European Porphyria Network E p@

UHpopmayusma ce ocHosasa Ha Hali-0obpume HAAUYHU OGHHU U HA KOHCEeHCyca Ha
nodepynama om crneyuaaucmu no nopgupuu 8 Esponelickama mpexca no nopgupuu
(EPNET)., https://porphyria.eu Opu2uHanHaMa 6epcus HA KOHCEHCYycd € HAanucaHa om
depmamosnoza 0-p P. Kamyaamnona, u cb0bpia UHGopmayus u onum, npudobumu o epeme
Ha HelJHOMO KAUHUYHO HAy4YHO U3cnedsaHe, rnpu Koemo UHmMepearoupa u uscaedsa nogevye om
20 nayueHmu c BET1.

BpoaeHa eputponoeTuyHa nopdpupusa
(BEM)

Tasn uHobopmauma Mma 3a uen Ja BM MOMOrHe ga pasbeperte noseye 3a BpoAeHATa
epuTponoeTnyHa nopodupwus (BEM).

CbAbPXAHUE

1.KakBo npeacrtaBnaBa BpogeHaTa epUTPONOETUYHA nopdurpua?
2. Konko yecto ce cpewa BEN?

. KakBu ca xapaktepuctmkute Ha BEM?

. Kak ce yHacnegssa BEM?

Kak ce anarHoctuumpa BEM?

. Moxe nn BEN ga ce gnarHoctnumpa no Bpeme Ha bpemeHHOCT?
Mma nu neyenmne 3a BEM?

. KakBu gpyrmn metoam 3a neveHune Ha BEM ca HannyHu?

. lLle nma nn HoBO nevyeHue 3a BEN B 6baele?

10. MoraT 2n HAKOW neKapcTBa aa Baowat BEM?

11. KakBu gpyru npeanasHu Mepku Tpabsa Aa npeanpuemar naumeHtuTe ¢ BEM?
12. Kbae mora aa nonyya nosevye MHbopmauma 3a BEM?

©oO~NOOU AW

1 KakBo npeAacTasnfaBa BpoAeHaTa epUTPoONnoeTUYHa
nopdupua?

BpoaeHaTta eputponoeTtnyHa nopdupus (BEM), HapmnyaHa oule 6onect Ha MNoHTep No MMeTo
Ha NneKkapa, Kouto A onmucea npe3 1911 r., e HacneacTBeHo 3abonsBaHe W Hal-pPsAAKO
CPELWAHUAT OT OCHOBHUTE BMA0BE NOPPUPUMN.

Mpwn BEM akTMBHOCTTA Ha eH3UM, Hape4yeH yponopoupuHoreH lll cnHTasa (UROS), e MHoro
HMCKa. ToBa BOAM [0 NOBULUEHO NPON3BOALCTBO OT KOCTHUA MO3bK HA MOPPUPUHU, HApEUEHMU
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n3omepHu nopdupuHn TN |,. Tean nopdupmMHM ce HATpyneaT B OpraHM3ma, ocobeHo B
YyepBEHUTE KPBbBHU KETKM U Npean3BUKBAT npobnemuTe, cBbp3aHm ¢ BEM.

2. Konko yecro ce cpewa BEMN?

BEIN ce cpewa mskntouMTeNHO pAaKo. MNopaan ToBa, TOYHUAT BpPOMN Ha xopaTa, 3acerHatu ot
BEI, He e AceH. CmATa ce, Ye 0K0A10 1 Ha BCEKU 2 - 3 MMAMOHA Aywu e 3acerHat oT BEI. BEI
MOXe [a 3acAra e4HAKBO U MbXKe U XKEHU, KAaKTO N BCAKA eTHMYeCKa rpyna.

