPYAHMYECTBO C Lien u3rpaxkaaHe KomTexcr
Ha 06LLHOCT 32 MUACTEHUA rPaBUC

PaskpmnBaHe Ha peasiHUTe NpeXusABaAHUA Ha XOpaTa,
CTpagawm ot Ml

Cnepn nybAnKyBaHETO Ha 3aK/OYeHMATa OT NPOrHo3HoTo npoy4ysaHe Rare 2030 npe3 2021 r. UCB
nposege O6OWMPHO CbbMpaHe Ha eKCnepTeH OMNUT OT MNAUMEHTM 3a WM3ACHABAHE Ha MCTUHCKUTE

TPYLAHOCTHU, Npes KOUTo ca n3npaseHn xopata ¢ Ml B EBpona.

MeTtoanonorusa

Etan 02

BTopuAT eTan e Kpbraa maca Ha NnauyeHTn ¢
MTI nnm 6An3KUTE MM C EKCNEPTEH ONUT,
nposeaeHa npes oktomepu 2021 r., Ha
KOATO ce cbbpaxa NaLUNEHTCKM OpraHM3aumm
oT uana Espona, 3a oUeHKa Ha pesynTaTuTe
OT MOHUTOPWHTA Ha COLMAHUTE Meanu,
naeHTndmUmMpaHe Ha cneundUyHM 3a
CTpaHaTa HAHCK M 06CbXKaaHe Ha
NpenopbKM BbB BPb3Ka C Te3M BbNPOCH.

MbpeuAT eTan BKAOYBA 3a4ba60YeH
MOHWUTOPUHT Ha coLuManHUTE Mmeanu 3a
nscneaBaHe Ha MHAMBUAYANHUTE TNeHU
TOYKM U LEeHHA nHpopmauma, cnogeneHun B
coumanHuTe nnatbopmm oT Xopa,
cTpagawm ot Ml OT pasnnyHU ObPrKasBU U
C pasn4YHKu gemorpadcku
XapaKTePUCTUKM.

Ha cpewaTta Ha Kpbrnata maca nNpPUCbCTBA XYAOXHWK, KOWTO WMHTepnpetupa
06CbXKAAHETO U crogeneHnTe nepcnekTusn. B To3mn aoknag we BMauTe Yact oT

Te3n UACTPALIUMK, KOMTO NOMaraT 3a pa3bupaHeTo Ha OCHOBHUTE NPobBaeMMU.

4 Inspired by patients.
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CbTPYAHMYECTBO C Lien u3rpaxkaaHe KomTexcr
Ha 06LLHOCT 32 MMACTEHUA rPaBuUC

lonbnHUTeneH KOHTeKCT

PeanHuAT onuT NP MMACTEHMA FPaABUC:

AHann3 Ha onNuTa Ha I'IE,ILI,I/IEHTI/ITE4

Mpe3s okromBpu 2021 r. no Bpeme Ha
M3roTBAHETO Ha HacToAlmMs Aoknaz B Neurology
and Therapy 6ewe nybaMkysaH HoB aHanus. B
Hero ce w3cnegBa pPeanHUAT OnNUT  npu
MMACTEHMA T[PaBUC OT T[NefHa TOYKa Ha
naumeHta. B aHanusa ,PeanHuat onut npu
MMACTEHMA TPaBUC: aHa/JIM3 HA ONUTa Ha
naumeHTUTE” ca B3e/IM y4acTMe U YNeHOBETE Ha
CobBeTa Ha nauuneHtute ¢ Ml kbm UCB - 9 aywnm
¢ M, 3aWMTHMUM HA NpaBaTa U MHTepecuTe Ha
naumeHtuTe B EBpona m CbeanHeHuTe wWaTw,
ronfAma 4acT OT KOMTO MMaT MPUMHOC M 3a
HacToAWMA AoKnaA. [JOKYMEHTbT, KOUTO e
pe3ynTaT OT CeEpUO3eH NPUHOC Ha NaLUEHTUTE U
n3yepnaTe/sIHO TbpCceHe B  /UTepaTypara,
ocurypsea besnpeLeaeHTHO HMBO Ha
MHbopMaLMsa OT NbpBa PbKa 3a TPYAHOCTUTE,
npes KOMTO Ca M3MpaBeHWN xopaTa, CTPagallm oT
TOBa 3abonnBaHe, npeaHa3HavyeHa 3a
MeAMUMHCKUTE CneLmanmcTu.

MeTTe OCHOBHM TemMu B pe3ynTaT Ha TO3M
aHanus ca:
HenpeasmammocT n GAyKTympall, xapaktep
Ha cMMnNTOMMKTE

Jlunca Ha Bpb3Ka MeXay NauneHTUTe n
NeKapute

+ EMoUuMOHanHM TPyAHOCTH, AbANKALLM Ce Ha
6pemeTo Ha 3a60/11BaHETO M InMcaTa Ha
noakpena

- HeobxoammocT oT no-ronsimo pasbupaHe Ha
Mr

anSMB 3a NO-OTKPUT Ananor mexagy
NnauneHTuTe U NeKapute

o Inspired oy p_atients.
4 Driven by science.

To3u goknaj e NpMHOC KbM pasLwiMpaABaLLaTa ce
6aza oT /uTepaTypHU W3TOYHULM OTHOCHO
bur3MYecKkuTe, NCUXONOTUYECKUTE, COLMaNHUTE
N eXeaHeBHUTEe npexuBaBaHUA MpU pAdKa
60necT M e YyHUKaneH No OTHOWeHue Ha
BOAEHOTO  OT  NauMeHTuTe, CbaBTOPCKO
n3cneagBaHe Ha HOAHCMPaHaTa PeasIHOCT Npu MT.
Temnte, wvHPOpmaumATa U  nNpusmnBMTEe  3a
,D,eVICTBME Ca 0TpaseHu n HagrpageHu B
HacToAWMA AO0KNa4, YUATO Lien e ocurypasaHe Ha
Olle efHa OCHOBHA CTbMNKa Hanpeg KbM YyBaHeTo
Ha rnaca Ha nNauueHTutTe C Ml 3a no-necHo
NOCTUTraHe Ha NPpOMeHUn B EBpOI‘Ia.

PaspaboTBaHeTo Ha pbKonuca ,PeanHuat onut
npu MMWACTeHMA TPaBMUC: aHaAAU3 Ha OMMTa Ha
nauueHTuTe” e U3BbPLIEHO NOJ PbKOBOACTBOTO
Ha ABama 3alMTHULM Ha nNpaBaTa U UHTepecute
Ha naumneHtute ¢ MI - Nancy Law ot Konopazo,
CALL, n Kelly Davio ot /loHAoH, BennkobputaHms
B CbTpyaHuyectBo ¢ UCB. [lpoyyBaHeTo e
nybavkyBaHo cnen cmbpTta Ha Nancy npes
centempu 2021 .

BCUUYKM  y4aCTHUUM CUAHO LEHAT 6e3ueHHUn
npuHoc Ha Nancy 3a TO3M [JOKYMEHT MU
NNOEpcTBOTO M B OOLWHOCTTA 3a 3aluTa Ha
npasaTa U MHTepecuTe Ha nauueHTUTe ¢ M.

