Eupwmaikn Kowvr) Apdon yla toug Ztavioug Kapkivoug

Joint Action Rare Cancers (JARC)

FIRST

EU Joint Action on Rare Cancers (JARC)

H Eupwaikr) Kown Apaon yia toug Ertavioug Kapkivoug (JARC) Eekivnoe tov ZemtepBpLo

2016. Elval eva mAaiolo cuvepyaoiag oto omolo CUPHPETEXOLV POPELG, OPYAVWOELG TIOU
KAAUTITOUV  TOUG OTtAvlouG  Kapkivoug otnv  EE, opyavwoelg aoBevwv  Kat
popeig xapa&ng TTOALTIKAG HE OKOTIO TNV €ualcBntomoinon yla TLG OTIAVIEG HOPYEG
KApPKivVOU Kal TNV avamrtugn KawoTOPwV TIPOOEYYIOEWV OTOUG TOMELG TTOLOTNTAG TNG
UYELOVOMLKNG TIEPLBaAYNG, €peuvag, ekmaideuong, KAl TOV TPOCSLOPLOPO TiPOANYNG,
Slayvwong kat Beparneiag Twv oTIAVIWY KapKivwv.

OL OTIAVLEG HOPYEG KapKivou Sev elval TOOO OTIAVLEG, KABWG aVTLITPOOWTIEVOUV TO 24%
OAWV TWV VEWV TIEPLTTTWOEWV KapKivou, Ttou Slaylyvwokovtal kabe xpovo otnv Eupwrn.
OL aoBevelg pe omavioug kapkivoug avtipetwtifouv TIPORARUATA  €yKalpng Kat
OoWwoTNG Slayvwong kal Bepameiag Adyw EANELPNG EEELEIKEUPEVWY OYKOAOYLKWY KEVTPWV
OTLG TIEPLOOOTEPEG XWPEG PEAN TNG EE.

OL EAANveG aoBevelq pe oOmAVIOUG KAPKIVOUG €XOUV TNV €ukalpid, CUPPETEXOVTAG
otnv Opasda Epyaciag Zrmaviwv Kapkivwv tng EAAOK, va kavouv yvwotd ta ipoAfpata
TIOU QVTLPETWTIL{OLV Kal va TPOTELVOUV AUCELG.

T elvat oL omtaviol kapkivol kat ylatl xpetadetal pla Eupwraikn Kown
Apaon;

OL oTtavLeG HopYEG Kapkivou Sev elval TG00 OTIAVLEG, KABWG AVTLITPOOWTIEVOUV TO 24%
OAWV TWV VEWV TIEPUTTWOEWV KapPKivou, Ttou Staylyvwokovtal kabe xpdvo otnv
Eupwrn.


http://www.jointactionrarecancers.eu/

H &tayvwon kat n Bepareia twv omtaviwy Kapkivwy sivat bavo va pnv elval og dpLoto
eninedo og OAEG TLG XWPEG HeEAN TG EE. Auto oupBatvel 0tav n uyelovopLkr TepiBain
TIApEXETAL ATt LEPUPATA PE TIEPLOPLOPEVN EPTIELPLA, EANELPN SLETILOTNHOVLKNG
0pyAavwong tng oyKoAOYLKNG TteplBaAPng r/kat pikpo aptBpo acBevwv. ETiimieoy, n
€peuVa yLa Tov Kapkivo amattet Siktua SleBvoug ouvepyaoiag yla va exoupe BEAtTiota
amoteAeopata.

H eukatpla Sl-eupwrtaikng cuvepyaoiag mapéxetatl amnd tn Snuloupyia Twv EupwTaikwv
AwktOowv Avagopadg (ERN) yla tLg omtavieg voooug, tou Ba ulottolnBel ta emopeva
xpovia. Hén umtdpxet eupela ouvaiveon yla tn SIKTUWON WG TN TAEOV KATAANAN
amnavinon ota {NTtripata Tou EYELPOUV OL OTIAVLEG TTABrOELG YEVLKA, KaBwG Kat ot
OTIAVLOL KapKivol, SE60UEVOU OTL AVIIKOUV OTOV KOOHO TOU KAPKivou, plag aro TLg
KUPLOTEPEG aoBeveLeg Kal attieg Bavatou aykoopiwg. MNa tov Adyo auto n dnpoupyla
€vO¢ EupwTaikou SIKTUOU yLa TOUG OTIAVLIOUG KaPKLVOoUG lval pla TepAactia ukalpla
TIOU TIAPOUCLAoE PE TIPOOKANCN EKSNAWONG EVELAPEPOVTOG CUPHETOXNG N MEVLKN
AteuBuvon Yyelag tng Eupwraikng Emitpormn.