3. KakBM ca xapaKtepuctukute Ha BEM?

Bb3moxXHO e nuuata ¢ BEMN ga HAMAT BCUMYKM ONUCAHU TYK XapPaKTEPUCTUKU. PasnnyHute
MHAMBMAM MOraT 4@ UMaT pas3/inyHa TexecT Ha 3abonsaBaHeTo. O6UKHOBEHO 3ab601sBaHETO ce
NpoABABAa CKOPO C/les parKAaHeTO MAM B pPaHHA AETCKAa Bb3pacT, HO NMOHAKOra HayasaoTo Ha
3abonaBaHeTo ce 3ab6aBsA 40 IOHOLIECTBO UKW paHHa 3pAna Bb3pacT.

e YepBeHaTa ypuHa 06MKHOBEHO € NbPBUAT NPU3HAK, KOMTO ce 3abenAsBa NpPU HOBOPOAEHM
Aeua c BEl. ToBa ce aobnXM Ha ronAMOTO KOAMYECTBO NOPPUPUH, MPEMUHAN B YPUHaTA.
MHTEH3MBHOCTTA Ha YepBEHUA UBAT HA YPUHATa MOXKe A2 Bapupa oT AeH B AeH.

e KoxaTa e MHOro 4YyBCTBUTE/IHA KbM CBET/INHA, OCOOEHO KbM MpsKa CAbHYEBA CBET/IMHA
WX MHTEH3MBHA MU3KYCTBEHA CBET/IMHA, KaTO HanpMMep MHOro ApKaTa CBET/IMHA, KOATO
NMOHAKOra ce M3non3Ba 3a JieyeHne Ha 6ebeTa ¢ KbaTeHMua. ToBa NpPaBM KoXKaTa MHOTO
Kpexka M Bogu Ao obpasyBaHe Ha Mexypu uam A3Bu. Hai-yecto ce cayyBa Ha MecTa,
N3/1I0KEHW Ha CAbHLE, HaNnpumep ropHaTta CTpaHa Ha pbueTe, AULETO, YIUUTE U CKaana.
Mpn HapaHABaHe nam obpasyBaHe Ha MeXypu MO KoXKaTa MOXKe Aa OTHeme Mo-AbAro
Bpeme 3a Bb3CTaHOBfABaHe M Aa ce MHpeKTupa. MosTopHaTa/MoBTapAwWaTa ce NoABa Ha
MEXYPW, PaHW 1 A3BM MOTaT Zia NPUUYUHAT 6enesun no KoxkaTa 1 NAeLlmBmM NeTHa no ckaana.

e [lpu HAKOM XOpa MOXKe Aa Ce NoABU NOTbMHABaHe/TbMHW NETHA Ha KOXaTa, N3/10XKeHa Ha
CNbHLE.

e OyuTe CbLLO MoraT ga 6bAaT YyBCTBUTENHM KbM APKa CTbHYEBA UM U3KYCTBEHA CBET/INHA,
KOETO MOXe Aa AoBeae A0 A3BU U obpa3yBaHe Ha paHu no oynTte. C TeYEHUE Ha BPEMETO
HAKOM NaUNEeHTU rybaT MUIINTE CU, KOETO NPaBU OYUTE MM CKIOHHM KbM Bb3NaneHus ot
MaNIKM YaCTMUM NMpax 1 BlIaKHa.

o AHemMus (HUCBK xemMornobuH), Bapupalla MO TEXKeCT, e Apyra XapakTepucTuka Ha BEM.
AHemus ce pa3BMBa, Tbil KATO NOPPUPUHDBT YBPEKAA HAKON YEPBEHU KPBBHU KNETKMU,
KOWTO c/ied, TOBa Ce OTCTPaHABAT U YHULLOXAaBaT OT OpraH B KopemHaTa o61acT, HapeyeH
cneska. CMMNTOMUTE Ha AaHEMMSA BK/KOYBAT YyBCTBO HA yMOpa, 3a4yX cnel MUHUMAAHO
ycunume n bneaHoct/6nena Koxka. Hannumeto Ha aHemmMA ce NOTBbP}KAAaBa C KPbBEH TecT.

e (Cneskata mMoOKe NOCTENEHHO Aa Ce Yyronemu u Aa goseae 40 BAOLABaHE HA aHeEMMATA,
KaKTO M 40 HamanaBaHe 6poA Ha TpOMbBOUUTUTE (KPbBHUTE KNETKM, KOUTO MomaraT 3a
obpa3yBaHeTO Ha KPbBHM CbCUpeuM, 3a Aa Ce Cnpe KbPBEHETO) U Ha 6ennte KpbBHU
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KNETKU (KPbBHUTE KNETKM, KOUTO ce BOPAT C UHPEKUMUTE) B KPbBTa, KOETO NOBMLIABA
PUCKa OT KbpBeHe (Hanpumep NOBTaPALLO Ce KbPBEHE OT HOCa) U MHPEKUNN.

