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PHKOBOACTBO 3A NMNAUUEHTA 3A...

O6cb)kpaHe Ha
[NbpBUUYEeH BunmnapeH
XonaHrunt ¢ Bawwua nekap

YKa3aHua 3a 06CbrkaaHe Ha NeYyeHneTo n
CUMMTOMUTE C MegnunHcKmna Bu exkumn.




BALLUETO PbKOBOAOCTBO 3A...
O6cbxkpaHe Ha INbX ¢ Bawwua nekap

[NaKeTbT OT rPMXKK 33 NAUMEHTU C MbpBUYEH BunuapeH xonaHrut (MNbBX) e
cb3paneH ot bpuTaHckaTta acounauma 3a nscnegsaHe Ha YepHUa opob
(BASL) 1 BpuTtaHcko apy»<ecTBo no ractpoeHteponorua (BSG).

KAKBO MNMPEAOCTABABA NMAKETbBT OT NPUXXK 3A NAUMEHTU C NBEX?
ToBa e cTaHAapTU3MpPaH 34paBeH NOAXO0A4, KOUTO Cce M3MNoN3Ba OT NeKapuTe B
HaunoHanHata 3gpaBHa cny»>k6a B AHrnma (NHS) v 1nma 3a uen ga ocurypm no-
006pn rpu>kun 3a NnauneHTuTe ¢ NbBX. Ton BKNOUYBA KOHTPOJIEH CAUCHK C BbMPOCH,
KOWTO Nnekapute TpabBa ga 06CcbXKAAT C NAaLUMEHTUTE NPU BCEKN Npernea.

3ALLO CE HYXXOAEM OT TOBA PbKOBOACTBO?

Tebpae MHOMO MaUMEHTU BCE OLLE MONYyYaBaT HEOMTMMA/IHM TPUXKM BbB BPb3Ka C
neyeHuneTo Ha MNBX 1 cNpaBsHETO CbC CUMATOMUTE UM. Bbnpekn Ye nakeTsT oT
rpu>kum 3a NBX nma 3a uen ga ce cnpasu ¢ To3u Npobnem, NaunmeHTUTe CbLyo UMaT
CBOATa PONS, KaTo B3eMaT akTUBHO y4YacT1e B PAa3roBOPUTE U PeLUEeHNaTa,
CBbP3aHM CbC 34paBeonasBaHeTo.

HaweTto pbKOBOACTBO 3a NaUMEHTM OTPa3aBa KIMHUYHNA KOHTPOJIEH CMIUCHK, 3a
[a MoXkeTe fla pa3bepeTe No-Ao6pe NpenopbYMUTENHUA HAauMH Ha nedveHue. To
BK/OYBA [ONBAHUTENHA MHOPMaLUms, KoaTo Aa Bu noMorHe fa otTroBopuTe Ha
BbNPOCUTE U Aa Ce NOAroTBUTE 3a Nperneaute. Moxe fa MckaTe Aa ro nsnonssare
B AMCKYCUUTE C MEOMUMHCKNA €KUM, 3@ Aa CTe CUrypeH(Ha), Ye BbnpocuTe ca
pasrnepaHn n Bcuukm Bawm NnpuTecHeHWA ca B3eTU No4 BHUMaHuMe.

KAKBO O3HAYABA TOBA 3A MEH?

[okaTo pasrnexkaate BbNPoOCUTE, € Ba)KHO Aa NOMHUTE, Ye BCeKMN NauneHT nma
pasnuueH onut ¢ NBX, nopaan KoeTo HAKOU OT BbNPOCUTE B TOBA PbKOBOACTBO
MOXKe Ja He ca nogxoasuwm 3a Bac.

AKO nocToaHHO oTroBapsaATe ¢ ,He" Ha BbNpocK 1 cMATaTe, Ye TOBa € Hello, Ha
KoeTo TpsAbBa aa ce 06bpHE BHUMaHWe, MONd, cnoaenete NPUTECHEHUATAa CU C
Bawwna meguumHckn ekmn. MNoMHeTe, ye Bue 1 BawumaT nekap cTe napTHbOpU B
nocTuraHeTo Ha Han-gobpaTa rpuKa 3a Bac, Taka Ye ce yyBcTBaliTe yBepeH(a) aa
3agaBaTe BbNPOCK U Aa Nnonckate o6saCHeHMe UK NOBTOPEHME Ha OTrOBOPUTE, ako
e Heobxoagnmo.

Hansasame ce, 4ye Npu BCMYKKM Nperneamn we ce cnassaT yKa3aHWATa Ha nakeTa oT
rpu>xu 3a nauneHTn ¢ MNBX, Ho NpM3HaBaMe, Ye ToBa HAMA Oa e Taka 3a BCUYKN. 3a
OOMb/IHUTENHA NMoaKpena U MHopMaLunsa 3a BCUYKO, ONMMCAHO B HAaCTOALLOTO
pbKOBOACTBO, MOXKe fa ce cBbp»KeTe ¢ PBC Foundation nnu nokanHata
naluneHTCKa opraHmsaums.