[ata Ha usroTeaHe: ¢pespyapu 2022 .
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CbTPYAHMYECTBO C Lien u3rpaxkaaHe KomTexcr
Ha 06LLHOCT 32 MMACTEHUA rPaBuUC

OnuTbT Npu MM’

C uen no-3agbnboyeHo pasrnerkaaHe Ha onuTa Ha xopata ¢ Ml npe3 obekTnea Ha Rare 2030, UCB
HanpaBW AOCTOBEPHA OLEHKA Ha MPOWU3BOIHM KOMEHTapu B N1aTGopmMmM Ha COUMANHU MeLUU HA
naumeHtTn ot CALL, ®paHuma, Fepmanua, UcnaHua, Utanma n BennkobputaHuAa Taka, ye da ce
NoJly4n NpeacTaBUTEIHA KapTMHA Ha MBoTa ¢ MI. YcTaHOBEHM ca YeTUpu npeobaasasallm TeMu.

1./lunca Ha npu3HaBaHe

CbobuwaBa ce 3a YecTo MOCTaBAHE Ha MorpewHa AuMarHo3a M 06bpKBaHe MO OTHOWEHME Ha
3abonaBaHeTo. Cblo TaKa ce cbobliaBa 3a YyBCTBO Ha pa3gpasHeHMe U ycellaHe 3a Hepa3bupaHe B
[OMb/IHEHME KbM NpeHebpersaHeTo Ha GpU3NYECKUTE CUMNTOMM.

3Hauumm pesynTtaTu:

%

49% OoT Te31 norpeLwHo
nocTaBeHu AUarHosu
ca Ha NCUXMYECKM
3abonABaHmA.’

Camo npu 3% oT oHANalH
AUCKycuuTe ce obcoRaat
cumntomute Ha MTI, cBbp3aHu
C NCMXMYECKOTO 3apase.’

CbobuiaBa ce, ye cnyyam Ha MTI Basa: 65 cnomeHaBaHuA
Ca ANArHOCTULMPAHM NOTPELLHO
KaTo 14 pasnuuHum
3ab6onABaHUA, BKIOUYUTENHO
cTpec, pubpomunanrua un
3axapeH auaber.’

ba3a: 315 cnomeHaBaHuA

ba3a: 65 cnomeHaBaHuA

4 Inspired by patients.

r'
u . -
h 4 Driven by science. [ata Ha usroTeaHe: ¢pespyapu 2022 .
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CbTPYAHMYECTBO C Lien u3rpaxkaaHe Komrexcr
Ha 06LHOCT 32 MUACTEHUA rPaBuUC

OnutobT Npn MI

2. J/lunca Ha ageKBaTHa nogKpena

MpeykuTe 3a AOCTLN A0 FPUNKK B CAOXKHA cneuuannsmpaHa cpega 6es AcHa cuctema 3a nogKpena,
Ha KOATO Aa Ce pa3yuTa, BOAAT 4O OTPUUATENHM MNpeXuBsABaHWA. JlIMncaTa Ha OCBEAOMEHOCT U
AedVHMpPAH anropuTbM 3a NoJiydaBaHe Ha MeAMUMHCKA NOMOL, 3aTpyAHABA NOC/Ae[0BaTENHOTO U
NPOAYKTUBHO B3aMMOLENCTBME MEXKAY MALMEHTUTE U NEeKapuUTe.

3Hauumm pesynTaTu:

73% oT nauueHTUTe cbobLlaBaT, ue
Ca Haco4yeHu Kbm HeBposor, a 1 ot 10
€ Haco4YeH KbM ApYyru cneumanunctu,
Hanpumep
peBmatonor (2%)

ncuxonor (2%)

MauneHTtn ¢ Ml cbobulaBar, ye YHT cneumanuct (1%)
ca noceTunu noseve ot 14 nynamonor (1%)
Pa3/INYHU CNEeLManncTu 8 ncuxmnatbp (1%)

LA0eH MOMEHT OT 1e4YEHNETO n neamatsbp (1%)’

cn.’ basa: 118 ciomeHaBaHMA

ba3a: 118 cnomeHaBaHuA

4 Inspired by patients.

r'
u . -
h 4 Driven by science. [ata Ha usroTeaHe: ¢pespyapu 2022 .



CbTpyZHUYECTBO C Lien usrpaxkgaHe

KoHtekcr
Ha OGLI.I,HOCT 3a MUACTEHUA rpaBuUcC

OnutobT Npn MI

3. BUCOKO HUBO Ha CaMOCTOATENIHOCT

3a cnpaBaHeTo ¢ Ml e HeobxoaAnMMO camoobyyeHne M aganTUpaHe KbM exeaHeBueTo, yecto 6es
npodecrmoHanHa noakpena. MauneHTUTe ce YyBCTBAT U30/IMPaAHN 1 camu, BopeikK ce aAa ce cnpasAT

C HenpeackasyemuTe Bb3aencTema Ha MI.

3Hauumm pesynrtaTu:

34%

Hali-yecTo ce cnomeHasa 3a
camoobyueHnue (34%).

ba3a: 397 cnomeHaBaHuA

MauneHTUTe onuceaT n3non3saHe
Ha npubansutenHo 30 pasnnyHu
MeXaHU3MM 33 cripaBsHe ¢
$13MYECKOTO M NCUXONOTMYECKOTO
6peme Ha 3abonasaHeTo.’

ba3a: 397 cnomeHaBaHuA

4 Inspired by patients.

r'
b 4 Driven by science.

MaymeHTUTE NPaBAT BCEKM AeH
KOPEKLUUM C NpaKTUYecKa
HaCoOYEeHOCT, 3a /13 Ce CrpaBaAT CbC
CUMNTOMUTE HanpUmep npwu
MUeHe, obinyaHe n
camoobrpusksaHe.’

ba3a: 397 cnomeHaBaHuA

[ata Ha nsroteaHe: ¢espyapu 2022 .
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CbTpyZHUYECTBO C Lien usrpaxkgaHe KomreKer
Ha 06LHOCT 33 MUACTEHUA rPaBUC

OnutbT Npn MI

4. Heobxoaumoct ga 6bpat HaucTuHa 3abenasaHu

XopaTa, CTpagauwn ot MT, ca BogeHM OT Hagexaa 3a No-ro/IAmMmo NPun3HaBaHe OT 34PaBHUTE CUCTEMMU
n O6LLI,€CTBEHOCTTa N npuemaHe Ha TAXHOTO 3abonsBaHe OT OCTaHanuUTe X0pa. ToBa TpF|6Ba Aa ce
CQy4un, 3a Aa NoYyBCTBAT a4eKBAaTHA NoAKpena.

3Haunmm pesynrtaTu:

lnaBHKUAT daKTop 3a
YAOBNETBOPEHOCTTA Ha
nauueHTuUTe e
npusHaBaHeTo Ha MI KaTo
3HauUMMo 3abonasaHe.’

ba3a: 301 cnomeHaBaHuA

Tesu pesy/raTv ca M3Mo/138aHM KaTo OCHOBA 3a IMPBOHaYa/THaTa AWCKYCUA Ha KpbiJla Maca

Ha naupieH ¢ MM um 6AMBKUTE MM C eKCnepTeH OMUT, KOATO AoBeae A0 Cb3JaBaHe Ha

ROHCO/TIMAONPAH CrNCbK C TPU obnacmHa HEYA0B/IETBOPEHU I'IOTpE6HOCTM.

4 Inspired by patients.

r'
u . -
h 4 Driven by science. [Jata Ha usroteaHe: pespyapn 2022r. 14



CbTpyZHUYECTBO C Lien usrpaxkgaHe
Ha 06LHOCT 33 MUACTEHUA rPaBUC

Tpute npobnema

Mpw Te3n meponpuaTUA ca onpeaesieHn Tpyu BceobxBaTHM npobiema, KOUTo TpAbBa
Aa 6baaT peleHn NPUOPUTETHO C Lien NoaobpaBaHe Ha }KMBOTA HA XOopaTa, CTpadalum

ot Mr:

1. KbcHO

ANArHoOCTULMpPaHe

3. MNMpeykun
3a 40CTbN 40
MpeXu 3a
noAKpena v rpuxmn

Foch Inspired by patients.
b 4 Driven by science.

