ApBpo Tvwung

Kévipo Epneipoyvwpoouvns yia Tis onavies vooous:
IxBudoels, KepatoSePUIes NAAAUWV-NEANATWY Kal
TIS OXETIKES KANPOVOUIKES deppatonadbeles
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Noaokopueio Appodtaiwv kat Aspuatikwy Noowv «Avopéacg Zuyypog»

— A center of expertise for the group of rare diseases:
Ichthyosis, keratodermas of the palms and soles and
related hereditary dermatopathies

Eftychia Zouridaki, Eirini Merikas, Vassiliki Vossynioti, Eleni Remountaki, Alexander Stratigos

“Andreas Sygros” Hospital of Venereal and Dermatological Diseases

Sto MEK 5940/B/25.10.2024 &nuootevutnke n urap. [.M.2x./owk.55139/21.10.2024, umoupytkn anodaocn He
tnv omnola avayvwpiotnke n A’ KAwikr) Abpodiclwv kat Asppatikwv Nocwv tou EKMA, ou e6pelel oto Noco-
Kopelo Adpodioiwy kat Asppatikwv Noowv «Avdpgag Zuyypog», wg Kévipo Eumelpoyvwpoolvng Tng opnadog
TWV OTIAVLIWY VOOWV (XOUACEWVY, KEPATOSEPULOG TIOAAUWV-TIEAUATWY KL TWV OXETIKWY KANPOVOULKWVY Seppa-
TomadeLwv.

Julnteital n dopn, n Aewtoupyla KoL 0 POAOG TOU KEVTPOU EUNELPOYVWHOOUVNG KaBwG Kat n onupacia tou
yla Toug acBevelc e omAvia VOCHUATA KL TO VOOOKOUELO.

NEZEIZ-KAEIAIA: ITTAVLIEG VOOOL, 1XBUaOoN, Kepatodepuieg mMaAApwV-TIEAPATWY, Kévtpa Epmelpoyvwpoolvng

2UyKpouar ouppepoviwy: Aev undpyet

The First Department of Dermatology-Venereology of the National and Kapodistrian University of Athens,
situated at the “Andreas Sygros” Hospital of Venereal and Dermatological Diseases, was established as a
center of expertise for the group of rare diseases ichthyosis, keratoderma of the palms and soles and related
hereditary dermatopathies by Ministerial Decision N0.55139/21.10.2024 published in the Government Gazette
5940/B/25.10.2024.

The structure, operation and role of the center of expertise are discussed, as well as its importance for
patients with rare diseases and for the hospital.

KEYWORDS: Rare diseases, ichthyosis, keratoderma of the palms and soles, center of expertise
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B A H
To latpeio Inaviwv Noowv opyavwBnke kat ekivnoe
T Aewtoupyla tou oto Noookopeio «Avépéag Zuy-
YPOG» to 2007, amod tnv Kabnyntpia A. Katoapou.
NETOUPYEL EKTOTE evIaypUeVo atnv A’ MovVemLoTNULOKN
KAwikn Agppatikwy kat Appodioiwv Noowv, EKMA.

310 Latpelo auTo, MOpPEXOVTAL SLAYVWOTLKEG Kol
OepameuTikéG UTINPEGieC oTOUC aoBevelc pe omavia
Sepuatoloyikd voonuoata. EmutAéov Sie€ayetal emt-
OTNMOVLKO €pyo.

H opdda twv Budoewv?, TwV KEPATOSEPULWY
TIOAQUWV — TEEARATWY3 KAl TwWV OXETIKWY KAnpovo-
Ukwv depuoatonabeiwyv adopd VOoHUATA TOU Ka-
AOmtouv éva gupl ddopa depuatonabelwv cuxva
OXeTWOUEVWVY UE TIPOOROAEG Kol GAAWY CUCTNUATWY,
mou xpnlouv e€elSIKEVEVNC TIPOOEYYLONG, CUXVA TIO-
AUETILOTNMOVLIKAG, amoO OUASEC €MAYYEAUATIWY UYEL-
0G oL omoieg SLBETOUV TIG ELOIKEG YVWOELG KOL TNV
EUMELPOYVWHOOUVN yLa TNV KATAAANAN Slaxeiplon Twv
aoBevwy aUTWV. H omaviotnTa Twv VOO LATWV AUTWV
amattel TNV evioxuon tng ouvepyaoiag Kal tTh SiKtuw-
on pe aAha Kévtpa Epmelpoyvwpoouvng o eBVLKO, EU-
PWIAKO 1 Kol SteBveg emimedo.