NEYEHUE HA NBX

Ba)kHa 4acT oT 3gpaBHUTe rpwkn 3a [1BX e ga nonyuymte nogxonauwoTo 3a
Bac neuyeHve B TOUHOTO BpeMe.

1. MNpeanucean nn Bu e Urso? Oa |:| He |:|

AKo cTe oTroBopunu ¢ ,He", obcbaete NneYyeHMeTo c1 C MeANLMHCKUA eKmn

Ypcoaesokcuxonesata KmucennHa (nssectHa kato Urso n UDCA) e npenopbynTenHoOTO NeKapcTBO
oT NbpBa NnHKA 3a NBX n Tpabsa aa ce npeanucea Ha BCUMYKM NaumeHTu ¢ MNBX, korato 6baat
ONArHOCTULMPAHW, KaTo IeYeHre 3a LS XKUBOT.

[okasaHo e, 4e Urso nomara 3a HamansasaHe Ha nporpecusaTa Ha NBX npu noseyeTo naumMeHTH, HO
He obnek4YaBa CMMNTOMUTE. 3@ NEYEHNETO HA CUMNTOMUTE, MONA, BUXKTE Bbnpoc 5.

2. NMonyuasaTte nu npasunHata 3a Bac posa Urso? Oa I:' He |:|

AkKo cTe oTroBopunu c ,He", obcbaeTe Nne4yeHMeTo Cn C MEANLNHCKUS eKumn.

[o3aTta Ha Urso ce onpepgens oT Ternoto Bu n e cneundmyHa 3a Bac. [JokasaHo e, ye
onTuManHaTa go3a ot 13-15 mg/kg/aeH e Hall-edpeKTMBHA 3a NOBEYETO NauMeHTU. AKO TernoTo
Bu ce npoMeHun, Moxke fia ce HanoXkn Aa NPOMEHUTE 1 fo3aTa CU.

Mons, nanonseanTe Kankynatopa 3a go3ata Ha Urso Ha PBC Foundation, 3a ga nposepute ganu
nosata Bu e npasunna.

3. Hy)xpaeTe nu ce oT neveHue oT BTOpa NNHUA? Oa |:| He |:|

Ako cTe oTroBopunu ¢ ,[1a“, oTroBopeTe Ha Bbnpoc 4

MoseyeTo naumnenTn c NBEX pearvpat gobpe Ha neveHneto ¢ Urso 1 He ce Hy»KaasT oT
LONBAHUTENHO NeYeHne. 3a Te3W, KOUTO: a) HAMAT »enaHua oTroBop KbM Urso cnep egHorogmwHo
nevyeHvie 1 6) OTroBapsaT Ha CNeLUMUUHN KPUTEPMU, MOXKE A3 Ca MOAXOAALLM 33 fleYeHne OT BTopa
NNMHUA, KaTo HanpuMep obeTnxonosa kKucennHa (OCA) n dmnbpatn (Hanp. 6esadmbpar).

4. JlekyBaH(a) nu cTe c nevyeHue oT BTOpa NNHUA? Oa |:| He |:|

AKo cMATaTe, Ye OTroBapATe Ha YC/IOBUATA 3a JIeYeHUe OT BTOpa SIMHUA U cTe
oTrosopunu ¢ ,He", Monsa, o6cbaeTe AOMbAHUTENHUTE NIeYEHUSA C MEAMLIMHCKUA eKUM.




CNPABAHE CbC CUMNTOMUTE HA NBX

TexxkectTa Ha cumnToMuTe Npu NBEX Mo)Ke Aa MMa orpoMHO PU3NYECKOo U

ncnxm4yeckKo B'b3,£l,el7|CTBl/1€ BbpPXY Ka4eCTBOTO Ha XXMBOT Ha NauneHTa.
Ba)kHo e pa cbobuiaBaTe Ha MEAMUMHCKUSA €KUM 33 BCUUYKM MPOMEHU MW HOBU CUMMTOMMW.
[NonesHo e oa npocneaaBaTe CUMNTOMUTE CU, 33 Ala MOXKETE Aa CNOAENNTE Bb3MOXKHO Hal-
MHOro nogpo6HocTu. Mo-gony ca n3bpoeHn peamua cCMMNToMK, cBbp3aHu ¢ NEBX, konTto
TpsabBa fa 6baaT 06cbaeHu ¢ Bawunsa nexap.

