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ENOTHTA 1A ENOTHTA 1B

ENOTHTA 3

NECIEXOMENA

ENOTHTA 1A
Katavonon t™¢ NF-1 - MNa rmawdia
* Tt etvat n NF-T kat Tu tnv mpokaAet; * Mw¢ va WANoeTe pe toug GpLAoug KaL tTnv
* Nwe yvwpilet o ylatpodg pou Ot £xw NF-T; OLKOYEVELA OAG
* Moot elval oL eldkol ¢ opadSag mou * Mwg va WANCETE He TNV OUASA UYELOVOULKNG
dpovtilel TNV uyela pou:; meplBaAPng tou matdlou cag

* MeyaAwvovtag e NF-1

ENOTHTA 1B ENOTHTA 3 MNpocwmKo
Katavénon tng NF-1 ¢ MNa ppovTioTEg nuepoAdyiLo
e Tt etval n NF-1 KAt Tt TV MPOKAAEL; * H NF-1 pou
* Nw¢ ylvetal n dtayvwon tg NF-1; e Nw¢ Viwdw:
e Ataxeiplon ¢ NF-1 e Ta pavteBou pou
e Katavonon g opadac UYELOVOULKNG e ANULOUPYLKO NUEPOAOYLO KAl
meplBaAPng g NF-1 dpaoTnPELOTNTES

* MeyaAwvovtag pe NF-1

TQPA BAEMNETE TH ZEAIAA TQN NEPIEXOMENQN @ @



—L idiiiels J_L S _ idiiioh J

ENOTHTA 1A

Katavévlcrv, s NE-I|

/
Mla maddia
g&, ® Tu elvar v NF-l wac T Tvv mporarel;

® Nubs yrwplter o FLatpds pou St €xw
NF-I;

® Mowot elvar ot eldureol TS o,uw'(&xs
/ J
mou @povTite Ty uvgela pov;

® Megarwvovtas pe NE-I

TQPA BAEMETE THN ENOTHTA 1A @ @




ENOTHTA 1A ENOTHTA 1B

ENOTHTA 3

Te elvar v NF-l rac o vy npoma)\ef;"z

Te elvac v NF-1;!

Karowa madid yevviouvtat he pia vooo mmou ovopddetat
VEUPOIVWHATWOoT tutou 1.'2 TuvnBwc avadepduaote o
autn TN vooo We tov 6po NF-1 yia Adyoug sukoAiag. H NF-1
UTTOPEL VO SNULOUPYNOEL KATTOLEG SUCKOALEG OTOUG
avOpwTToug TTOU TNV £XOUYV, ETTOMEVWCE LOWGE XPELAOTEL Va
ETTLIOKEPTOUV OPKETEC POPEC TO YLATPO TOUG.

AUTO UTTOPEL HEPLKES POPEC va TTpoKAAel OALYN 1} Bupd aA G
otav KamoLog exel NF-1 dev onuaivel o0t dev umopel va
dlaokedAoel kat va suyxaplotnBel ) {wn) Tou OTTwe KABE
avBpwrrog!

Avaueoa og KaBe 3.000 mmaldLd Tou YEVVLIOUVTAL, EVa EXEL
NF-1, yU' auto oL ylatpol tnv amokalouv «omdvia» mabnon.’
AkouUyetal pdAov Atyo oav e€ailpeon autd, aAAd yvwpi{oupue
OTL KABNUEPLVA 08 OAOKANPO TOoV KOOMO YEVVLIOUVTAL
EKATOVTASEC XIAAdEC TTadLa!

INuEPA oTov TAavhTn pag {ouv MeEPLocOTEPOL ATTO 2
ekatoppUpla aAvBpwrol pe NF-1." Aev eivat Aoumdv ot
avBpwrtrot pe NF-1 kat tooo AlyoL 1} povol!

TQPA BAEMETE THN ENOTHTA 1A @ @



ENOTHTA 1A ENOTHTA 1B

ENOTHTA 3

Ns Emaba Tvv NE-I;*

'Exete avapwBsl MOTE yiati KAmolol AvOpwroL £XOUV KAoTAVA KAl KATToLoL
AANOL £XOUV UMAE PATLA, 1) VATl karolol AvBpwrol elval Kovtol evw aAAot
elvat ynhol; Autd odeiletal oe kATl Mou ovoudletalt DNA. To DNA sivat
gva oUvolo TAnpodoplwy mou kabodnysl TO owPa PaAC TwS va
avantuxBel. NMalpvoupe TIC ULOEC aATO AUTEC TG TIANPodopleg amd Tov
TATEPA 0AC KAL TG AANEG MLOEG aATTO TN MNTEPA MAC.

To DNA tou kaBevog pag sivatl povadiko kat yu' auto kavevag avBpwrog
ot yn dev sivat akpBwe dLog pe kKamolov AAlov pe e€alpeomn KATTOLOUG
didupoug avBpwrmoug. To DNA pag, divel mAnpodopleg mou ptiayxvouv 6Ao
TO OWPA PAG, AVAPECA O AUTEC TIC TMANPodopleg yia kamota madid,
UTTAPXOUV KAl AUTEC yia va oupfBet n NF-1.3

Nuds zgvc,f)‘ot.se o gc.a'c‘oés St éxw NE-I;'2

YTTAPXOUV HEPLKA OTOLXELA TTOU OTAV OL YLATPOoL Ta douv OKEPTOVTAL OTL
KATTOLOG UIToPEL va £xet NF-1.

Ol avBpwrtot pue NF-1 £€xouv avolKTOXPwHESG kade knALdeg oto depua toug'
- mou ovoupdlovtat emiong knAdeg «café-au-lait», ot yaAAwn yAwooa
AUTO ONUALVEL «KAPEC HE YAAa», yiaTl autd akplBw elval Kal To Xpwua
TTOU £XOUV aUTA Ta onuadakia!l

Y& kamoloug aAoug avBpwrtoug, n NF-1 epdavidetat pe olidla 1 yia va to
moupe amlouotepa, UE efoykwpata oto dépua Touc.? Ta efoykwpata /
AUTA UTTOPEL UEPLKEG DOPEC va mpokalouv dayoupa 1 mMovo, aAld ot

neplocotepol Avbpwrol dev ta atcBavovtal kabolou!? O ylatpol ta
armokaAolv autd ta sfoykwuata Kat vwuata, veupoilvwuata, olida n
akoua kat oykoug. ‘'OAa autd ouyxva akouyovTtal Kal elval cuxva AyVwOoTEG
AEEelc TToOU KAuLA dopd propsl kat va tpopdlouv, aAld ocuvnbwg sivat

akivduva.?
TQPA BAEMNETE THN ENOTHTA 1A @ @



ENOTHTA 3

ENOTHTA 1A ENOTHTA 1B

Ixorelo wat NE-I

Mepka mawda pe NF-1 urmopel va £xouv KATTOLEG SUOKOALEG
oto oxoAelo.? To va kdBesoal nouxa Kat va akoug Toug
daokdloug dev eival mavta téoo eUKOAO OCO AKOUYETAL.
QoTO00, UMOPELTE TAVTIA VA TETUXETE KATATANKTLKA
mpayuata pe Atyn emumAéov BonBsia.

To mayvidt €&w amd v tad&n ouvnbwg elval OUR SCHOOL
SLaoKESAOTIKO, OUWCS OUTE APECOUV O OAa ta madla ta
OLla mayvidia oute Kal Ta katadpepvouy To 1dlo KaAd ota
da mavidia oAa ta mawdia, site €xouv NF-1, ette oxL MNna
HEPLKA ammo ta mawvidia mou matlouv ot GpLAoL cag UmopEL
Va TIPETIEL VA TPEXETE YPNYOPA 1) VA TILAVETE AVTLKELMEVA
mX dla pmdAa kat kamowa madid pe NF-1 umopel va
duokoAevovtal og auTo.

Ymdpxouv Opwg ToAAA mawdid mou Ba nbsiav va
SOKLHATOUV SLadOPETKA TTAXVISLA, OTTOTE OKEPTELTE TNV
O€a Kalvoupylwy 1 AAAwV Tavidlwy TToU UIMOPELTE va
rai&ete padl.

To oxoAelo cag UMOPsL eMong va MPOOdEPEL Eva XwWPEO
yla ta madid mou BEAouv va KAVOUV TILO T)OUXEG
dPAOCTNPELOTNTEC ME TNV TTapEa Toug. lowg ol Sackalol oag
va urmopouv va oag Ponbnoouv va efepeuvnoste AAa
TTPAYUATA TTOU UITOPELTE VA ATOAAUOETE KATA T OLAPKELA
Tou Tatyvidiou.

TQPA BAEMETE THN ENOTHTA 1A @ @



ENOTHTA 1A ENOTHTA 1B ENOTHTA 3

ZuvavTne £ ¥Latpols
MO PE graTp
oL voo'v]xw'ces

Edv éxete NF-1, Ba xpslaotel mbavotata va
yvwploste  apketoUc  eBkoUC  viwatpoucg  Kat
Bepameutég mou Ba PBonbnioouv otn dpovtida g
uyelag oag. MNa to Adyo auto Ba XpeLaoToUV KATTOLEG
ETMOKEPELC OE VOoooKodela 1 og Latpeila. OL ylatpot
Kat ot Bepareutég oag, yvwpllouv tnv NF-1 kat
urropoUv va oag BonBrjcouv va ppovtiocete TV uyela
0ag HEYAAWVOVTAG.

‘Otav ocag efetdlouv oL ylaTpol, MEPLKEC POPECQ
UTTOPEL va plxvouv ¢dwg oTa HATIA 0aC N KATTOLEG
DOPEG UMOPEL VA XPELAOTEL va TIATE va OElTE PEPLKA
uEVAAQ pnxavnuata mou tpafouv dwtoypadleg amod
TO ECWTEPLKO TOU CWHATOC 0ag, Unv ¢oPnbeite, dev
mPOKeltal  vyia enmwduveg efetdoslg, lowg Alyo
EVOXANTIKEG KAULA dopd, elval OHwE armapaltnTeg yia
N owotn MapakoAoubnomn ocag.

TQPA BAEMETE THN ENOTHTA 1A @ @



ENOTHTA 1A ENOTHTA 1B ENOTHTA 3

Edv autd cas axxwvouv umxpxouv rnapcma
n‘oaxrkata Tov rnno‘outa va KAVETE yLa va
EMVCETE KOAL VA GMOCTIAGETE TV TIPOGO Muny OTE,
MPEMY v mposoxy M
cas 9co nepc.y.eve'ce va £§£tdo‘t£t‘t£ Gos KAVEL K,a)\o'

® Na pépvete pall oag éva BLBALo 1) To ayarmuévo ocag mavidL.

® Mropelite emlong va naifete mayvidia mou cag apEcouV UE TO HE

TO HUAAO oag.

Mrmopel va urtdpyouv kat AA\a madLld skel, okedpBelte lowg va
elval KL Eva HEPOC yLa VA KAVETE Kalvouploug ¢iloud.

)

Meze, cas ravee kard!

KABs dopda Mou EXETE ULA EPWTNOT), KN OLOTACETE VA TNV
kavete. Ol epwtoelg Ba oag BonBrioouv va viwoste oAU
KaAUtepa!

EQv dev €lOTE OlyOUPOL OE TTIOLOV UTTOPELTE VA MIANOETE,
OKEPTELTE TTOLOUG AVOPWTTOUG EUMOTEVUECTE:

® toug yovelg 1) GA\OUG ayammuUEVOUG CUYYEVELS 0AG

® toucg dackdloug cag r>

TOUG yLATpoUg oag Kal Toug Bepameuteég oag

Eav BeAete va piAnoste pe AAa madtd pe NF-1, o ylatpog oag
urmopel va oag Bondnoel va emkolvwvnoste padl toug!

TQPA BAEMETE THN ENOTHTA 1A @ @
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Briogpagueés avagpopés

1. Tamura R. Current Understanding of Neurofibromatosis Type 1, 2, and Schwannomatosis. Int J Mol Sci. 2021; 22(11):5850.

2. Ferner RE, Huson SM, Thomas N, et al. Guidelines for the diagnosis and management of individuals with neurofibromatosis 1. J Med
Genet. 2007, 44 (2): 81-8.