2. Npn3HaBaHe Ha
3abonasaHeTo

[ata Ha nsroteaHe: ¢espyapu 2022 .
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CbTpyZHUYECTBO C Lien usrpaxkgaHe Tonre
Ha 06LHOCT 33 MUACTEHUA rPaBUC npo6nema

B HacToAWMA AOKNAA Ce pa3r/iexKaa NpoyYyBaHETO Ha BCEKMU
npobaem mnooTAeNHO, KaKTO U OCHOBHMUTE [eNCTBMA Ha
3auHTEepecoBaHUTE CTPaHM 3a CrpaBaAHe C TAX.

WHAT ARE T

M) 3 AREAS ARE IMPORTANT

BARRIERS TO
ACLESSING

ED’\ :
&g&%\\ DROFESSIONALS NEW
T TS \ A SUPFOE"

000 RARE Disesses
T0 NEW

¥/ : THERAIES (iN FOMANIA)

FASTER. A CORRECT
DIAGNs|s - S0 THERE
IS Actgss T TREATMENT

) CRATTERS
0
A 'f/MAR‘I iMpomN&‘

e
WASTED ReCOGN irioN v me onz

v 0/42:}83(5 W%\% oS
™ conuseo? MPAGT
MENTAL ., FRUSTRATED [T |
m PATIENTS REDGNIZED

TpuTe npobnema
Unatocmpayus om Kpveaama maca Ha nayueHmu ¢ MI uau 6au3Kkume um ¢ eKcriepmeH onum

F . Inspired by patients.
L 4 Driven by science. [ata Ha nsroteaHe: ¢espyapu 2022 . 16



CbTpyZHUYECTBO C Lien usrpaxkgaHe KucHo
Ha 06LHOCT 33 MUACTEHUA rPaBUC AvarHocTMumMpane

1. KbCHO gnarHocTuymupaHe

I BTtopaTa npenopbka B Rare 2030 e 3a:
,10-paHHO, N0-6bP30 M NO-TOYHO AMATHOCTULMPAHE

Ha peakuTe 6bonectn ypes no-Aob6pPo U
No-nocneaoBaTeIHO U3MON3BAHE HAa XapPMOHU3NPAHMU

cTaHAapTK u nporpamu B uana Espona“.® ‘

[obpe M3BecTHO e, Yye xopaTa, CTpadaliyn OT
pAaKo 3abonsBaHe, YeCcTo Ca U3NpaBeHu npepg,
OAbAbl M TPyAEH NbT A0 NOCTaBAHE Ha
MbpBOHaYanHaTa  AMarHosa. Tasu  T.Hap
ANArHOCTUYHA oguMcen KaTo UANo MoXe Aa ce
Ob/KM Ha AuncaTa Ha AO0CTaTbyYHO 3HAHUA U
OCBEAOMEHOCT OT CTpaHa Ha Pas3/INYHK

[obpe n3BecTHO e, Ye XxopaTa,

MEeAUUMHCKM  LEeHTpOBe, CrneunasHocTn wu CTpadalun oT pAaKO
NneKkapu, 4YuuTo noTpebHOoCTM ca MHoOro 3ab0/19BaHe, YeCTO U3MMHABAT
pasnanyHmn® (Hanpumep nexkapute oT

Ao6onHNYHATa nomoly ce Hy»XAaaT oT 6a3oswu Abbl N TPYAEH NBT A0
NO3HaHWA, AOKaTo cneuuanuctute - OT NOCTaBAHE Ha NbPBOHAYA/IHATA

WHCTPYMEHTM 33 ObP30 AMArHOCTULMPAHE Ha

MarHo3a.
MT, Nnpu Hann4me Ha n3naBMK). A

MoaobHn 3abaBAHMA BOAAT [0 3HAYUTENHO
M3pasxoABaHe Ha 34paBHM pPecypcu, Ho
NauMeHTUTE C EeKCNepTeH ONWUT CblUO TakKa
nogyeptaBaT PeasHOTO W eMOLMOHANHO
BAMAHME HaA 3abaBeHOTO AMarHocTuumMpaHe
BbPXY NaLMEHTUTE U TEXHUTE CEMEICTBA — TOBA
CbOTBETCTBA Ha M3PA3EHOTO MHEHME, OTKPUTO
NPW MOHUTOPMHIA Ha COLMANTHUTE MeaNN.

MpoAabnrkaBa Aa CbLLECTBYBA OFPOMEH AedUUNT NPU AMArHOCTULMPAHETO Ha peaKku 6onectu

BbrNMpeKn Hanpeabvka B NOJINTUKATA 3a PeAKU 6onectn u MHOBaLUMnTE B neyenuero.’

Inspired by patients.

Vel NS _
h 4 Driven by science. [Jata Ha usrotsaHe: pespyapmn 2022r. 17



CbTpyZHUYECTBO C Lien usrpaxkgaHe
Ha 06LHOCT 33 MUACTEHUA rPaBUC

rr;
Q

KbcHo

[AVarHocTMumMpaHe

CouiecTByBaT MHOIO TPYAHOCTU NPU
AnarHocTuumpaHeTto Ha Ml

Kakto npu mHoro apyrn pegkum 6onectu, npwm
MT Mma 3HaYMMM TPYAHOCTM NPU NOCTABAHETO
Ha  TO4YHa M HaBpemeHHa  AuMarHosa.
MNauneHtTMTe ¢ Ml cbobuwasaT 3a okoso 50
pasnuyHn  cumntoma.”  Camntomute  ca
pPas3nMyHK, GAYKTyMpawm M morat ga 6baat
HecneunduyHn, Hanpumep cnaboct M ymopa,
KaTo MNpW BCEKM NAUMEHT KOMOWHauuMuTe ca
YHUKAJTHW. Mpobnemure, CBbpP3aHMU c
NCMXMYECKOTO 34paBe, YeCTO Ca CbMbTCTBALLM
CMMNTOMM, KOMTO CbLLO MOraT ga 40BeaaTt 40
NOCTAaBAHETO Ha MOrpeLHa AnarHosa.

ToBa MOXe Aa e NpuYnHa 3a pa3oyapoBaLLn n
HeedEeKTUBHMN NOCELWEHNS Ha NaUMeHTUTE Npwu
cneumannuctM (AnarHocTMYHaTa oauces) Wam
4opu fa foseae 40 M3MNPALWAHETO MM BKbLUK C
peuenTta 3a aHTUAENPecaHTU WKW JIeKapcTsa
cpeLly TPeBOXKHOCT, a He ¢ anarHosa Mr.

JaHHUTE OT MOHWUTOPMHIA Ha COLMANHUTE
Meanu MokKaseaT, ye nauueHtute ¢ Ml Hamn-
YyecTo ca 61 NOrpeLwHo AUarHoOCTULMPAHU C
ncuxuueckn 3abonasaHua (49%), rnasBHO
aenpecua (26%).” MNaumeHTUTE C eKcrnepTeH

onnt nNOTBbPXAABaT TOBa, 3aABABAMKK, Ye
NCNXnN4eckuTe cMMnTomMmMm yecTto ce
pa3no3HaBaT NbpBU OT JN1IEKAPUTE, BbBMNPEKU

Ha/IM4YMNETO Ha APYr CUMINTOMU Ha MT.