e 3bbuTe ce ouBeTaBaT OT NopdupuHa, NOPaaM KOETO M3rNexaaT yepBeHUMKaBOKadpsaBw,
0C06eHO MIeYHUTE 3bOMU.

e B Hakou cnyyam BEMN MoxKe Oa NPUYMHUM MU3TbHABAHE HA KOCTUTe (ocTeonoposa).
OcTeonopo3aTta MoOXKe [a A0oBefe A0 cyynBaHe Ha KocTu (ppaKTypa) cies MUHUMANIHO
HapaHsBaHe.

e Moe fa ce noABM NPEKOMEPHO OKOCMABAHE, 0COHBEHO MO AINLETO M ropHaTa YacT Ha
pbueTe.

4. KaK ce yHacnepgasa BEN?

HuckaTta akTnBHOCT Ha eH3uma UROS npwu BEM ce gbaxku Ha npomeHn (myTauunm) B reHa UROS,
KOMTO KogMpa TO3M eH3MM. Bcekn MHOMBMA MMa 2 KOnKuA OT BCEKU MeH, e4HO HacaeneHo oT
ManKa My 1 egHo oT H6awa my. 3a aa ce pa3sue BEM, yoBeK TpsbBa Aa NpuTerKaBa ABe Konus
OT MYTMPANMA reH, No e4HO HAcNeeHO OT BCEKM POAUTEN, KAKTO € MOKA3aHOo Ha cxemara. Tasu
dopma Ha yHacnegsaBaHe ce Hapuya '"aBTO30MHO-peuecuBHa" ("aBTo3omHO", 3awWoTO
CbOTBETHUAT TeH He ce Hamupa B MOJIOBUTE XPOMO3OMM). Bbnpeku uye poautenute Ha
nHamemaun ¢ BEM moraTt ga npeaadat MyTaHTHMA FeH HA e4HO OT AeuaTta cu, Te caMuTe He
CTpagaTt oT 6onecTTa, Tb KAaTO NPUTENKABAT CbLUO M e4ANH HOpMaJsieH reH. Mo nogobeH HavymH
HAKOM BpaTa NAK CECTPM HA 3aCerHaTo JNLE CbLo MoraT Aa HacneaaT eauH MyTaHTeH reH oT
eANHNA OT poauTeENnTe, HO Tbil KAaTo HacnenABaT M HOPMA/IEH FeH OT APYrUs PoauTen, Te He
cTpagaT ot BEM. /lMuata, KOUTO MMAT eguMH MyTaHTEH TeH M eAuH HOpManeH reH (Kato
poauTenuTe n 2 oT AeuaTta B Tasn cxema), ce HapuyaTt "Hocutenn" Ha 3abonsBaHeTo.
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M = Hopmanen UROS reH A= MytaHTeH UROS reH

Korato n malikata v baliata ca HOCUTENN, BCAKO OT TexHUTe (HepoaeHu) Aeua uma PUCK
1 kbm 4 aa ctpaga ot BEM n 1 kbm 2 aa 6bae Hocuten. PUCKBT AeTe Ha HocuTen aa uma BEN
€ W3K/IOUYMTENHO HWUCBK, Tbi KaTO € MHOro Masiko BEPOATHO MAapTHbOPBT MYy CblUO A3 e
HocuTen (reHHata myTauua, KosaTo npuumHABa BEM, ce cpeuwia mHoro pagako B obuiaTa
nonynauus), ocBeH ako He e B6/Jn3bK poaHuHa. Bcnuku geua Ha vosek ¢ BEM we 6baat
HOCUTENIN, HO € MHOIO MaJIko BEPOATHO Aa pa3suAT BEI.