3. Cancer Research UK. Genes, DNA and cancer. AlaBsotpo otn dteUbuvon: www.cancerresearchuk.org/about-cancer/what-iscancer/
genes-dna-and-cancer. TeAsutala mpooPBaon PePpoudplog 2023.
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ENOTHTA 1A ENOTHTA 1B

Nuds wipfsec o z{t.c('cpés pov St éxw NE-[;

OPLOPEVEG XOAPAKTNPELOTIKEG eKdNAWOELC ™G NF-T
oag Ba umdpyouv OTO CwPA Cag Amd TOTE TOU
noaoctav pwpo. Kamoleg AMeg gudavidovtal evw
MEYAAWVETE. MTTOPELTE VA OEITE PEPLKES ATTO AUTEC
OTO CWHA 0a¢ Kal (ow¢ akdua va UMOPECETE  Kal
KATTOLEG VA TG VIWOETE TAVOVIAC TIC ME TO XEPL
oag, va Tic Ynhadnoete Omwe AEyetal otn yAwooa
TWV VLIATPWV.

Ol  XOPAKINPLOTIKEG  ekdNAwoelg ™G  NF-T
eudavidovtal ouvnBwg oto dEpua KAl oTa paTtLa
oag, AGMe¢ maAl spdavidoviat ota ooTd oag
(kOokaAa) kabwe autd avarmtvooovtal. OpLoUEVA
HAAlota onuela ™ NF-1T dev sivat sudavn. Ol
ylatpol cag €xouv Tpomoug va eAéyEouv OAa AUTECQ
TIC EKONAWOELG TTOU UIMTOPEL va ouvodsuouv Vv NF-1
TTOU £0€ElC KAL T OLKOYEVELA COaC OEV WITOPELTE va
avtiAnedBeite poévol oag.

)

ENOTHTA 3

—

[NevRoLoGY |

TQPA BAEMETE THN ENOTHTA 1A



ENOTHTA 1B ENOTHTA 3

ENOTHTA 1A

Naparcdtw akorouBoly pmepued amd Ta cTolxela mou Oa
fovevoouv Tov yLatpd cas va diamsTioel edv Exere NE-I!

4 / )
Evé"usy] I: Avolxzoxpwpres rapé mvp«.&.s'

Ol avBpwrol pe NF-1 £xouv avoLKTOXPWHES KAadE KNALDES (onuadakia aAAa
HLKPOTEPA AAAA peyaAUTEPA) o OAO TOoug TO owuda. Ot ylatpol dev yvwpllouv
akpBwe to AOYo, Suwe yvwpllouv OTL TIG KNAISES AUTEG TIC EXEL T MEVAAN
misoynola twv avBpwrmwy pe NF-1, oxedov to 95%.

’EV&LSV] 2: Qawnldes'

Mepikol avBpwrol pe NF-1 €xouv TTOANEG Pakideg (TTOAU PIKPA AVOLKTOXPWHA KadE
OoNUAdAKLA) OTIG MACXAAEG TOUG, OTO KATW HMEPOC TNG KOWLAG TOUG KAL OTO EMAVW
TUNMA TwV TTOdLWY ToUG. MMopEL emMong va exouv dakideg ota PAEdpapa, oto otnbog

Katl oto Adluod toug!

TQPA BAEMETE THN ENOTHTA 1A @ @




ENOTHTA 3

ENOTHTA 1A ENOTHTA 1B

f'lc(pcmé'cw arorouBolv ,m&‘oucc'( and ta crouxela mou Oa
@onev'ldouv Tov gtatpé cas va dlamoTwoel edv €xete NE-I!

'Ev&:tgv, 3: Mazua'

O odBalulatpog Ba eEetdoel Ta paTa oag yia ekdNAWOELS TNG NF-1
XPNOLLOTTOLWVTAG EVIOVO GWE 1) KAL EVA UNXAVNUA.

9)

4,

Ev&:tgvl G: Aép yux'

MoAAol avBpwrotl pe NF-1 €xouv e€oykwuata mMavw oTto dEPUA TOUG 1
KAt KATw armd autd. Ot SepuaTtoAdyol AANA KAl AAAEG LATPLKEG
edkotnteg Oa avalntnoouy e TV e€€TaoT Toug AuTda Ta
efoykwpuata.

'Ev&:c.gvl S: Oczad

E€attiag tTng NF-1, Ta 00TA TwV avOpwwy PITOPEL va avamnmtiooovTatl
Alyo dtadopetika. O madiatpog 1 0 opbomedikog cag Aowrmov Ba
eAey&el To UPOC 0ag 1) To OGO LoLa elval Ta TTOdLa oac.

TQPA BAEMETE THN ENOTHTA 1A @ @



ENOTHTA 1A ENOTHTA 1B

Naparcdzw akorouBoly pmepued amd Ta cTolxela mou Oa
fonevoouv Tov yLatpd cas va diamcToel edv Exere NE-I!

ENOTHTA 3

'Evé"ugv, 6: MNovidLa

'Evag smotuovag mou ovopdlstatl yevetiotg Ba avalnmost
mAnpodopiec oto DNA cag mou umdpyxouv Hovo o atoua he NF-1.

@ TQPA BAEMETE THN ENOTHTA 1A @ @
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Birogpaguieés avagpopés

1. Tamura R. Current Understanding of Neurofibromatosis Type 1, 2, and Schwannomatosis. Int J Mol Sci. 2021;22(11)5850.
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ENOTHTA 1A ENOTHTA 1B ENOTHTA 3

MNotot GU’L’LC'CéXOUV O"CV,V oyw'(&x oV CPPOV'C('.SCL 'CVlV UKCC’.G rA'OU,'I

H wn pe TV NF-1 onuaivetl ot Ba emokedpteite MTOANOUC KAl SLAPOPETIKOUS YIATPOUC EVTOC 1 EKTOC VOOOKOUELOU yLa va oag eEeTAoouy.
AuTtol ol AvBpwrol etvat 11 oudda mou ppovTilel TNV uyela oag. AOUAELA Toug elval va BeBatwbolyv otTL éxete KAvel TI¢ e€eTAoELg KaL OTL
malpvete ta pdppaka mou xpelaleote yia va atcBaveote kalltepa.

'Otav KATToLo¢ cuvVavTAeL TOAAOUC Kawvouploug avBpwrioug, urmopel va duokoAeutel Alyo va toug Bupdtal kdBe popd. AkoAouBel pla
BonBntwkn Alota:’

Flo(uﬂ'ot'cpos !

O nawdlatpog elval eévag ylatpog mou ¢povtidel ta maldid and ™
VEVVNON Toug Kat elval ocuvnbweg o mpwtog ylatpdg mou Ba
urroPlaoTel OTL propsl va €xst kamoto mawdt NF-1 kat autdég Ba
Eekvnosl toug sWKoUC eAéyxoug Tou Ba xpelaoctoluv yla va
amodeiytel autn n dlayvwon. O mawdlatpodg cag Ba ocag sketalel
TOUAQXLOTOV Hla ¢opd TO XPOVO Kal KAToleG dopeg Ba Intdel va
KAvVeTe KaAmoleg £€eTAOELC. ©Oa 0AC KAVEL EPWTINOCELS TTOU Adopouv
OAQ TA ONUELA TOU CWHATOG 0ag Kal elval TOAU ONUAVTIKO va Tou
TTELTE AV TTOVATE KATTOU KAl AV MAPATNPELTE KATL dLAPOPETIKO OTO
owUa 0ag. Oa MPETEL ETTILONG VA TOU TIELTE €AV UTTAPXEL KATL TTOU 0AGg
KAVeL va atoBdaveote Autmpuévol 1) BupwuEvoL.

W0)0

03
I =\

NaBordyos M yevieds yLatpds:

O maboAoyog N 0 YEVIKOG VLATPOg elval ylatpol mou ¢ppovtilouv Kuplwg evNAKEG. O ylatpog autog Ba oag eEstalsl pula popd to xpovo

(1 lowg Mo ouxva) kat Kamoleg dopeg Ba NTAsL va KAVeTe KATTOLEG £EETATELS. Oa 0ag KAVEL EPWTNOELS TTou adopouv OAA ta onueila tou
oWHATOC 0acg Kat elval TTOAU ONUAVTIKO va TOU TIELTE av TTOVATE KATTOU KAL AV TTOPATNPELTE KATL SLADOPETIKO OTO CWHA 0aC. Oa TIPETEL EMONG
VQ TOU TIELTE €AV UTTAPYXEL KATL TTOU 0ag KAVEL va $OoPACTE N VA AYyXWVEOCTE.

TQPA BAEMETE THN ENOTHTA 1A @ @




ENOTHTA 1A ENOTHTA 1B

ENOTHTA 3

Artivordgos:!

OL aktwoldyol elvat ol yiatpol Tmou xpnowdorololv  el8KA
UNXAVIHATA YA va PwToYypaPprioouV TO ECWTEPLKO TOU CWHATOC
oag. BonBouv v opdda Ttwv vwatpwyv mou ocag ¢ppoviilel va
kataAdBouv av cupPailvel kATl SLAPOPETIKO amd To cuvnOLouEVO
HECA OTO OWHA 0AG. TA UNXAVNLATA TTOU TTAPAYOUV TIG ELKOVEG amd
TO EOWTEPLKO TOU OWHATOC 0AG UTTOPEL HEPLKES DOPEC va lvat Alyo
EVTUTTWOLAKA Kal va oag ¢ofloouv, aAAd oL akTtlvoAoyoL purmopouv
va oag e&nynoouyv pe amAo kat GIALKO TPOTO WS AELTOUPYOUV Kal
va ¢ppoviioouv va alcbaveote acdaAElG KAl AVETA OTAV KAVETE TG
efetdoslg auteg.

TQPA BAEMETE THN ENOTHTA 1A
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A
A OgBarpiazpos:

ZBRT MepLkEC dopEC N NF-T prmopel va emMPEACEL TA PATIA OAC KAl VA 0AG
SUuoKOAEPEL Alyo tnv Opaon. Ot opBaAulatpol xpnoluomolouy Evtova
dwta KAl pnyavnuata vyia va sfetdoouv ta patia cag. AuTEG ot
e€etdoelg dev BAamtouv oUte MpokaAoUv TTOVo, AAAA UMOpPELTE TAvVTA va
TOUC PWTNOETE va oag e&nynoouv TL MPOKELTAL va KAVOUV KATA Ttnv
g&etaon.

NOPL S

ETMmcobpL

0SG6GYAHYJI K

Nawdc oq/uxcfa'c‘oos-‘l)uxcfat‘oos !

OL mawdouylatpol eival yiatpol mou yvwpidouv kat katalaBalvouv mwe
atcBavovtatl ta madla evw ol Puxlatpol ot eVAAKEG. H SouAeld toug
elval va BonBnioouv e0dg Kal TNV OKOYEVELA oag va Ppeite TpoOTToug TTou
Ba oag dleukoAUvouv oTO OXOAElO, OTO TMALXVIOL KAL OTn CuurepLdopa
oag av slote madl 1§ av eloTe eVNALKOG OTn OXOAN 0ag, 0tn OOUAELA oag
aAAQ Kal OToV KOWVWVLKO oag Treplyupo. Eav avtipetwrnilste mpofAnuata
X OTo OXOAslo av elote madl 1} otn JOUAELA 0AC AV ELOTE £VNALKOG,
autol oL ylatpol urmopouv va cag fonbnoouv.

TQPA BAEMETE THN ENOTHTA 1A




ENOTHTA 1A ENOTHTA 1B ENOTHTA 3

r £v£tc.0‘tv'ls:'

Ta atopa pe NF-1 €xouv oto DNA toug Karmoleg MANpodopleg Tou dev £xouv Ta Atoua
Xwplc NF-1. Ot yEVETIOTEG XpnolpomoloUy eEelSIKEUPEVEG eEETATELS TTOU UmopoUV va
dlaBAacouv auTég TIg MANpodopled.

S\

O¥rordyos:'

Autol elval ylatpol mou povo peptkd atopa pe NF-1 0a xpelaotet va
emokedpOoulv kamola otiyun. Ot oykoAoyol BonBolv dtoua mmou £xouv
oykoug e€attiag tng NF-1.

TQPA BAEMETE THN ENOTHTA 1A @ @
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ENOTHTA 3

X&«.Pou‘oxés /

MepLKEG PopEG Ta e€oykwuata tou dEppatoq mou epdavidouv atoua pe NF-1 urmopst va
XPelaotel va adatpebolyv. MpLy Mpoxwpenoste oty adaipeon toug Ba smokedTeite Kat
Ba pnoeste yUI' autd pe To Xelpoupyod oag. H Souleld Tou elval va oag amavinost
KATAvonTA Kal PIALKA O OAEC TIC EPWTNOELS OAG.