Qotooo, uttapyeL kivbuvog va xabet n eukatpia, av Sgv avayvwploBouv ot
LSLALTEPOTNTEG TWV OTIAVIWY HOPYWV KAPKLVOU, 0 OUYKPLON PE OTIAVLEG M-
VEOTIAAOUATIKEG AODEVELEG. € AUTO TO TIAALOLO, KaL TIApAANAa pe tn SnuLoupyla Twv
Eupwraikwv AlKtUwV yLa tLg Smavieg AcBeVELEG (CUPTIEPIAAPBAVOPEVOU TOU
kapkivou), nlevikn AtevbBuvon Yyetag tng Eupwraikng Emitpormrg &ekivnoe pla vea
TipwtoPBouAia yla pla kowvr) pdon yLa oTtavieg HopyYeg kapkivou (JARC).

TL elvat n Eupwttaikr} Kowvr) Apaon yla toug Zrtavioug Kapkivoug;

H Eupwttaikr Kowvr} Apdon ywa toug Zmavioug Kapkivoug -JARC eival éva mAaiolo
OUVEPYAOLaG OTO OTIOL0 CUPHETEXOUV (POPELG KL OPYAVWOELG TIOU KAAUTITOUV TOUG
OTIAVLOUG Kapkivoug otnv EE kaBwg kat popelg xapagng TIOALTIKAG yLa Tov Kapkivo kat
TOUG OTIAVLOUG KapKiVouG,.

Ol ouppetexovteg otnv Eupwtaikr Kown Apdon yia toug Ziavioug Kapkivoug - JARC
ouvepyadovtat yLa:

e TNV gvaLoHnTOTOLNON KL EVNHEPWON YLA TLG OTIAVLEG HOPWEG KapKivou Kat TNV
avaykn va tebouv oL oTtaviol Kapkivol, Katda poTepaloTnTa, oTa TPEXOVIA
Bepata vyelag tng Eupwrailkng ETLTpOTNG Kal Twv Xwpwv HeAwv. O otoxog lvat
va evowpatwBoLV SLatdEeLg yLa TLG OTIAVLIEG HOPYEG Kapkivou ota EBvika Zxedla
Apdong yia tov EAeyxo tou Kapkivou, oTwg n BEATiwon TNG UYELOVOULKNG
TeplBaAPNG, N evappovLon TG KALVLKNG TIPAKTLKAG, N uTtootnpLEn tng
Kawvotopilag HEoW TNG TIpowBNOoNG TNG EPELVAG YLa TOV Kapkivo

e TNV aQvAmntuén Kawotopwv TIPOCEYYLCEWV OTOUG TOMELG TToLOTNTAG TNG
UYELOVOULKIG TIEPLBAAPNG, TNG EPELVAC, TNG EKTTALSEVONG KAL TOV APLOTO
TIPOCSLOPLOPO TNG TIPOANYPNG, TNG SLAyvwong Kat tng Beparmeiag Twv oTaviwy

Kapkivwv. Ol cuppetexovteg otnv Eupwraikr) Kown Apaon JARC Ba potpddovtal


http://ec.europa.eu/health/ern/policy_en
http://ec.europa.eu/health/ern/policy_en
http://ec.europa.eu/health/ern/implementation/call_en
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METAEL TOUG TN YVWON KAl TLG AVWTEPW KAWOTOEG
Tipooeyyloelg, Tou Ba vAoTtotoUvtal KUPLWG HECW TWV HEAAOVTIKWY

Eupwtiaikwv Kevtpwv Avag@opadg yla Toug OTIavLoug Kapkivoug.