H avayvwptlon tg A’ KAwvikng Abpodiclwy kal Aep-
potikwv Noowv tou EKMA, oto Noookopegio Abpodt-
olwv kat Aeppatikwv Noowv «ANAPEAZ ZYITPOZ», wg
Kévtpo Epmelpoyvwpooivng (KE) yia thv opdda twv
npoavadepBévtwy aocBevelwv? Staodalilel oToug
aoBeveig tnv mapoxr oAokANpwHEVNG Kal uPNANG mot-
otntag dpovtida vyelag.

ZKOMO2

To KE e€aodalilel otoug aobeveic pe yBuaon, kepato-

Seppia MaAAUWY MEAUATWY KL TIG OXETIKEG KAnpOVOo-

ULKEG SepuaTonaBbeleC:

1. tv nmapoyn oAokAnpwpévng kot PNANRG moLoTNTOC
dpovtidag vyelag,

2. TNV LOOTIUN T(POCPOCN OE TIOAUETLOTNUOVLKEG OUA-
Se¢ emayyeALATIWY UYELag, oL omoleg SLaBETouy TIg
EL6IKEG YVWOELG KAL TNV EUTIELPOYVWUOCUVN yLa TV
KatdAAnAn Slaxeiplon toug,

3. Tnv evioyuon tng ouvepyaoiag kot g Siktdwaong
pe dAAa KE o€ eBvIKO, eupwmaiko f kal SLeBvEC emi-
nedo® kay,

4. tnv avamntuén ocuvepyaciog Pe Toug GUAAOYOUC TWV
aocBevwv.

210 KE Sie€ayetal eniong EMIOTNUOVIKO £py0: EKTAL-
SEUTIKO KaL EPEUVNTLKO.

AN
APOPO INOMHSE

AOMH KAIAEITOYPTIA .
To KE Aettoupyetl kabnuepiva, pe paviefou, 6to xwpo
Tou latpeiou Inmaviwv Noowv Kol xpnotuomolel tn o-
KN Tou Kal TNV opydvwon tou. OL acbeveig maparé-
provtol oto KE amo to eEWTeEPIKA LATPELA KAl TG KAL-
VIKEG TOU VOOOKOUELOU KaBwg Kal and cuvepyaloue-
VOUG LOTPOUC AAAWY VOOOKOUELWY, TIAVETILOTNULOKWY
N KpOTKwv. Asttoupyel kaBnuepva kot avalopBavet
aoBeveic OAwV TV NALKLWY, EVW Ta pavteBou KAsivo-
vtol TNAEDWVIKA.

H 13-peAng Baotkr MOAUETILOTNHUOVIKY opada Te-
pAapBavel eKTOC amod Tov uvtovioth AleuBuvtr) ou
eivat kat o Emotnpovika YrieuBuvog Kat TNV AvarAn-
pwtpla Emotnuovika YmelvBuvn, 5 Aspuatoldyoug-
Adpodiololdyoug, 1 Stopatoldyo, 1 BlomaboAdyo, 1
Aktwvodlayvwotn, 1 KAwikn AtattoAdyo- Alatpodolo-
V0, 1 voonAeutn Kot 1 EMLOKEMTPLO UYELQC YL VPO
TELOKNA UTIOOTNPLEN. H SlEUPUUEVN ETILOTNOVIKY OUA-
Sa meplhappavel 9 akoun pEAN LeTay Twv omolwv,
odpBaAuiatpo, veupoloyo, kapdlohdyo, maboloyoava-
TOUO, YEVETLOTH.