TQPA BAEMETE THN ENOTHTA 1A @ @
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Birogpagueés avagpopts

1. Ferner RE, Huson SM, Thomas N, et al. Guidelines for the diagnosis and management of individuals with neurofibromatosis
1. J Med Genet. 2007;44(2):81-8.
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Meygarwbvovas pE TVV NE-I'-

Kabweg peyalwvete, avtlhauBdaveote ¢uUoLoOAoyKA TTOAAEQ
aAlayEg oto owpa oag.! Kamoleg aAAayEg Opwg mou cuufatvouy
Ot £€0AGC WUMOpPsl va slval OlAPOPETIKEG aAMO QAUTEC TIOU
ouuPBalvouv os AA\oug kal yevika oupPatvouv petall g
NALKLAG TwV 7 KAl Twv 16 eTwv.2'OAa slval HEPog NG dtadikaolag
™C EVNAKIWONG, OUWCE UTTOPEL va oag TPOBANUATIOOUV APKETA N
va oag KAvouv va viwBete Alyo dtadopeTikad ar' OTL cuvnbwc.
Kahd Oa elvat touc¢ TmpoPAnuatiopolc autoUuc va Toug
AVAPEPETE OTNV OLKOYEVELA CAC.

TQPA BAEMETE THN ENOTHTA 1A
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H NF-1 umopel emiong va aAAalst kabwg peyolwvets, yU' auto
dpoVvTloTe va Telte o KaAmolov eAv PAemete efoykwuata mou elvat
véa 1 €xouv aAAGEel oxnua 1 Qv APXLOETE va EXETE TTOVOKEDAAOUG
N aA\ayeg otnv opaomt oag.!

AN mpdypaTta Tou TIPETEL va mpooefete elval av altcBavBeite
Eadvika kamolo movo 1 av AutoBupnoste. Eosic povo yvwpllets av
KATL OeV MAEL KOAQ, YU AuTO MANOTE yia va elote acpalelg!

Evw ocupPailvouv oto cwpa cag ol aA\ayeg auteg, Ba apyloste
emiong va PAémete dladopetikd TOV KOOHO YUpw oag. Oa
VVWPELOETE VEOUCG avBpwWITOUC TTOU UIMOPEL va Unv oKEPTOVIAL OTTWG
goelg, mou urmopel Ouwe va ocag BonBricouv va deite ta Mpdyupata
SLAPOPETIKA, TTEPLOCOTEPO ALOLOSOEQ.

OL AvBpwriol Suwe dev lvat OAoOL dLoL, £TOL UTTOPEL VA CUVAVTNOETE ‘e
Kat avhpwrtoug Tou UMopEL va oag Touv 1) va kavouv KatL mou Ba =~
oag otevaxwpnosl.3* Eav oag oupPel katl tétolo, Ba mpémel va

WAT|OETE UE KATIOLOV TTIOU EUTTLOTEUEOTE: TX WUE TOUC YOVELC oag,

KATTOLOV OUYVEVT], €va dAoKAAo 1 To ylatpd oag. Eav ds pANoETE, —
dev UTTAPXEL TPOTOC Ol yUpw o©ag va avakaAupouv OTL sloTe - ]

AYXWHEVOL 1) OTEVOXWPENHUEVOL 000 Kal av oag votalovtal. Akoua Kt
av dev OéAete va to oulntnoste TOAU, amAd av Telte OTL
awcBaveote Alyo dladopsTikd amd TO ouvnOLOHEVO, MTOPEL va ‘
BonBnost toug dANoug va cag kataAdfouv kal va cag Bonbroouv.

. \,
'ONotL viwBouv UEPKESG dOPEG £TOL, elte elval madla eite elval 3 i_\
hueyalot.

TQPA BAEMETE THN ENOTHTA 1A @ @
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ENOTHTA 3

Mrropet.'ce va (5P£Lt£ rrepwco-cepes nMuooqoopc.es cro Dadlkzvo -
ATTAWS (5&(5«(.4»9&(.':& ot Exete Evav &vvp«.n.o kkovTd cds L va
cas (5‘”19”165" va ﬁpute s cwotés myis.

e N N (o )

Autol ol oUvdsopol Ba oag
UETADEPOUY OE UL

20y 4 o" CHILDREN’S LO‘EOO’?)\'LBG UE BLG(POQS‘CLKY']
QA% TUMOR OTUELWON ATIOPPITOU KAt
&l e FOUNDATION 6poug xpriang. Ot

F OUVOECHOL TTAPEXOVTAL WG

EUYEVLKN TTAPOXWENON
HOVO VLA EVNUEPWTIKOUG
okomoug. Aev

- - - - aomalopacte oUtTe
Kdvze waue edb Kdvte waue edud uTovooUE OTL
acmralOpacTte Kapla

\_ ) \_ ) L eEwTepLkn LoTooEADA.

THROUGH RESEARCH
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ENOTHTA 1B

Ka'ccxvévlo'vl T™V)S NE-|
g p Mo qopovuo"cés

\ ¢ ® Tu elvar ) NF-l iar T Tvv nporcarel;
'S 0 o\ / - ® MNs ylveraw v duagvwoy tys NF-I;
n = ‘ ® Auaxelpion s NF-I
b - ® Katavdvow Tvs opadds UFELOVOMLILYs
\ /“4‘;“’ SR 0 nep(Baryys Tvs NE-|

® Megarvovtas pe tyv NE-I
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ENOTHTA 3

T elvar v NF-l kac T Tvv nponakaf;”

H veupolvwpdtwon tumou 1 (NF-1) elval pla omavia YEVETLKN
mabnon, mou egudaviletal os mepimou oe 1 otig 3.000 yevVNOELS
TAYKOOULWG, N ormola ouvnBwe eudavidetal otnv madikn nAkia.!
KaBe atopo PBuwvel v NF-1 pe dladopetikd TPOTO - Kaveva madl
dev €xel akpBwC TA (Bl CUMITTWHUATA KAl O OVTLKTUTIOC TTIOU EXEL
ot {wn tou eaptatatl amd mMoANoUC TTAPAYOVTES KAL TTOLKIAEL ATTO
eANAXLOTOC £WC ONUAVTLKOG.2 AUTOC 0 0dnyog £XEL ypadTel ya va
0ag TTAPEXEL MTANPOGPOPLEG yia OAeg TG TMOAVEG EMITTWOELS TNG
vooou, aA\G tirmota 3w dev elval amoAuTo yia to dkd oag maldl.

‘Eva Baowkd xapakmpotkd ¢ NF-1 sivat n  avamtuén
OUCOWHATWOEWY KUTTAPpwWY ota velupa. Ol CUCOWUATWOELS QUTEG
av kat ovopdlovtal ouxva «oOykow, elval yevikd aPAaBeic
(kaAonBeLg),? umopouv dg, va avamntuxBouv omoudnmote PBplokstat
VEUPLKOG LOTOG, ouumepAapBavouévou tou vwTlalou HuglAoU Kat
Twv TmeEPLPEPKWY VeUpwV.! Ta veupoilvwuata onwe ovoualovtat
AUTOL OL VEVIKWG KaAonBelg dykol xpetalovtal otabepn KAl TAKTIKY
LATPLKN TTapakoAouBnon.

TQPA BAEMNETE THN ENOTHTA 1B @ @
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Mla amd tg ekdnlwoelc ™¢ NF-1 mou avaldntd n opada
UYELOVOULKNG TeplBaAyng eivat n avanmtuén mAefosdwyv (mou
onuatvel 0Tl £xouv ) popdn miegoldag) veupoivwudtwy (PNs), ta
orola gudavidovtat oto 30-50% Twv atopwy pe NF-1. Autd umopetl
va TMPOKAAECOUV eVOoXANoelg kabwg svdéxetatl va avamtuxbouv os
TETOLA PEPET TOU OWHATOG TTIOU VA TPOKAAOUV TTOVO 1| VA ACKOUV
mleon oto cwpa tou mawdlol oag 1) Tou atopou mou ¢povtilete. 4

'Epeuveg €xouv Oeifel OTL UuMTApyeL pLla pkpen mbavotnta ta PNs va
HMETAOYXNUATIOTOUV Ot KAKONOEIG OYKoUuC Twv EAUTPWYV  TwV
nepldepkwy velUpwyv (MPNSTs). Autd onualvel OtL umopel va
apxloouv va avamtuooovtal Kal va e€amlwvovtal, TPoKAAWVTAG
BAGPN. Ot MPNST slvatl emBOEeTIKOL KAl UTOPEL VA YLVOUV ArTElANTIKOL
yia ™ {wn, EMOMEVWE ELVAL OCNUAVTIKO VA EVIOTIOTOUV £yKALPA KAl
va aflohoynBoulv oL Beparmeutikeg emAoyeg.”

AMa onuela t™¢ NF-1 armoteAoUv oL AeYOUEVEG AVOLKTOXPWHUES KAPE
KkNAWSeg (café-au-lait knAldeg) (moAAamAeg emimedeg, knALdeg oTo
dépua), ta olida Lisch (ukpd otiypata oy pda - To EYXPWHUO
MEPOC TOU patiol oag) Kat PaKIdeS oTIC HAOXAAEG.

TQPA BAEMNETE THN ENOTHTA 1B @ @
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ENOTHTA 3

Aré mov mpoépxetar v NE-I Pl

H ouumepldpopd kdBe kuttdpou oto ocwpa kabopiletal amd £va
ouvolo Bloloyikwy mAnpodopwwy mou ovoudletat DNA. To DNA
KAnpovouettal amd toug Bloloyikoug yovelg evog mawdiou. To DNA
aroteAeltal amd EMUEPOUC TUNMATA TIOU TIEPLEXOUV OAEC TIG
mAnpodopleg mou adopolv To cwua pag kat ovopdlovtal yovidia.
Ta yovidia pe T oslpd Toug elvat umelBuva yla Ty mapaywyn
ouolwV TTou ovopdldovtal TPWTEIVES Kal elval urreUBuveg via pla
mAsldda  Asttoupylwy Tou  Xpeladstal TO owpa Pag  yia  va
Aettoupynoetl. Attd ) cUAANYM pag Ndn aAld kat katd T dldpKeLa
™¢ {wng evog avBpwrou To DNA umopst va mepLlEXel aAAayEg 1 kat
va tou oupBolv allayég - va mmapaAlaxBel - Pe ATTOTEAECUA OL
mAnpodopleg va Eedelyouv amd to olUvnOeg. Aev eival OAeg ol
uetoAa€elg  emPAaPeilc kat oL meploocdtEPEC  dlopBwvovtatl
AUTOMATA, AAAA OPLOUEVEG UTTOPEL VA TIPOKOAECOUV KATAOTAOCELG
onwg n NF-1.56

Ye Kamoleg TmepuTtwoelg, N NF-1 ocupPailvel Adyw Tuxalwv
(ovopdlovtat emiong de novo) aMaywv  (maBoloyikwy
TapAaAAaywy) OTO OTIEPUA KAL OTA WwAPLa TwV BLOAOYIKWY YOVLWY,
AaA\Q ot KAMOLEG AAAEC TEPUTTWOELS KAnpovoupouvtal amd evav
yovea mou exet emiong NF-1. Ot aueocot BloAoylkol CuyyevEelg
(yovelg, adeépodia N mawdld) svog atopou pe NF-1 Ba mpemel va
eAéyxovTal yla autég TG TaboloyiIkeG TaparlayEg.?