9%

ObcbKaa ce cblwo, 4Ye Ml yecto ce
AnarHocTMumpa norpewHo KaTo
HeBponorMyHo  3abonsasaHe (23% ot
cnomeHaTute norpeLHn AWarHosm),
nocneasaHo ot aynyc (8%).” B 3Haumm

NPOLLEHT OT C/ly4auTe ce NocoyBa UHCYAT (9%)

1 3axapeH aunaber (8%).

r Xoparta, cTpagawm ot Mr,
CbOobLLABAT, Ye NPU JIEYEHNETO UM Ca
y4yacTtBann 14 pasanyHu meguLnNHCKN
CNeLmaancT, MHOro OT KOMTO He ca

6WM 3aMo3HaTH C NOAXOAALLOTO
NeyeHme 1 KoHTpon npu Mr.74

YyacTHMUMTE B KpbraaTa maca Ha MauMeHTu C
Ml mnnM BGAU3KUTE MM C EKCMepTeH OonuT
cboOllaBaT Cblllo, 4Ye JAOpPU MHOro OT
CbOTBETHUTE cneunanmncTy, Hanpumep
HEeBpPo0a03M U OPTaZIMONO3U, He ca WUManu
poctatbyeH onut ¢ Ml mamM He ca 6uam
yBEPEHU UM NOATOTBEHM Aa Ha3Ha4yaBaT Hal-
noaxoasawmTe nedvyeHUa 3a MauueHTu ¢ no-
TEXKU CUMOTOMMU.

8%

ey 3axapeH anabet
(o)
8% y
a NauuneHTuTe C 49%
Jiynyc MT yecro ce
nocrasa Mcrxmueckm
2 30/ norpewHa 3abonsaBaHus
0 7
AnarHosa
HeBponornyum o
3abonABaHUA 2 6 A)
Jenpecusa

ba3a: 65 cnomeHaBaHuA

o Inspired oy p_atients.
4 Driven by science.

[ata Ha usroTeaHe: ¢pespyapu 2022 .
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CbTpyAHWYECTBO € Lien usrpaxaaHe K
'bCHO
Ha OGLI.I,HOCT 3a MUACTEHUA rpaBuUcC AvarHocTuumpaHe

GG

AvarHocTuuyHa ogucesn B lNonwa

o

,B Monwa xopaTta Mmat npobaemu Npu AnNarHocTULMPaAHETO, NOA06HM Ha Te3n B Apyru
€BPONENCKM CTpaHU. B KpaliHa cMeTKa nauMeHTUTe Nocewasat MHOTO CrneumanuncTu,
BK/IlOUMTENHO 0dpTanmonosu, YHI cneunanmctu n n1ekapu, 3aHMmaBalim ce c npobaemure
Ha ncuxmyeckoTo 3apase. lopu cnen KaTo AaAeH YOBEK e AuarHocTuumpaH ¢ MIM, mHoro
cneunanncTy B cneymannsnpaHaTa NoMoLL, ce YyBCTBAT HeA0CTaTbYyHO KBaIMPULMpPaHU
03 nekyBaT 3ab601BaHETO NPW HAaCTbMNBAHE Ha BAOLWABaHe, KOeTO BOAM A0 NO-FOAMO
3abaBsHe, Tbi1 KaTO NaLMEeHTUTE YaKaT 3a Npersies Npu neKap, KOMTo e A4O0CTaTbYyHO
KBanMduumpaH, 3a 4a Ha3Ha4YM ONTUMA/HO IeYEHME.

Mo Bpeme Ha TO3M NpoLEec XxopaTa, CTPaZallin OT Te3N CUMMNTOMM, Ca U3NPaBEHN Npes,
npeav3BUKaTEeNCTBOTO Aa M'M OMNULLAT TOYHO, Tbii KaTo Te GAYKTYyMpaT 3HAYMTENHO, a
MHO3MHa He 3HAAT KaKBa TEPMUHOJIOTMA Aa U3M0/3BaT, 3a A4a NOMOrHaT Ha fIekapAa Aa
pa3bepe KakBO ce cny4yBa ¢ TAX. [lopaan TOBa € HA/IOKUTENHO Aa Ce BNOXKAT noseye
ycuaus, 3a ga ce rapaHTMpa, Ye NbpBOHAYaIHO HAMA Aa 6bAae nocTaBeHa norpeLlHa
AMarHo3a Unu, ako ToBa Ce C/yuu, Ta we 6bae KopurmpaHa 6bpP30 1 XxopaTa e moraT Aa
ce 06BbPHAT KbM NOAXOAAL, CNELMANUCT Bb3MOXKHO Hali-6bp30.“

Marlena Pasternak,
Moncka acoyuayusa Ha nayueHmMume ¢ MUuacmeHus 2pasuc

“Gioconda”,
Monwa

r.3 Inspired by patients.
A

4 Driven by science. [ata Ha usroteaHe: despyapm 2022 r.
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C‘pryp,H nM4yecTBo C uen usrpaxkgaHe
Mpearosop KoHTtekcr Tpurte KbcHo Mpu3HaBaHe Ha Mpeukn 3a gocTbn 3aKknioueHve
Ha O6LLHOCT 32 MUACTeHUA rpaBUC npo6nema AVarHocTMUMpaHe  3a2607A8aHETO A0 Mpexu 3a

UsTOYHMUM

noAKpena u rpuxmn

CnpassAHe cbc cneymndPuryHaTa AUarHOCTUYHA
TPYAHOCT Npu GAYKTYUpawm cCMMnNToMm

0

»MHoro cumntomm Ha Ml GAyKTyMpaT, KOETO 3aTPYAHABA AMArHOCTULMPAHETO U
npu3HaBaHeTo. Yosek, cTpasaly, ot MI, MoXKe 43 MMa NO-TEXXbK OYEH CUMNTOM UK
CMMNTOM, CBbP3aH C YMOpa eAuH AeH, a cnef TOBa, KOrato NoceTu ieKapsa cu Ha
cnepBalma AeH, CUMNTOMUTE My A3 Ca Ce NPOMEHW/IU, KaKTO KIMHUYHO, TaKa U No
OTHOLLEHME Ha TexecTTa.

Mopaan ToBa TpAbBa Aa HAMEPUM PELLEHUSA, KOUTO [a YNIECHAT XopaTa,
noAo3sunpauin, ye umat MI, Korato 06sCHABAT NPEXKMUBABAHUATA CU HA JIEKapUTE, U
TOBa Aa 6bAe NPU3HATO NPU AnarHocTMKaTa Ha M.

Annie Archer,
Groupe d’intérét Myasthénie de I’AFM Téléthon,
®paHuma

4 Inspired by patients.

rll
Q
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CbTpyZHUYECTBO C Lien usrpaxkgaHe
Ha 06LHOCT 33 MUACTEHUA rPaBUC

rl.l
Q

KbcHo
AvarHoctuuupaHe

MopobpasaHe Ha BpemeTo 3a AWArHOCTULLMPAHE

3a4b/IKUTENIHO € CNpaBAHETO C AWMATHOCTUYHUTE TPYAHOCTH, TbA KaTo nauneHTnTe, n3npaseHu
npeg tax, Ctpagat OoT B/IOWEeHO Ka4yeCTBO Ha »usor.’

Mo-4ony ca NOCOYEHM OCHOBHWM MNPEMOPbKKU, KOMTO 6BMxa MOrnvM ga nopobpsaT BpemeTo 3a

AnarHocTmumpaHe:

=0
=A

]

o Inspired oy p_atients.
4 Driven by science.

