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H MaveMnvia Evwon Xmaviwv Mabnoewv (MEZMA) eival o pdvog gpopéacg,

N KEPOOTKOTTIKO OWUATEID, SUNOYWV acBeviv omaviwv mabroewy aAd kal
pepovwuévwy acBevwy. H MEZMA 16p0Bnke To 2003 Le oTdxo va avade(&el

0TN XWPEA JagG TN 00BapdTNTA TWV OTIAVIWY TTABHTEWY, YEVETIKAG 1 AAANG
artiooyiag Kat va avamtigel SPACEIC EVNUEPWONG, EPEUVAC, CUYKEVTPWONG
TTANPOPOPIWY, AMNAOBOABEIAC TwV CUMOYWV AoBEVWY UE OTIAVIEG TTABNTELC,
QNG Kall TWV TTOAUARIBUWY TTACKOVTWY oL Sev S1aBETOUV GUAOYO YIa Va TOUG
QVTITPOOWTTEVEL,

Eniong, elvat avayvwplopévo péhoc tou EURORDIS, tou Eupwmaikol Opyavi-
OUOU Yia TIC XTAVIEC TaBATEIC KAl CUULETEXEL OE OAEC TIC OXETIKEC SPATEIS
mIou cuvtoviCovTal amd autdy, Oe EVPWMAIKS emimedo.

21N XWwpa pag urdpyouv mepimou 1.000.000 dtopa mou (OLV HE STTAVIEG
Madroelg, ot omoiec avépyovtal oTic 6.000-8.000. H €peuva, N eMOTNUOVIKA
YVWON, N BEPATTEVTIK QVTIETWTTION, N KOIVWVIKH KAl A0QANOTIKA KAAUPN
Y10 TIC OTTAVIEC TIABNOELC Eival EANITTEIC NG ATTOADTWC avayKaieC.

H MEXMA moTeVel 0TI EKTOC amd TNV EVNUEPWON TTPWTAEXIKO PONO
€xel N KaTaypaer aoBeviv Kal aoBevelwY 0NV XWea Kag n omofa
Ba Bonbrioel kal Ba KAAUPEI TOMEC AVAYKEC TwV A0OEVWY QUTWOV
QNG KAl OAWV TWV EUTTAEKOUEVWV LE TIG 2XTTAVIEG MaBAoELC.

>TNV TPOOTIABEI EVNUEPWONC TOU EMMOTNHOVIKOU KAl

EUPUTEPOU KOIVOU OXETIKA [E OAVIEC aoBéveleg n MEXMA

ekIOEI TO VTUTTO QUTO PE GTOXO VA OKONOUBNOEL

[0 O€lpG AVTIOTOIKWY EVNUEPWTIKWY EVIUTIWY

VIO OTTAVIEC TIABNOEIC WOTE VAl EMTUXOUKE GCO

elvat Suvatov v éykaipn Sidyvwon

Kal TN OWOTr QVTIETWTION TOUG,

MaveAvia Evwon Zmaviwv Mabnoewv (NMEXMA)
TnA.: 210 7660989, Fax 210 7660991
TipoBéou 99-101, 162 32 ABrva.




T elval
10 CAPS;

Ta apxikad CAPS mpoépyovtal amd to
Cryopyrin-Associated Periodic
Syndrome, 6n\adn meplodika cuvdpopa
OXeTICOUEVA LE TNV KPUOTIUPIVN.
Mpokeltal yia 1o 6vopa mou 660nke

0€ pla opdda 3 SlaPOoPETIKWY VOO WV.

Autéc ot 3 voool gival ot e€NG: FCAS, mou onpaivel OIKOyevEC QUTOPAEYHO-
vWEEC 0UVOPOLO K PUXOUC YVWOTO Kol WG
Otkoyevnc Kvibwon ek Ppuyoug
MWS, mou onuaivet cuvdpopo Muckle-Wells
(Muckle-Wells Syndrome)

+ NOMID/CINCA, TTou Onuaivel VEOYVIKNG
€vapéng TOAUCUOTNUATIKE GAEYHOVWAONG
VO0OC, EMONG YVWOTH WC XPOVIO PAEYHOVWOEC
VEUPONOYIKO OeppaTtikd, apBpikd ocuvépopo
(Neonatal-Onset Multisystem Inflammatory
Disease / Chronic Infantile Neurological
Cutaneous Articular Syndrome)




To CAPS gival pia opdda omaviwv GAeypovwdwy voowv.! Xtov
Koo éxouv avapepBei AtydTepec améd 1000 mepimtwoelg CAPS,2

aA\A TTepLoodTEPA amd 5500 dtopa UmopEi va £Xouv oTnv
mpaypatikétnta CAPS kat va pnv to yvwpifouv.?