MoLEG OTIAVLEG HOPWYEG KapKivou KaAuTITovVTaL amo tnv Eupwtaikn Kown
Apdaon JARG;

H Eupwrtaikr Kotvr) Apdon yla Toug OTIAVIOUG KapKivoug KAAUTITEL 12 OLKOYEVELEG
oTtaviwv kapkivwv cuppwva pe ta opl{opeva oto epyo RareCare:

1.

10.

11.

Kapkivol Ke@aARg Kat tpaxnAou (kapkivol Tng pUTng Kat Twv Lypopiwy,
pLVOYAPULYYQ, UTIOPAPUYYQ, AQPUYYQ, CLEAOYOVWV aSEVWY, WTOPApLyYa,
OTOPATLKNG KOLAOTNTAG KAl XEWEWV, 0QBOAPWY, HECOU WTOG)

Zraviol kapkivol Bwpakog (0ykol Ttpaxeiag, BUpoU adéva, Kakonbeg
pHecoBnAsiwpa)

AvSpLKol KapKivoL YEWNTLKWY 0pYyAVWV Kat CTIAVLIOL KapKLvoL oupoysvwwnTLkoU
OUCTHHATOG (KapKivol OpXEWV, TIEOUG, VEQPLKNG TIUEAOU, oupNTAPa, oUPHRBPaAg
Kat E§WYOoVaSLKWV OYKWV TwV YEWNTLKWY KUTTAPWV)

FUVALKELOL OTTAVLOL KAPKIVOL YEVWWNTLKWY 0pyAvwV (OyKoL atdolou Kat KOATIOU, Hn
emONALaKol OyKoL Twv woBNKwv, TPoPOBAACTLKOL OYKOL TTAAKOUVTAQ)
NeupoevSoKpLVELG OyKoL

‘OykoL TwV EVEOKpLVWV opyavwv (kapkivol Bupeoeldoug, apabupeoelsoug,
(PAOLOU TWV ETLVEPPLSLWVY, UTIOYUONG)

‘OykoL kevtpLkoU VELPLKOU cuotrpatog (NeupoyAotakol dykol, puehoBAdotwya,
KakonBeg pnviyylwpa)

ZapKwHata (CapKWHPATA HOAGKWY LOTWY, CAPKWHATA 00TWVY, YOOTPEVTEPLKOL
OTPWHATLKOL OyKOL)

ZTIAVLOL KAPKIVOL TIETTTLKOU CUCTAHATOG (OYKOL TOU AETITOU EVTEPOU, TIPWKTOU,
XOANS&0X0U KUOTNG KAl TWV £§W-NTIATIKWY XOANPOPWVY aywywV)

ITIAVLEG HOPWEG KAPKIVOU TOU SEPHATOC KAl UN-8EPHATLKO HEAQVWHA (PEAGQVWHA
TwV BAEVVOYOVWVY Kal TOU payoeLdoug, §apTnUaTka KapKLVWHATA TOU
Seppatog, oapkwpa Kaposi)

ZTIAVLEG ALYATOAOYLKEG KAKONBELEG (0&ela pUENOELS G Aeuxatpia,
HUEAOTIOAATIAQCLAOTIKA VEOTIAAOHATA, HUEAOSUCTIAQOTLKA Kal
HUEAOUTIEPTIAQOTLKA VEOTIAAOHATA, VEOTIAACHATA LOTLOKUTTAPLKWY Kal

SeVEPLTIKWY KUTTAPWV)


http://www.rarecare.eu/rarecancers/rarecancers.asp

12. NawdLatpikol kapkivol (6Aot)

Molol cuppetexouv otnv Eupwttaikn Kowr) Apdon yla Toug ZTTavioug
Kapkivoug (JARC);

H Eupwrtaikr Kowvr) Apdon yla toug Zriiavioug Kapkivoug (JARC) cuvtoviletat amo to
ItaAwko Ymoupyeio Yyetag kat to Fondazione IRCCS Istituto Nazionale dei Tumori (EBViko
[votitoUto NeommAaowyv) oto M\avo (Itaila).