UHBecTMUUN BBB BUCOKocneuyunannsnpaHn ueHTpose u” pecbepeHTHM
LeHTpOBE, HA MeECTaTa KbAeTO MNOHacToAWeM HAMa TakuBa, U
rapaHTnUpaHe, 4e BCUYKMU CbOTBETHU MEAULUMNHCKN CNeUunannctn 3HaAT
KOra ga Haco4BaT NauneHTuTeE TaM.

O6yyeHune M NoBULIABAHE Ha OCBEAOMEHOCTTA cpeps, CneuuanucTure
oT pA060/HMYHATA NOMOLY, MO-KOHKPETHO 3a CrpaBsHe C 4YecTo
CpeLLaHoTO NOorpeLwHo AnarHoctuumpaHe Ha MI KaTto genpecus uam
TPEBOXHOCT.

ObyyeHne u nosulaBaHe Ha OCBEAOMEHOCTTa Ha CneuuanucTure,
Hanpumep MNCUXMATPU, KbM KOUTO XopaTa ¢ MI yecTto ca Haco4yeHu
KaTo YacT OT NbPBOHAYA/IHOTO MOrPeLHO AMAarHoCcTMuUupaHe.

OcurypsasaHe Ha MHCTPYMEHTU 3a NpocaegaBaHe HAa CUMATOMMUTE Ha
X0pa, KOUTO NOA03MPaT, Ye MoxKe Aa umaT MI, 3a ga ce ynecHu no-
TOYHOTO AMArHOCTULMPAHE.

Cnomarate/siHn MaTepuanmn KaTo MHTEPAKTUBHU PbKOBOACTBA WUAU
MHTENIMTEHTHU  Pecypcu 3a  Y/IecHABaHe Ha  Mo-ycrnewHaTta
KOMYHUKALMA MeXAY NaLMeHTa W IeKaps, KaKTo U 32 OCUTypsiBaHe Ha
No-rossiMa TOYHOCT Ha AMArHOCTUYHMA NpoLec (aKo e NPUIoKMMO).

[Oata Ha usroteaHe: dpespyapu 2022 r.
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CbTpyZHUYECTBO C Lien usrpaxkgaHe Kocro
Ha 06LHOCT 33 MUACTEHUA rPaBUC AwarocTh upane

MonobpsaBaHe Ha BpemMeTo 33 AMarHOCTULMPaHE
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[narHoctmuHa oguces: Mpexa oT TPYAHOCTU NPU ANarHOCTMLMpPaHeTo Ha M
Unarocmpayus om Kpveaama maca Ha nayueHmu ¢ MIC uau 6au3Kkume um ¢ eKcriepmeH onum

Inspired by patients.
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C'pry,ELHVI'-IECTBO c uen usrpaxkgaHe
Mpu3HaBaHe Ha
Ha OGLI.I,HOCT 3a MUACTEHUA rpaBuUcC 3a6onaBaHeTo

2. MpusHaBaHe Ha 3abonABaHeTo

r‘-IeTBpraTa npenopbKa B Rare 2030 BKAtOYBA aKUEHT
BbPXY ,,BKNHOYBAHE HA UHTErpuUpaHa M HacoO4YeHa KbM
NauMeHTa AbAroCpoYHa rpurKa 3a xopara € paaKa
6onect n TexHuTe cemeiicrea”.® J

Hapep, C ANATrHOCTUYHUTE I'IpO6fI€MM HeAOoCTaTb4yHATa OCBEAOMEHOCT U MO3HAHMA 3a TOBa KAKBO
M3NUTBaT NnaymeHTute ¢ MI umar CepmnosHn nocneanumn.

Kl'lel‘/llMOTO, ANCKPUMUHAUUNATA N USOZTNMPAHETO — NPAKO UK NO APYr HAYUH — OT

CTpaHa Ha paboTopaTenute, 34pPaBHUTE U COUMANHUTE CAYKOM M 0bLLECTBOTO

10
KaToO UANO Ca YacCT OT XXKUBOTA 3@ MHOTO XOpa C pAAKa b6onecr.

MauneHTUTe ¢ peakn 6onectn n TexHuTe BAN3KM YECTO YyBCTBAT, Y€ He ca NMPUeMaHn HaCePUOo3HO,
KOraTo ce onuTBaT Aa noJsiy4at nogkpena. OcBeH ToBa OrpPaHUYEHUAT AOCTbMN A0 NOAXOASLM FPUKMI
M OCKbAHaTa WHPopmauua 3a 6osiecTTa 4YecTo BOAAT [0 OTPULATENHU TMPEXMBABAHUA KaTo
pa3oyapoBaHuMe U CbMHeHue B cebe cu.’

To3n NopoyeH Kpbr ce YCNoXKHABa OT daKTa, ye AuncaTa Ha LUANOoCTHA OCBEAOMEHOCT 03Ha4yaBa, ye
MHOrO XOpa He Ca HasiCHO C pPUCKa Aa CTpaAaT oT psaaKa b6onecT — Taka Npu NauMeHTUTe MOXKe aa
MMa 3HayMma 3a60/1eBaeMocCT B NPOABL/IKEHME HAa MHOTO rOANHM, Npean Aa 6bae NoCcTaBeHa TOYHA
AMarHosa.

4 Inspired by patients.
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CbTPYAHMYECTBO C Lien u3rpaxkaaHe MpusHasare Ha
Ha 06LLHOCT 32 MUACTEHUA rPaBUC sa6onnsaneto

Npu3sHaBaHe Ha MTI

rXopaTa, cTpagawm ot Mr, ca cMnHO yA3BMMM MO OTHOLLEHUE
Ha BPeAHOTO BAMSIHWME Ha HUCKATa 0CBEAOMEHOCT OTHOCHO
3abonasaHeToO.
Mpw aHanM3 Ha onuTa Ha NaumMeHT ¢ Ml NPUOPUTETHUAT
$aKTop 3a YA0BNETBOPEHOCT € Npu3HaBaHeTo Ha MI KaTto

3HauMmo 3abonasaHe. ’ ‘

CbLL0o TaKa aHaIM3bT NOKa3Ba, ve
621130 N0/I0BUHATa OT NALMEHTUTE

o) ¢ MT He nonyyaBsaT pa3bupaHe

~ 5 O /o OTHOCHO BAMAHMETO Ha
3260/159BaHETO UM - HAUCTUHA
cmaiBall pesynarart.’

ba3a: 108 cnromeHaBaHuA

Mpoy4yBaHMATA HAa KAMHUYHM AAHHM U Ha AaHHM OT peasiHaTa MpPaKTUKa KaTo
Hackopo nybaukysaHua B Neurology & Therapy* gokymeHT ,,PeanHuat onut npu
MWACTEHUA TPaBUC: aHaAM3 Ha OnNuTa Ha naumeHTuTe” ocurypsasBaT no-gobpo
pa3bupaHe Ha U3NMONOTUYHUTE TPYAHOCTM, HO MNPOAbLAXKABA A3 JMMNCBA

NpuU3HaBaHe Ha peanHMA ONUT OT NbpPBa pbka Npu MI. EKcnepTuTe NpmM3oBaBarT 3a
$EeHOMEHONOrMYHM NoAXoAM 3a crpaBAHe C ToBal, HO ocTaBa CblUECTBEHA
NPa3HMHA, KOATO Bb3MPENATCTBA MO-HATAaTbWHMA HanpeabK B NPU3HAaBaHETO Ha
MCTUHCKUTE NoTpebHOCTM Ha nonynaumnte ¢ Mr.