Ta cupmtwpata kat twy 3 Tomwv CAPS gival o amoTtéAeopa
e avtidpaong Tou opyaviopou otn gAeypovi.* O opyavi-
oudC avTidpd otn AEYHOVN UE peBIOUO Kat 0idnpa.

Oplopéva dropa pmopei va pnv yvwpilouv 6tt €xouv CAPS,*
OoAA Ta cupnTwata Toug Ba Toug Kdvouv va avtiAneBouv
OT1 KATI oupBaivel. Edv vopilete 0TI umopei va éxete

CAPS a@ou Siafdoete To mapov @uANASIo, Ba mpémel va
emoke@Oeite éva ylatpo (m.x maidopeupatoldyo i peupa-
TOAOYO).

Edv o yatpdg Siayvwaoel 011 éxete CAPS, Ba mapdoyel
Beparmeia yla TNV QVTILETWTTION TNG GAEYUOVAG KAl TUXOV
OCUUNTTWHATWY TTOU UTTopEi va akohouBricouv.

Mapakalolpe avatpé€te otn oehida 13 yla Ta vorjpata Twv Bacikwv Aégewv
IOV UIMOPE( VA UNnv yvwpilete 0To mapdv @uANadio




MAnpogopieg yia to FCAS !
A

FCAS onpaivel Okoyevég autopAeypovdeg ouvdpopo ek Yuxoug (Familial Cold
Autoinflammatory Syndrome). Mmopei emiong va ovopdletat FCAIS i FCU, mou onpaivel
Owoyevn¢ Kvidwon ek Yyuxouc (Familial Cold Urticaria).

Ta cupntwpata tou FCAS givat Miyotepo cofapd amd toug dAoug tumoug CAPS,* aAd
MImopoUV Kat TTAAL va TTEpLopicouy coBapd Tig amo@doel mou AapRdavete otnv
KaBnuepvr oag (wry OXETIKA PE TO Tl UTTOPEITE 1) S€V UMOPEITE VA KAVETE.® X€ AuTd Ta
OUUMTTWHATA CUPTTEPINApBAvovTaL:

E€avOnua mou emavepgavietar* Kepahahyia*

Mupetdc? Piyn*

AioBnua aduvapiag i kénwong* Epebiopéva ) epubpd pdtia®
MNévog oTig apBpwoeic’ MNévog otoug puc?

Epgpavion oupmwpdtwp

Ta dtopa pe FCAS ouvrBwg Eekivolv va mapouoid{ouv cupnmTwuata and tn yévvnon.
3 € OPIOPEVEC TIEPIMTWOELG, TA CUPTTTWHATA UMTOPE( VA EEKIVIIOOUV apyoTEPA KATA TNV
maudikn nAkio.*

Ta cupntwpata tou FCAS pmopei va eueavioTouv a@ou ektebei éva dtopo oTo KpLo.*
MNa mapddetyua, v Bpebdeite oe SWHATIO e KMUATIOUO, KOTAVAAWOETE
KpUA PaynTA rj KOAUUTTHOETE O€ KPUO VEPO, UTTOPEL VA EUPAVIOTOUV CUUTITWHATA.

To e€avOnua sppaviletal ouvnBwe 1 €we 2 WPEG PETA amd TV €kBeon 0To KpLO. AN
OUUMTWHATA PUTTOPEL VA EUPAVIOTOUVV 4 £w¢ 6 WPEG HETA and Tnv ékBeon oTo KpLo.’

