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COBETWU3AMOJIECHO CMIPABYBAE

BHumarenHa rpuXa3sa paHuteun noGpa UCXpaHa ce CYLUTUHCKU 3a 3npaBjeTo Ha feteTo. AKO
NAUKOBUTE Ce 0CTaBaT, TME MOXKe a Ce 3roNemar WTo Ke npupusBunkKa nojaBa HanoroJjiema paHa
KOja Kece O0TBOpPU KOra nInkoBuTe Ke NyKHaT. PasrosapajTe C0 JOKTOPOT 3a HAYNHU Ha OTBOPabe N
ucueayBame Ha NIMKOBUTE NpeA Aa CTaHaT NpemMHory ronemu.ﬂoxropor MoOXe fila Bunpenopayau
npoussoau Kon Kern oApXyBaat obnacTute Koum ce 3a¢aTEHI/I CO NUKOBU BJllaXXHN 3a fa ro
YHanpepart 3apacHyBakbeTo U Aa NpeBeHnpaat I/IH¢eKI.|I/IVI. Kora ce TpUKTe 3a paHNTe Ha BalleTo
aerte BHVIMaBjaTe:

»  (eKoraLu MujTe IVl paLieTe Npej 1a rv JONPETE NNKOBUTE

»  Akopjenopo6neKa unurasa e 3aneneH He ro TprajTe Hae/IHalll, HaBNaXKHETe Fo U HEXHO U3BafieTe 0.

o AKoce Cniyun anma nMKOBI KOV MONpeYyBaaT UCXpaHa ToraLu:
*  /ImanocebHu anaj3HMpanm Lywn 3a 6e61tba a MoXKe 1a Ce KOPUCTI U LIMLLEHLIE KaKO Off KamKi 32 0UM.
*  3anocTapu AeLa, Y4CTa xpaHa co eKCTPpa TEYHOCT KaKo Kaluia Wi MIEKo 3a 1 € TOMeKa XpaHarta.
« [IpaBunHancxpaHa e BaXHa KaKko cyna 0/ 3eJIEHUYK UM COK M KaLlia 0 0BOLLIje.

[puxkara 3a 1eTe co XpoHnuHa bonect e cTpecHa. Moxe 1a e TeLlKo Aa 06e36e/11Te eMOLMOHATHA MOAAPLLKA 332
BALLETO J1eTe 1a MOXKe /1a Ce CNPaBM CO ApyruTe feua u nyrfe. 3a Hekou nyfe e 406po Aa ce cnofenypaat
UHGOPMALIY CO CIMUHM CEMEjCTBA BO CIMYHIA OKONHOCTY LLITO T0 0/1ECHYBA CTEPCOT U MPUTUCOKOT.

ENUAEPMONUCAC BYTOCA

(Epidermolysis bullosa (ep-ih-dur-MOL-uh-sis buhl-L0-sah)

Enupepmonucuc bynoca e rpyna Ha KoXHu
3abonyBara Kou ce 3abenexyBaat no nojaBa Ha
NANKOBY KaKo OAr0BOP Ha MUHUMANHA NoBpeaa,
TONNNUHA WA GPUKLIMja OF TPUEHE, ApacKatbe Uu
camonennuea nenta. Uma 4 rnaBHu TUNOBM HA
Enuaepmonucuc bynoca n mHory6pojHu noaTUnoBI U
HajuecTo ce HaCNeJHN.

[loBeKeTo TUMOBM NPBUYHO BANjaaT Ha 6ebutba 1
Manu fewa nako Hekou nyfe co bnaru Gopmu Ha
3a00/1yBatbeTO He Pa3BMBAAT 3HALW UM CUMITOMMI C&
[10 TUHEjLIepCTBO UNYN paHa 3penoct. CepnosnuTe
dopmu Ha 3a60nyBatbETO MOXKe a Npean3BNKaat
CePUO3HN KOMMIMKALLAN M MOXe [ia Ce daTasHu.




