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Amomoinon evBvng: H mapouoa Siadpour) aoBevoug éxel WG OTOXO VA TTIPOCMEPEL LA YEVIKH EMMIOKOTTNGN TNG KAIVIKAG Kat S1ayvwoTiKA mopeiag yia tnv NF1 A tnv ummoia tng. Aev mPEMeL va avTIKOBIoTA TNV EATOUIKEVHEVN KAIVIKK) KOl YEVETIKF) CUUBOUAEUTIKY] OE KEVTPO EUTTEIPOYVWHOOUVNG. AEV AMOOKOTTE EMTIONG OTO VA KAAUPEL ONEG TIG
€101KEG TTPOKANTELG TTOL OXeTiCovTal pe TNV MOAUTTAOKN Katdotaon TG NF 1. EISIKEG KAIVIKEG KaTeuBLVTHpLeG 08NYIES, SlayvwoTIKA KpITHpla Kal opoloyia evoéxeTal va aANAEOLV 0€ CUVTOUO XPOVIKO SIACTNHA Kal, WG EK TOUTOU, Ava@EpovTal HOVo cuvonTikd og autr) Tn Stadpopr acBevoug. H dtadpoury aobevolc umopei va xpnoipomotndei wg
epyaleio kaBodrynong yla Tov KAWVIKO 1laTP0, WOTE va cU{NTAOEL UE TOV aoBevr TN AEMTOUEPT, TTPOOWTTIKK TOL TTopEia (EEATOUIKEVIEVN @pOoVTISa).

ZUUMTTWHATIKO
ATOMO ME
ayvwoTto
YEVETIKO
unioabpo
Atopo ou
mapovuoiddel onueia
) CUUTTTWHATA
(eEkSNAWOELC) TNG
NF1 al\a Sev éxel
umoBAnOei oe
YEVETIKO €AeyXo0, 1}
dtopo mou
TTOPATEUTIETAL Y1
€Neyxo emeldn €xel
Bloloyikn
OULYYEVELQ UE
KATOLOV TTOU EXEL
NF1 (n NF1 bev
Bewpeital umomTn
o€ UéENN TNG
OLKOYEVELAG XWPIG
Kavéva onueio Tng
vooou).

AcOevni¢ pe (kAivikn) NF1

H Siayvwon tng NF1 mpémel va yivetal
OUMPWVA PE TA EMIKAIPOTIOINUEVA
SlayvwoTIKA Kpttrpta Tou 2021. A@ou
1€0¢ei n diayvwon ¢ NF1, cuviotdtal o
aoBevn¢ va mapakolouBeital amd pia
SleMOTNUOVIKN opdda O€ KEVTPO
gumelpoyvwpoouvng yia tn NF1. To ERN
GENTURIS NF1 care pathway pmopei va
xpnotpomolnOei wote o acBevrig va
AapBavel KataAANAR, e€aTopIKELEVN
@povtida (www.genturis.eu, evotnta
thematic disease groups, NF1, care
pathway).

KAwikn €ikova tng NF1

S NUEIWVETAL OTI T MALSIA KATW TWV £&L
ETWV EVOEXETAL VA NV TTANPOUV OKOMN
Ta Slayvwotikd Kpitipta Tng NF1. Al
Yévvnon éwg tnv nAIKia Twv £€§1 pNVWV:
OUYVA TTapaATnEOVVTAL SEPUATIKEG
avwpahieg (knAideg café-au-lait). Mavw
amd TNV nAKia Twv £§1 eETWV: Ta
SlayvwoTIKA KpLTrpla ouvnBwg gival
eu@avn). Fovéag e Ama cupnTwUATA
umopei va Stayvwortei pe NF1 otnv
evAAIKN {wn), HeTd T Sidyvwon Tou
matdiov Tou. ANeC maBroelg Umopei
emiong va epavifovtal pe knAideg café-
au-lait kat mpémel va AapBdavovtal uméyn
otn dlaopikn didyvwon.