Mrmopei va undpxouv Nuépeg Katd Ti¢ omoieg Sev mapouotdlovTal CUNMTWHATA, AANA
mavtoTte emavep@avifovtal. AUTA Ta CUPMTTWHATA UMoPE( va embelvwBouv Kad’ oAn ™
S1dpkela TN nuépag. Ta meptoodtepa cuPMTWHATA SIAPKOUV PEXPL 24 WPEC, TTAPA TO
otLKAmola prmopei va Slapkéoouv meploodTePo.*

Oplopévol pmopei va pnv yvwpifouv 011 £xouv
FCAS.* EQv vopilete OTL €xeTe, Oa MPEMEL va ETTIOKE-
@Oeite TO Y1ATPO OO,

Eivat onuavtiko va Stayvwobeite kat va Aafete
Bepamneia amod 1o ylatpo oac. H Bgpamneia pumopsi
Va OUVTENEDEL TNV AVaKoUPLoNn

Ao TA CUUTITWHATA EVW, OE OPIOUEVEG
TIEPITTWOELG, UMTOPEI va Ta eEaNEPEL

E€avOnpa oto FCAS



To FCAS unopsi va diatapadet
™ {wn oag

Ta oupntwpata Tou FCAS pmopei va emnpedoouv cofapd Tig KaBnuePIVES oag Spaotn-
potnTeG. Tplavta dropa pe FCAS ouppeteixav o€ épeuva, MPOKEIUEVOU va SlamoTwOEi
nwg o FCAS eixe Statapagel tnv kaBnuepivry Toug {wrj Tiptv AdBouv Bepaneia.®

Opiote 1L eimav’: Y

« Xxe60v OAa Ta atopa pe FCAS émpere va pel-

WoouV SpaoTIKA TO XpdVo TTou TIEPVOUCAV O

SpaoTnPIOTNTEG OE AVOLXTOUG XWPOUG 95%
« MoA\G dropa pe FCAS dnhwoav oti émpeme

VOl 0KUPWOOULV OxESIA PE TOuG GiAoug Kal TV

OIKOY£VELA TOUG 83%
« MoA\G dtopa pe FCAS dnhwoav o1y, emmpeald-

TAV APVNTIKA N IKAVOTNTA TOUG YId Epyacia C

« Meploodtepo amod 1o €va TPITO TWV ATOPWV
pe FCAS xpelaotnke va eykataAeipouv Tnv

£pyacia Toug 37%

Ta oupmtwpata Tou FCAS pmopei va emnpedoouv o€ peydAo Babud tnv kabnuepivn
{wn. Qotéo0, undpyouv Bepareieg, ot OTToIEG UTOPOUV VA CUVTEAEGOUV OTNV AVAKOU-
@lon amd TA CUPMTTWHATA, EVW OE OPLIOPEVEG TIEPITTWOELS, UTTOPOUV Va Ta e€aNEiPouv.

MNapakalovpe avatpé€te oTn oeAida 10 ylo OpIoHEVEG ATTO QUTEC TIG Bepareieg.



MAnpowopieg yia to MWS I

MWS onuaivel cuvdpopo Muckle-Wells (Muckle-Wells Syndrome). To MWS
AVAYVWPIOTNKE YO TTPWTN POPA O€ Ui OIKOYEVELD OTIG ApxEG TG SekaeTiag Tou 1960
amd 2 ylatpoug pe to ovopa Thomas James Muckle kat Michael Vernon Wells.? ExtoTe, ot
ylatpoi éxouv pabet TOAA meploodTEPA Yia To cUVEpopo MWS.

Ta cupntwpata Tou MWS mou avagépovTal TapakAaTw Pe XPWHQ, gival
mapopola e Ta oupntwpata tou FCAS, alda mapouaotdlovtal cuxvotepa Kal PImopEi va
Slapkéoouv eploodTePo.* Ta cupmTwUATA PE XPWHA amoteNoUV emmAéov
CUUTTTWATA TTIOU UMTOPE( VA TTAPOUGIACEL KATToL0¢ e cUVSpoo MWS.

E€avOnua mou emavepgavietar* Kepahayia*

Mupetdc? Piyn*

AioBnua aduvapiag i kénwong* EpeBiopéva i epubpd patia®

MNévog oTig apBpwoeic’ MNévog otoug puc?

YYnAd emineda mpwTEiVwY 0TOUG BaBuiaia amwAela akong*

VEQPOUC®

Epgavion cupntwpdrwv

‘Onwg kat otnv nepintwon Tou FCAS, ta dtopa pe MWS cuvrBwc apxilouv va mapouoid-
Couv ouunTwHata amd Tn YEvwnon. X€ OPIOUEVEC TIEPITTTWOELC, TA CUMTTTWHATA UITOPE( va
EeKvioouv apyoTtepa KaTd TNV matdikn nAwia.*

Ta cupmTWHATA UITOPET VA TTAPOUCIACTOVV XWwPIg TTpo@avr) Adyo. MOAIG ehdyloTta
TPAyHATA £X0uv ouvSEeDEl pe TNV évapén f tnv emdeivwon cuumtwpdtwv MWS.