TQPA BAEMNETE THN ENOTHTA 1B @ @
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ENOTHTA 1B

Nubs vl yte'co'(xxcxgvl Tou yovidlov NF-I
npomtx)\ef NE-1;.7

To umelBuvo vyovidlo yia ™ NF-1 Sivel mAnpodople yua v
mapaywyn Mg TPWTEvng mou ovopdldetal veupolvwuivn. H
VEUPOLVWHLYT EVEXETAL OE LA SLAdLKACLA TTOU OVOUALETAL HOVOTTIATL
KUTTAPLWKNG onuatodotnong RAS, to omolo elvat pwa aiucida
SLAPOPETIKWY XNULKWY AVTIOPACEWY TToU gAEyXEL TV emPBlwon katl
TOV TMOANAMAACLAONO TWV KUTTAPWY oTo avBpwrivo cwua. Mo
OUVKEKPLUEVQ, 1] VEUPOIVWULYN ATTEVEPYOTIOLEL TO HOVOTIATL AUTO.

davtaoteite OTL TO ONUATOSOTIKO PovorATL RAS Omwg Agystal Kat
mou mepAaUPBAVEL TTPWTEIVEG, TTOU KwdlKomolouvtal amd yovidia,
omwg ot RAS, RAF, MEK kat ERK w¢ pla oslpd amd unxavnuata og
HLa YPauun mapaywyng. 'Otav n RAS sival evepyr), EVEPYOTIOLEL TN
RAF, n omola ue tn ospd G evepyomolel tn MEK, pe teAwd otdyxo
Vv evepyoroinon t™¢ ERK, uye amotéAeopa tov moAAanAaclacuod
TWV KUTTApwV. H veupolvwuivn ouvOEsTal YE TO evepyd RAS
yovidLo kal to amevepyorolel, surmodilovtag tnyv mpayuatonoinon
TWV EMOMEVWY Bnudatwy.

Edv oL maBoloyikeG mapallayEg oto yovidio NFT GTAuaTnoouV tn
dnuwoupyla ¢ veupoilvwulvng 1 aAAdfouv ™ Soun TG APKETA
WOTE VA PNV  AElTOUPYEL OwWOTA, TO HOVOTIATL KUTTAPLKAG
onuatodotnong RAS dev umopel va amevepyormonBel kat ta
kKUttapa moAlarmAaoctdlovtal aveféleykta. Autd odnyel ommv
avantuén Oykwv KaTtA UNKOC TwV VEUPWY TTOU ATTOTEAEL KAL Eva Ao
TA XOPAKINPELOTKA TG NF-1.

ENOTHTA 3

OL gpeuvnteg e€akoloubolv va unv yvwpilouv pe cadnvela Tu
MPOKAAEL AAAA XapakTNELOTIKA TNG NF-1, OMWE TG AVOLKTOXPWHMES
Kade knAdeg (café-au-lait kNAdeg) N TG paBnolakeG SUOKOALEG,
aA\@ ot mpoodateg sEeAEELC OTN VEVETIKT EPEUVA EXOUV EVTOTILOEL
OUYKEKPLUEVEG TTAPAAAAYEG OTO yovidlo NFT Tou ouvdEovTal WE
ALyOTEPO 1) TEPLOCOTEPO 0ORBAPES EKONAWOELS TNG VOOOU.

Napd T¢ OSlabéowueg mAnpodopieg, n Oepamsia ™G  NF-1T
efakolouBel va amoteAsel pwa mpPoOkAnon. Elvat dUokolo va
otoxeubsl Aueoca to RAS, MOMEVWG OL KALVIKEG OOKLUEG yla VEQ
dApUAKA EXOUV ETIKEVTPWOEL oTa AAAA TUNUATA TOU povoratiou.

H NF-1 moteletal OtL mpokaAsital amd pia armotuxia oto povoratt
RAS - ma amd TG PloloylkeC SlEpYAoieC TOU €gAEYXEL TIOTE
moA\arnAaoialovtal ta kKUTTapa.

el RAF JMEK ) ERK

RAS
inactive RA,S
active

| Neu;of@oﬁlnip

. Cell growth
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ENOTHTA 1A ENOTHTA 1B

Nws yiveraw v dagvwen tvs
NF-A;A’9

H veupolvwudtwon turmou 1 (NF-1) elval pia YeEVETIKY Slatapayn Tmou
emmpeadel évav otoug 3.000-4.000 avBpwroug maykooulwg.! Ta onuela
Kat oupmrtwpata t¢ NF-1 epdavidovtat ndn amd v madikn nAwkia: dGAAa
oTn YEVVNOoN KAl AAAa apyotepa otny edpnPeia.?

FeveTkeg mabnoelg omwce n NF-1 Staytyvwokovtal cuvdualovtag oTolyela
amod TO OLKOYEVELAKO LOTOPWKO, TNV KAWIKN €EETAON KAl TIC LATPLKEG
e€etdoelg. Ynapyxouv MoAAA SLayvwoTka kptmpeta yia tTv NF-1, aAAd dev
elval amapaltnto va mAnpouvtal OAa 1 ouyXPOvwe yla va dlayVwoTsl
KAroLog He tnv NF-1:3

[ I

Edv éva mawdl xwplg olkoyeveLako LoTtoptlkd NF-1 mAnpol dvo 1

TTEPLOCOTEPA KPLTNPLA, UTTOPEL va dlayvwoTel ye NF-1.

EQv udpyel évag yoveéag mou exeL ndn NF-1, éva

SLAYVWOTIKO KPLTAPLO ETTAPKEL yia TN dLAyvVwon.

TQPA BAEMNETE THN ENOTHTA 1B @ @
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Acagvwozucd K.‘o«.tv'lpw( TYs NE-I'2

|. Touraxiozov £¥L avoixtdxpwpmes ragé (cafe
au Lait) ypides

Autég mapatnpouvtal oto 95% Twv atopwy He NF-12

Epdavidovral amd T YEVYNON £weg TNV NAKIA TwV 12 £TWV?

Ol AVOLKTOXPWHUEC OEPUATIKEG KAPE KNALSEG TPEMEL va €XOuvV SLAUETPO
>0,5 ekatootd ota madia kat >1,5 ekatootd otoug eprfoug KatL otoug
eVNALKEG.2 Av Kal dev elval AKOUA ETTLOTNUOVIKA TEKUNPLWHUEVO E TTOLO
uNXavIopo maboyoveg mapallayeg oto yovidio NFTmpokalouv Tig KnALdeg
AUTEG, amoTteAoUv eva amo ta Bactkd Kal cuxvoTeEPA dLAYVWOTIKA
Kplrtnpta e NF-1.7

2. Parides cts pacxares ) oty Poufuwviey
xtbpal?

Autég mapatnpouvtal 0to 85% TwV ATOMwY He NF-12

Epdavidovral amd tTnv nAkkia tTwv 3 £TwV £wg TtV epnPeia?

OL ¢dpakideg evromilovtal ouxvoTEPA OTIC MAOXAAEG Kat otn BouBwvikn
XwPAa, OUWG Mmopouv va mapatnenBouv kat oe AANEG TIEPLOXEG TOU
oWHATOC OTTWE AvwBev twv BAsddpwy, YUpw Ao TO AALUO, TAVW N KATW
amo to omBog kat aAlou.3

TQPA BAEMNETE THN ENOTHTA 1B @ @
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ENOTHTA 3

3.1 )\ofwrw( orrcucv'ls odol'?

Ta yAowwpata tTng omtikng odou mapatnpouvtal 6To 15% TwV aTtoOpwy
He NF-12 kaw epdavilovral cuvndweg £wg TNV NAKia Twy 7 eTwv?
H Stayvwon evog OMTIKOU YAOLWUATOG, EVOG OYKOU TOU OTTIKOU VEUPOU,
YLIVETAL ATTELKOVLIOTIKA XPNOLLOTIOLWVTAG TN HAYVNTIKN Ttopoypadia (MRI).
Ta yAowwpata g Oomtikng odou emmpedlouv v 6paocn povo o 1 ot 3
TTEPUTTWOELG TIEPLITOU, OAAA UTTOPEL va avadEPovTIal O AKOUN ALYOTEPOUG
aocBeveilc kabBwg ta mawdld dev avadepouv ocuxva OtL avtpstwrilouv
mpofAnuata oty 6paon.’ H avIlHETWTLON EVOC YAOLWHUATOC OE TIEPLTTWON
auv&nong tou peyeBoug tou, e amoTEAEoUA va TIPOKAAEL SUCAELTOUPYLA ATTO
TPOGCROAY) YELTOVIKWY EYKEDAALKWY SOUWY, YIVETAL UE XPNON GAPUAKWV3A,
‘Eva mapddsypa slval n mpwidn Evapén g edpnPetag amo eEanmiwon os C~A

OOUEG Tou eykedAAou mou oxetilovtal hue TNV evnPwon.

G. Tourdxtotov dvo oscf&.a Linch (c(yw(ptu')ytata
/ /) /
Vs Lpuﬂxs) TOU EvTOTYOVTAL ME u«ﬂmvl

opBaAporoyLLY] EFETACY ME XPVOV OXLOpMoELdods

Auxvcfas"z

Autda mapatnpoulvtal 0to 90-95% TwVv AtOpwyV ne NF-12

Teivouv va gpdaviovratl petd TNV nAkia twyv 3 stwv? m

Ta olidla Lisch glval HKpOOKOTILKES SLOYKWOELG TTOU AvATUooOoVTAL OTNV
pda (To EYXPWHUO MEPOG TOU HATIOU) KAl YlvOvTal OPATEC MOVO WE
opOaluoroyikn eEEtaon pe ) oxlopoeldn Auxvia.! Asv dpatlvetal va €xouv
Kautla emdpaon otnv 6paon.?

TQPA BAEMNETE THN ENOTHTA 1B @ @
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ENOTHTA 3

Ta mAefoeldn veupolvwpata sival peyaAltepol OyKol «Og HopdN
mAefoldag» mou umopolv  va avamtuxboluv ota  velupad,

S. Touraxiszov dbo v&upo’ivd)rkato(

/ J V4 ’4
OTI‘OLOUJV,T!‘O‘C& TUTTOV Vl tva NXCSOCLJ-&S eudpavidovtal mepitmou oto 30% tTwv madwwyv He NF-1  kat
Veupofvaql,Z XpSL,dZOV'EClL napa|<o7\c,)09non3, ylatl év?q HLKPOG c’tpteué'q UTTOPEL Va
aA\a&el oupmeplpopd KAl UETATPATIEL O KAKONBOELG OYKOUG TwV
y y ! ! ! 2,3,6'
Acppatikd /unoBopta: eAUTPWYV TwV TTEPLPEPLKWY VEUPpwY (MPNSTS)

= Ta veupolvwuata mapatneouvial 6To 99% TwV ATOpwWY
pe NF-12

= Epdavidovral petd TV nAKia tTwyv 7 £Twyv, ouvndwg otny
Uotepn edpnPeia?

MAs€os1dn:

- Ta veupolvwpata mapatnpouvtal 6to 30% TwV atopuwy
pne NF-12

- Eudavidovral amod tn yEvvnon £wg v nAwkia twyv 18
eTWV?

Ta veupolvwpata sivat  ouvnBwg kahonbelg oOykoL  TTOU
avantiooovial ota VEUPA TToU dLatpEéXouv To dépua. Mmopel va
mpoegxouv amd to dépua (SepUaTikd) 1 va TAPAUELVOUV KATW Ao
™V emdpavela Tou dépuatog (Umodopla).? Ta veupoivwuata dev
elval  yvevikd emwduva  OuwC KATOlEG DOPEC MMOPEL  va
mapoucltdoouv Kamotwov epebloyd 1 va koAAdve ota pouxa. H
Xelpoupyikn e€aipeon toug dev amoteAel ouxvn emAoyn vyiatl
adnVeEL OUAEC evw MMOPEl va Eavaoxnuatiotouv apyotepa Kal
UTTAPXEL EVOEXOMEVO VO TPAUUATIOTEL TO VEUpO amd TO orolo
ekmopevovtald.
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6. Octucés Prapes/orerctiey) dusmaacia

(O‘UKK.&K.Perévd ducrracia TY)s MTEPUYAS Tou
’ ’ / ’ 1,2

GeWvoELdoUs V] KAy Makpol ocTou)"

AuctAacia T™ng mtepuyag tou odpnvoeldoug:

- NMapatnpettat o AlyoTEPO Ao TO 1% TWV ATORWY HE
NF-12

= EQv untapyxel, evromidetal Katd T yévvnon?

WeudoapOBpwon TG KVNUNG:

= Mapatnpeitatl 0to 2% TwV ATOpwy ne NF-12

= Evromidetal amod tn yEVVNon £wg TNV NAKia twv 3
eTwv?