EkdnAwaoeig tng NF1

H Sietobutikdtnta tng NF1 gival oxedov
100%, TPAypa TTOU onuaivel 0TI oxeSoV
6ol ol eVAAIKEG TTOU PEPOULV TN
yoviSilakn mapaiAayr Tou TTPOKAAEL TN
vboo Ba eppavicouv onueia Tg
mdononc. Ot ekdnAwoelc tng NF1 pmopei
va Sla@épouv onuavtikd amd Atopo oe
dtopo, e€aptwvTtal amo T nAKia Kat
evoéxeTal va embelvivovTal P TNV
nédpodo tou xpovou. Eivat 5Uokolo va
mpoPAepBei méoo fimia ) cofapn Ba
givat n emidpaon tn¢ NF1 r mola latpikd
npofAnpata Ba avamtuxBouv pe TV
mdpodo Tou Xpovou, aKON Kat HETAEY
aoBevwv pe NF1 tn¢ idlag olkoyévelac. H
NF1 mpémel mavta va AapBdavetat umoyn
O€ ATOMO HE XAPAKTNPIOTIKA TTOU
QVTIOTOLXOUV OTA S1ayVWOTIKA KPITHPLa.

FeveTiK) CUMPBOUAEUTIKN KAl OAOKANpWHEVN
EVNUépwonN

AoV tebei n Siayvwon tng NF1 (i umdpyel ummoPia o maidid nAkiag
KATW TwV 6 €ETWV), 01 aoBeveic pmopolv va mapameu@OolV o€ KEVTPO
gumelpoyvwpoolvng yia TN NF1, woTe va AdBouv 1o avaAuTIKEG
MANPo@opiec. Oa evnuepwBoLV emiong yia Tov umeuBuvo 1aTPo mouv Ba
emPBAEMEL TN @povTida Toug Kal/n TN YpovTida Tou maidiov Toud.

O1 a0BevVeig Kal ol OIKOYEVEIEC TOUG XPELACOVTAl AVAAUTIKNA EVNUEPWON

- TIC KAIVIKEC EKONAWOELC KAl TN QUOIKN TTopeia TG NF1

- TNV MApakoAoUONON Kal TOV TAKTIKO EAEYXO

- TN S10YVWOTIKH Kl BEPATIEVTIKY TIPOGEYYION TTOU APopPd
OUYKEKPIEVEC EKONAWOELC TNG NF1

- Tn SladIKacia YEVETIKNC KAl avamapaywylkng CUUBOUAEUTIKAG Kal TIG
EMMTWOELG TOU YEVETIKOU EAEYXOU BAAOTIKNG OEIPAG Yla TOUG iSloug
Kal TouG BIONOYIKOUC GUYYEVEIC TOUG

- Ta MOavA amoTEAECHATA TOU YEVETIKOU EAEYXOU

- TOV OIKOYEVEIOKO TIPOYPAUUATIONO

- TIG VOUIKEG, KOIVWVIKEG, AO@ANOTIKEG KAl OIKOVOUIKEG TITUXEG TNG
Stdyvwoncg NF1

- TNV YUXOAOYIKI) UTTOOTHPIEN, CUUTIEPIANABAVOREVNG TNG UTTOCTHPIENG
amnd aoBeveig (peer support).

FeveTikog éAeyXoG BAACTIKNG OEIPAG Kat/f EAEYXOG OYKOU Kat
YVWOTOMOINGCN TWV AMOTEAECUATWV testing) — é\eyxo¢ BroAoyikwv
leVIKEG TTANPOPOPIEG OXETIKA UE TOV YEVETIKO ENEYXO BAACTIKNG OEIPAG: OUYYEVWV HE CUUTTWHaTA/
www.coe.int/en/web/bioethics/information-brochure-on-genetic-tests-for-health-purposes onueia

O yeveTIKOG éNeyX0oG BAAOTIKAC OEIPAC XPNOIUEVEL yIa:

- v emPePaiwon tng Sidyvwong kat Tn Sidkpion amd AAeG TAOroElg

- TNV EVNUEPWON AANWY HEAWV TNG OIKOYEVELDG

- TN AYn amo@ACEWV OXETIKA L€ TN YEVETIKI KAl AVATTAPAYWYIKT] CUPBOUAEUTIKN Kal TIG
SlaBéo1peg avamapaywylkég EMAOYEG

O yeveTIKOG ENeyX0oG BAAOTIKIAC Oglpdc pémel TOUAAXIOTOV va mepAapBdavel Ta yovidia NFT

Kal SPRED1.'OTav Ta AmOTEAECHATA EiVAL APVNTIKA, CUVIOTATAL YEVETIKOG ENEYXOG TIOAMATTAWV
10TWV | deiypatog dykou.