MNa mapddetyua, Ta CUUMTWUATA UITOPE( VA EPPAVIOTOVV PO eKTEDEI éva ATOUO OTO
KPUO, VIWOEL OTPEG 1 LETA ATIO CWHATIKY KOTTIWON.*

Mmopei va undpxouv nuépeg katd Ti¢ omoieg Sev mapouotdlovTal CUNTTTWHATA, AANA
mavtote emavep@avifovtal. AUTA TA CUUTITWHATA UTTOPEL VA EMTAVEUPAVIOTOUV
omoladATIOTE OTIYUN agoU ekdNAwWBOUV yla TpwTn @opd. Ta MEPIOOOTEPA CUUMTTWHATA
SlapkoLv 1 €w¢ 2 NUEPEC, TTAPA TO OTL KATTOLA UTTOPEL VA SIOPKETOLV TIEPIOOOTEPOD.*

Oplopévol pmopei va pnv yvwpifouv 6Tt €xouv MWS,*
oA TO CUPMTTWHATA TOUG Ba TOUG KAVOULV va
avtiAn@Bouv &tL KdTL cupPaivel.

Edv vouilete 61 éxete MWS, Ba mpémet va
emoke@Oeite 1o ylaTpd 0aC.

Eivai onuavtikéd va Siayvwobeite kat va Apete
Beparneia anod 1o ylatpo oac. H Begpamneia pumopsi
Va OUVTENEDEL TNV avakoL®Lon amd Ta
CUUMTTWHATA, EVW OE OPICUEVEG

TIEPIMTWOELG, UMOPEL va Ta EEOAEIPEL

Mévog oTig apBpwaoeig oe MWS




NOMID onuaivel Neoyvikng évapéng moAuouotnuatikn @Aeypovwdng véoog (Neonatal-
Onset Multisystem Inflammatory Disease). H NOMID ovopdaletat emiong CINCA, mou
ONHAiVEL XPOVIO PAEYHOVWSEG VEUPONOYIKO SepUaTikd Kat apBpikd ouvdpopo (Chronic
Infantile Neurological Cutaneous Articular Syndrome).

H NOMID/CINCA amotelei tov Baputepo tumo CAPS.* Ta cupmtwpota tng NOMID/

CINCA mou ava@épovTal TapakAtw He XPWHO, Eival TTOPOHOLA PE TA CUUTTTW-
pata tou MWS, alhd givat aloOntd S1apkwe.* Ta CUUMTWHATA PE UITAE XPWUA €ival ETTITTAE-
OV CUMTITWHATA TTOU propei va mapouotalel kamotog pe NOMID/CINCA.

E€avOnua mou emavepgavietar* Kepahahyio®
Mupetdc? Piyn*
AioBnua aduvapiag i kénwong* Epebiopéva ) epubpd pdtia®
MNévog oTig apBpwoeic’ MNévog otoug puc?
YYnAa emimeda mMpwTEiviV 0Toug BaBuiaia anwAela akong?
VEQPOUC® - BaBuiaia anwlela 6paong*

- Oiénua ota yévata® - AtavonTikég Suokoieg!

Ta dtopa pe NOMID/CINCA oxeddv mavta apxiCouv va epu@avi{ouv CUPMTWHATA Ao TN
yévvnon.* Evag ylatpog pmopei va Stayvioet ypriyopa tn véoo NOMID/CINCA ot éva
VEOYEVVNTO, SIOTI TA CUPTTTWHATA Eival cUXVA TTOAU TTio aloOntd amod ot oto FCAS 1y to
Mws. 210

H NOMID/CINCA pmopei va mpokaAéoet avarmmnpia' evw, xwpig Oeparmeia, o€ oplopéveg
TEPIMTWOELG Umopei va eméNBel o Bavatoc.'' H Bepameia pmopei va avakougioel amd ta
oupntwpata o€ Kamoto Babuod, ald Sev Ba umoxwpProouv TOTE OAOKANPWTIKA.*

Eival cagég otoug yovei¢ Twv madiwv pe NOMID/CINCA 1o mooo umo@épouv. ATio Tn
OTIyHN TTOU YEVVIOUVTAL, TTIPOKELTAL YO £VaV CUVEXT aywva Yia va TpoAn@Bei n emdei-
vwon TG vooou.

lNa Toug aoBeveig pue OAoug Toug TUToug CAPS,
oM@ e181KOTEPQ Yia eKEivOuG TTOU XpetadovTal
unootipEn yia NOMID/CINCA, undpyouv
OPYAVWOELG TTOU UITopoLV va BonOrjcouv.