MPUYUHU 3A NOJABA HA ENUAEPMONTUCMC BYTOCA

0Ba3a00/yBatbe € HajuecTo HaCeAHo. MCTpaXyBauTe MMaaT UAEHTUOUKYBaHO NoBeKe 0 10 reHIn MHBONIBUPAHY BO GOPMUPaALLETO
Ha KoXara Koy ako ce edeKTBHI MOXe Aa NPpeAn3BUKaaT N0jaBa Ha oAepeAeH Tun Ha Enugepmonucuc bynoca. cto e MoxkHo aa ce
pa3Bie Kako pe3ynTar Ha ClyyajHa MyTaLija Ha reHoT 3a Bpeme Ha pOMUPaHbETO Ha jajLie KIeTKa viv ciepmato30iaHa Kenuja.

Kape v kora ke ce pa3ujat namkoBi 3aBucy of TUNoT Ha Enuaepmonucnc bynoca.
Konky yecmo cejagyea—munoeuHa Enudepmonucucbynoca

Vima yetpu rnaBHM TMNOBU:

*  [Inctpoduuna Enugepmonucuc bynoca

»  Enupepmonucuc bynoca cumnnexc

*  XemugecvmocomanHa Enugepmonucucbynoca
AbHopmanHa Enugepmonncucbynoca

[Qpyr penok Tin Ha Enugepmonucuc bynoca e aBToumyHo 3a6onyBsarbe. [la ce uaeHTUdMKyBa TOUHNOT TN e KoMAAMLMpaHo. [lypu v Bo
4rnaBHU TUNOBM Ma MHOTY noATvnosu. Enugepmonucnc bynoca moxe Aa Bapupa 04 MUHUMAAHW NAIMKOBY HA KOXaTa, 40 CMPTHA
dopma Koja BKAyuyBa U Apyri OpraHit Ha TesoTo.

CUMNTOMHU

CUMNTOMMTE 3aBNCAT OA TUNOT U MOXKe 1A BKNTyuyBaar:
+  [ybeweHakocata.
*  [InuKoBM OKoNy 0UUTE NHOCOT.
«  [InuKoBW oKony ycTaTa v rpnoto, NpeAn3BuKyBajKin Npobaemu npu Xpaxere uin NOTELUKOTUM NPU TONTatbe.
*  [InUKOBM Ha KoxaTa KaKo pe3ynTaT HaMUHVManHa NoBpeza Ui NpoMeHa Ha Temnepatypa
«  [InuKoBW Kou ce nojaByBaar yLuTe Npu pararbe.
3abHunpobnemu (pacunyBarbe Ha 3abute)
*  Panasnnay, Kawnuua v apyru npobnemu o suiLere
o (UTHN 6enm MCNaKHATUHI MK MO30NUMEbA
*  [ybetbe Ha HOKTUTE N feOPMUPatbE Ha HOKTUTE
*  BHaTpewwHu nnKoBY Ha rpno, er3ogaryc, ropeH ANLLEH NaT, CTOMaK, BHATPELUHM OPraHi 3a Bapetbe Ha XpaHaTa n
*  YPUHAPMHUOT TPAKT.
*  3apebenyBatbe Ha K0XaTa Ha NaHKUTe WK CTananarta
*  [lpekymepHonotetbe

KOrTAJATOBAPATEMOMOLL OJ1 AOKTOP?

Koncyntupajte ce co J0KTOp ako BaLLETO ieTe pa3Bue NNKOBI, 0C06EHO ako HeMa HeKoja 0peieHa MPUYIHA 33 UCTOTO. Bo Hekom
Clyyan, NNKOBMTE MOXe Ja Ce N0jaBaT Kora 6e6eTo Ke noyHe 1a 041 U Kora Ke ce BKNyuM BO APYrv GU3MUKN aKTUBHOCTY KOM MOXe Aa
npean3BuKaaT GpuKLMja. 3a[0MKUTENHO KOHCYNTUPAjTe Ce CO AOKTOP aKo eTeTo MMa npobnemu npu ronTatbe Wi auetse. AKo Beke e
noCTaBeHa AnjarHo3ara u ce pa3Biujat 3HaLM Ha MHQEKLYja 3a40MKITeNHO 0eTe Ha AOKTOP. TakBY 3HauK ce: LipBeHuno, 6onka, Tonnuxa,
THoj, Kopa Ha koxara, LipBeHa nuHuja nod Koxata Koja ce LiMpy of paHa, PaHa Koja He 3a34paByBa, Tpecka.