O YeVETIKOG ENeyXOG BAACTIKAG OEIPAG KAL N CUCKETION YOVOTUTIOU - PALVOTUTIOU OTIG
TIEPIOCOTEPEG TMEPIMTWOELG OEV UMTOPOUV va TTPoAEWOUV TN 0OBAPOTNTA ) CUYKEKPIUEVES
EMIMAOKEG O€ pepovwpéva Teplotatikd NF 1. Mwoadikég pop@pég tng NF 1 evdéxetal va amaitolv
€EATOUIKEVUEVN TIPOTEYYLON.

O yeveTIKOG ENeyxog Tpémel va e€eTdleTal yia KABe dtopo mou epgavilel onpeia NF1 aAAd dev
TANPEoi Ta SlayvwoTIKA KpItipla, laitepa yia matdid nAKiag KATw Twv 6 ETWV.

H yvwotomoinon Twv amoTeAeOUATWY TIPETTEL VA YIVETAL ATTOKAEIOTIKA OTO TTAQICLO YEVETIKAG
OUMPBOUAEVTIKAG.

InpavTiko: Eva apvntikéd amotéheopa DNA Sev amokAeiel tn NF1. H Sidyvwon tng NF1 mpémel
va yivetal cUP@Wva PE Ta emKalpomolnuéva SlayvwoTikd Kpitripla Tou 2021.

Awadoxikog éNeyxog (cascade

O dadoxikdc éNeyxoc eival n Stadikaoia
KATA TNV o1oia mpay atomolEital
YEVETIKN OUMBOUAEUTIKN KAl YEVETIKOG
€Neyxo¢ BAAOTIKNG OEIPAC OE BLOAOYIKOUG
ouyyeveic mou Slatpéxouv Kivbuvo va
€xouv kKAnpovounoet tn NF1. Ot anéyovol
mpwtou Babuov éxouv 50% mbavoTnTa
va éxouv NF1. H Sieiobutikotnta tng NF1
gival oxed6v 100%, Tou onuaivel OTt
oxe&OV OMoL 01 EVAANIKEC TTOU PEPOUV TN
yoviSiakr mapaAAayn Tou TTPOKAAE( TN
véoo Ba epgpavioovv onpeia tng mabnong.
O1 maBoyoveg yoviSIokES TapalNayEg
MITOpPEL va PNV €xouv KAnpovounOei ano
€vav yovéa, aA\d va €xouv epgavioTei de
NOVO OTO YEVETIKO UNIKO €VOG 000EVOUG
pe kKAtviki) NF1. H NF1 dev Bewpeitat
UTTOTTTN O€ PENN TG OLKOYEVELAC TTOU eV
ep@avifouv kavéva onpeio TG vooou.

Feviki mapakoAouOnon yia moavég emmAokég Kat eKdnAwoeig tng NF1

H NF1 au€avel Tov kivduvo gpupaviong Oykwv, umopei va Tpokaléoel ekONAWaoelg oe AANa Opyava (1.X. 00Td, KapSlayyEIOKO cUGTNUA) KAl UTTOPEL va EMNPEATEL TIG YVWOTIKEG IKAVOTNTEG KAl TN
KOWVWVIKI AEITOUPYIKOTNTA. [a ToV AGYO auTo, UTTAPXOULV EISIKA TTPOYPAUUATA TTAPAKOAOUONONG (TAKTIKOG EAeyX0C) yia dtopa pe NF1. Ta mpoypdupata autd evoExeTal va SIa@EéPouV HETAE
Xwpwv. O acBeveic Ba mpémel va {ntovv evnuépwaon amod Tov Bepdmovta 1aTpd TOUG A Va EMKOVWVOUV UE KEVTPO EUTIEIPOYVWHOCUVNG OXETIKA LE TIG CUCTACELG TTOU IGXUOUV OTh XWPEA TOUG.
O1 TpE€XOUOEG EVPWTTAIKEG CUOTATELG YIa TNV TTAPAKOAOVONON (TL TIPEMEL Va YiveTal, amd ToLov, P TIola ouxvoTnTa Kal moTe amaiteitat mapamounry) Bpiokovtat oto ERN GENTURIS NF1 care
pathway. Autéc mepi\apBdavouv:

- 'EAeyxo/avayvwplon oykwv o atopa pe NFT (ERN GENTURIS NF1 pocket guide: www.genturis.eu - “Guidelines and pathways”).