Mapakalovpe avatpéfte oTn oeAida 12 yia oplopévoug
EVNUEPWTIKOUG IOTOTOTIOUG




~

To CAPS gival omavio.' ZTov KOop0 €xouv avapepBei Aiyotepeg amd 1000 MEPIMTWOELG
CAPS,2 aA\@ 0TNV TIPAYHATIKOTNTA TTEPIO0OTEPA amd 5500 dtopa evOEXeTal va €XOUV
CAPS xwpig va to yvwpifouv.? Epooov to CAPS gival Tdo0 0Tavio, ol TTEPIOCOTEPOL YIa-
Tpoi Sev Ba éxouv Set aoBevry pue CAPS.®

Ta NmOTEPA CUUMTWHATA, OTIWG N KEQAAAAYia KAl O TTUPETOC, UMOPEL va @aiveTal 0T
opeilovtal oe ANNa aitia.*® Mmopei va xpelaoTei Aiyog Xpovog Tiptv apxioel évag yla-
P0G va mpooavatoAiletal oto CAPS, epdoov mpokeltal yla kTt mou Sev ouvavtd kdbe
pépat

AkOuN Kt gkeivol Tou mapouctalouv nmotepa cupmtwpata CAPS, umopei va vopifouv
OTI TO CUUTTTWHATA TOUG OPEiNovTal O€ ypimn. Emopévwe, umopei va pnv emoke@Oolv 1o
ylatpd yla va KAVouv EpWTAOELG OXETIKA e AUTA Ta CupmTwUaTa.?

Edv vopilete 6T éxete CAPS, Oa mpémel va emokepOeite To ylatpd oag. Mapte padi oag
auTO To UANASIO, WOTE va PMopEiTe va BupnOEeiTe Ta CUPMTWHATA Yia Ta omoia emBu-
UEITE va HIAAOETE e TO YlaTpod oag.

Eival onuavtikéd va Siayvwobeite kat va Adpete Bepameia amd to ylatpd oag. H Bepamneia
UITOPEL VO CUVTEAEDEL OTNV AVOKOU@LON AT TA CUUTITWHATA, EVW OE OPIOUEVES TTEPUTTTW-
O€IG, umopei va Tta e€aleipel.

To CAPS petadidetat ouvriBwg amd Tov yovid oto maidi péow Twv yovidiwv.*
Emopévwg, kamolog mou mdoxel and CAPS, mBavwg To KAnpovounoe amo évav
a6 TOUG YOVEIG TOU.

To o011 kdmolog oTnv olkoyévela maoyel anmd CAPS, Sev onuaivel amapaitnta
OTI TAOXETE Kl €0€(G.°

Optopéva atopa pmopei va maoyouv and CAPS
XWPIG va To €xel KAMoloG AANOG OTNV OIKOYEVELD.
Qo1600, yla Toug ieploodTepoug, To CAPS pmopei
Va EVTOTIIOTEI OTO IOTOPLIKO TNG OIKOYEVELAG

yla TTOANEG YeVIEG.S

Edv kdamolog otnv okoyéveld ocag méoxel ané CAPS,
Ba mpémnel va emoke@Oeite To ylaTpo 0ag.




Omolodnmote amd Ta CUPMTWHATA TwWV 3 TUTIWV Tou CAPS pmopei va moIKiAeL

amnd e€aPETIKA EVOXANTIKO €wG va TIPOKAEL avamnpia og coPapég mepIMTWOoElG.*
AKOMN KL €AV gival ATma Kal @aiveTal va punv ivat mavtote mapdvta, ival onPavTiko
Va EMONMAVETE AUTA TA CUUTITWHATA O€ Eva YIaTpo.