MauKoBUTE MOXE Aa BOAAT A0 MHeKLja u fedopmuTer. oKTOPOT Tpeba 1a Be COBETYBA KAKO fia Cé FPUKMTE COOBETHO 3a
MANKOBWTE M KaK0 [1a v NPpeBeHmpare.

TECTUPAIEU ANJATHO3A

[lokTopoT MOXe Aa ce cOMHeBa AieKa ce paboTi 3a Enugepmonuncnc bynoca nopaam n3rnefot Ha Koxata. TeCToBYU Ko MOXe Aa ja
MOTBPAAT AnjarHo3ara ce: [eHeTCKo TecTuparbe, broncuja Ha Koxkata, CnewyjanHi MUKPOCKOMCKY TECTOBM Ha NMPUMEPOLIM Ol KOXKaTa.

[Lipyrin TecToBU KoM MOXe Ja ce Hanpagar ce: TecT Ha KpBTa 3a aHemuja, KynyTpa 3a Aa ce npoBepi o4 6akTepucka MHheKLmja ako
paHuTe He 3apactyBaar 406po, [opHa eHLOCKONM]a ako MMa NPo6NIEMI COXPaHEHbE N TONTakbE.

TPETMAH

MomeHTanHo Hema nek 3a Enugepmonucuc bynoca. 3a cera TpeTMaHoT ce GoKycupa Ha aapecupatbe Ha CUMNTOMUTE, BKNTyuyBajKu
npeBeHUmja Ha 60J1Ka, UHOEKLMN 1 CEPUO3HO UeLatbe CO KOHTUHYPUAHO Nieyetbe Ha panuTe. MoTpebara oA TPETMaH 3aBUCK 0
Cepuo3HocTa Ha 3abonyBatbeTo. lpenopakuTe BKITyuyBaaT u36erHyBatbe Ha OLITETYBakbE Ha KOLLATa 1 MHOTY TONNa 0KONMHA. 3a a ce
npeseHnpa uHdeKuyja Tpeba Ja ce BOAM A06pa rpuka 3a KoaTa 0C06HO ako 0611aCTUTE CO MMKOBM HOPMUPAAT KOPa WK Ce OTBOPAT.
Moxe fia e noTpe6Ha Tepanuja co aHTUOMOTILM, 3aBOj M CIMUHO 32 LWTO TPEGa COBET 01 AOKTOP. 32 NOTELUKOTUY NIPU TOATatbE, MOXKE A €
notpe6o a ce KoPUCTAT OPaTHU CTEPOM/Y 3a KPATOK eI/} Ha BPEME UM Ope/IeHa Tepanija 3a ukekumja.

[lobpa fieHTanHa xurvieHa e BaxHa, U pefioBHa noceta Ha 3abap. Hajno6po e ia ce Hajpe 3a6ap Koj MMa UCKYCTBO CO BakBO 3a60nyBatbe.
Coo/iBeTHA MCXpaHa e MCTO BaXKHa. AKO MMa NoBpe/a Ha Koxka MoXe J1a ce NoTpebHY noBeKe Kanopuu 1 npoTeMHN 3a NOMOLL Npy
3aKkpenHyBatbe. Jlobpo e fa ce cOBETYBaTe CO HYTPULMOHUCTI. AKO UMaTe MANKOBU UAN KOMMINKALMW BO YCHATa MPa3HIHA UK
e30¢arycor, u3berHyBajte TBpAa XpaHa Kako 0peBu, NIELUHMLN, YNNC U CANYHO. JazierbeTo Ha MeKaxpaHa MoXe fa NpeBeHnpa
BIIOLLYBAkbE HA PaHuTe.