. Inspired by patients.
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MpusHaBaHe Ha Mpeuku 3a gocTbn 3aknoueHune U3TouHULM

C‘pry,a,H M4ecTeo ¢ ”Ien "3rpa)KAaHe Mpearosop KoHTekct Tpute KbcHo
npo6nema AvarHoctuumpaHe 3abonasaHeTo RO MpexHu 3a

Ha 06LHOCT 32 MUACTEHUA rPaBuUC
noAKpena v rpuxmu

GG

HepaoctatbuyHO NnpusHaBaHe Ha Ml B bbarapua

w

Mpw Annca Ha noAxoAALWM KNMHUYHU UHCTPYMEHTU € TBbPAE NIeCHO /IeKapuTe aa
NoALEHAT BAUAHMETO Ha MT, a NpobaemMbT C HeAOCTaTbYHOTO NPU3HABAHE e CBbP3aH
C Mocneamum KakTo 3a Ie4EHNETO, TaKa M 33 AMArHOCTULMPAHETO.

MpeaocTaBaHETO Ha noseye MHPOpPMaLMa 3a 3a60/1ABaHETO Ha XOpaTa, KOMTO CMATAT,
ye Moxe Aa umat MT, u Ha NauMeHTUTe, KOUTO BeYe ca AMarHoCTULMPaHU, MOXe A3
MM NOMOrHe @ ONMLWAT NO-TOYHO 3a60/1ABAHETO CM Ha CBOUTE /IeKapu 1 aa
NPeKbCHaT OTPULIATENHMNA LMKbB/ Ha HeA0CTaTbyHO Npu3HaBaHe. CbLio Taka obave e
Ba)XHO camaTa 3/paBHa cuctema Aa pa3paboTy NoAXoAALM KAMHUYHU MHCTPYMEHTH
3a BCEKM eTan ¢ uen pa3bupaHe Ha onNuTa Ha NaUMeHTa U NPU3HaBaHe Ha YecTo
CUTHOTO B/IMAHUE Ha CUMMNTOMMUTE BbPXY KaYeCTBOTO Ha KMBOT Ha NaLMeHTUTe.

M- T
UpeHa HewoBcka

”

®oHOayus ,,MuacmeHus 2pasuc”,
bbnarapua

[ata Ha usroreaHe: pespyapu 2022 r. 25
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CbTpyZHUYECTBO C Lien usrpaxkgaHe
Ha 06LHOCT 33 MUACTEHUA rPaBUC

Mpu3HaBaHe Ha
3a6onasaHeTo

[lpeoponAaBaHe Ha NPeyYKknuTe, CBbP3aHU C NPU3HABaAHETO

MaumMeHTUTE C eKCnepTeH ONUT NPU3HABaT, Ye YCUAUATA 3a NoBMLWaBaHe Ha obliaTa 0cBeAOMEHOCT
3a MIl HAMa [a ca /IeCHUM, KaTo ce MMa npeasu orpoMHUAT 6poii 3abonaBaHMA — peaku UAn He —
KOUTO ce BopAT 3a BHMMaHMe Ha 06L,ecTBeHO HMBO. HO Te M3roTBmxa NPenopbKM 3a aHraxupaHata

¢ Ml obwHocT:

KoopanHupaHo
obLioeBponencko ycuame 3a
noBuLLaBaHe Ha pa3bupaHeTo
Ha MI ype3 n3nosi3BaHe Ha
HOBM, NPUBAMNYALLU
BHMMaHWETO aKTUBM,
Hanpumep BUAEOKAUMOBE.

4 Inspired by patients.

r'
b 4 Driven by science.

O6yuyeHue 1 3aLmMTa Ha NpaBaTa
N NHTepecuTe OT KoJsleru -
n3guraHe Ha BoAeLM 1A cpes,
nauMeHTuUTe, BKAKUYNTENHO
bonHornegaunTe U 6aAN3KKUTE,
KoMTO Aa oby4yasaT gpyru Xxopa ¢
MTI n ga rm oKkypa)asart yupes
cnogensiHe Ha 3HaHWA U ONuT.

ooo
ooo
ooo

M3nonsBaHe Ha
BMCOKOCMELMANN3NPaHn
LLEHTPOBE 3a JIEYEHME U

AMarHOCTMKA, KOUTO CbLIO Aa
6baaT M LEHTPOBE 33
NHbOPMaLMA, U U3rpaXkaaHe
Ha pa3bupaHe mexay

Pa3IMUYHU TPynM
3aMHTEpPECcoBaHM CTPaHMU.

[Nata Ha usroteaHe: pespyapu 2022 r. 26



C'pry,EI,HVI'-IECTBO c uen usrpaxkgaHe MpusHaBaHe Ha
Ha OGLI.I,HOCT 3a MUACTEHUA rPaBUC 3abonasaHeto

[MpeogonsiBaHe Ha NPEYKUTE, CBbP3aHM C MPU3HABAHETO
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r.: nspired by patlents.
A\ 4 Driven by science.

Jluncata Ha npu3HaBaHe BOAM A0 yBenuyaBaHe Ha 06bpKBaHeETO U pycTpauma
Unarocmpayus om Kpveaama maca Ha nayueHmu ¢ MIC uau 6au3Kkume um ¢ eKcriepmeH onum

F . Inspired by patients.
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CoT

PYyAHUYECTBO C uen uirpaxkgaHe Mpeuku 3a focTbn

Ha OGLI.I,HOCT 3a MUACTEHUA rpaBuc [0 Mpexy 33

rl.l
Q

noaKpena n rpuxu

3. MpeuKku 3a JOCTBN 40 MPEXKKU 3a NOAKPENA U FTPUXKMU

XopaTa, cTpagalwu OT peaKu 6onecTn, onuCBaT CXOAHW TPYAHOCTWU, CBBbP3aHW C AOCTbNA A0
nHdopmaumaTa M noaKpenarta, oT KOATO ce HyxAaaT.'! 3a MHoro peaxun 6onectn HAma cneumanHa
rpyna 3a noAkpena — BbNPEeKU AoKas3aTeNcTBaTa, Ye 3a xopaTa, CTpajalym oT paaka 6osect, moxe
[a UMa rosiama nonsa ot obuyBaHETO C APYrv NaLMEHTH CbC CbLLOTO 3abonABaHe.

CoumanHute meguu ocurypsasaT 406pM Bb3MOXKHOCTM 33 HOBM GOPMM Ha MpPEXKM 3a noaxpena,
[AaBallKM BbB3MOXKHOCT Ha MauMeHTUTe C peaku 6osectv ga obulyBaT BbMNPeEKU reorpadpckuTe
rpaHuUM U Aa HamMKupaT yTexa eauH oT Apyr. M3cnegosaTenuTe Bce NO-4eCcTo TbPCAT B COLMANHUTE
MeANN YH4aCTHULUM 33 KAUHUYHUTE M3NUTBAHMA, HO BCE OLLE MMa KaKBO Aa ce HanpaBW, A0KaTo
noAxoAAwmnTe MeToA0/10rMn 3a AUCTaHLMOHHO yYacTUe MOraT Aa OCUTYPAT Bb3MOMKHOCTU 38 BCUYKM
nauMeHTu c peakun bonectu.

