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Amnomoinon evBUVNG: AuTto To Taid Tou aoBevoUC MPOOoPICETAL WE YEVIKN EMOKAOTNGN TNE KAIVIKNAC Kal S1ayVWOTIKAG TToPEiag yia To ouvdpopo BHD ) Tnv ummoyia Tou. Agv TIPEMEL VA AVTIKABIOTA TNV OTOUIKI KAIVIKI Kal YEVETIKF) CUMPBOUAEUTIKH O e€EIOIKEVUEVO KEVTPO. AV OKOTTEVEL ETTIONG VA AVAPEPEL ONEC

TIG OUYKEKPIPEVEC TIPOKANTELC TNG TTOAUTTAOKNG KATAoTAONG TOU oLVOpOoU BHD. Ot €181ké KAVIKEG 0Onyieg, Ta SlayvwoTIKA KPITHPLA Kal N ovopatoloyia evoéxeTal va aANdEouv oUVTOMA Kal EMOUEVWE AVAPEPOVTAL OVO OTO CUYKEKPIUEVO Taidl Tou acBevouc.

ATOpHO OTO OMOi0 EVOEIKVUTAL YEVETIKOG
é\eyxog yia 1o cuvépopo BHD

To ocuvdpouo BHD mpénel va e€1dletal o€ AToua Tou
mapouctddouv pia ] TEPICCOTEPEC Amo TIC aKOAoUBEC
KATAOTAOCEIC:

MNpooBeBAnpévo ATOMO pE
AyvwoTn YEVETIKN
Kataotaocn

Atopo mou €xel SlayvwoTei pe pia
Kolvr ekériAwaon tou cuvdpod oL
BHD (kapkivog Twv veppwv,
(voBUAaKWUOTA, TIVELRIOOWPAKAC),

- mveupoBwpakag, Idlaitepa av gival
EMAVAAAUBAVOUEVOC 1] OIKOYEVIG

FeveTiKn GUUPBOUAEUTIKA

Ta dtopa mou MANPOUV KPITAPLA VIO YEVETIKO
é\eyxo xpeldlovtal AemtopePEic TANPOYOPIiEg
TIPLV KA PETA TOV EAEYXO OXETIKA LIE:

- TIC KAIVIKEC EKONAWOEIC KAl TN PUOIKI TTOPEia
Tou cuvdpopou BHD

- TNV TapakoholBNoN, TIC TPOPUAAEELS Kal TNV TWV VEPPWV.

TO oT10{0 OV €xel UTTOPBANBOEL akOuN
O€ YEVETIKO ENEYXO.
1 AUPOTEPOTTAELPOL

- moAamAd e€oykwuata oto déppa (voOulakwpata /
TPIXOSI0KWUATA) 0TO TTPOOWTIO KAl TOV AdId

Mn nipocBePAnpévo atopo

- TOMATAEG TIVEUOVIKEG KUOTEIG
- GYKOG 0TOUG VEQPOUG, €181KA av givat moAarmAoi kat/

O yeveTIKOg £Aeyxoc yia To cUvdpouo BHD ot évav

pakpoxpdvia mapakohoudnon
- Tn Bepameia CUYKEKPIUEVWY ETTITTAOKWV
- Tn 61ad1Kaoia TNG YEVETIKNG OUUBOUAEUTIKAG
- TIG EMIMTWOELG TWV OTTOTEAECUATWY TWV
YEVETIKWV €EETACEWV O ATOMIKO eMmimeSo Kal

Yla TO LEAN TNC OIKOYEVELNG

HE AYyVWOTN YEVETIKN €VNAIKA XWPIC CUUMTWUOTA UITOPEI Va gival
Kataotaon ONUAVTIKOC EAV:

ATOpO O€ OIKOYEVELD PE YWwoTO BHD
OUVOPOLO 1] OIKOYEVEIOKO IOTOPIKO

oupRaTo pe To cuvdpopo BHD. Tapamavw eKSNAWoEwWV

- uTtdpxel yvwoto cuvdpopo BHD otnv otkoyévela
- UTTAPXEL OIKOYEVELAKO I0TOPLKO E GUVOUAOUO TWV

- VOUIKEG, KOIVWVIKEC, A0QANIOTIKEG KAl
OIKOVOUIKEG TITUXEG TNG Sldyvwong

- ouvaleOnuaTikg umootnEIEN,

Agite emiong Tnv «Aokiur Katappdktn/Atadoxikdg EAeyxocy.