5. Kak ce gnarHoctuuyupa BEM?

BEM moxe Aa ce noao3upa npu aeua (Mam pagko npy Bb3pacTHK), Npu KOUTO ce HabatoaasaT
OonncaHuTe NO-rope XapaKTepucTuku. [jarHosaTta ce NOTBbPXKAABA Ype3 usmepBaHe HMBATA
Ha nopdupuHMUTE B KPbBTA, ypuMHaTa M M3NpaKHeHWATa. Te3n npobu Tpabsa ga HbaaT

European Porphyria Network (EPNET) - IHghopmayUuoHHA UCMOBKaA Page 4 of 8



3alWMTEeHN OT CBET/IMHA 40 MOMEHTA Ha m3cnensBaHeTo. CblLLO Taka MOXe Ja ce B3eme U
KPpbBHa r|po6a 3a OTKPUBAHE HA TEHETUYHU MYyTauuUn.

6. Moxxe nu BEI aga ce gnarHocTtMumupa no Bpeme Ha
6pemeHHOCT?

MN3cnepsaHeTo 3a BEM npu 6pemeHHOCT He ce npeanara pyTMHHO. Bbnpeku ToBa BEM moxke
Aa 6bae AnarHoctTMuMpaHa no Bpeme Ha 6pemeHHOCT B CEMENCTBa, B KOUTO Beye Mma aete ¢
BEM. B Ta3n cuTyaums ce M3BbPLUBA TECT, HapeyeH "amHuoLeHTe3a", Ha okono 16-Ta cegmmua
OoT bpemeHHOCTTa. ANTEpHATUBHO Ce M3BbPLIBA APYr TECT, HapeyeH "B3emaHe Ha npobu oT
XOPUOHHUTE BbCU"(XOpHoHbMONcKs), okono 12-ata cegmuua oT BpemeHHOCTTa, 3a Aa ce
cbbepaT KPbBHU KIETKM OT NJaLleHTaTa, obpasysalla ce ot 6ebeto. Cies ToBa TE3M K/IETKMU Cce
npoBepABaT 32 MyTaumn Ha reHa UROS, npuunHasawm BET.

7. Uma nu neyeHue 3a BEN?

NMoHacToAweM eAMHCTBEHOTO HaJIMYHO NnedyeHune 3a BEl e TpaHcnnaHTaumMAa Ha KOCTEH MO3bK
(TKM). ToBa BKAOYBA TpaHCM/IaHTALUMA Ha 34pPaB KOCTEH MO3bK OT APYro auLe (AoHOP) Kbm
TO31 Ha nmueTo ¢ BEM (peunnueHT). Cnea ycnewHa TpaHCNAAHTaLUUA XapaKTEPUCTUKUTE Ha
BEI, kKaTo ¢pOTOUYBCTBUTE/IHOCT U aHEMMUS, LEe U34Ye3HaT. benesnte OT NpeauLLIHO yBpeXKAaHe
Ha Ko¥KaTa obaye ca NepMaHeHTHM.

3a ga 6bae ycnewHa TKM, KOCTHMAT MO3bK Ha AOoHOpa TpabBa aa cbBnaga Aobpe c To3M Ha
peumnueHTa. TKM e BMCOKOPUCKOBO fie4eHMe, NPU KOETO MbpBOHA4YaNHO € Heobxogmma
MOLLHA Tepanua 3a NOTUCKaHe HA MMYHHATa CMCTeMa Ha peunnneHTa, 3a ga ce NpefoTepaTm
oTxBbpaaHe. [lMoHacTtoawem TKM e 3anaseHa 3a TeXKO 3acerHatM auua, KoOUTo umaTt
noaxoaALw, 4OHOP Ha KOCTEH MO3bK.

8. KakBu apyru metoam 3a nevyeHue Ha BEI ca HaAnMYHKU?

JleueHveto Ha BEM wma 3a uen Aa npeaotspatv/e HacoYeHO KbM MpeBeHUMA Ha
0bpasyBaHETO Ha PaHW MO KOXKaTa U O4YUTE W NIeYEeHWE Ha FOPENOCOYEHUTE YC/IOKHEHMA.
Bb3MOXKHO e fa ca Heo6Xo4MMM HAKOM UM BCUYKM OT CNegHUTe MEepKU:

e Heobxoauma e 3awmTa Ha OTKpPUTATa KOXKa OT MpPAKA CAbHYEBa CBET/IMHA, 33 A3 Ce
npeaoTeBpaTAT o6pasyBaHeTO Ha Mexypu u paHu. Ctporata ¢poTosawmTta TpabeBa Aa
BK/IIOYBA PYTMHHO M3MON3BaHe Ha 06NEKN0, PbKaBMLM, LWIMPOKOMO/A Wanka, wan,
ABATU PbKaBU, BUCOKM KU U OBATU MAHTANIOHW.