[Joctbn Ao npodecnoHanHa noakpena npm MIr

B pe3syntaT Ha TOBa nmauueHTUTe ¢ MI ca HE3aBMCMMM U CAaMOCTOATENIHM, KOETO ce NMoAKpens oT
pesyntatute ot Rare 2030. MNauneHTUTE C eKcnepTeH onNuT nog4vyepTaBaT B3aMMHOTO foOBepue U
B3aMMOMOMOLLTA MeXay naumeHtTuTe ¢ MI M nonesHata posa Ha MaUMEHTCKUMTE MpPeXu 3a
nogkpena.

r B'bl'lpeKI/l ye Ca H€O6XO,£I,I/1N\I/1 noseye MHOBaLUnUn B
nevyeHneTo, e 0CObeHO BaXKHO Aa ce NOCTUrHe B3anmHO

AgoBepune mexxay cneunannctnte U naunmeHTCKaTa
O6U.I,HOCT, 3ad [a ce NOMOTrHe Ha NauneHTuTe Aa 4ysCcTBaT

eéMOUMNOHaIHa U NCnUxoanornyecka nogKkpena. ‘

Cblwo Taka NauMeHTUTE C eKCnepTeH OMWUT MOCOoYBaT W pasaesieHue MeXxay rpaga u cenoto no
OTHOLLEHME Ha OO0CTbMa M KavyecTBOTO Ha rpuxute. Kato ce mma npeasus cblo v ye B EBpona
34paBHUTE CUCTEMU He Ca efiHaKBM — OPraHM3MpaHu ca Ha HaUWMOHAJIHO, PErMoOHaIHO N MeCTHO
HMBO — BEPOATHO HAMA A3 MoXe ga b6bae NOCTUrHAT 06WO0eBPOMNEMCKM MbT Ha FPUKK U
peopraHusauma Ha ycayrmute npm MrI.

4 Inspired by patients.
4 Driven by science. [Oata Ha usroteaHe: dpespyapu 2022 r.
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CbTPYAHMYECTBO C Lien u3rpaxkaaHe Mpes 3a gocran
Ha 06LLHOCT 32 MUACTEHUA rPaBUC A0 Mpesn 3a

noAKpena 1 rpuxu

OKypa)aBaHe Ha XopaTa nocpeAcTBOM
nawueHTCKn mpexku 8 Hugepnanaus

B'bl'lpeKVI 4Ye € MHOro Ba*XHO Aa ce npeanarat NnCMxXos10rmM4eckn ycayrm 3a Xxoparta,
KOUTO MMaAT HYyXKAa OT TAX, MHOIo nauyneHTn, HaCKopo ANarHoCTMunpaHu c MT,
MOXe Oa OTKPUAT, 4e noAKpenaTta OT NauMeEHTCKa rpyrna Ha MectHO HUBO U1N B
MHTEPHET MOXe, B AONb/IHEHNE KbM CbBETUTE HAa MEAULLIUHCKUTE CNELNANTNCTH,

Aa UM NOMOrHe Aa ce CnpaBAT CbC 3ab60/1ABaHeTO CM.

Hanpumep, ako HAaCKOPO AMArHOCTULIMPAH YOBEK 334aBa BbMNPOCK KaTo
»3a KaKBO 1€KApCTBO Aa NonuTam moa fiekap?“ nam , Kak ga ce cnpasa
CbC CBOUTE POAUTENCKU AN NPODECUOHANHM OTTOBOPHOCTU? ", MOXKe Aa
HaMepW NONE3HU M MPaAKTUUYECKM CbBETU B MpPeXKa OT NaLUeHTU CbC
CbLOTO 3abonsABaHe NpeaBua TEXHMA NPSAK onuT.”

voo” SPIERZIEKTEN
NEDERLAND

Johan Voerman
Spierziekten Nederland,
Hupepnangma

r.3 Inspired by patients.
A
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CbTPYAHMYECTBO C Lien u3rpaxkaaHe Npein a3 gocron
Ha 06LLHOCT 32 MMACTEHUA rPaBuUC A0 Mpesi 33

noaKpena n rpuxmn

pynu 3a nogKpena, opraHU3npaHu oT NaLUeHTU B
PymbHuA

»,HalwaTta acouunauma ocmrypsasa ropeLa JMHUA, KOATO YECTO Ce U3MN0/3Ba OT
X0pa, HaCKopOo AnarHoctuumpanm ¢ MrI. U3cnywsame ru, onuteame ce ga rv
pa3bepem u cnen ToBa UM Nnomarame Aa pasbepart KakBo ce Cny4yBa C TAX.
Cnep, TOBa MOXEM i@ T HACOYMM KbM APYrU PeCcypcu, BKAKOYUTENHO
HaluTe rpynu 3a nogkpena.

Hanpumep noaabpskame OCHOBHa rpyna 3a nogKkpena BbB Facebook ¢ 61130
1 000 uneHose. [ToBe4eTo OT TAX Ca MNALMEHTU, HO HAKOM OT TAX Ca TEXHU
6/IM3KU U MeANLMHCKM CreunanmncTi. Tesm 4ieHoBe Ha CeEMelcTBaTa u
JNIeKapu — NPeaMmMHO MIaZn HEBPOIO3UM U IeKapu OT A0O0NHMYHATa NOMOLL,
— Ce UHTepecyBaT OT BCUYKO, KOETO Ce Cy4yBa Cc xopaTa ¢ MT.

B rpynata BbB Facebook xopaTa cnogenat csoa onuT. Llenta Ha rpynaTa He e
[la 3aMeCTM poaATa Ha MeULMHCKUTE CNeLnannucTi uan Aa npenopbysa
nekapcTea. CTpemeXXbT HM MO-CKOPO € Aa ce pa3bupame un ga cnogensame
onuTta cu ¢ M, Taka Ye HOBOAMArHOCTULIMPAHUTE XOpa Aa He ce YyBCTBaT

N30/IMPAHN UK HepasbpaHu.

Mo Bpeme Ha NaHAeMUATA OpraHM3MpPaxme OHJalH rpynu, 3a Aa A4OCTUTHEM
00 Bb3MOXHO Hal-MHOTO NaUMeHTU U MOXKe Aa NPOAb/IXKUM TOBa B 6baelue.

- ASOCIATIA NATIONALA
N WIASTENA GRAVIS ROMAN

Adriana Harja,
PymbHCKa acoyuayus no muacmerus e2pasuc (RoMGA),
PymbHMA

r.3 Inspired by patients.
A
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CoT

PYyAHUYECTBO C uen uirpaxkgaHe

Ha 06LLHOCT 32 MUACTEHUA rPaBUC

rl.l
Q

Mpeyukn 3a gocTbn
A0 MpexH 3a
noaKpena n rpuxu

Cv3paBaHe Ha CUMHU MpPeEeXKUN 3a NogKpena U rpuxxun

[ncKkycunte No Bpeme Ha KpbriaTa maca A0Befoxa [0 3aK/IYEHMETO, Ye — nopagu PasandyHuA
KOHTEKCT UK cneumdunyHm 3a cTpaHata GakTopu — e TPYAHO Aa ce pa3paboTAT NPenopbKu, KOMTO
[a ca B Mb/IHA XapMOHMA CbC CNOKHUTE NOTPEBHOCTU, CBBP3aHM C rpukmuTe npu Ml 1 mpexuTe 3a
noaKkpena, nopaau KoeTo rpynata ce ¢oKycupa BbpPXy CTbMKW, KOMTO NecHo moraT aa 6baat
afanTUpPaHU KbM NONOKEHUETO Ha MECTHO HUBO:

v—
v —
v —

o Inspired oy p_atients.
4 Driven by science.

CbTpygHMUYECTBO 3a Cb3gaBaHe Ha 06LW,0eBpoONeiicko AUruTasHO
,NPOCTPaHCTBO” unn ,popym” 3a nauymeHtute ¢ MI, KouTo ce
HabnogaBaT OT MOAEPATOPU C eKCMepTeH OMUT, HO CbLLO Taka AasaT
Bb3MOXHOCT 3@ NO-MaJIKU ANCKYCUWN MO KOHKPETHU TEMMU.