O Zuvrtoviotng AteuBuvtn¢ Kal Emotnpovika Ymeu-
Buvoc ouykalel kaBe 2 purveg cupBoUALO, I cUXVOTEPQL
edOOOV XPELOOTEL, UE OXETIKO EVNUEPWTIKO CNUELWHA
o€ OAa T HEAN. ITa cupPBoUALa TtapeUpioKoVTaAL KOl
OUMUETEXOUV UE oTolxeia/Sedopéva OAa T HEAN TNG
«Baowkng opdadac». Mia popd to Xxpovo cuvedplalel n
SLEUPUHEVN TIOAVETILOTNOVLKH opdda. H Bepoatoloyia
nepthapPavet: avertBU Nt CUPPBAVTO TTOU TIPOEKU-
Jav to mponyoupevo SLaotnua, SLopOWTIKEG Kal TIPo-
ANTITIKEG EVEPYELEC TTOU amodacioTNKAV KAl UAOTIOLA-
Bnkav n mpokeLtal va uAomotnBoulv, T AVAYKEG TOU
KE og mopoug, tnv emiteuén Twv oTOXWV TOLOTNTAG,
avaBewpnon Twv KatevBuvtnplwv odnylwy, véeg dla-
YVWOTLKEC €EETAOCELG TTOU SNUOCLEUTNKOV, QAVAOKOTINGN
(etnowa i pn) Twv dtadikaowwy mou akoAouBel to KE
KATL. TnpoUvTaL EVTUTIA KOl NAEKTPOVIKA TIPOKTLKA TWV
CUVAVTNOEWV.

KaBe Aepuotordyog Adpodioloddyog Tng Bactkng
opadag mapakolouBel cuykekpluévoug aoBeveig Kat
OV XPELACTEL MOPATIEUTIEL O GANO HUEAOG TNG TTOAUETTL-
OTNMOVLKNG OpAdaC. To LaTpKd LoToPKd Aaupavetal
KOl KOTaypApETAL NAEKTPOVIKA OE TUTIOTIOLNEVO EVTU-
no. O acBevrg unoypadel ta katdAAnAa €vtumna cu-
ValVeONG KAl CUUITANPWVEL EPWTNUATOAOYLO TtoU ado-
pa otnv notdtnta {wng (DLQI) og Tunomotnuévo £vtu-
1o. Katd tnv emiokePn kat petd tn AqPn Tou atopLkol
KOl OLKOYEVELAKOU LATPLKOU LOTOPLKOU, TTPOYUOTOTOL-
eltal kKAwikn e€€taon tou aocBevoug. Emiong yivetat
dwrtoypadnaon, dtayvwaon, kataypadn kat tafvouncn

EAAHNIKH ETMOEOPHYH AEPMATOAOTIAY. - AGPOAIZIOAOITAY



D KENTPO EMMEIPOTNQOMOZYNHX T'1A 2MANIEX NOZOYZ €

TWV VEWV TEPLOTATIKWY, EKTIUNON TWV mapoyoviwyv
KwdUvou kal otadlomoinon t¢ vooou. AmMooTéNAe-
ToL SLAYVWOTIKOG EAeyXoC OTOU Kplvetal amapaitnto
(O6TWC OMELKOVLOTLKOG KOl YEVETIKOG EAEYXOG KOl LOTO-
AOVLKEG Kol UIKpOBLOAOYIKEG e€eTAOELG). OAa Ta amote-
AEOUATA CUYKEVIPWVOVTAL OTOV NAEKTPOVIKO dAaKeAO
Tou acBevoUlg. Mapéxovtal ypamtws cupBouleuTtikeég/
Bepameutikég 0dnyieg otoug aoBeveig kol maparé-
UTIOVTOL 0TO KATAAANAO €EELOIKEUEVO KEVTPO 1 YLOTPO
OTaV AMOLTE(TAL € TIEPUTTWOELG COBAPWV ETULTTAOKWY
f 1N OVAUEVOUEVWV CUUBAVTWY eL80TOoLElTaL N TTOAU-
€TLOTNUOVIKA opada. O tatpog anodacilel, KoworoLel
Kal Stoxelpiletal Tig aAAAYEC OTNV KALVLKI TIPOKTLKN.
H kAwikn aélohoynon/emavaélohoynon twv acdevwv
vivetal etnoiwg f/katl cuyvotepa, avaloya e TV KAL-
VLKA €lkOVa Tou aoBsvoUg, aAld Kal Ta EpyaoTtnpLaka,/
QmelKovIoTKA SeSopéva.