Ta mada pe NF-1 urmopel va €xouv XaunAd UPog os oxéon UE autod
TTOU AVTLOTOLXEL OTNV NALKLA Toug 1 va mapouctalouv oKOALWoN NG
OmoVOUALKNG OoANG. Av oupPel autd, umopel va xpelaoctouv
urrootPLEN tou KopuoU Touc.3

H duomAaoia g Mtepuyag Tou odpnvosldols 0oToU onUalveL OTL TO
oPNVOELSEG 00TO (Eva 00TO TTOU ATTOTEAEL HEPOC TOU Kpaviou yUpw
amd ta patia) elvat pkpotepo N amouotalet MANpwc.” H kauymn twv
HaKpwV 0oTwy (cuvnBbwe ™ KVNUNG) slvat epdavng Adyw TG MPog
Ta €Ew KaumUASINTAC Twv Todwwv Tou dalvetal kal otnv
aktivoypadia.t Autd cupBalvel enedn n efwtepkn emdavela Tou
ootoU ota atopa Pe NF-1 elval Aemrtotepn, HE ATTOTEAEOUA TA 00TA
va duokoAsvuovtatl va urmootnpiéouv to BApog Tou CwHATOoC Kal
KATTOLEG DOPEC AUTO va odnyel og katayuata.’

TQPA BAEMNETE THN ENOTHTA 1B @ @
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7. Mua £t£P°SUKV1 nafoydvos rto(potxxaxv] ™S
NE-I'2

H NF-1 mpokaAsttat armo maboyovo mapaiiayr oto yovidio NFT.
K&Be avBpwrog kAnpovopel to 50% Tou OUVOAOU TWV YOoVISLwY
Tou amo kaBe Bloloyiko tou yovea. «Etepoluywtia» evog yovidlou
onualvel OtL pla mapailayn evog yovidlou uTTapyel pla popd oto
DNA pag, tTnv £xoune dnAadn KANPOVOUNOEL Amd TOV £va yovEéa HaG
evw  «opoluywtia» evog  yovidlou  onuaivel  OTL  €XOUuE
KAnpovounost v a akpBwe mapailayn kat armd toug duo
yovioUg pag. Av pla mapaAllayn elval apkeTn yia va TPoKAAEOEL
aocBévela tote ovopdletal emkpatng maboyovog mapallayn evw
av amattolvtat dUo TOTte ovopaletal UTOAELTOMEVT TTaBoyovog
mapaAlayn.’ v NF-1, armatteital pla maboyovog mapaiiayn yia
va ocupPel to voonua.

ENOTHTA 3

Evas yovias pe NE-1 e
(50’(le Slagvwotied K.Pttv'lpto("

Movéas My rrfmd'{&&{&kv"».évos
pe NE govéas

) m

J 0

npoc(bc(»\v"&evo npoo‘(be(.’:)\v”;.evo
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Ewxds and za c(pxuux m‘octv“oc.cx Tys NE-,
;pu va un&pxouv )AL GANES TLOavEs
AUWGELS TTOUL ymopu va npomuxpouv

gTO ytex)\ov.z 3

Nevporoyués emé-lecbaec.SS

Meplmou Tto 6-7% Ttwv madlwy pe NF-1 avamtlooouyv Kamola popdn
emAnyiag, av kat ouvnBwg autn slvat a2

Edv avamtuxbouv veupoivwuata oTo VWTLAlo MUEAD, pITopsl va
EMPEAcoUV N AELToupyla Twv VWwTlalwy VEUPWY PE ATTOTEAECHA
duoAettoupyia mou oxetiletal pe to mpooPeBAnuévo velupo(a) kat
urmopel va adopd TV alchnTkoTnTa KAl TNV KWNTKOTNTA TNG
TTEPLOXNG TTOU EAEYXEL TO OUYKEKPLUEVO(Q) veupo(a).3

Kapdiaygetarés erdypdooeds’

Ta atopa pe NF-1 dlatpgéxouv emiong udeyaAutepo kivduvo va
avantu€ouv kapdloloyikd mpofAnuata, mpofAnuata pe ta ayyeia
TOUG Kal UYnAn aptnelakn Tmieon os oUyKPLON ME TOV VEVIKO
mANOuouo.3 Metd N SLAyvwon Tou yivetal cuvnBwe otnv matdikn
nAkkia, Ba mpEmel va mapakoAouBsital N apTNELAKN TIEOTN TwV
madLwy TOUAAXLOTOV pia popd Tto xpodvo.3

ENOTHTA 3

Mc(evldwmés Sucronlest

H NF-1 €xeL emlong ouvdeBel pe pabnolakeC SUOKOALEG. AUTEG ummopel
va slvat sWOWKEG pabnolakeg duokoAieg mou adopouv To Adyo N To
OUVTOVIOPO TNG Klvnong® 1 UMmopel va &xouv 1 popdn AAAwv
KATAOTACEWY OMwE 1N dLATAPAXN TOU AUTLOTIKOU HACHATOC KAl M
dlatapayn EANELUPATIKNG TTPOCOXNG KAL UTTEPKLYNTIKOTNTAG (AEMY).

TQPA BAEMNETE THN ENOTHTA 1B
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H dtdyvwon ¢ NF-1 eival to mpwto Brjua os éva Heyalo
Ta&ldL yla e0dc kat To mawdt oag. H yvwon ¢ attioloylag
TWV  CUUMTWHUATWY  PITOPEL  OUYXPOVWE va  0ag
avakoudploel aAAd KAl va oag TTPOKAAECEL TTOAU AyXOG.
AdlepwoTte xpoOVvo yla va pabste meploocotepa yia ) NF-1
KaBw¢ autd Ba cag BonBnost va nABeTe TL va TTEPLUEVETE.

TQPA BAEMNETE THN ENOTHTA 1B @ @
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Duaxelpion s NE-I"2

'Onwe Ba €xete nadbel amd AAeG evotnTeEG autoU Tou
duUAadiou, n veupolvwudtwon turou 1 (NF-1) elvat pa
neplmAokn maBnon mou amattel ) oupBoAn kat ™
ouvepyaoila TOAAWV SLadPOPETIKWY EWKWY. ATO 1N
B€on Tou yovea 1) Tou dpPOoVTLOTH eVOC TTadLou/atouou
ue NF-1, n ouvewdnrtomoinon t™¢ umootpEng Tmou
UTTOPEL VA XPELAOTEL AUTOC 0 AvBpwTog og OAN Tou TN
{wn JdIopsl va o0ag TPOKAAECEL O£0CG, OMWE M
EVNUEPWOT yla To voonua Ba cag mpootateUoel Kat
Ba cag BonbBnosL va ylveTal amoTEAECUATIKOTEPOG YA
™ dlatnenon pag KaAng motdttag {wng ya to madt/
atopo mou ppovtidete aAAG Kat yia E0AC.

To onuavilkd mou Tpenel va BOuupdote otL KAOe
avBpwrog pe NF-1 xpstaletal pia opdda edkwy mou
yvwptlouv tov 8o kAl To voonud Tou yla va Tov
mAatolwoel. Ol olKoyEVeleg TTou dppovtilouv Atoud HE
NF-1 mpémeL emiong va yvwpllouv tnv utmootnptén mou
urmopoUv va JSLekdIKNoouv amd TO OXOAElO Kat To
KPATOC YeEVIKOTEPA aANA KAl va €pBouv ot smadn e
opyavwoesl acBevwyv pe NF-1. T toug mapamavw
AOYOUG, EXOUME OUVKEVIPWOEL QUTOV TOV OCUVIOMO
odnyo yia matda pe NF-1.

TQPA BAEMNETE THN ENOTHTA 1B @ @
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/ )
ALO‘GV"CLK.V' Tl'&FLTl’OLVlO'V'l’z
EKTOg amd TIg MOAAEG avnouyxieg mou oxetidovtal HE TNV UYELA TwV
Aatopwy  Pe  NF-1,  €&vag  GANOG  ONUAVTIKOG  TapAyovTag
mPeoBANuaTiopoU lval 0 AVTIKTUTIOC TToU Ummopel va €xeL n NF-1 otnyv
gudavion evog mawdov/atopou pe NF-1.12

OL omrtikd epdavelc ekdnAwoelg tng NF-1 prmopet va nmepthapBavouv
QAVOLKTOXPWHESG  KadE  KNABEG, OepuaTIKA KAl  urodopLa
VEUPOIVWHATA Kal, OE OPLOUEVEC TEPUTTWOELS, OQAAAYVEC O
OTTOVOUALKY) OTNAN KAL TA XOAPAKTINPLOTLKA TOU TTPOCWTTOU.?

Ol aVOLKTOXPWHES KadEé KNAWeg ouvnbwe Sev ocuvdéovtal UE
LATPLKEG ETTUTAOKEG KAL LOWE VA UIMTOPoUV va KaAudBouv pe pEK-art.
Aev undpxouv otolxela mou va urnootnpllouv T Oepareia pe
AeWlep, aA\G pmopel va BéAete va oulntnoete OAEG TG DLAOEOLUEG
EMAOYECG PE TNV OpAdA UYELOVOULKNG dpovTtidag tou mawdiol oag.?

Ta SepuATIKA VEUPOIVWHATA VEVIKA Otv egfeAloocovtal apvnTika,
aAAQ, eKTOC amd TO Yyeyovog OTL elval sudavn, MWMopsl va
mpokalouv kamola duocdopla kal va KoAAAve ota pouxa. To mawdt
OQG UTTOPEL ETONG VA TTAPATTOVLIETAL VIa dayoupda 1) TOoUELHo.2

Ta efoykwuata pmopoulv va adatpebolv pe xelpoupyikn emepPaon
N Oepareta pe AéWlep,2 aANA €AV TA VEUPOLVWHATA Elval OTO
TPOOWTO N 0TO Aad Ba TPEMEL oMWwodNMoTe va cupBoulsutelte
gvav edIKO TAAOTIKO XeELpoupyod. QOTOO0, N XELPOUPYLKN eMepBaon
EVKUMOVEL €mlong Tov KIvdUVO va MdEelvOouv OUAEC evw Ta
veupolvwuata sivat mbavo va emaveudaviotouy.

ENOTHTA 3
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Opeonou.é'cmv'l rrc(pérn(iao'vf

Ta mawdid mou mapouctalouv KAUYPN TwV HAKPpwY ooTtwv Ba
EUPAVIOOUV QUTEG TIC EKONAWOELS KATA TOUG TTPWTOUC MNVEG TNG
{wng.2 Avaloya pe ) Bgon kal v éktaon ¢ PAAPNG, umopst va
elvat duvatn) n amokatdotaon NG UE XEpoupykn eneéuPaon.? Tig
EPWTNOELS N TIC AVNOUXLEG oag KAAO slval va Ti¢ amsubuvets otnv
ouada uyslovouLkng ppovtidag tou madiol oag.

Mepkd mawdtd pe NF-1 mapouctalouv oKOALwoM TNG OTTOVOUALKNG
omANg aAote AAANG coPBapotntag. Autn TPEMEL va eAEYXETAL OTA
malola Twv £Molwy £EeTA0EwWY TOUG KAl va avTipetwmidetatl
oUudwva ue ) Bapltntd tng. Auto PEPLKES POPEC dLopBwveTal e
Xelpoupykn eméuPaon, aAAd évag swdikog oty NF-1 Ba kaboploet
NV BepameuTikn MAOYT) TTOU UTTAPXEL.2

TQPA BAEMNETE THN ENOTHTA 1B @ @
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Nevporoyuey) mapépupacy’®

H veupoloywkn afloAoynon evog mawdlol pe NF-1 Ba mpemel va
dlekayetal etnolwg, av kat Ba MPEMEL va EVNUEPWOETE AUECWS TNV
ondda uyelovoulkng $ppovtidag eav to maldl cag gudaviost 1y
anwAela acdnoswy 1 ouxvoug TOVOKEPAAOUG 1) orToLodNIoTe AANO
VEO eMigovo ouumtwua mou dev e&nyeltal mpodavws. Eav to madt
oag eudavicel EMANTTIKESG KPLOELS, Ba TTPETEL VA ETTKOLVWVTNOETE
UE TOV UTIEUOUVO VEUPOAOYO OaC TTPOKELUEVOU va dlepeuvnBel kat
va emAeVel N KATAAANAN Bepareia.?