Ztnv Kowr Apdon JARC GUHHETEXOUV 56 CUVEESEPEVOL KaL CLVEPYALOHEVOL ETALPOL ATTO
19 Eupwraika kpdtn peAn tng EE. Metafu autwv eival Youpyeta Yyetag kat EBvika
Zxedla Apaong yla tov Kapkivo (Kumpog, Toexikr Anpokpatia, FaAAla, IpAavéia, ItaAia,
MaAta, MoAwvia, lomtavia) n Eupwrtaikr ETLTpoTTr), TTAVETILOTAYLA, EPEVVNTLKA KEVTPQ,
0PYAVWOELG. ATIO TNV EAAASA CUPPETEXOLV WG OUVEESEPEVOL €TalpoL TO MAVETILOTHHLO
ABnvwv (EKMA) kat to ApLototéA€Lo Mavemotipo ©sooalovikng. H latpikr ZxoAr Tou
Mavemotnuiou ABNVWY e eKTTpOoWTIo TNV AvamAnpwtpLa KabnyrtpLa

BloAoyiag, Mapia FaloUAn, sivat urtelBuvn yla tnv Opada Epyaciag Atadoong tng

Kowvr)g Apaong.
Ol aoBevelg pe otAvioug Kapkivoug ekmpoowttovvtat otnv JARC amo tnv ECPC-

European_Cancer Patient Coalition, tnv Eurordis kat tn CCl-
Childhood Cancer International.

MttopoUv ot EAAnveg acBevelg pe oTtavioug Kapkivoug va CUPPETACYOUV
otnv Eupwraikr Kown Apdaon JARC;

OL EA\nveG aoBevelg pe omtavioug Kapkivoug £xouv Tn Suvatotnta va CUPPETACXOUV
otnv Opasda Epyaciag Fmaviwv Kapkivwv tou opydvwoe n European Cancer Patient
Coalition (ECPC). H ECPC lval pLa amo TG opyavwoeLg acBeVWY TIOU QVTLTIPOCWTIEVOUV
TLG AVAYKEG, TA SLKALWPATA KAl TLG EATILSEG TwV aoBeVwWV PE OTTIAVLIOUG Kapkivoug otnv
Eupwttaikn Kowr Apaon JARC. H EAAOK kat oxe&6v OAa Ta PEAN TG ElvVal TAKTIKA PEAN
NG ECPC kat pmtopouv va cuppetaoyouv otnv Opada Epyaciag Zrnaviwv Kapkivwy

tng ECPC.

Katomw mpdtaong oMWY avTUTPOCWTIWVY HE OTIAVLIOUG KapKivoug Katd tn MNevikn
Zuvéheuon 2016, n ECPC énploupynoe tnv Opasda Epyaciag Emaviwv Kapkivwy, ou 6a
epyadetat mapaAAnAa pe tn Eupwrtaikr Kowr) Apdon JARC kat 6a Baciletat otnv
eumelpla tng ECPC yla Toug oTtavioug Kapkivoug aro tn TPLETH) CUVEPYaoia TngG oTo
epyo RareCarenet. H Opdada Epyactiag Znaviwv Kapkivwv 8a e§acpaiiost 0Tt evag
HEYAAOG apLlBUOG opyavwoewy acBevwy Pe OTIAVIOUG KAPKIVOUG aTto SLAPOPES
EupwTtailkeg xwpeg Ba cuvdpapel TG SpactnpLotnteg tng Kowvrg Apaong JARC kat 6a
Swoel TNV eukatpta ota peAn tng Opadag Epyaciag va yvwploBolv, va cuvepyacsBouy,
va avTaAAEoUV amoWEeLg Kal KAAEG TIPAKTLKEG KAl VA KAVOUV TIPOTACELG.

ZtoyoL tng Opadag Epyactag Zmaviwv Kapkivwy tng ECPC
Ot avtunpéowrol otnv Opada Epyaciag Zraviwv Kapkivwv tng ECPC Ba tapgxouv tnv
aroyn Twv acBevwy yLa TG $pactnplotnteg tng Kowng Apdong yla Toug Zmavioug


http://www.jointactionrarecancers.eu/index.php/news-events/11-the-medical-school-coordinate-the-dissemination-of-eu-joint-action-on-rare-cancer-leaflet
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http://www.childhoodcancerinternational.org/
http://www.childhoodcancerinternational.org/
http://ecpc.org/activities/working-groups/177-wgrc
http://www.rarecarenet.eu/