A1adoXIKOG YEVETIKOG EAEYXOG (EAEYXOG OUYYEVWV £§
aiparog)

O 81a80x1IKOC YEVETIKOG EAeYXOG gival n S1adIKAGIa TTAPOXNG YEVETIKAG
OUUBOUAEUTIKAG KAl YEVETIKOU EAEYXOU OE ENN TNG OLKOYEVELAG TTOU
Slatpéxouv Kivbuvo va kAnpovouricouv to ouvdpouo BHD. Me 3don to
OIKOYEVEIAKO I0TOPIKO, O KAIVIKOG YEVETIOTI G Ba amo@acicel yla ol UEAN
TNG OIKOYEVELAG €ival KATAANAOG 0 YEVETIKOG ENeYXOG. O KAIVIKOG YEVETIOTNG
Ba mapéyel kKaBodriynon OXETIKA LE TO TIWG TA MEAN AUTA UITOPOULV va
TIPOXWPHOOUV OF YEVETIKI CUUBOUAEUTIKY. O EAEYXOG AUTWV TWV
GUYYEVWV Kat N mapakoAovOnon pe KataAAnAa KAvika pétpa, 6mou
Xpewaletay, pmopei va cwoel {wég Kat va BeATiwoel TRy moiotnta {wng.
To cuvdpopo BHD KAnpovopEital UeE AUTOCWUIKO EMIKpATOUVTA TpoTO: Eva
dtopo pe cUvdpopo BHD éxel 50% mBavotnta va HETadWaEL TNV madnon
oto maidi Tou.

Ot aviikol, Katd kavéva, 6ev givat KatdAAnAol yia S1adoxIkd EAeyX0, KaBwG
To oUvSpopo BHD omnavia ekdnAwvetal otnv matdiki NAKia Kal n
mapakoAovBnon dev cuviotatal mptv anmd TNV NAKia Twv 20 etwv. O é\eyxog
avapAaietal péxpl To AToO Va €ival APKETA WPLLO WOTE va AABEL pia
EVNUEPWHEVN aOPACH LOVO TOU.

KOPKIVOU — O€ TIEPITTTWON OIKOYEVEIOKOU TIPOYPAUUATIONOU — 6TaV AAUBAVETAL armO@aAon Yid XEIPOUPYIKN EMEUBACH OTOUG VEQPOUC.

- TNV QVTILETWTTION TOU AyXoug TTou oxetietal pe kaBuotépnon otn Sidyvwon

ApXIKN EKTipnoN Kat
mapakoAovOnon

Mia emionun deppatoloyikr) aloAoynon Ba
npémel va e€eTaleTal Katd Tn oty TNG
Siayvwong.

‘Evag apXIKOg EAeYXOC TWV TIVEULOVWV LIE
a&ovikn Topoypagia uPpnAng avaiuong (HRCT)
UITOpEi va Yivel LETA TNV NAIKia Twv 20 ETwv.

H mapakoAouBnon yia KapKivo TwV VEQPWVY HIE
payvnTikn topoypagia (MRI) pe evdo@AéRio
oKlaypa@Iko, émou ival Suvatov (1
unepnxoypaenua eav n MRI dev givat EQIKTN),
Ba mpémel va Eekiva amo Tnv nAikia Twv 20
ETWV Kal va ouveyiletal €@’ 0pou (wri¢ KABe 1-
2 xpovia. Mo ouxvoc éNeyxoc Ba mpémel va
e€etaletal eQv evromioTei vEa HIKpr) aAoiwon,
WOTEe va eKTIUNOEi 0 puBUOC avamTuénc.

oupnepauBavopévng tng umootrpiEng amd
OpoTipoUG www.genturis.eu, patient-area.

