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EBPOIIEMCKA AKAIEMUSA

EBponeiicku emangapmu 6 gepmamoaozuunama
npakmuka 6 o6Aacmma na pegkume 6osecmu

Bnevamaenus om Llenmop no dyaosna enugepmoausa — QPpaiibype, lepmanus

W. MopganoBa, I1. FocnogunoB

Kaunuka no gepmamoaozusi u Beneposozus, YMBAA | I1-p [eopzu Cmpancku™ — MaeBen

European Standards in Dermatological Practice
in the Field of Rare Diseases

Impressions from the Center for Epidermolysis Bullosa — Freiburg, Germany

I. Yordanova, D. Gospodinov

Department of Dermatology and Venereology, UMHAT *“Dr. G. Stranski” — Pleven

Om 7 go 18 lonu 2010 2. g-p MB. MopganoBa om
Kaunukama no gepmamoaoceus u Benepoaoeus —
[MaeBen, Gewe Ha cneuuasusauus B Llenmupa no Gy-
A03Ha enugepmoausa, zpag (Dpaibype, lepmanus, no
nokana na g-p Cristina Has — pvkoBogumena na Aa-
Bopamopusima no MosekyAaspia gepmamoaozust Kem
Kaunukama no gepmamonozus 8 epag Qpaiibype, u
npod. Leena Bruckner-Tuderman — pwkoBogumena
na Kaunukama no gepmamonozus — (Dpaiibype.

Epidermolysis bullosa (EB) uenmup (Dpaiiypz
¢ obocoben kem Kaunukama no gepmamoaozus
kom ynuBepcumema Bo8 (Ppatibype npes 2006 e.
cwe 3anoBeg na Munuemspa Ha sgpaBeonazBanemo
ua (Degepaana Penybauka Tepmanus, EB uenmup
(Dpaibype e 2aaben koopgunauuonen u komynu-
kauuonen uenmsp na mpekama EB Netzwork, no
npozpamama ,Network for rare diseases™, cvagage-
Ha npes 2003 2. kom lepmanckomo degepasno mu-
HucmepemBo na obpasobanuemo u naykama. Ypes
masu npozpama ce (uHaHcupam pasAUMHU HAYUHU
npoekmu, c¢Bopsanu ¢ paspabomBane nHa guaznoc-
muyHu u mepaneBmuunu memogu 6 obaacmma nHa
pegkume Goaecmu. Llea na npozpamama e cbsga-
Bane na ycaoBus 3a npeuusha u naBpemenna gua-
enocmuka wa pegkume 6oaecmu, nogoGpsaBane Ha
mexHus MerugAkmbam, obocobsbanemo na nauu-
enmcku pezucmpu, akmuBusupane pabomama ¢
nauuesmckume opzanuzauuu. B EB uenmupa ce
coxpanaBa ochoBrama Gaza gannu 3a EB nauuen-
mume. [1o cpegama na 2010 2. B nezo ca guaznoc-
muuupadu 0dwo okoso 1000 nauuenmu ¢ pasauu-
1u $popmu Ha EB, om koumo 800 ca ¢ mexkku 2pa-
HUYHU U gucmpoduunu hpopmu Ha 3aboasBanemo.
Okoao 450 ca guaznocmuuupanume zepmancku
EB 6oanu. ITauuenmu ugbam owe om usaa EBpo-
na u Asus. [Nepeonasem na EB uenmsp (Dpaiidypz
BkalouBa wecem gywu, Beuuku va wamna gavk-

nHoem kvm Kaunukama no gepmamoaozus, om ko-
umo: | cekpemap-koopgunamop, koimo no meae-
don, dakc u umela ocvwecmbBata konmakmume
¢ nauuenmu ¢ EB, mexnume cemeticmBa, kakmo
u ackapu om lepmanus u EBpona, koumo uckam
ga nacouam EB Goanu kem uenmwpa; ocwuiecm-
Baba konmakma c ackapu gepmamoaosu u cneuu-
asucmu om gpyeu Meguuuncku cneuuasnocmu,
om koumo EB nauuenmume umam nykga (nequ-
ampu, zacmpoeHmMepoAO3U, NAACTUYHU XUpPyp3u u
gp.): 4 gepmamoso3u — gBama npodecopu — Prof,
Schumen u Prof. L. Bruckner-Tuderman, u gBama
opgusamopu; 1 couuasen pabomuuk — omezoBaps
33 couuasHama u npodecuonasnama opuenmauus
na EB doanume. Beuuku neobxogumu npouegypu
Bot Bpvska ¢ guazHocmuuupanemo u odopmsiHe
Ha gokymenmauusma na EB Boanume — cHemane
Ha AHAMHE3a, HA 0DW U gepMamoAOZUYEH Cmamyc,
domozpadupane, Haznauabane Ha AeueHue, npe-
Bep3Bane na Goanume, Baemane na kokuu Guoncuu,
Bzemane na kpob 3a JITHK — mymazenen anasus na
geuama u mexHume pogumeau B uenmupa ce uz-
BopwBam om ackapume. B uenmuopa nsima cneuua-
ausupanu EB cecmpu. B cayuail na nykga makuBa
ce HacouBam om gepMamoaozuuHama kaunuka,

Coeaacno pega 8 EB uenmupa, nauuenmume ¢ EB
nocmbnBam 3a | gen B gneBrnus cmauuonap kem
aMmByaamopusima Ha kaunukama, kamo 3a msax ca
npegBugenu omgeanu cmau om mesu 3a gpyzume
Hoanu, mouil kamo e neobxogumo nobeue Bpeme 3a
Beuuku manunyaauuu u npouegypu, cBupsanu ¢
msx, a U 3a ga He ce npumechaBam om BeHwHuA cu
Bug om gpyzume nauuenmu. B gueBrus cmauuo-
nap ce usBopwBam u gpyzu Manunyaauuu — Hanpu-
mep npeBpwsku, unmpaBenosnu BauBanusa. Llen-
mupom no EB Bv8 Ppatbype, kem Kaunukama no
gepmamoaozus, pabomu B mscha koaabopauus c
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