Kapkivoug-JARC kat Ba cu{ntouv oTtoloSATIOTE BEPA OXETLKO PE TOUG OTIAVLOUG
kapkivoug. EL8LkOTepa, oL aVTLITPOOWTIOL OPEAOULV:

1. Na oupBaMouv otLg §pactnplotnteg tng JARC, va apexouv TANPoYopnon Kat
OUMPBOUAEG yLa OAQ TLG OXETLKEG Epyacteg

2. Na e&aowaAilouv 0Tt Ta Bepata ou anacxoAouv Toug acBevelg
avtietwriidovratl katdAnAa evtog tng Kowng Apaong JARC

3. Na oupBdAouv otn SLapopPwon TTANPOYOPNONG TWV AoHEVWY, TIOALTLKIG KAl
TIPOTUTIWV TIOLOTNTAG YLa TOUG OTIAVLIOUG KAPKIVOUG, BEATLOTWY KALVLKWV
TIPAKTLKWY KAl CUCTACEWV

4. Na oupBdAouv otn SLladoaon tnG TANPOYOPNCNG TWV ACOHEVWV yLa OTIAVLEG
HOPWYEG Kapkivou, TOoo o€ €BVIKO 000 kal o€ EupwTaiko eminedo

5. Na dwoouv TNV dmnoyn twv acBevwy yLa TLG aVEKTIANPWTEG AVAYKEG TWV
avOpwTiwv TIou oLV PE OTIAVLEG HOPYEG KapKIVOU 0T XWPd TOUG

6. Na evnuepwoouv kal va cuvepyacBouv pe tnv ECPC yia omtoloérmote dA\o Bepa

OXETLKA PE TOUG OTIAVLIOUG Kapkivoug.

EAANVIKr Opdda Epyaciag yla toug Zmavioug Kapkivoug

Ztnv EAAada Sev uttapyel cUAOYoG acBevwy pe ortavioug kapkivoug. Ot acBeveig autol
elval cuvnBwGg PEAN N WPEAOUPEVOL TWV KATA TOTIOUG CUAOYWV acBevwy Pe Kapkivo. O
MEYAAOG apLBPOG TWV SLa@opwV HOPPWVY OTIAViwY Kapkivwy, N omtaviotnta tng
EMPAVLONG, OAAA KaL N YEWYPAPLa TNG XWPAG PAG PE TIOANEG OPELVEG KAL VINOLWTLKEG
TIEPLOXEG SPOLV AVACTAATIKA 0TN SnuLoupyia opddwyv acBevwy Pe OTIAVIOUG KapKivoug.

MNpoKeLpeVOU va epBouE O€ eTta@n PE Toug aoBeVELG auTOUG, WOTE Va YWWPLooUYE Ao
KOVTA ta poBARAta Toug Kat va uttdpyel EAANVLKY ekTipoowTtinon otnv Opada
Epyaotag Zraviwv Kapkivwv tng ECPC, gite eivatl pEAn cuAOYywv acBevwy elte OxL,
{ntoape Aén amd ta peAn tng EAAOK va evnPepWoouV Ta JEAN KAl TOUG
WPEAOUHEVOUG TWV CUAOYWV TOUG, TOUG yLatpoUg Kal Ta VOOOKOELA PE Ta oTola
ouvepyalovral yla tnv Eupwraikn Kowr) Apdon JARC kat tn suvatotnta twv EAAvwy
aoBevwv va cuppeTacyouv o€ pLa Eupwraikry Opada Epyaciag yla toug Zrmavioug
Kapkivoug.

Ztnv EAAOK yvwpifoupe ta TToAAG Kat SuceTtiAuta TTpoBARpata Tou avtlpeTwrti{ouv oL
aoBevelg pPe oTIAVIOUG KaPKLVOUG, aTto TLG TIEPUTTWOELG YLA TLG OTIOLEG EXEL ¢NTNOEL N
niapepBaon) pag site yla e§elSLKEUPEVOUG yLaTpoUG Kat eEELSIKEUEVA VOCOKOELO OTN
XWPa Hag f o€ AANEG XWPEG PEAN TNG EE, glte yLa evnuEpwon oxetika pe tn dtadikacta
Stacuvoplakng epiBaing, elte yla @appaka ektog evéei&ewy eite yia aMa Bepata
TIOU anacyoAoUV Toug acBevelg e oTtAvioug Kapkivoug, OTiwg N Puxo-KOWWVLKA
UTTOOTHPLEN, N ATTOKATACTAON KAl EMavevtagn otnv epyaocta.