Mpo@ulaeig

Ot aoBeveic Ba mpémel va
EVNUEPWVOVTAL YIO
mOavouc KivoUvoug Tou
oxetiCovtal pe
OUYKEKPIUEVEG EKDEDEIC
(m.x. mBavr cuoxétion Tou
TVEUHOOBWpPAKA pE
améTouEG aMayEG oTnV
ATMOO@ALPLKN TTiEON,
OTIWG KATA TNV Katdduon
I} TNV AEPOTTOPLKN
petakivnon).

Ot aoBeveic Ba mpémel va
yvwpiCouv ta
OUUTTTWHATA TOU
TVeEUHOBwpaKa: TGVOG
oto otnfo¢ kai duoTvola.

FeveTIKOG EAEYXOG KAl YVWOTOMOINON TWV AMOTEAECHUATWV
[eVIKEG TTANPOPOPIEG OXETIKA LIE TOV YEVETIKO ENeYXO €ival S1a0£01uEG oTOV OUVOETHO:
https://www.coe.int/en/web/bioethics/information-brochure-on-genetic-tests-for-health-purposes

O yeveTikog éNeyxog Ba mpémel Touldylotov va epihapavel To yovidio FLCN. To yovidio auto
mepAapBaveral ouvriBwe o€ eupUTEPA TIAVEN TTOU XPNOILOTIOOVVTAL VIO KANPOVOUIKOUG KAPKIVOUG

H yvwoTtomoinon Twv amoTeAeoUATWY TOU EAEYXOU TIPETTEL VA CUVOSEVETAL ATTO YEVETIKN

OUMPBOUAEUTIKN.

lNa tn dtayvwon tou cuvdpduou BHD, To dtopo mpémel va @épel pia maboydvo mapailayr oTo

yovidio FLCN. EvOAOKTIKG, €av €V eVTOTIIOTEL KATTOIA LETANNAEN HECW TOU YEVETIKOU EAEYXOU, N
Sidyvwon pmopei va BactoTtei og KAIVIKA Kpttripla (éva peifov kpttriplo 1 SUo dsutepevovta — deite

TIG 00NYIEQ).

Ta mo mpoéoeata SiayvwoTiKA Kpitripla yia To cuvdpopo BHD sivai diaBéoipa otnv 1otoceAida Tou

N\
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E§atopikeupévn Oepaneia

H e€atouikeupévn Beparmeia yia To cuvdpopo BHD oxetiCetal mavta pe Tnv
amo@acn PeTall XEPOUPYIKNG EMEUBAONG Kal OTEVC TTApakoAoUBnong
(surveillance).

H xelpoupylkn a@aipgeon Twv OyKwV Twv VEQPWV e€eTdleTal ouvnowc,
avaloya e To péyebog kat Tnv TomoBeaoia Touc. Mevikd, Ta OepameuTiKa
TIPWTOKOANA TIPETTEL VO AKOAOUBOUV TIC KOBIEPWUEVEG OYKOAOYIKEC TIPAKTIKEC.

H agaipeon twv dgppatikwy PAaABWV pe Kabiepwuéveg ueBddoug mpémel va
e€etdleTal, KATIL TTOU PMOpPE( va amaitei mapamourr) o depuatoldyo. H
agaipgon Twv BAaBwv givat okémipn 6tav o acBevrig aioBavetat ot
ennpeddletatl n molotnTa (wrig Tou, aAA TIPETTEL va EVNUEPWVETAL OTL ot BAABEC
€ival mOavo va EMaveUQAVIOTOUV.

Ot aoBeveic mpémel va kaBnouyxalovtat 6Tt to cuvSpopo BHD dev emnpeddel
TN A&lToupyia Twv MVEUPOVWY HoKpoTIPoBeoua. H TVEUHOVIKN AstToupyia
enMnpeAleTal LOVo TTPOoWPIVA KATA TN SIApKEla evOg 0&€o¢ emelcodiou
mveupoBwpaka.