TKeWPOEITE TIC AMAVTIOELG O€ AUTEC TIG EPWTNOELG:

- Mapouoctalete ouxva e€avOnpaTa, MUPETOUG 1) KEPANAAYIEG;

- MopouctAaleTe Ta CUPMTWHATA TTOU AVAPEPONKAV TTPONYOUUEVWE OTAV EKTIOEOTE
070 KpUO;

- N1wBete Slapkwg OTL éxeTe ypimn;

- Movd ouvexwg To cWHaA oag

- NiwBete Tou¢ iSloug TOVoUC amd TOTE Mo HoaoTav maidi;
« 2AC QaiveTal 0Tl ol Tovol oag embevwvovTal;

«'EX€l KATTOlO OO TA PEAN TNG OIKOYEVELAG I} KATTOl0G GUYYEVHG TTAPOUCIACEL TTOTE
TTAPOUOL0 CUUTITTWHATA;

- 'Exel SlayvwoTei kdmolo amd ta péAn g oIKoyEVELAG 1 KATToloG ouyyevng pe CAPS;
EvnHEPWOTE TO YIATPO OXETIKA UE TIG ATTAVTAOELG 0OG OE AUTEG

TIG EPWTAOELG. NETTTOUEPELEG VIO TA CUUTITWHATA OAG KAl TO OIKOYEVEIAKO
oag 1oTopikd Ba BonBricouv To ylatpd va KAvel Tn owoth Sidyvwon.

MNdpte padi cag auto to UANASIO, WoTe va od¢ Bonbrioet va BupdoTte autd
yla ta omoia emOupEiTe va LN OETE.

Eivat onuavtikéd va Siayvwobeite kat va Aapete Bepamneia and 1o ylotpd oag.
H Beparneia pmopei va ouvteNEéoEL GTNV AvaKoU@IoN Ao TA CUUMTWHATA,
EVW OE OPIOUEVEC TTEPIMTTWOELG, UMTOPEL va Ta e§aEIPEL.
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Me Baon tov tUmo tou CAPS mou mapouaotddetat kat To TG00 AoKNHA Eival Ta CUPMTWHATA
0ag, 0 YIATPOG 0aG UMOPE( va TIPOTEIVEL OTTOLadATOTE amd TIG TAPAKATW TPEXOVOEG
BepameuTikég emAoyég oTnV mpoomddela Siaxeiplong Twv cupmTwpdatwy Tou CAPS.

AuTég ol Bepareieg umopei va xpnotpomoinfouv Hepovwuéva 1) o€ GuVSUACHO,
avaloya Pe Tn CUPPBOUAR Tou ylaTpou*:

+ MZAO (un oTePOEIST AVTIPAEYHOVWON PAPHAKA) MTTOPOVV VA XPNOIHUOTIONN-
Bouv yia aoBeveic pe FCAS kat MWS, kaBwg Kat yia oplopévoug aoBeveiq pe
NOMID/CINCA*?

+ AVTIOTAMIVIKA pITopoUv va xpnotugomnoinfouyv yia aobeveig pue FCAS5

- XTEPOEISN UmopoLv va Xpnolpomolovvtal yia acBeveic pe FCAS, MWS kat
NOMID/CINCA'*

- AVOOOKOTOOTAATIKA/AVOCOPUOUIOTIKA HTTOPOUV Va XPNOtHomolovvTal yia acBe-
veig pe MWS kat NOMID/CINCA'™ 2

- Néeg oToxeupéveg avooopubuioTikéG Bepareieg, ol omoieg avtipetwni(ouv TG00
TO UTTOKEIMEVO QITIO TNG PAEYHWVIE 600 Kal Ta CUPMTWHATA Tou CAPS, emmAéov

ouvTeNoUV otV MPOANYN TG emdeivwong Tng vooou. MNa acBeveig pe FCAS,
MWS kat NOMID/CINCA.

*YmevOopion: akoAouBeite pévo TIG CUPPBOUAEG TOU yIaTPOU 0aG yia T Bgpareia.




Edav éxete FCAS i MWS, 0 ylaTpdg 600G UITOPE( aKOUN VA TIPOTEIVEL TIG aké)\duegg
EVEPYELEG YIA TNV AVOAKOU@PLON aTTd TA CUMMTWHATA 0OG*:

- Na Slatnpeiote (eotoi pe (oTd pdPnua, (€0Td pmdavio r mMoAAG evéupata
- MelwoTe TNV TOAAR doknon

- ATTOQEVYETE TPAYUATA TIOU 0AG TTPOKAAOUV OTPEG OE TAKTIKN Bdon

3 € OPIOPEVEC COPBAPEC TTEPIMTWOELG, UMTOPEL AUTEG Ot aANaYEG va unv Bonbn-
oouv. Ta dtopa mou maoyouv amd CAPS, Ta omoia Kpuwvouv UKol Kat Siami-
OTWVOULV OTI TA CUPMTTWHATA TOUG EMSEVWVOVTAL, UTOPOUV VA EEETACOUV TO
evexopevo va {ioouv o€ pépn Omou o Kalpdg ival mo Beppog.*

AUTO UTTOPEL VO CUVTEAECEL 0TV AvaKoU@LoN amd TA CUPMTWHATAL.