- NMapakohoUBNoN pn veomaopaTiKWV ekdnAwoewv (ERN GENTURIS NF1 care pathway: www.genturis.eu - “Guidelines and pathways”).

- MapakoAovBNGN YUXOAOYIKGV KAl KOIVWVIKO - GUVAIOBNUATIK®Y eKSNAGCEWY othv NF1.

MapakoAoUOnon kai Oepancia ava ekdAwon kat ava nAikia (counselling)

H mapakoAouBnon mpémel va mpaypatomoleital amo €101KO, O CUVEPYAOTIA e KEVTPO EUMEIPOYVWHOOUVNG yia tn NF 1. H mapakoAouBnon mou a@opd CUYKEKPIUEVEG EKONAWOELG TTPEMEL va gival
e€aTopIkeupévn, avaloya Pe TIG 181aiTEPEG CUVONKEG Kal avAayKeg Tou KaBe aaBevolc. Ol TpEXOUOEG EVPWTIAIKEG CUOTATELG OXETIKA UE TNV TTAPAKOAOUONON (Tt TPETEL va yiveTal, amod ToLoV, JE
TTola oLXVOTNTA KAl TTOTE amatteital mapamopnn) Bpiokovtat oto ERN GENTURIS NF1 care pathway (www.genturis.eu - “Guidelines and pathways”).

Agv xpelafovtal OAa ta cuumtwpata 01K Ogparneia- oplopéves aANayEG UMopEi va amaitovv povo otevr mapakolouonon.

YuxoKoIvwVIKN UToo T P& yia acOEVEiG Kal OIKOYEVELEG

O1 a0BevVeig Kal ol OIKOYEVEIEG TOUG XPELAlOVTal PUXOEKTTAIBEVON WOTE VO KATAVONOOUV Kal Va SlaxelploTouy T Sidyvwon, kKabwg kat Ti¢ Stabéotueg BepameuTtikég emAoyEg. H Yuyoekmaidevon
TIPETTEL VA TIPOOPEPETAL TIPOANTITIKA, KAl 0 YUXOAOYOG amoTtelel Bacikd péNOG TNG SlEmMOTNUOVIKNG opddag. Ot aoBevei Kal ol OIKOYEVELEG TOUG eVOEXETAL va avalnTrHoouV UTTooThPIEn
EMAVEINNUUEVQ, OE SIOPOPETIKEG XPOVIKEG OTIYHEG, Yia TApddelypa: Katd Tn S1dyvwan VEOU KapKiVou, KATd TOV OLKOYEVELOKO TTPOYPAUMATIONO, KATA TN AjUNn amo@doswy yia Bgparmeia.

FeveTIKN CUHPBOUAEUTIKI OXETIKA LE TOV OIKOYEVEIAKO TPOYPAHHUATIGHO
Y& avamapaywytkn nAkia, ot acBeveic mpémel va AapBavouv yeveTIKr) CUMBOUAEUTIKH YIO EVNUEPWON OXETIKA LIE TOV OIKOYEVELOKO TTPOYPAUUATIOUO KAl TIG SI0BECIUEG AVATTAPAYWYIKES
eMAOYEG. O TPOYEVVNTIKOG EAEYXOG KAl N TIPOEUPUTEUTIKY YEVETIKH Sldyvwan pmopouv va culntnBolv, wotdao UTIdpXouV S1aPopEG HETAED XWPWV AOYW VOUIKWY Kal NOIKWV TTAALGIWV.