He npu BcMUKM NnaumeHTn ce HabnogaBaT e4Hn 1 CbLM CUMNTOMM, TaKa Ye HAKOMU OT TAX
MO)Ke [la He ce oTHacsaT 3a Bac.

5. O6cbkpanu nu cte cnegHuTe cumntTomun ¢ Bawuna nekap?

Copbex Henpunoxmmo (N/A) |:| Ha |:| He |:|

B MeguumHaTa cbpbe)xbT ce Hapuya NpypUTYC 1 3a HEro MMa peguua NedyeHus.

YmMmopa Henpunoxunmo (N/A) |:| Ha |:| He |:|

B'bl'lpeKVl Ye NoHacToALlEM HAMa NeKapcCTBa 3a yMopaTa, CblecTtByBaT HEMEeANUMHCKU
MHTEPBEHLINN. MeanumMHCKMAT eKnn MoXke aa HanpaBn CKPUHWHT 3a ApPpYrn aBTOUMYHHW NN
CBbP3aHN C Bb3pacCTTa CbCTOAHUA, Aa OUEHN NPUYNHUTENNTE, KaTO C'bp6€>K N CbH, KAKTO 1 Oa
npenopb4a NPOMEHN B HAaYNHA HaA XUBOT.

Mo3buyHa Mbrna Henpunoxxumo (N/A) |:| Ha |:| He |:|

B MomeHTa ce npoBexXaatT n3cnenBaHMa 3a cnpasBaHe C yMopaTa M MO3bYHaTa Mbrna. B'bl'lpeKM ve
HAMa neyveHne n pa36mpaHeTo 3a MO3b4HaTa Mbl1a € OrpaHN4YeHoO, Ba>XKHO € ia pa3KaXkeTe Ha
NneKaps C1 3a CTeneHTa Ha CUMNTOMUTE CU, 3a Oa MY AafeTe Nb/iHa NPpeacTtaBa 3a XXMBOTa CU C MNBX.

CyxoTa Henpunoxunmo (N/A) |:| Ha |:| He |:|

CuHppoMbT Ha CrKa 1 cHapoMbT Ha CborpeH ce cebp3Bat ¢ MNBX, KaTo NnpuYMHAaBaT cyxoTa B
04uTe, YCTaTa, a B HAKOW C/lyvan W BarnHanHa cyxoTa. Bbnpeku ue HAMa nedeHue, cblyecTByBaT
MeToAM 32 NOBNUSABAHE HA CUMMTOMUTE U B HAKOM C/lyYau MOXKe [a Ce HaNoXn HacouBaHe KbM
cneumanm3npaH exkun.

6. 4.0ueHAaBaHO NU e CbCTOAHMNETO HAa KOCTUTE Oa |:| He |:|
Bu npe3 nocnepgHute 5 roguun?

Ako cTe oTrosopunun c ~He, 06C'b,[],eTe nevyeHMeTo Ccn C MeaAMUMNHCKUA eKnn.

[aTa Ha nocnegHaTa HAaNPaBeHa BU OUEHKA: ..ot

Xoparta c NBX ca U3n0>KeHW Ha NOBULIEH PUCK OT OCTEOMEHMSA U OCTEOMNOPO3a, 3aTOBa KOCTHAaTa BU
NABTHOCT TPA6Ba Aa 6bae oueHeHa 1 B MHOMo cnydYan npu naumeHTute ¢ NBX ce npenopbyea
DEXA ckaHupaHe.




HABNIOOEHUE HA NBX

KntoyoB acnekT Ha »unBoTa ¢ NbX e HabntogeHMeTo Npes uenusa >KMBoT.

7. WNsBbpwsaHa nu e oueHka Ha NBX npes Oa |:| He |:|
nocnepHuTte 3 rognHn?

AkKo cTe oTroBopunu c ,He", yroBopeTte ckaHupaHe ¢ Bawuna MegnumMHCKM ekmn.

D,aTa Ha nocnegHaTa HanpaBeHa BU OLEHKA: et eeeens

OcBeH C pefoBHW KPbBHW M3CeABaHUA CbCTOSHUETO Ha YepHUa Apob ce oLeHsBa C yNTPas3BYK,
®ubpockaH nnum ELF Tect. ToBa ca HeMHBa3nBHU NpoUeaypu 1 edeKTUBEH HAaUYMH O3 Ce OLeHU
CbCTOAHMETO Ha YepHUA Apob 1 aanu nma brbposa.

BbMNPOCU 8-10 CA OT SBHAYEHUE CAMO AKO E YCTAHOBEHA
UMPO3A/HANPEAHANO YEPHOOPOEHO 3ABO/TABAHE.

8. Ako umaTe uuposa, npaseH nun Bu e yntpassykos [la |:| He |:|
npernep npes nocnegHuTe 6 Meceua?

AkKo cTe oTroBopunu c ,He", yroBopeTte ckaHnpaHe ¢ Bawuna MegnumMHCKM ekmn.