KOoHBEHLMOHaNHNTE CABHUE3AWMTHU NPOAYKTU (KOUTO BAOKMpaAT ynTpaBmMoneToBaTta
CBET/NIMHA) He ca edeKkTMBHU npu BEM, npu KoaTo GOTOYYBCTBUTENHOCTTA € KbM
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BMAMMATA CBeT/MHa. HeobxogmMmu ca oTpasasawm/pedneKkTaHTHU CAbHLE3AWNTHU
npoAyKTU, GOpMyNnpaHK Taka, Ye Aa OTpa3nBaT BUAMMATA CBET/IMHA OT NOBBbPXHOCTTA
Ha KoxkaTta. [lpeanaraT ce TOHUPAHU OTPa3ABalUM CABHLE3AWMUTHM NPOAYKTU, KOUTO
MOraT ga ce CMecBaT, 3a 43 CbOTBETCTBAT Ha MHAMBMAYA/NHUA LUBAT Ha KOXKaTa Ha
naumeHTa. Mpumepwn 3a 0TpasABaLLM CABHLUE3ALWNTHN NPOAYKTU, KOUTO ce npeanarat
No NeKapCKo NpeanucaHne U B anTekuTe/oT XMMULLK, BKIKOYBAT:

- Ambre Solaire® lotion SPF 60 - RoC total Sunblock® lotion SPF 25
- Delph® lotion SPF25 - Sunsense® Ultra SPF 60

- Delph® lotion SPF 30 - Uvistat® cream SPF 22

- E45 Sun® lotion SPF25 - Ultrablock® cream SPF30

- E45 Sun® lotion SPF50

e Moe ga ca HeobxoaMMmM 3aBeCU UM LLOPU B iOMaA M HA paboTHOTO MACTO, 3a Aa ce
HaMaNn MHTEH3UTETLT Ha BMAMMATA CBETAMHA. B gonbiHEHWe MOXKe A3 ce NOoCTaBAT
Henpo3payHn ¢onna Ha nposopuuTe Ha Ccrpagute U/UAM NPeBO3HUTE CPeacTBa.
BakHO e ga ce noTBbpAM, Ye BCAKO GONMO 3a CTbK/A, KoeTo cTe n3bpanu 3a Bawmna
aBTOMOb6MA, e 3aKOHHO AO0MNYCTUMO CbOBpPa3HO 3aKOHMTE 33 ABUMKEHME BbB BalaTa
CTpaHa.

e Moe fa ce n3non3ea KoameTnyeH Kamybnax 3a NpuKpusBaHe Ha 6enes3n n paHu no
KoXaTta. (Hanp. bpuTaHcka acoumauma 3a Kamydnaxk Ha Koxkata www.skin-
camouflage.net)/ British Association of Skin Camouflage www.skin-camouflage.net)

e Ouute TpAabBa Aa ca 3aWMTEHM OT CTbHYEBA CBET/IMHA, KaTO Ce M3MO0A3BAT 3aTbMHEHMU

CbHYeBM oumnna. Moxe aa e HeobxoaMma cneumannsmpaHa nomoul, oT oGpTaaMonor.

e KorkaTa B 30HMTE, U3/1OXKEHM HA CBET/IMHA, TPAOBA Aa 6bAe 3alMTeHa OT IeKU TPaBMMy,
3a Aa ce NpeaoTBPaTAT AbAroTpanHW 6enesn. ToBa MOXe Aa Ce MOCTUrHe 4ypes
noAAbprKaHe Ha Aobpa xuAapaTauma Ha KoxKaTa M Ypes HOCeHEe Ha PbKaBULM.