Pa6oTa co Gu3mkaneH TepanesT Moxe ia BU MOMOTHe Aa 0fpXKUTe J06Po ABIKeHE Ha 3rM060BNUTE U a MUHUMU3MpPATe PU3NK 33
KoHTpaKTypu. lToHeKoraLu uma notpe6a v o onepayym Kaxo: MpoLeaypi 3a 0TCTpaHyBakbe YUPOBY Ha KOXa, lunaTaliyja Ha ecoarycot
aKo e crecwer, Monpaeka Ha e opmuTeTI Ha paka, OTCTPaHYBabE Ha KeNM Ha paK IOKOMKY Ce N10jaBaT, [lpyru TpeTMaHy BKnyuyBaat
MPOTENHCKA Y FeHCKa Tepanyja v yLUTe ce MCTPaXyBaar.

MPOrHO3A-04EKYBAIA

lporHo3ata 3aBucy 0f cepro3HocTa Ha bonecta. Kaj bnarv dopmu MoxHo e nofobpyBatbe B0 Tek Ha XuBoToT. [1pu cepno3Hu dopmu
PaHWTe U NANKOBIUTE MOXKeE i NPpei3BMKaaT:

e [Jlehopmuteti npu KOHTPaKTypa (NpCTH, NaKTOBY, KONeHa)

o [loTewKoTN NpUXpaHerbe U roNTarbe

(nojyBatbe HanpcTiHa pavie M Hoe

OrpaHuyeHo ABIKEH-E NOPaSM paHi

o (ekyHaapHuUTe MHeKLN e BOOOUYAEHMN.

* MHory cepuo3Hu popmu MMaaT BICOKa CTanka Ha MOpTaNuTeT.

Komnnukawum kon moxe Aa HactaHat ce: Avemuja, (mpr, 3abonyBarbe Ha onuTe — BKydyBajku u cnenuno, MHdekwumja, BknyuyBajkin u
cenca, 3ary6a Ha dyHKLMja Ha paLe 1 Ho3e, MyckynHa guctpoduija, MepuopoHtanna 6onect, CepnosHa HemcxpaHeTocT nopasm
MOTELLKOTUM NPU XPaHekbe U TonTakbe, (KBAMO3EH pak Ha KoXaTta.

NMPEBEHLIUJA

[eHETCKO COBETYBAbE € NPENOPaYNMBO 32 POAUTENN KOU UMAAT CeMejHa nCTopuja Ha 6o KakBa Gopma Ha enuaepmonmcuc bynoca.
3aBpeme Ha GpemeHoCT, MoXe Aa ce HanpaBu TecT B0 8-10 Hefiena ofl GpemeHocTa.

3apace Cnpeyn oLITeTYBatb€ Ha KoXata I NNINKOBIU NPpenopavineo e HoCeHe Ha 3alTUTHA obneka oKony 0651aCTUTE KOM CE CKNOHN Ha
NoBpeAN KaKko NaKTI, KONeHa, 3rn0608BM, KONKOBMU. CI'IOpT Kajie lTO UMa KOHTAKT Co nyfe, TONKa Unu Apyru pekBu3nTn Tpe6a lace
MSGEFHyBa. MaumenTuTe cooBa 336011)186 b€ MOXe fa UMaaT n0Tpe6a oA Kanuuymu Butamun [13a CnpeyyBak€ Ha 0CTEONOPO03a.

Mpenopak 3a CnpeyyBakbe Ha NUKOBY 1 paHiA:

*  BupeTe HexHu KOH BaLLETO ieTe U OAPXKYBajTe Cpe/iHa TeMnepaTypa Bo JOMOT

o OppxyBajTe BNAXHOCT HaKoXaTa

0bnekyBajTe ro Bo MeKy MaTepujanit 1 pefJOBHO CeueTe Ml HOKTUTE Ha paLieTe 1 Ho3eTe

*  OrpaHuyeTe rn Gu3MUKMTE aKTUBHOCTY Ha €TETO

o [puwxnuBo 1 BHUMATENHO NPeBIBa]Te paHi1 1 n3berHyBajte rpy6u NOBPLUMHI 1 rpy6U MaTepujanm