N&upoxyuxtatpcmés o‘uvvocvuoétvlt&s reat
eepom&(o(z

MNeptrmou to 30-60% Ttwv matdwy pe NF-T €xouv Kamola padnotakn
duoKoAla, e TN dlatapayn TOU AUTLOTIKOU ¢AoHATOC KAl TN
dlatapayn EAAELUUATIKAG TTPOCOXNG KAl UTTEPKLYNTLKOTNTAG va elval
Wlaltepa ouyVveEG peTall twyv madlwy autwy. MoAAa madid pe NF-1
gudpavidouv XaUNAT) QUTOEKTIUNOT, AyXog Kal KatdOAuwpn, ta omola
urropel emiong va emnpedoouv apvntika v mowotnta ¢ {wng
TOUG KOl TIPEMEL VA QAVTIMETWITLOTOUV.2 Avalntiote Ponbeia kat
EVNUEPWOT ATO TOUC YLATPOUG 0ag aAAA KAl AT OLKOYEVELEG TTOU
avtietwi{ouv avaloyeg SUOKOALEG PE TIC DIKEC Oag.

ENOTHTA 3

Bepancla yrowbdpazos Tvs onzueys odod’

Ta ylowwpata ¢ ontkng odou (OPGs) eilvat oOykoL Tou
aAvantuooovTal OTO OMTIKO VEUPO KAl UEPLKEGC POPEC MUIMOPEL va
grMpPsdcouv TNV Opacn Tou mawdlou oag, KATL mou ocupPatvel
apketa omavia. ‘Otav sudavidovral, mapatnpouviat cuvnbweg oe
madLd NAKIAG 7 ETWV 1) HKPOTEPA.2

'Otav elval amapaltnto, ta OPG Umopouv va AVILHETWITLOTOUV WE
xnueloBeparnesia kat avaloya pe to peyebog kat tn Bon toug. Asv
epapuoletal  aktwvobeparela  ekTOC  €Av  elval  amoAUTwg
armapatmto.?

TQPA BAEMNETE THN ENOTHTA 1B
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KapdLayyeiand vooypmaza’

Ta madid pe NF-1 Ba mpénel va mapakoAouBolv tTnv aptnelakn
TOUug Tleomn £tnolwg TOUAAXLOTOV, OTO TAQLOLO TOU TUTKOU TOUG
gAéyxou. H uPnAn aptnelakn TIlEon JITOPEL KAl TIPEMEL va
QAVTIMETWITLOTEL HE KATAAANAN Bepareia avaloya Pe tnv attioloyla
™mg.2

Gepanefcx nkeSoué-o()s w:upo'c.'vu';yuc('cas"3

Ta mAe€osdn veupoivwpata sival oykol mowkilou peyeBoug Tou
potdlouv pe «mAe€olUdec» mou e€amlwvovtal KATA PNKog &vOg
veUpou kal uropel swoBaA\ouv otov meplBaillovia xwpo Kat va
mpokaAéoouv mpoBAnuata amod meon. MeplkéG dopEG lval duvatn
N adalpeoT) Toug PE XELPOUPYLKY eméuBaon, aA\d oxL mavta.?

ENOTHTA 3

Komov'leets SgroL Twv £>\6tpwv ﬂ&PLCp&PLK.O\')

’ 4
veEvupou

Evag MKPOG aplBude mAeEoeldwv VEUPOIVWUATWY UMOPEL va
e€elxOel og kakonBelg GyKoug Twv EAUTPWY TIEPLDEPLKWY VEUPWY
(MPNSTSs) mmou umopel va yivouv oAU emBOETKOL KOl MEPLKEC POPEC
kat armelAntkol yia m wn. H kablepwuévn Bepamela yia autoucg
Toug Oykoug elvat n xelpoupyilkn eméuPaon, akolouBoUusvn
mBavwg and aktvobeparnsia.?

'‘O\a 6oa mponynBnkayv dev £lval O€ KAWL TTEPLTTWON WLa TTANENG AloTta Pe OAEG TIG
mBaveg Bepareieg yia v NF-1. AvarmtiocoovTtal CUVEXWG VEEG TEXVIKEG KAl
ddpuaka. EQv avnouxelte yLa UL ouyKekpuévn mtuxr e NF-1 kat yia tov tpomo
dlaxeiplong g, WANOTE PE TNV OpAda UYELOVOULKNG dpovTidag Tou Tatdlol oag.

TQPA BAEMNETE THN ENOTHTA 1B
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ANArKr AIEMNIZTHMONIKHZ
OMAAAZ ®PONTIAAY

H veupolvwpdtwon turou 1 (NF-1) elval éva voonua
mou umopel va mpooPBdisel MOANG  Opyava  oTo
avlpwrlvo cwpa, HE HEYAAN TOWKIAlO ONUElwY Kal
CUUTTTWHUATWY, ME amoTéAsopa Tto madl oag va
XPELAOTEL va ppoviida amd apKkeToUus dLadopPETKOUG
edkoUc. Autol ot avBpwriot Ba amoteAécouv 1M
SLETTLOTNUOVLKT) OHASA UYELOVOULKNG PpovTIdag Tou Kat
Ba mpemel va Bplokovtal o EMKOLVWVIA TTPOKELUEVOU
va mapexouv urmootnptén os oAOKANEN TNV OLKOYEVELQ.

Mrmopel va eilvat duokolo va mapakoAouBeite OAa ta
HEAN NG opAadag UyELOVOULKNG dpovTtidag tou matdlou
0ag, yU' autd EXOUUE OUYKEVIPWOEL ULA AlOTA UE TOUG
ALapopeTkoUC OLIKOUC TTOU EVOEXETAL VA EUTTAEKOVTAL.

TQPA BAEMNETE THN ENOTHTA 1B @ @
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ENOTHTA 3

ﬂacfov&u‘oo)\élgoc (xux o’(toyux Ews (8 &tu')v)
Nevpordyor evyrlicwy!' (gl atopa avw twv 18 etddv)

Ol veupoAdyolL elval eOIKEUMEVOL LATPOL YA TO VEUPLKO clotnua kat a&loAoyouv veupoloylka to rmawdl oag. 'Etotl
mX. aA\ayEg oty aoBntikotta (poudldopata) 1 oTG aloBnoslg Onwe n 6pacn, ETMHOVOL TTOVOKEPAAOL N
duokoAla otnyv kivnon Ba mpémnetl va dtepeuvnBouly, VEUupoloyIKa, Ausoa.

Meverioés't

Ol yeveTlotég Oa gumAakolv amd TV apyxn otn dlepeuvnon tou madol cag. Mépog ¢ dldyvwong ¢ NF-1
mep\AUPBAVEL TOV EAEYXO VLA PLA CUYKEKPLUEVN TTaBoyovo mapaAlayn oto yovidio NFL! Metd ) dlayvwon, 0 KALVIKOG
VEVETIOTNG 1) O TTASOVEUPOAOYOG/VEUPOAOYOC EVNALKWY, UTTOPEL va oag MANCEL yia TV mlavotnta aA\a HEAN NG
OLKOYEVELAC oag va gxouv emiong NF-1. Y& oTmAvIeg TTEPUTTWOELG slval MOAVO va EXETE pLa NTLa Lopdn T VOooU Kal
va unVv to yvwpllete kav.2 Etval KaAo va to YWwpELleTe ylatl Hmopel va eTMPeACEL TO HEANOVTIKO OLKOVEVELOKO COG
TTPOYPAUMUATIONO.

@UO‘UCOG&PG!T&U'CéSS

OL ¢puoloBeparmeuteg umopolv va svtaxbouv otnv oudda uyslovoulkng dpovtidag €av n NF-1 emmpedosl Ty
KLVNTIKOTNTA Tou TTatdov oag.?
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ENOTHTA 3

Xecpoupgo('

OL xelpoupyol armoteholv Baolkd PEPOC NG OPAdAC UYVELOVOULKNG Pppovidag. O poAog toug adopd otn
pelwon ¢ atoOntkng emidpaong Twv VEUPOIVWUATWY oTo d€pua aAld kat otnv adaipeon mAsoeldwyv
VEUPOIVWHUATWY TIOU TIPOKAAOUV OUCAELTOUPYLIEC OE ECWTEPKA Opyava. YTTAPXOoUuVvV TTIOAAEC SLADOPETIKEG
ELSLKOTNTEC XELPOUPYWY TTOU Umopouv va Bonbnoouv otn Oeparmela cUYKEKPLUEVWY ekONAWOEwWV ™G NF-1 pe
AmaPEAlINTO KOO XAPAKINELOTIKO TNV EUMELPLA OTN VOOO:

Neupoxeipoupyol NMAaoctikol xetpoupyol
Xelwpoupyol omovSUALKNG 6TNANG Xelpoupyol Kpaviou-TIpoowITou
Xelpoupyol TEPLPEPLKWY VEUPWY OpOomaidikol xetpoupyol
Nawdoxeipoupyol

’
Ocpec(xruc('c‘ooc.'
OL opBaAutatpol sumAgkovTal eav 1 6paon tou madlol oag £XeL emmpeactel amd v NF-1. H douAsld toug

elval va mapakolouBoulv ti¢ aA\ayEg oty opaon tou mawdlou cag Kat va dtacdaAiilouv OTL ommoladnmote
amapattnn Bsparnsia Ba Egkvnoet To cuvtopotepo duvato.!
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Nacdoyuxlazpol (yia dropa Ews I8 exddv)
Yuxlazpol' (gia azopa avw twv 18 etddv)

OuL nawdoYuytatpor/Puxiatpol umopouv va PonbBnoouv godg kat to madl oag va OLAXELPLOTELTE TUXOV
HaBONolakeG SUOKOALEG KAl dlatapayxeg tng dldBesong mou oxetilovtat pe TV NF-1. Avaloya e TIG TTPOOWTILKEG
avaykeg tou mawdilol oag, auto umopsl va mepthapPBavel cupBouleg yia tny eUpPeon Tou KATAAANAOU oxoAElov,
mapoyn ouvaloBnuatikng cupBoulsutikng umoopEng 1 ouvtayoypdadnon ¢apudkwy yia In dlaxsiplon 1y
NG dLATAPAXNG EAAELUUATIKNAG TTPOCOXNG KAL UTIEPKLYVNTIKOTNTAG TTOU UMOPEL va ocuvodeUouv tnv NF-1.1

/
Arctivordygol s
OL GK'ELVO)\(')’VOL eldkevovTat om xpnon LCl"EpLKT']C texvoloylag, onwe silvat oL (Autolototvdeopor8a )
aktwvoypadlec Kal N payvnTikn topoypadia (MRI), yia va douv TO ECWTEPLKO oag us;\%qaépouv o€ pa
r ’ r 1 I 45 LOTOCEALOQ UE
TOU OWUATOG TOU mawdLou oag Kkat va nap'aKo)\oanoouv TUXOV aAAayeg.*> To SladopeTi) onpieicon
mawdl cag urmopet va e€etaotel amo toucg €&NG: QTTOPPENTOU KAl OPOUC
xpﬁqnq. OL cUvdeouol ’
4 4 apexovtal EUYE
AKTLVOAOYOUG TOU NEUPOAKTLVOAOYOUG iaiotisuhenl el
MUOOKEAETIKOU CUOTNHATOG (ne e&edikeuon otnv A e oS G
(ue e8eldikevon oy AmeLKOvLoT Tou eykedalou) aomaZonote Kaula
QITELKOVLOT] HUWYV KAl OCTWYV) (_ E8wepun LotooeAida.
J |
Ogrorogot

OL oykoAoyol sivat edkol otn Bespamsia kakonbBwv Oykwv Omwg ta MPNST. H Bgparmeia umopel va
mepAapPBavel xelpoupylkn enéuPaon, xnuewoBespareia kat AAAa ddppaka. Ta mmawdid pe NF-1 omavia
urmoBaAlovtal oe aktvoBeparneia emeldn UTTAPXEL UPNAOG KIVOUVOC TTAPEVEPYELWVY.!

TQPA BAEMNETE THN ENOTHTA 1B @ @


https://patient.info/treatment-medication/x-ray-test
https://patient.info/treatment-medication/mri-scan

ENOTHTA 3

ENOTHTA 1A ENOTHTA 1B

Axxnes &L&métvrc&s

Avaloya PE TG avAyYKES TOU MaldLloU oag PITOPEL va XPELAOTEL
va EUMAGKOUV KAl AAAEC EWDKOTNTEG OTN OLEMOTNUOVLKY
oudda  dpovidag ocag, Onmwe TadoevEOKPLVOAOYOL,
epyoBeparneuteg, AoyoBeparmeuteg, matdoPuyxoAoyol, edikol
nmadaywyol. Xpeldleote ylia OAa TA MAPATAVW E£va ylatpo
ouvtoviot). To polo autd avalapPavet ouvnbwe o
madlatpog 1 o matdoveupoAoyog cag.