Ymapxouv opadeg umooTrpIENg Kal opyavwaoelg online mou mapéxouv mAnpo@opieg
yta 1o CAPS. Kuplog otdxog €ivat va fonBricouv tov KOoUo va Kataldpel autég
TIG VOOOUG Kal Va ouVTENEGOLV 0Tn BeATiwon NG wng atopwv pe CAPS.

Emoke@Oeite omolovRMOTE Mo TOUG MAPAKATW
LOTOTOTOUG Yid VA MAOETE TEPIOGOTEPA:

+ CAPS Family Network—http://www.capsfamilynetwork.com

» The NOMID Alliance—http://www.nomidalliance.net

- The Genetics Home Reference Guide—http://ghr.nlm.nih.gov

- The Portal for Rare Diseases and Orphan Drugs—http://www.orpha.net

- National Organization for Rare Disorders (NORD)—
http://www.rarediseases.org/

- International Society of Systemic Auto-Inflammatory Diseases (ISSAID)—
http://fmf.igh.cnrs.fr/ISSAID/

- Centre de Référence des Maladies Auto-Inflammatoires—
http://asso.orpha.net/CEREMAI/index.html

- Kévtpo Avagpopdg yia Tig Auto-OAeypovwdelg AoBévelec—
http://www.printo.it/pediatric-rheumatology/pediatricrheumatology/index
asp?Lingua=Grecia&Paese=Greece

- MaveA\nvia Evwon Zmaviwv MNabrioswv (MEXMA)—
http://www.pespa.gr

Eav mepinynOeite o1o S1a8iKTLO, UTTOPEL VO CUVAVTATETE Kt ANOUG IOTOTOTIOUG
unmooTHPIENG Tacxovtwy amd CAPS mou emtpémouv o€ dtopa pe CAPS va polpactolv
TIG ePmelpieg TouG. QOTO00, N GUPBOUANR TOU YIaTPOU 0ag ival n KAAUTEPN TTOU €XETE
otn 81dBeon oag.
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AVTIGTAMIVIKA: PAPHUAKA TTOU XPNOIHMOTIOIOUVTAL GUXVA YIa TNV AVTILETWITION AAAEPYIWV.
ApOPIKOG: apopd TIG apOPWOELG 0TO CWHA OAG.

AUTOPAEYHOVWSNG: GAEYLOVI) GTOV OPYAVICHO TTOU TTAPOUCIAETAL Amd MOV TNG, XWPIG
va o@eiletal og Aoipwén 1 Tpavpatiopd.

AgppaTikog: agopd 1o Séppa.

Awayvwon: emPeBaiwon amd yatpd 6Tt maoxete amod pia vooo .

No6oog: acBévela mou Staxwpiletal amd AANEG pe BACN TA CUMMTTWHATA TTOU UITOPE( val
nmapouotalovtal. Mmopei emiong va ovopdletat cUvSpopo.

Fovidia: 6Tav pia vOoOg HETAPEPETAL PEOW TWV YOVISIWY, ONUAIVEL OTI UTTOPEITE va TNV
KANPOVOUNOETE MO TNV OIKOYEVELA 0AG I} TOUG OUYYEVEIG 0aG. Na mapadetypa, Eav ot
YOVEIG 00G €xouv KaoTtavd JaAid, givat mbavov va éxete kaotavd paAAid. Opoiwg, edv ot
yoveic oag éxouv CAPS, eivat mBavov va éxete ki eoeic CAPS.