PaspaboTrBaHe Ha pecypcu, KOMTO NO3BONABAT Cb3haBaHETO Ha
MECTHU, N06UTENCKM U/UNN MaNKK OBLLHOCTHU MPEXU — NpPaBeiiku
MM NEeCHO AOCTbMHWU Ha PA3/IMYHN e3MLUM B CbOTBETHUTE HALMOHANHU
WMNn eBponencku ninatdopmu.

Pa3paboTBaHe Ha HauYMHM, KOUTO A3 rapaHTUpPaT, Ye MeAULUHCKUTE
CneumanncT ca HacouMaM xopaTa, HaCKopo AmnarHoctuumpanu ¢ Mr,
KbM MaLMEHTCKUTE MPEXKM 32 NoAKpPeNna Bb3MOXKHO Hali-paHO B X043
Ha AMarHOCTULMPAHETO U JIeYeHMETO.

MpoabnkaBaHe Ha CNOAENAHETO Ha Hal-J06pU NPAKTUKU mexay
nauueHTCKuTe acoumnauum B EBpona M B cBeToBeH mawab c Len
Cb3AaBaHe Ha Hal-eheKTUBHUTE MPEXKM 3a NOAKPEeNna U OTKPUBaHE Ha
notpebHoctnte, Kouto TpAbBa [4Aa 6bAaT  yA0OBNETBOPEHM
NPUOPUTETHO.

[Hata Ha usrotssaHe: pespyapu 2022 r.
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CbTpyZHUYECTBO C Lien usrpaxkgaHe Mpeski 33 gocren

Ha OGLI.I,HOCT 3a MUACTEHUA rpaBuUc A0 Mpexu 3a
noAKpena n rpuxu

Cb34aBaHe Ha CU/IHU MPEXKM 33 NOAKPENA U TPUKMK
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CbTpyZHUYECTBO C Lien usrpaxkgaHe
Ha 06LHOCT 33 MUACTEHUA IPABUC

3aKn4yYeHue

To3n goknag e U3roTBeH nopaau
HeobxoaMmocTTa oT nogobpsasaHe
Ha onuTa Ha nayuneHTuTe ¢ M,
KOMTO Aa bbae B CbOTBETCTBUE C
HanpeabKa B HAy4YHUTE MNO3HAHUA U
NMOJIMTUKATA MO OTHOLUEHME Ha
peakuTe 6onectu.

3akniouenue

MHoOro e BaXXHO A2 3HaeM KaKBO
BCBHLHOCT NpeAcTaBaABa XUBOTLT ¢ M,
3a Aa nocTurHem no-6bvp3o
ANArHoCTMUMpPaHe, LeneHacovyeHo
JleyeHume 1 NoaobpeHO KayecTBo Ha
KMBOT Ha NauueHTmnTe ¢ MI
N TEXHUTE CEMENCTBA.

MHPopmaumaTa u NpenopbKUTe, BKAKOYEHU B HACTOALLMA A0KANAA, ce

OCHOBaBaT Ha Ta3n HeobxoAMMOCT OT No-A06p0 pa3bupaHe Ha onuTa

Ha nauyueHTute ¢ Mr, KaTo ce aKLeHTUpPa BbpPXYy TOBA KaKBO MOXe Aa
HanNpaBAT 3aMHTEpPeCcOBaHUTE CTPaHM 3a cnpaBsAHe c npobaemure.

r ToBa e camo Havyanoto. Heobxoammm ca HOBM
[l0Ka3aTeNCcTBa, HeNPeKbCHaTO CbTPYAHNYECTBO U
MOTBbP)KAEHWE OT MUHAYCTPUATA, 3a A3 Ce
npeanpuemar AeNCTBUA BbB BPb3Ka C I'IpeI'IOp'bKVITeJ

Inspired by patients.
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b 4 Driven by science.
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CbTpyZHUYECTBO C Lien usrpaxkgaHe
Ha 06LHOCT 33 MUACTEHUA rPaBUC

3aknoueHne

MpuoputetHn obnactm

3a nocTuraHe Ha peanHa NPOMAHA W YNeCHABAHE Ha NPeAOCTaBAHETO Ha [PUXKUTE, KOWUTO
3acnyxaBaT xopata ¢ MI, B TO3M AoKnag ca oAobpeHu cnegHUTe MNPUOPUTETHU AencTBuA,
CUHTE3MPALLM BCUYKMU NPEnopbKM, 33 KOUTO NPeAcTaBUTENNTE Ha Kpbr/iaTa maca ca NoCTUrHaau
cbrnacue:

rIJ
Q

dencreue

01

HdencTteme

02

dencreue
03

Hencreue

04

KoopauHupaHu HauMOHaHU U eBPONENCKU CTpaTernm no NOAUTUKKU
3a cnpaBAHE C KbCHOTO AMArHOCTULMPAHE U HeAOCTaTbYyHOTO
pa3no3HaBaHe Ha MI c ocobeH aKUEHT BbPXy Cb34aBaHETO Ha
edbeKTUBHU pedepeHTHM MpeXM BbB BCAKA AbpraBa W 3acU/IEHO
0by4yeHne Ha CbOTBETHUTE CNELUANNCTML.

Cb3gaBaHe Ha No-ePEKTUBHMU MHCTPYMEHTU 33 A[UArHOCTUYHO
KnacuuuympaHe 1 criomaraTesiHM MaTepuanu C LUen no-ecHo
pasno3HaBaHe Ha npoduna Ha PayKkTympalmnTe cumntomm Ha Ml ot
NleKapuTe cneumanncti u nekapurte ot gobosHUYHaTa NomoLy,.

MNopobpeHo cbbupaHe M ynotpeba Ha AAHHM 33 CUMMMNTOMMUTE M
ONUTa Ha NaUMeHTUTe (NaHHU OT peasiHaTa NPaKTUKa), U3N0A3BaHMU 3a
pa3paboTBaHETO Ha AMArHOCTUYHU WHCTPYMEHTWU, maTepuanu 3a
noAKpena Ha NaunueHTUTE U KIUHUYHWU NPOYyYBaHMUA.

Pecypcu 3a no-necHo HacouBaHe Ha BCEKM HOBOAMArHOCTULIMPAH
nauyMeHt ¢ Ml KbMm ycnyru 3a ncuxosoruMyecka nogkpena, ako e
HeobXxo4MMO, M KbM MPEXKa 3a NoAKpena Ha naumneHTUTe.

Pa3paboTBaHeTO Ha TO3M AOKAA CbLLO e BarKHa CTbMKa Hanpea — Toh obeamHABa
IMuaTa, 3alnTaBalLyM NpasaTa U UHTepecuTe Ha NauUeHTUTe, N eKCnepTu OT LANa
EBpona B oTNpaBAHETO Ha NPU3MB KbM B3eMaLLUTE peLleHMA OTHOCHO KOHTPOANA U
neyeHuneto Ha MI. Kato ce uma npeasua yYHUKANIHUA ONUT HA BCEKU YoBeK ¢ M,

HanpeAbKbT Ce OCHOBABA HA AA/IHOBUAHO CbTPYAHMYECTBO C NAUMEeHTCKUTe
obuHOCTK, KaTo Te3un rnacose TpsabBa Aa OCTaHAT B OCHOBATa Ha yCUAMATA 3a
3allMTa Ha NpaBaTa U UHTepecuTe Ha nauneHTuTe ¢ Mr.

o Inspired by patients.
4 Driven by science.
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CbTpyZHUYECTBO C Lien usrpaxkgaHe
Ha 06LHOCT 33 MUACTEHUA rPaBUC

3aknoueHne

ToBa e camo Ha4YanoTo
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