e KoXHUTe A3BM TpsAbBa Aa ce NOAADBPMKAT YMCTKU, Aa Ce NPeBbP3BAT MO NOAXOAAL,
HaYMH, 3 BCUYKM MHOEKLMMN [a ce IeKyBaT C aHTMBMOTUYHU KpeMoBe UAKN TabneTKu, 3a
[la ce YCKOpW 3a34paBABaHETO.

e [loBTapAWMTE Cce paHM MO KoxKata, ocobeHO Ha NpPbCTUTE, MOraT Aa orpaHuyar
NOABUKHOCTTA Ha CTaBUTe. PeJOBHMU, IEKUN YNpaKHEHUsA 3a pble mMoraT Aa NoMorHat
3a 3abaBsAHe WM NPeaoTBPATABAHE HA TE€3M YCNOMKHEHUS.

e Moe ga e Heobxo4MMa KOHCYATaLMA C eproTepanesT 33 NaUMeHTH, NPU KOUTO ce e
pa3Buia orpaHMyeHa GpyHKLMA Ha pbLeTe NoPaay KOXKHU PaHM.

e Moe [a ce HANOXW MpenvBaHe Ha KPbB 33 /le4eHMe Ha aHemuATa. PefoBHOTO
npenvBaHe Ha KpbB 0baye MoXKe Aa AoBefe A0 HaTpynBaHe Ha Kennso. JleyeHneTo
NPYM HaTpynBaHe Ha Kens30 BKAYBA MPUEM Ha TabNETKU WU UHMKEKLMMU.
YronemaBaHeTo Ha [aNakKa MOXe A3 [AoBeje A0 B/OWABAHE Ha aHEMMATA, KOeTo
Hanara OTCTPaHABAHETO My Ypes onepauus.
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e AKO ce YyCTaHOBW WM3TbHABAaHE Ha KOCTUTE (Ype3 PEHTrEHOBM CHUMKU WU CKEHep Ha
KOCTUTE), MOKE Aa CE HAN0XKM /leyeHune ¢ TabneTku.

e [lobpaTta yCTHa XuUrMeHa e BaKHa 3a npegoTeBpaTABaHe Ha Kapuecu. B cayyait ve
OTBapAHETO Ha ycTaTa e orpaHMYeHOo NOPaAN KOXKHU paHKU B Tasn 0b6aacT, MoxKe aa ce
M3M0N3Ba MeKa AEeTCKa YeTKa 3a 3bbu UM eneKTpuyecka YeTka nopagu no-AecHoTo
MM M3MN0A3BaHe U TOBa, Ye Ca NO-WaaalimM Kbm BEHUUTE.

9. LLle uma nu B 6vaeLLe HOBM meToAM 3a iedeHue Ha BEM?

HannyHM ca HAKOM JOKNAAW, KOMTO NOKa3BaT, Ye IEKMAT HeZOCTUT HA XKeNs30 Npu NaumeHTH
¢ BEMN moxke fa Hamanu HMBaTa Ha NOpOUPUH U Aa Noaobpu GoTouyBCTBUMTENHOCTTA. TOBa €
MOCTUIrHATO Ype3 peryaapHO B3eMaHe Ha MaJiIKM KOJIMYeCTBa KPbB OT NaLMeHTH, 3a Aa ce
nonyum aedunumuT, 6e3 aa ce NPUYNHABA aHemMMA. BeposaTHO Tasm NpakTMKa MOXKe A3 CTaHe no-
LWMPOKO pa3npocTpaHeHa Cc Te4eHne Ha BpeMeTo.

B mMmomeHTa ce nposexaaT uscneaBaHumA 3a nedeHme Ha BEM upes reHHa TepanuA. Tosa
BK/OYBA KOPUTMPAHE Ha aHOMAINA B reHa Ha 3aCerHaToTo inue. PeaancTtnyHo e ga ce o4aksea
3HauYMTeNIeH HaNpeabK B Te3U U3C/Ie[BaHMA Npes C/1e[BalLloTo AeceTmneTme.