YYnAa enineda mpwteivwv: ol TPWTEIVEC gival Ta SOUIKA CUOTATIKA Yia OAa Ta Yépn
Tou opyaviopov. Ma mapddelyua, amoteAolV Ta KUTTApa ou SpouV we GUOIKN dpuva
TOU OpYaVIoUOoU. MIKPEG TTOCOTNTEG TIPWTEIVWY ATTAVTWVTAL UTIO QUOLONOYIKEG CUVORKEG
0TOUG VEPPOUC 0ac. QoTd00, UPNAA eMiMeda MPWTEIVWV OTOUC VEQPOUG CAG UTTOPEL va
Seixvouv Aoipwén kat Ba mpémnel apéowg va avTipeTwmiovtatl amod To ylotpd oag.
AvOOOKATAGTAATIKG/AVOCOPPUOUIGTEG: (PAPHAKA TIOU XPNOIHOTIOIOUVTAL CUXVA Yid
™n peiwon eAeypovwy.

Bpe@iko¢: agpopd ta pwpd, cuvibwg piv TV nAikia katd v omoia Badifouv.
DAEYHOVI): N PUOIKK AUUVTIKI AEITOUPYIA TOU OPYaVICHOU HE TNV OTToid TTpooTatevETal
and Moipwén f tpavpatiopo. e acBeveic pe CAPS, n @Aeypovr) mapouacidletal xwpig va
mpoUmapxel Aoipwén 1 TPAVHATIOUAG.

DAeypovwdng vooog: acbévela ou pokaAeitat amod gAeypovr). To CAPS amotehei
OUYKEKPIUEVO TUTTO PAEYHOVWSEOUC VOOOU TToU ovopdleTal auTo@Aeypovwdng voood. BA.
AAUHA QUTOPAEYHOVWOENG TApATTAVW.

NeoyvikoG: agopd éva veoyévwnTo Hwpo.

NeUuPOAOYIKOG: apOopd TOV EYKEPOANO, TO VWTIAIO HUENS KAl TA VEUPO OTOV OPYAVIOUO.
ZTePOoEIdN: PApUaKa TTOU XPNOIHoTolovvTal CLVRBWG YA TNV AVTIETWITION Hiag OELPAG
TaBNoEWV, amo Tov EpeBICUO Tou §EPUATOC WG TTOVO OTIG APOPWOELC.

JUUTITWHATA: TTEPLYPAPT TOU TPOTIOU TTOU AloBAVEDTE AOYW Hiag CUYKEKPIUEVNG AoOEéVEL-
ag.

TUv8popo: opAda CUUMTWHATWY TTOU TIEPLYPAPOUV Wid CUYKEKPIUEVN aoBévela. Mmopei
€mMiong va ovopdadetal vooog.

Kvidwon: Seppatikd e€dvOnpa mou mpokaleital amd @Aeypovn.
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Edv vopilete 6T €0giG i €éva péNog TG otkoyévelag éxel CAPS, akodouBouv opl-
OUEVEG EPWTNOELG TTOU UITOPOoUV va xpnolpomoinfoulyv yia va odg Bondrcouv va
anevBuvBeite o€ éva ylatpo:

- Mapouoialete ouxvd e€avOnpata, mMuPeToUg 1) KEQANAAYIEG;

- MapouotdleTe Ta CUPMTWHATA TTOU AVAPEPONKAV TTPONYOUUEVWE OTAV EKTI-
Beote 0TO KPLO;

- NwBete Slapkwg OTL éxeTe ypimn;

- Movd ouvexwg To cWwUa 0ag;

- NiwBete Toug iSloug TOVOUC amd TOTE Mou RoaoTav maidi;
- Y4¢ @aivetal OTL ol TOVOoL 0ag eMSEVOVOVTAL;

«'EXEL KATTOL0 aTT6 Ta PEAN TNG OLKOYEVELAG I} KATIOIOG CUYYEVIG TTAPOUGCIATEL
TOTE MAPOUOI CUUTTWHATA;

- 'EXel KAmolo amd Ta PEAN TG OIKOYEVELQG 1) KAamolog ouyyevrg CAPS;

MNdpte padli cag auto o UANASIO OTo LaTPEio, WOTe va BupdoTe EUKONOTEPA
QUTA yla Ta oTroia eMOUUEITE va LA OETE.

Eivat onpavTiko va HAAOETE e TO ylaTpod 0ag yia va Slamotwbei v mAoxeTe
amd CAPS. O ylatpdg oag pmopei va mapdoyel Oepareia yia Tnv avakou@lon ano
TA CUUMTTWHATA KAL, OE OPLOPEVEG TTEPITTTWOELG, Yia TN EAAEIPT) TOUC.
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