D,aTa Ha nocnegHaTa HanpaBeHa BU OLEHKA: e

Muoro X0pa, KOUTO NMaT UMpO3a, OCTaBaT 34paBu 6e3 YCNOXHEHNA UNN CTPAHUYHN ecbeKTl/I; TOBa
Ce Hapu14ya KOMNeHCHpaHa umnpos3a. Ba)kHo e obaye ga ce cnegu 3a NPOMEeHN NN YCNOXXHEHNA C
YNTPa3BYKOBO n3cnenBaHe Ha BCEKN 6 Meceua.

9. AKO uMaTe NopTanHa XMNepToOHUA, aKTyaneH Ha |:| He |:|
NN e CKPUHUHIBT Bn 3a Bapnun?

KoHcynTupaiite ce ¢ MEQUUMHCKMA CU €KUM U NpoBepeTe Aanu ckaHmpaHeto Bu e B
CPOK UMK CN yroBOpETE CKPUHUHT

,EI,aTa Ha nocnegHaTta HanpaBeHa BU OLLEHKA: e

[NopTanHaTa XMNepPTOHWA MO>KE fia MOBULLW PUCKA OT YCNIOXHEHWS, KaTo HanNpYMep Bapuum
(pa3swmnpeHn BeHn). 3a HabnogeHWe Ha CbcToAHMeTo By 1 onpepgensHe Ha Heob6xoaMMOCTTa OT
NleYeHve ce U3MNon3Ba eHA0CKONUS.

10. Pa3BuBanu nu crte ycnoXXHeHnsa, CBbp3aHu c Oa |:| He |:|
uuposarta?

LiMpo3aTa Moxke oa noBeae A0 YCNOXKHEHNA KaTo BapuuM, acuuT, YepHoapobHa eHuedanonatmns
(HE) nnn 3aryba Ha MycKynHa Maca — ToBa € M3BECTHO KaTo AlEKOMMEHCHPaHa LMpo3a.
[ekoMneHcrpaHaTa uMposa 1 BUCOKUAT 6unmpybuH (>50 pmol/L) noHaKkora MoraT ga 6baaT
MHAOVKaUUs Aa ce 06MUCAN TpaHCnNaHTauus.
ManbK NPOLEHT OT NALUEHTUTE MOXKE Aa CEe HY>KAASAT OT HAaCOYBaHE KbM CNeLManm3npaHo
YepHOAPOBHO OTAENEHME 33 OLEHKA HA Bb3MOXXHOCTTA 3a TpaHcnnaHTauus. MNoMHeTe, ye Bawuar
MeOMUMHCKM eKMn e TaM, 3a Aa By nogkpenu 1 oa oTroBopu Ha BCUYKM BbNPOCU, KOUTO MOXKE Aa
MMare Nno BpeMe Ha JIeYeHUEeTo.
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PBC Foundation e Han-ronsmaTta opraHmM3auma 3a nogkpena Ha naumeHTn c NBX B
cBeTa. HawaTa uen e oa oka*keM NosIoXKUTENHO Bb3OeNCTBME BbPXY KauyecTBOTO
Ha XXMBOT Ha BCEKM YoBeK, 3acerHaT oT [1BX. Ycnyrute H1 ce npenocTaBaT
6e3nn1aTHO Ha BCUYKN PErncTpmpaHn NoTpebuTenn Ha ycnyr 1 BKAYBaT HallaTa
NNHUSA 33 NoMoL, yebcaliT, cpeLy, KoOHpepeHUnn 1 Nyénnkauum.

www.pbcfoundation.org.uk

nuHua 3a nomouy: +44 (0)131 5566 811 O)EQ @PBCfoundation

,EI,aTa Ha nocnegHaTta HanpaBeHa BU OLEHKA: ettt sese s ssens

Benexkku:

BAXXHA MHOOPMALUSA:

HaweTo PbkoBoACTBO 3a rpuxkuM 3a naumneHTn ¢ MNBX e cb3pganeHo Kato 060 pbKOBOACTBO 3a MHOPMUpPaHe 1
noanomaraHe Ha nauuneHtute c MNBX. Ba)kHo e fia ce NOMHM, Ye HAKOM NauMeHTU MoraT 4a MMaT Pas3NNYHKU 34PaABHU
V3NCKBaHWA 1 B HAKOW KAMHWYHM CUTYaLMKN MOXKe @ Ce Npenopbya anTepHaTUBEH HAaUMH Ha NedeHue.

PBC FOUNDATION | DISCUSSING PBC WITH YOUR CLINICIAN | BULGARIAN | LAST UPDATED FEB 2025