TQPA BAEMNETE THN ENOTHTA 1B @ @
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Briogpagueés avagpopés

1.

1. Ferner RE, Huson SM, Thomas N, et al. Guidelines for the diagnosis and management of individuals with neurofibromatosis 1. J Med
Genet. 2007;44(2):81-8.

Ejerskov C, Raundahl M, Gregersen PA, et al. Clinical features and disease severity in patients with mosaic neurofibromatosis type 1: a
single-center study and literature review. Orphanet J Rare Dis. 2021:16(1):180.

NHS UK. Neupoilvwudtwon tumou 1. AtaBgoiuo ot dtelBbuvon: www.nhs.uk/conditions/neurofibromatosis-type-1.

MAnpodopleg yia toug acBeveic. EEstdoslg aktivoypadlag. Atabsouo otn dievBuvon: https://patient.info/treatment-medication/x-ray-
test. TeAeutala mpooPBaon OeBpoudplog 2023.

MAnpodopleg yia Toug acBevelc. Mayvntikn topoypadia. Atabeoiuo otn dievbuvon: https://patient.info/treatment-medication/mri-
scan. TeAeutala mpooPBaon OeBpoudplog 2023.
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ENOTHTA 3

ENOTHTA 1A ENOTHTA 1B

Megarwvovas ME TYV IVF—IM

Kabwe ta madid ye NF-1 peyalwvouy, mepvouv v epnPela
KAl EVNALKLWVOVTAL, UTTOPEL va eUdPAVIOOUV VEEC EKONAWOELS
NG VOOOU TOUG, £va eVvOEXOUEVO TTOU dev LOYUEL amapatltnta
yla oAoug.!

Yta madtd pe NF-1 n ednPela urmopet va €éABsL apyotepa amod
otL ouvnbwe, N va Eekivnost vwpltepa (mplv amd v nAkia
TwV 7-9 £TwV: GALVOUEVO £TTONG YVWOTO w¢ Tpwiun Nen). H
mpwiun edpnPela sival ouxvotepn os AToua UE YAOLWHUA NG
OTTTLKNG 0d0U, yLA TO OTolo Urmopelte va Bpelte MEPLOCOTEPES
MTANPOGOPLES OE TTPONYOUUEVO OTNUELO TNG EVOTNTAG AUTNG.2

Ta madla pye NF-1 telvouyv emmiong va €xouv xaunAotepo UPog
amd Toug¢ OUVOMNALKOUG Toug, ME T dladopd va yilvetal
cadng otnv NAKia Twv 7 £TWV yla Ta Kopltowa Kal twv 12
ETWV Yla Ta ayopLa.?

TQPA BAEMNETE THN ENOTHTA 1B @ @
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ENOTHTA 1A ENOTHTA 1B

H ocuveldntomnoinon autwy twv dtadopwy amd ta dia ta madld ue
NF-1 ummopel va yivel oduvnpn, sWOWKA av £Xouv Kal AAANEG eUdAVELS
ekdnAwoelc.? Eav avnouyelte OtL To maldl oag £XEL CUUMTWHATA
KaTtaBAupng 1 o0t avnouxel yia t {wn tou, Ba mPEMeL va UANOETE
otov mawdouxiatpo 1 otov Yuxlatpo evnAikwy, av to mawdl oag
elvat Avw Ttwv 18 €£Twv, TPOKEWMEVOU va oag KatsuBlvel os
oupBoUAeUTIKN 1) KAt AAAN utTooTthPLEn.

Karmotot cuvounAwot purmopet va dpepBoulv pe ayévela oto madl oag
Aoyw dyvowag. Ma to Adyo autd umopel va ypslaoctel va
ouvepyaoTelte Ye dAoKAAOUG Kal yoVvelg yia va BeBatwBeite 6Tl to
madt oag atobdavetal dveta 6tav BplokeTal EKTOC omtiou.*

'Evag dAAog mapdayovtag mou TPETeL va AdfBete undyn oag sivat ot
n ednPela cuvodeletal amd TMOANEC cuVALCONUATIKEG METABOAEG
Kat evtaoslg mou Oev oxetilovtat pe tnv NF-1. Mrmopsel va
ALAMOTWOoEeTE OTL KABw¢ To maldl cag peyaAwveL eV oag avolyetal
MA£0OV OMTWG TTAALA.A

MNoAol avBpwriot mou ¢ppoviilouv edpnPfouc duokoAslUovtat va
KATAVONOOUV TIC AAAAYEG OTN CUUTMEPLPOPA TOUG KATA TN SLAPKELA
aumng NG TEPLOdoU Kal prmopel va umapfouv mpootplBEg v to
epnPo madt mapouoialel alayeg otn dldBeon tou, aA\ayeg otov
UTIVO TOU M VLVEL ALYOTEPO CUVEPYACLUO.® I€ AUT TNV TEPLUTTWON),
elval apketd va elO0TE UTTOOTNPLKTIKOL Kal va dnAwoete dlabéoiuot
yla cudnon 6tav atcBavovtat aveta.

TQPA BAEMNETE THN ENOTHTA 1B @ @
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ENOTHTA 3

Briogpagueés avagpopés

1.

Ferner RE, Huson SM, Thomas N, et al. Guidelines for the diagnosis and management of individuals with
neurofibromatosis 1. J Med Genet. 2007;44(2):81-8.

Bizzarri C, Bottaro G. Endocrine implications of neurofibromatosis 1in childhood. Horm Res Paediatr.
2015:83(4):232-41.

Washington University School of Medicine. Neurofibromatosis (NF) Center. Exmatdsutikd evturna. MIAwvTag ya v
NF-1: Ednpot. AtaBéopo otn devBuvon: https://nfcenter.wustl.edu/wp-content/uploads/2010/10/SLC6906_
NeurofibromatosisTeenBrochureR1.pdf. TeAsutala mpocPBaon OePBpoudplog 2023.

Children's Tumor Foundation. Movo yia epnpBoug: Zwvtag pe v NF-1. AtaBsopo otn dteuBuvon: www.ctf.org/
images/uploads/NF_ Teens_brochure_Singles-web.pdf. TeAsutatla mpooBaon OePBpoudplog tou 2023.

Healthline. Elval autn xapaktnpLoTikn cuureptdopd sdpnffou 1 Eva MPoedomonTIKo onuadt Puxkng acBevelag;
AlaBéopo otn dteuBuvon: www.healthline. com/health-news/teen-behavior. TeAsutala mpooBaon OeBpoudplog
Tou 2023.
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ENOTHTA 3

ENOTHTA 1A ENOTHTA 1B

MNds va MIAVGETE ME
y MM M

TOVS ch)\ous oL 'cv,v

oukogéveLd Gas

H Zwn pe tv NF-1T avamodpeukta emdbEPel aANAYEC
otV Kabnuepwotta tou mawdiol oag aAAd kat g
OLKOVEVELAG o0aG. OL oA\ayéEC QUTEC MITOPEL va
EMPEACOUV KAl TNV KowwVvikn oag {wn. Ou ool n
OLKOVEVELQ, aKOUN Kal oL cuvadeAdol cag urmopel va
0ag KAVOUV EPWTNOELS. AUTO PEPLKES POPEC UTTOPEL va
odnynoetl og dUoKoAeg oulNTNOELS, OTTOTE elval KaAd va
EXETE TIPOETOLUACEL AMAVINOELS OTNV TIEPUTTWON TTOU
MTPOKUYEL N AVAYKT).

QIO



ENOTHTA 1A ENOTHTA 1B

Elval mpotiudtepo va WANOETE oToug avBpwroug
yUpw oag, autod Ba toug dwoesl TNV sukalpld va oag
kataAdBouv kat va oag urrootnpléouy, Kauld popd Kat
ILE TPOTTO TTOU OEV TO TTEPIPEVETE.

Mrmopel va dLamoTtwoeTte OTL oL GLAOL KAL 1| OLKOYEVELA
oag umopouv va oag PonBnioouv oe aAvAyKeg NG
KaBnuepvoTNtadg o©ag oOtav o  XPOvog  slvat
TTEPLOPLOPEVOCG KAL TILECTIKOG, EAV X €lval amapaltnto
va TApETE  Adsld  yld  TIAPATETAMEVA  XPOVIKA
SlOOTAUATA TTIPOKEIMEVOU VA TIPAYUATOTIOWOETE Ta
LaTPKA pavtePfou tou mawdiol oag, lowg va TPEMEL va
oulnoeTE HE TOV €pyodotn oag.  Oplopévol
EPYODOTEC EMITPEMOUV TNV egpyacia amd To omitt N
MPOOPEPOUV  EUEAIKTO wPAPLO  av  KAToloG  TO
xpetalstat.

Auto BEBala mou TPETIEL va EXETE TTAVIA VA EXETE OTO
MUGAO cag OTav EMKOLVWVELTE ME AANoug elval oOTL
EXETE TMAVIA TO OSWKAlwMA VA M MANCETE yla
owdnmote Sev embBupeilte. [Mpenel  mavta va
nolpaleote pe TOUG AANOUG pOVO TIANPodopleg ToU
acBaveote aveta va polpaoctelte. Av  aiwcBdaveote
TMIEOPEVOL, TOTE UMOPELTE va amodUYETE EUYVEVIKA va
ATTAVTNOETE.

ENOTHTA 3
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ENOTHTA 1A

ENOTHTA 1B

ArcorouvBolv pe weés amiés o(rro(vrv']c\'us ot

O'UVV’IGU.S CPw'CYlO'U.S mTov rkﬂ'OP&( va odas

z£8oVv:t

«Tu elvar NE-1:3°
v NE-(;

«H NF-1 elval pa katdotaon mou mpooBdalsl to dEpua KAl TO
VEUPLKO olotnua Kat epdavidetal YE AVOLXTOXPWHES KAPE KNALSES
oto d¢pua kat pe oldla (s€oykwpata) oe dlddopa Opyava Tou
OWUATOC UE TTPOTIUNON TO dEPUA, TOV eyKEDAAO Kal ta veupa. Ta
olidLa umopouv va gudaviotouV OMoUdNTOTE OTO CWHA, AAAA autd
OTO OEPUA ELVAL TA TILO EUdAVT.»

<<l aed véo‘vlce o naldl cas and v
NE-I ,'>>Z

«H NF-1 glvat gla yevetikn vooog kat oxetidetal pye mpoBAnua ota
yovidia tou mawdiol pou Kat ouveRn tuxala, onwe cupPatlvel ye OAa
TA YEVETLKA VOOT|HATA. AEV TTPOKELTAL VLA HETADOTIKO VOO UA.»

«Ymapxee Oepameia gla v NE-1;»°

«Aev umtapyel akoun Beparela, aAA& avamtloooVTal CUVEXWG VEEG
Beparmeleg Kal UTTAPXOUV TTOAANEG EATTIOEG yLa TO HEANOV.»

ENOTHTA 3

Mmopelte va amodacloste TOOEC AsTtopEPEleG OAete va
HOLPAOCTELTE avAAoya UE TO TOLOV EMKOWVwVELTeE. OL ylatpol oag
urmropouv va cag Bonbrjcouv og autod.

Mrmopel va atcBavBeite KAAUTEPA AV POLPACTELTE TIG EUMELPLEG OAG
hue AA\a atopa mou ¢ppovtidouv mawdtd e NF-1. Mia té€tola Kivnon
UTTOPEL VO 0ag MPOoodEPEL HEYAAT cuvaloONUATIKY avakoUdLon.

QIO
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Briogpagueés avagpopés

1. NHS Inform. Talking about your condition. AlaB¢oo ot detBbuvon: www.nhsinform.scot/care-support-and-rights/palliative- care/talking-
to-people-about-your-condition/talking-about-your-condition. TeAeutata mpooBaon OeBpoudplog tou 2023.