H dpovtida vyelag eival aocBevokevTpikn. YAapxet
S1a0£01u0 UALKO TAnpodOPNONG, TTOU aVTATIOKPIVETAL
ota SLapopeTIKA LOPPWTLKA EMITIESO TIPOKELUEVOU VOl
BonOnoet toug aobeveig/sfeTaloevVoUC va KATavor-
oouv TIG SLadopeg MTUXEC TNC aoBévelag, Kabwg emi-
oNng Kot HeTadppacuévo VAKO (otnv ayyAlkn yAwooa)
yla Toug aAlodarmoug.

AlatiBevtal évtuma kavomoinong/mapandvwy oe
eudavég onpeio oto xwpo tou Latpeiou.

To KE ouppetéxel otnv ekmaibeuon og MPOMTUXL-
oKO Kal peTamtuxlako eninedo (oe 4eteilg Kol 5eteig
dountég g latpikng oxoAng tou EKMA kabwg kal oe
€L6IKEUOUEVOUC LOTPOUC TOU VOOOKOUELOU «AvEpEag
Juyypogy).

ErunpdoBeta mpaypotonolovvtol SnUOCLEVOELC,
OVOKOLWVWOELG, HLETEKTIOLOEUTIKA LaBnUaTA, EVNUEPW-
TIKQ OEULVAPLO, NUEPLSEC, Kal SlopyavwvovTal CUVE-
Spla pe Sebvn cuppetoxn.
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To KE elval avolktd oe cuvepyooieg pe aAAa KE,
CUUUETEXEL OE EVPWTIALKA Kal SLeEBVH EPEVVNTIKA TIpO-
YPAUUOTA, UTIOBAAAEL EPEUVNTIKEG TIPOTACELG KOLL OLEK-
Sikel xpnuatodotnoelg yia tnv dte€aywyn Toug.

Ma tnv dlatnpnon tng moldTNTAC KAl TNV CUVEXN
BeAtiwon Twv MAPEXOUEVWY UTINPECLWY EXEL CUYKPO-
™Bel opada avtoaflohdynong n omnoia Slevepyel ot
gtnola Baon ektipnon/aflohdynon twv evdoepyaotn-
PLOKWV EAEYXWV TIOLOTNTOG UE OKOTO TN SlaodaAlon
NG EYKUPOTNTAG KaL TN a€LOMLOTIAG TWV OIMOTEAECUA-
Twv, Mou cupBarouv otnv opbn Sldyvwon Twv mepL-
OTATIKWY. Ta AMOTEAECUATA TWV TIOLOTIKWV EAEYXWV
tnpouvtal yla 2 £€tn.

Jta KpLTApLa yla tnyv etota aflohdynon anodoong
NG opadag neplAapBavovTol Ta EPLOTATLKA TIoU £€e-
TaotnKav N oulnTABNKAV, OL CNUOVTLKEC ACUUPWVIEG
0€ KALWVLKQL EUPNAMOTA KOL TO ATOTEAECUATA KALVIKOU
eAéyxou. To KE tnpel apyeio pe tic ekBEoelg afLolo-

ynone.

SYMMEPASMATA
Ot aoBevelg pe YBUAOELS, KEPATOSEPUIEG TTAAAUWY -
TIEAUATWY KO TG OXETIKEC KANPOVOULKEG SepUATOMA-
Belec pumopouv mAgov péca and to KE va amolapupa-
vouVv UPNANG moLoTNTAC SLAYVWOTLKNA Kol BEPATEVTIKN
dpovtida, va €xouv MPOcPacn G MOAUETILOTNUOVIKES
ouadeg, pe e€eldikevon oto MPOPANUA TOUG, va evn-
UEPWVOVTOL Yla TLG VEEG Bepareieg KAl LATPLIKEG TIPO-
oeyyloelg mou adopolv TN VOOO TOUG, LOOTLUA KOL
umneVBuva. EmutAéov pmopoulv va cuvepyalovrtal, va
OUUUETEXOUV HEOW TwWV CUAAOYWV TOUG aAAQ Kol va
£XOUV AOYO yLO. TNV TIOLOTNTA TNG OPEXOUEVNS ppovTi-
8o amnd to KE.

Yroupykn andodaon .MN.2x./
01k.55139/21.10.2024 OEK
5940/B/25.10.2024

European Reference Networks (ERNs)
http://ec.europa.eu/health/ ern

2uyypaggag AMnAoypagiag

Eutuyia Zoupiddkn
ezouridaki2010@gmail.com
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