http://www.jointactionrarecancers.eu/

a Tov AOyo auto BEAOUPE PE TN ouVEPYaoia OAWV TwWV PEAWV Kat pAwv tng EAAOK va
SnuLoupyriooupe tnv EMAnvikn Opada Epyaotag Emaviwv Kapkivwy (OEZK). Na
akoUOOUE TNV LoTopla Toug, va evnuepwBoUE yLa ta TpoARpata rou
QVTLHETWTTLCOLVY, YLa TNV UTTIOOTHPLEN TIOU XPELAdoVTaL KAl YLa TLG AUCELG TIOU
TpoTeivouy, WOTE vVa PTIopoUlV yprlyopa Kat ATOTEAECHATLKA VA £X0UV TIPOCRacn OTLG
€EELSLKEVPEVEG LATPLKEG UTINPECLEG TTOU aTtaLTtel N aoBeveLd Toug. OEAoupe va
TipoRdAAoupE Ta TipoBARUATA KAl TLG AVAYKEG AUTAG TNG TTAEOV CLWTINANRG opadag
aoBevwv pe Kapkivo kat va fonBrnooupe Wote oL LdLlaltepeg avaykeg TOUG yLa yKalpn
KAl owoTr SLayvwon, aroteAeopatikr) Bepameia e xprion TwWV VEOTEPWY KALVOTOUWV
TEXVOAOYLWV KAl armokatdoTtaon va avayvwploBouv amo to Yroupyeio Yyelag kat Toug
AoLto UG appodloug Yopels, wote va Angbouv ta avaykaia JeTpa.

H Snutoupyla tng EMnvikn g Opadag Epyaociag Zmaviwv Kapkivwy (OEZK) eEuttnpetel
ToUG £€NG oKoToUG:

- QPEVOG TNV EVNHPEPWON TwV appodiwv apyxwv (Yroupyeilo Yyeiag, EOMYY, EOD, k.a.)
yLa TLG TIOAAEG KOL TILEOTLKEG AVAYKEG TWV ACBEVWVY TIOU AVTLUETWTIL{OUV ATTELANTLKEG yLa
TN {wn HOPYEG oTtaviwy KapKivwy, TIPOKELWEVOUL va An@Bouv PETpaA yLa TN Taxeia
TpOoRaon Twv acBevwy autwv o€ eEELELIKEVEVA SLAYVWOTLKA KaL BepaTeuTka
OYKOAOYLKA KEVTPA OTN XWPA Hag KaL o€ AAAEG XwpeG TN E.E.

- QYETEPOU TNV OPYAVWHEVI CUPHETOXN TwV EAAVWVY aoBevwv PE OTIAVIOUG KapKivoug
otnv avtiotowyn Eupwrnaikr Opada Epyaciag tng ECPC kat tnv pooAr| Twv
alrtnUAatwy twv EAAvVwy acBevwy autrg tng katnyoplag otnv Eupwrtaikr Kowr) Apdon
JARC.

Ta katd ToToug PEAN tng EAAOK Ba pmtopouv va uttootnpidouv Toug acBevei kat TLg
OLKOYEVELEG TOUG, EVW TA TIOAAA KL TILEOTLKA BECULKA BEPATA TIOU AYOPOUV TOUG
aoBevelg peow tng Opadag Epyaotag Zrmaviwv Kapkivwv tng EAAOK Ba aroteAécouv
Slattepn Spdon, WoTe oL oTtavLoL Kapkivol Pe Tn ouvépyela tng Kowng Apdong JARC va
Byouv amod tnv apdvela Kat Tnv adpaveLa ek JEPOUG TNG TTOALTELAG,.

Mropeite va SNAWOETE To eVSLaYEPOV 0aG yLa CUPHETOXN otnv Opada Epyaciag
Iraviwv Kapkivwv oto email rarecancers@ellok.org  oto tnA. 210-770-1335,
kaBnuepva, 10.00-18.00.
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