2. NIH National Institute of Neurological Disorders and Stroke. Neurofibromatosis Fact Sheet. AlaBéoiuo amd: www.ninds.nih.gov/
neurofibromatosis-fact-sheet. TeAeutatla mpoécBaon OePBpoudplog Tou 2023.
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Ns va yu)\v'lo'&'c& cTVV oy.o'(&x
UK&LOVOMLK'V'IS CPPOVI({;“S TOoL
nacdiod cas'

AKOUN Kal Otav evnueEPwWOEelTe AEMTOUEPWCE VA TNV
NF-1 kat TI¢ SlaBEoIueg OepamEUTIKES ETIAOYEG, UTTOPEL
va oag elvat duokolo va Eekivroete pla ocudntnon e
TNV OMAdA UYELOVOULKNG dpovTidag tou mawdiol oag

yiatl evdéxetat va efakoloubolv va umdpyouv _f.‘f
EPWTNMATA Yyla Ta orola motelete Ot Ypelaleote 4 - =
TTEPLOCOTEPEG MANPOPOPLEG. - -,

, D

{
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ENOTHTA 1A ENOTHTA 1B

AkoAouBoUv oplopgva yevika BEuata mou UmopEL va
BeAete va oudnosTe YE TOUG yLatpoUg oag.

Zmeqo'c&cft& Tt 0éneTE va yto'(eate

1. Moleg aAAayEG oTnV UyELa 1) OTN CUPTTEPLPOPA Tou TTadloU Jou
TTPETIEL VA TIPOCEXW;

2. NM60o cuxva TTPEMEL TO AL HOU VA KAVEL LATPLKESG EETAOELC;
3. YTApxeL KATToLa TOoTkn opdda urmootpéng yia atopa pe NF-1;

4. YTIAPXOUV 3paoTnNPLOTNTEG TTOU TTPETEL va armodeUyel To madl
pou Aoyw ¢ NF-1;

5. Ymapyxouv ¢apuaka mou mMPeTmeL va amodeUyel To matdl pou Aoyw
™m¢ NF-1;

ENOTHTA 3




ENOTHTA 1A ENOTHTA 1B ENOTHTA 3

MNPV OUVAVTINOETE TOUC VIOTPOUC cag KaAd Ba ntav va kataypAyeTe KAl VA OPYAVWOETE TIC EPWTINOELC odg. Mmopel emong va BgéAets
TTEPLOCOTEPEG TANPOGOPLEG OXETIKA HUE KATL TTou dlaBdacate os autod To evtumo. AkoAouBoUv OPLOUEVES EPWTNOELG TIOU TIPETEL VA OKEDTELTE

KaBw¢ mAnolalel kaBe pavteou:

Zmeqotecfte Tt 0éxreTe va yto'(ee'ce

1. Nw¢ Ba BaBuoAoyouoate ) yeVIKN uyela tou mawdlou cag, amo 1 (xelpotepn duvatn Kataotaon)
£w¢ 1o 10 (kaAUtepn duvatn kataotaon);
Elval KaAUTEPA 1 XELPOTEPA ATTO TOV TTPONYOUUEVO UNva;

2. Nw¢ Ba BaBuoAloyouoate tnv Puxkn uyela tou mawdlou ocag, amo to 1 (xelpotepn duvat
Kataotaon) Ewg to 10 (kaAutepn duvatn KataoTaon);
Elval KaAUTEPA 1) XELPOTEPA ATTO TOV TTPONYOUUEVO UNva;

3.'Exete mapatnenosl KamoLla EMAEVWoN Twv ekdnAwoswyv ¢ NF-1 tou mawdou cagc; (m.x. KOmwon,
TTOVOKEPAAOL, CUYKEVTPWON)

QIO



ENOTHTA 1A ENOTHTA 1B ENOTHTA 3

4. EVAANOKTIKQ, £XOUV BeATIwOeL kamoleg amo Tig ekdnAwoetg tng NF-1 tou mawdlou oag;

5. Eixe to mawdl oag kamota duokoAla va Tapel tTa pApUaAKa Tou yla tn dlaxetplon Tt NF-1 tou;

6. To maldl oag elxe TAPEVEPYELEG ATTO TA PAPUAKA TOU yLa N dlaxetpton ¢ NF-1;

7. 'ExeL Viwoel To madl oag KATTOLO VEO 1) EMOELVOUMEVO TTOVO; EAV val, ONUELWOTE TA ONUELA TOU CWUATOG
OTNV £LKOVA OTNV EMOPEVT ceALdA.

QIO
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Zvly.&c.u')ct& N ley.&(ot Tov 0'u'>y.c(tos dmou aLcBdvEsTE &véxxvlcv,

Katw akpa j

(médwa)

TQPA BAEMNETE THN ENOTHTA 2 @ @



ENOTHTA 1A ENOTHTA 1B

ENOTHTA 3

Zmentérkevoc. o rxékkov:

1. YITQpXOoUuV KATTOLA ONUAVTIKA YEyovoTa TTou Ba mpemeL va
yvwpllel n opdda Twy ylaTtpwy oag;

2.'EXETE EPWTNOELG OXETIKA UE TIG eKONAWOELS TG NF-1;
(r.x. mMAe€oedn veupoivwuata)

3. 'EXETE EPWTNOELS OXETKA UE TN HEAAoOVTIKN Begpareia tou
mawdol oag; (m.x. aAAayEg ota GApUAKA)

4. 'EXETE EPWTNOELG OXETIKA UE HEANOVTIKEG LATPLKES eEeTAOELG
TTOU UTTOPEL va XpelaoTtel To mawdi oag;
(T7.X. TTOTE VA AVAUEVETE TNV EMOUEVT opOaApuooyikn eEEtaon)

5. 'EXETE EPWTNOELG OXETKA UE TNV TPdoPaon tou maldlol oag os
EKTTALOEUTLKT) UTTooTNPELEN; (11.X. ETOKEYN OE £WOWKO yLa
HAONCLOKESC SUCKOALER)

6. EXETE EPWTNOELG OXETIKA HE TNV MPOORAON O TTPAKTIKN
urmootPELEN, yia ecdg 1) to madl oag;
(TT.X. OLKOVOULKEG OUMBOUAEG 1) cupPBoulég ammaoyxdAnong)

7.'EXETE EPWTNOELG OXETKA HE TNV TTPOCoBaon os cuvaloOnuaTtikn
urmoopLEn, yia ecdg N to madl oag; (m.x. cupBouleuTikn)




ENOTHTA 1A ENOTHTA 1B ENOTHTA 3

Briogpagueés avagpopés

1. InfoAboutKids.org. Working with your child's health care team: Communication tips for parents to help reduce stress. AltaBéowuo
ot dlevBuvon: https://infoaboutkids.org/blog/working-with-your-childs-health-care-team-communication- tips-for-parents-to-
help-reduce-stress. TeAsutala mpooBaon OeRpoudplog tou 2023
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ﬂpocwncmé vnnepoxégt.o

® Mépos |: Exdb war v NE-I
® Mépos 2: Ms vidOw;
® Mépos 3: Ta pavzefod pou

® Mé‘oos G: Avuu.ou‘oxl.mé v‘rka‘ookégw
X 18 {pqctv]ptétv]tas
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ENOTHTA 1A ENOTHTA 1B

ENOTHTA 3

To npoo'wmn.é cas vn&&poxémo

KaAwg NABate oto nuepoAdyo oag yia v NF-1. Autog slval Evag
XWPEOG yla va KataypAayete TI¢ Baolkeg cag MANPOPOPLEG OXETIKA UE
v NF-1.'Exouv dnuloupynBet eldikeg oeAideg yia va cag Bonbnoouv
va TmapakoloubBeite mw¢ atcBaveots kat TL akoAouBsl oto
TEOYPAPUA AVTIMETWMONG TS NF-1 cag. MNvwplloupe OtL N NF-1
UITOPEL va elval ampoBAemtn, emopévwe elval amapaltnto va
UITOPELTE VA TTPOCAPUOLETTE.

Aev slote olyoupol yla 1o mwe Ba XeNOLUOTTOOETE TO NUEPOAOYLO;
Mnyaivete kateuBelav oTig oeAideg nuepoloyiou Kat avakaAuyte to!

TQPA BAEMNETE THN ENOTHTA 3 @ @
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Mépos |: Eyw wac v NF-I

ENOTHTA 3

Huepounvia dtayvwong:

H péxpL twpa Beparmneia pou:

@ TQPA BAEMNETE THN ENOTHTA 3 @ @
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Mépos |: Exwb rar v NE-|

ENOTHTA 3

H opada uyelovVouLKNG Hou TrEplOaAync. MNa mapadelypa, o ylatpog oag, mou
glval eldKO¢ otnVv NF-1, To VOONAEUTIKO TTPOCWITLKO yia TNV NF-1 K.Am.:

TitAog: TitAog:
Itolxeia Itowela
emMKolvwviag: emKolwvwviag:
TitAog: Tithog:
Itolxeia Itoela
EMKOLVWVIiAG: EMKOLVWVIAG:
TitAog: TitAog:
Itolxeia Itoweia
EmKowvwviag: EmMKovwviag:

@ TQPA BAEMNETE THN ENOTHTA 3 @ @
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Mipos 2: Ns vidw;

TO ®AZMA TQN ZYNAIZOHMATQN

Edw elval pia oslpd amd cuvalocbnuata mou Umopel va
Buwvete amo pEpa ot pepa. EmAEETe to ouvaloBnua
mou JIopel va vwwBete onuepa kat ypayte ylatl
voullete OTL urmopel va atcBaveote 1oL

Asutepa ¢ Hpepopnvia:

INUEPA VIwBw (KUKAwoE auto Tou VIwBEL]):

o — T
v At ~

Nwbw £tol ylatt...

ENOTHTA 3

00O ¢

XAPOYMENOZ KANA Aro 6YMQMENOLI APPQITOI  AYMHMENOX

MENArXOAIKOZ

Tpitn * Hpepounvia:

INUEPA VIWBwW (KUKAWOE AuTO TToU VIWBELR):

o . 25
U A —~

Nwbw £tol ylatt...

@ TQPA BAEMNETE THN ENOTHTA 3
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Tetaptn * Hpepounvia:

INUEPA VIwBw (KUKAwoE auto Tou VIwBEeL]):

N N X X N

NiwBw £toL ylatt...

ENOTHTA 3

MEumtn ¢ Huepopnvia:

INUEPA VIwBw (KUKAWOE auTto TTou VIWBOELS):

“ . ? 7
@) ‘.‘M -

NiwBw £tol ylatt...

Mapaokeun ¢ Huegpounvia:

INUEPA VIwBw (KUKAwoE auTto TTou VIWOELS):

o A T
v Aot ~

Nwbw £tol ylatt...

TaBpfato ¢ Hupepopnvia:

INUEPA VIwBw (KUKAwOoE auTto TTou VIWOELS):

o — Inln
v At ~

Nwbw £tol ylatt...

@
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ENOTHTA 3

Kuplakn ¢ Huegpounvia:

INUEPA VIwBw (KUKAwoE auto Tou VIwBEeL]):

N N X X N

NiwBw £toL ylatt...

Autn TV efdopada Eviwoa KUplwg:

INuePa ViwBw (kUKAwoe autd mou VIwBeL]): |y ‘ . ‘ K 55

Niwbw £toL ylatt...

)

@ TQPA BAEMNETE THN ENOTHTA 3 @ @
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ENOTHTA 3

mee(wde za vanecfc( 6o owbyw( GoU TV JEv ALCOAVESAL KaA

Katwtepo LEPOG
twv modwwv M J
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Mépos 3: Ta Pavz&:(.’aoé pou

Huepounvia:

Mou:

ENOTHTA 3

Hupepounvia:

Mou:

MNowov Oa cuvavtnow:

Mowov Oa cuvavtnow:

T 8a cu{ntow:

T 0a culntow:

@
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ENOTHTA 1A ENOTHTA 1B ENOTHTA 3

Mépos G: Evé'cv,'ccx &ruu.oupxtnoé vuxepo)\ox(ou/fpao'tvlptétv,'cas

Nws vibbw ovpmepa; Tu pe evgapioeel

EMAEETE TO KOUTAKL TTOU AVTLOTOLXEL Kataypdyte ta mpdypata mou oag euxaplotouy

oTo ouvalcOnua mou viwbeTe: TTAPAKATW:

U ‘

XAPOYMENOZ KANA AIFO
MENAMXONIKOZ

[ T
A
—~

6YMQMENOZ APPOZTOX AYMHMENOZ

Te pe atavoxw‘oaf

AvadEpeTe TA TTPAYUATA TTOU 0AC OTEVOXWPEOUV AVadEPETE TA TTPAYUATA TTOU 0AC KAVOUV Va
TAPAKATW: atcBdaveote KAAUTEPA TTAPAKATW:

[ ( :
(
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