10. MoraT M HAKOM NeKapcTea ga saowart BEM?

BEM e eputponoeTtnyHa nopdupms, KOATO ce pas/iMyaBa OT OCTPUTE YEPHOAPOOHM
nopdupun, KOMTO MoraT Aa ce BAOLIAT OT HAKOW nekapcTea. BEM He ce BnowaBa oT HUTO
eAHO OT Te3u NeKapcTBa.

CnepoBaTte/iHO, OCBEH aKO JIMLETO HE € aNeprMyHo KbM AaZleH MeANKAMEHT NO HAKaKBa
Apyra npuynHa, xopata ¢ BEM HAMAT orpaHnyYeHns ga npuemat KakBuTo U aa 6uno
MeANKAMEHTM, KOUTO TAXHOTO 34PaBOC/NOBHO CbCTOAAHME U3MCKBA.

11. KakBu gpyru npegnasHu mepku Tpabsa aa
npeanpuemar nauueHturte ¢ BEM?

AKo yoBeK ¢ BE[ ce nognara Ha onepauus, BbTPEWHUTE My OpraHu we 6baaT U3N0XKEHU Ha
MHOrO APKU CBET/IMHW B OMNepauMoHHaTa 3ana. ToBa MOXe Aa fosefe A0 yBpeXxAaHe Ha
TbKaHWUTE HA BbTPELWHUTE OpraHn, NogobHO Ha 0bpa3yBaHETO HAa Mexypu MO KoXKaTa cnes
M3naraHe Ha ApKa CBETAMHA. XMpyprbT TpabBa Aa 6bae HAaACHO C TO3M PUCK, 33 Aa ceeae A0
MWHMMYM U3/1araHeTo Ha CBET/INHA, Hanpumep Ypes3 U3Nos3BaHe Ha cneumanHu CBeTINHHU
duntpwn.
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12. Kbae mora ga nony4ya nosedye nHpopmauyuma 3a BEIN?

Tbi KaTo BEIN e mHOro paako cpelwaHo 3abonsBaHe, NnoBe4yeTo 06LWONPAKTUKYBALLM IEKapH
HAMAT roaAmM ONUT C Hero. Bbnpekn ToBa AepmaToao3m N XeMaToN03uM Npernexkaat noBeyeTo
xopa ¢ BEMN 1 06MKHOBEHO ce 06pbLAT 33 CbBET KbM CNEeLMann3npaH LeHTbp No nopdupum,
KaKbBTO CbLLLECTBYBA B NOBEYETO EBPONENCKM CTPAHMU.

AKO mnmarte npuTeCHEHNA OTHOCHO BEPOATHOCTTA 3abonaBaHeTo Aa ce npegage Ha BawuTe
Aeua, MmoXe aa ce Haco4yunTe 3a MHd)OpMaLI'MH KbM reHeTUK nnaun cneunannsnpaH UeHTbLP No

nopdupun.

Bbnpeku ye nma peauua gpyru U3TOYHULM Ha MHPOPMaLMA, NOBEYETO OT KOMTO Ce HamupaT
B MHTEPHET, Te MOXe Aa He ca NOTBbPAEHU OT cneumnanmcTn no nopdupun. Noseyeto oT TAX
AaBaT nogpobHa MHPopmaums 3a BCUYKM dopmuM Ha nopdupus. CbabpKaHMETO Ha TO3U
yebcaiT ce ocHOBaBa Ha KOHCEHCYC, NOCTUTHAT OT NapTHbopuTe Ha EPNET.

MauMeHTCKUTE acoumaumm morat ga 6b4at 06BbP BapuMaHT 3a KOHTAKT U MHGOpMaLmA, paboTa
B Mpe’Ka 1 noakpena.

lpynn Ha NnauneHTn ¢ NnopdMpua B PasINYHN €BPONENCKU CTPaAHM ca M3BpoeHN Ha yebcanTa
Ha_EBponenckata mpexa 3a nopdupum M Ha yebcanta Ha [nobanHata Koanmuma 3a
3aCTbNHMYeCTBO 3a Nopodupma (GPAC).

Mpepa3srnegaHo: toHn 2021 r.

Bnarogapvm 3a HanpaseHua npesoA Ha Jlyuuns Lonosa, monekynsapeH buonor B
nabopatopua "Mopdpupun", YMBAN "Cs.UBaH Punckn", Codpusa .
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