L e d Ynootipién petaéd acOev®V Kat GUMHETOXH 0TV Kolvwvia
7)) 2 Ymootipién Katd tnv ekmaidevon Kat tTnv gpyacia: Xuviotdrtal ta maidid va urmofBdA\ovtal emavalapavopeva oe VEUPOYVWOTIKH afloAoynon wote va evromi(ovtal Tuxov padnotakég Suokolieg (to 50% twv
y #J % atépwv pe NF1 Ba mapouactdoel kamola pop@r) padnotakrg Suckoliag). Ot meploxég mou emnpedlovtal GUXVOTEPA Eival: UV N, TIPOCOXH, OTITIKOKIVNTIKI AEITOUPYIQ, XWPIKOG TPOCAVATOACUOG. Mmopei emmiong

va undpxouv SUCKOAIEG 0TV eme&epyacia TANPOPOPIWY Kal TTPOBARUATA OTIG EKTEAEOTIKEG AEITOUPYIEG, OTIWG O TIPOYPAMUATIONAC, N Slaxeipion, N opydvwaon, N TPoooxr Kal n Kovwvikry aAnAeniépaon. H
OUVEPYAOTIA PE TOUG EKTTALSEUTIKOUG I TOUG TIPOICTAUEVOUG OTOV XWPO £pYATiag eival {WTIKNAG ONUACiag Kat UmopEi va €xel onUAvTIKO Kat BETIKO avTikTuTo.
Ynootipién amd aceveic: H umootrpién umopei emiong va mpoéNBet amd dtopa pe mapouoleg epmelpies. Ot opyavwoelg aoBevwv SladpapatiCouv onuavtiké polo, kabwg ocuxvd: Slabétouv mpoypdupata
unTooTPLENG, TPOCPEPOLV UTTOCTAPIEN amd acBeveic (peer-to-peer), 0 0PICUEVEG XWPEG TIAPEXOLV KAl OIKOVOUIKH BoriBela. Ot opyavwaoelg acBevwv Sivouv OTIG OIKOYEVELEG TNV EUKALPIA VA YiVOuv evepyd pHEAN
yla éva KaAUTepo péENoV Twv atépwv mou (ouv pe NF1. Opyavwoelg acBeviv pmopouv va Bpebouv otn dievBuvon: https://www.genturis.eu/l=eng/patient-area/patient-associations.html.

"\ /"\\ /\; /‘,\

T ®povrida yia tnv NF1 o€ 6An tn Siapketa TG {wng, pe éppaocn otn petapacn amdé Tnv maidlatpikn otn epovrida evnhikwv

L H NF1 givat pia mabnon pe petaBalépevn KAWVIKA €lKOva Tou e€eNiCOETAL e TNV TAPOSO TOU XPOVOU Kal £XEl TPOOSEUTIKO XOPAKTNPA, UE au€nuévo KivOuVo LaTPIKWV EMMAOKWY 0€ OAN TN SidpKela TNG (wNic.

‘Evag a@lepwpévog KAIVIKOG laTpog Kat éva Sopunpévo mpoypappa petafaong (Healthcare Transition) gival amapaitnta yla tnv omoTeAeoUATIKN HETABaon @nPwv Kat veapwv evnAiKwv pe NF1 amd To madlatpiko
010 HoVTéNO @povTidag evnAikwv. O Bacikdg oToxoc ival va: evioXuBei n autovouia tou atépou, BeATiwbei n mototnTa (WG, HEWOOUV 01 OXETICOUEVEC IATPIKES ETIMAOKEG.
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https://www.genturis.eu/l=eng/guidelines-and-pathways/clinical-practice-guidelines/endorsed-guidelines.html#sec374
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https://www.genturis.eu/l=eng/patient-area/patient-associations.html
https://www.genturis.eu/l=eng/Assets/20230118_ERN_GENTURIS_Care_Pathway_NF1_v1.8_accepted-31aug2022.pdf
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https://www.genturis.eu/l=eng/Assets/20230118_ERN_GENTURIS_Care_Pathway_NF1_v1.8_accepted-31aug2022.pdf
https://www.genturis.eu/l=eng/Assets/20230118_ERN_GENTURIS_Care_Pathway_NF1_v1.8_accepted-31aug2022.pdf
https://www.genturis.eu/l=eng/Assets/20230118_ERN_GENTURIS_Care_Pathway_NF1_v1.8_accepted-31aug2022.pdf
https://www.genturis.eu/l=eng/guidelines-and-pathways/clinical-practice-guidelines/written-by-ern-genturis/neurofibromatosis-type-1-guideline.html
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