Ymoothpi§n andé CUPIAXOVTEG KAl CUVAICONMATIKN UTTOOTHPIEN
Ot aoBeveic Kal 01 OIKOYEVEIEG TOUG UTopEi va avalnTrioouv umooThPIEN améd CUUTTACKOVTEG KAl CUVAIOONUATIKY) UTTOOTHPLEN EMAVEINNUUEVA, OE SIAPOPETIKEG XPOVIKEG OTIYMEG, Yia mTapddelyua: — Katd tn Sidyvwon véou

H umootrpién amd cupumAcKoVTEC Kal N cUVAICONUATIKY UTTOOTAPIEN UTOPEL VA agopd:

- TNV Moo TNPIEN KATA TN SIAPKELA TN AVTIKAPKIVIKIAG Bepareiag

ERN GENTURIS (www.genturis.eu, section BHD syndrome guideline).

OIKOYEVEIOKOG
TIPOYPAUHATIOHOG

To ocuvdpopo BHD eival pia
KAnpovouiki mdbnon. MNa opilopéva
dTopa, AUTO EXEL EMIMTWOELG OTOV
OLKOYEVEIAKO TIPOYPAMMOTIOUO.
‘Otav ival oxeTiko, Ba mpémel va
TIPOOPEPETAL TTAPATTIOUTTA Yia
avanapaywylkry CUUBOUAEUTIKN amd
VWPI¢ oTnNV mopéeia Tou acBevoug.

Avaloya HE TN XWpea, UmopEi va
UTTAPXOULV ETTIAOYEC Yia
TIPOYEVVNTIKO €AEYXO Kal
TIPOEUPUTEVTIKN YEVETIKN Sl1Ayvwon.
H olkovoulIkr urmooThpién yla
aAVATTAPAYWYIKEG ETMIAOYEC OTO
Onuoéalo cuoTNUA LyEiag KaBwGE Kat
TO VOUIKOG TTAaiclo Slagépouy amd
XWpPa o€ Xwpa.

- TN AjUN amépaong OXETIKA LIE TOV YEVETIKO ENEYXO

- TOV TPOTIO EVNUEPWONG TWV MEAWV TNE OIKOYEVELAC VI TOV YEVETIKO TOUC KivBuvo - TNV QVTILETWTIION TOU AyXOUG yia TNV Katdotaon maidiwv mou dev éxouv eheyxBeir To aioBnua evoxng av Ta maidid £Xouv emMnPEACTEI

- TNV QVTILETWTION TOU KIVOUVOU KAPKiVOU Kal AAWY KAIVIKWY EKONAWCEWV

- TNV QVTILETWTIION TNG EIKOVAG OWHATOG AOYw deppaTtikwy BAawv

- TNV QVTIUETWITION KOIVWVIKWV GUVETTEIWV OTIWG N UTTOBNKN 1} ol TIIBavo( TTEPIOPIOUOI O€ CUYKEKPIUEVA EMAYYEAUATA (T1.X. TIIAOTOG AEPOTTAAVOL) 1) SpacTtnEIOTNTEG avaPuxnig (.. katdduon)

Opyavwoelg acBevwv pmopeite va Bpeite otov cuvdeopo: https:/://www.genturis.eu/I=eng/patient-area/patient-associations.html
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XpnuatodotrOnke and tnv Evpwmndikn Evwon. Ot anmdyelg Kal yVweG TTou ekppAalovtal €ival amOKAEIOTIKA

EKEIVEG TOU/TWV OUYYPAPEQ/cuYYpa@éwy Kal Sev avtikatomTpifouv amapaitnTa Ti¢ andyelg TG Eupwmaikrig
‘Evwong i tng appodiag apxng xpnuatodotnong (Eupwmnaikn EkteAeoTtik Ynpeoia Yyeiag kat Wn@uakng ‘-..-‘
MoArtikric — HaDEA). Oute n Eupwmaikr Evwon oute n appddia apxn XpnHatodotnong @épouv eubuvn yla AuTEc.
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https://www.genturis.eu/l=eng/patient-area.html
https://www.genturis.eu/l=eng/guidelines-and-pathways/clinical-practice-guidelines/written-by-ern-genturis/bhd-syndrome-guideline.html
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