SVPPETEYOVTEC aoBeveic -
Meta&v avadoywv KOl
OUPHETEXOVTWY

Elocaywyn

Eva mopdderypa tng epmnelploac¢ twv 161wv Twv acBevov amnd TN
xpfion Toug¢ w¢ dracvvdbeong peETAED TWV OavadoYwv KAl TWV
OVMUETEXOVTWY 0 KALVIKEG OOKlHEC. MpayupatomotleiTal Kol yla
onmdviec aoBévelec pe tnv EURORDIS kat yia tov HIV/AIDS pe tnv
Act Up, tnv Traitements & Recherche Thérapeutique (TRT-5) kat
tnv Evpwnaikn Oudda yia tn Oepameia touv AIDS (European AIDS
Treatment Group, EATG).

®don I
‘EpEuva & KAwikn Avamtugn Awaxeipion KOUkAou Zwrg HETA TNV
AvakdAupn ddaon 1, 11 & 11 €ykpLon & dappakoemayplTVNON

[6te ovuuetéxovv o1 aocbeveic; — ddon I

Mepiypagn TG vnobeonc

0 ap1OuoC TWv KA1V1IKEOV HOK1luwv O6mov 0 OLuVAYOPOC aCOEVWV
oVHUETELYXE mMpoownikd otov oxediroaoud kat otn dire€aywyn TOULG,
otnv emitTpomnf mnopakoAovOnonc dedbopévwvy kKol acedAeiac (DSMB),
oTNV aVAALON KOl 0TN YyvwoTomoinon Twv OMOTEAECHATWY QAVEPYETAL
oce mepimov 77. e autéC meplAapBdvovtal OOKLUEC ME MEPLKEG
EKATOVTADEC €wC MEPLKEC X1A1ddec aocBeveic.

MéB6obo1:


https://toolbox.eupati.eu/resources/patient-toolbox/%cf%83%cf%85%ce%bc%ce%bc%ce%b5%cf%84%ce%ad%cf%87%ce%bf%ce%bd%cf%84%ce%b5%cf%82-%ce%b1%cf%83%ce%b8%ce%b5%ce%bd%ce%b5%ce%af%cf%82-%ce%bc%ce%b5%cf%84%ce%b1%ce%be%cf%8d-%ce%b1%ce%bd%ce%b1%ce%b4%cf%8c/?lang=el
https://toolbox.eupati.eu/resources/patient-toolbox/%cf%83%cf%85%ce%bc%ce%bc%ce%b5%cf%84%ce%ad%cf%87%ce%bf%ce%bd%cf%84%ce%b5%cf%82-%ce%b1%cf%83%ce%b8%ce%b5%ce%bd%ce%b5%ce%af%cf%82-%ce%bc%ce%b5%cf%84%ce%b1%ce%be%cf%8d-%ce%b1%ce%bd%ce%b1%ce%b4%cf%8c/?lang=el
https://toolbox.eupati.eu/resources/patient-toolbox/%cf%83%cf%85%ce%bc%ce%bc%ce%b5%cf%84%ce%ad%cf%87%ce%bf%ce%bd%cf%84%ce%b5%cf%82-%ce%b1%cf%83%ce%b8%ce%b5%ce%bd%ce%b5%ce%af%cf%82-%ce%bc%ce%b5%cf%84%ce%b1%ce%be%cf%8d-%ce%b1%ce%bd%ce%b1%ce%b4%cf%8c/?lang=el

=« TRT-5: 01 Ttumomoinuéveg Oradikaoieg Agitovuvpylacg
eykpivovtatr anmd tov €6vikd opyaviopd €pevvag yia to AIDS
(ANRS), oOpgwva pe tov omoio OAa Ta TPWTOKOAAX KA1V LKWV
bok1uwv yia To AIDS/HIV (ovumnmeplAauBAVOHEVWY TWV
MEPLOTAOLAKWIY 00BEVELWY), TNV 10oyeVA nmatitida Kol GAAEC
toyevelc aocBévereg mpémel va ovlntolvIAl ME TOVC
ovvnyo6pouvg Twv 0acBevwv mpPlv amnd tnv UMOBOAR TOLG OTNV
genmitponn OHeovioAoylag, Kal mpaypatomoleital EAgyXOC
npoddov yia koaBepuia anmd avtég kab’' O6An tn dldpkeEla TWV
KATV1KEOY OOK1UWV.

= MapdAANAa, n TRT-5 ocuvvaviAdnke kKal pe 1010TEC avaddyovg
(Tov kAdbdov), aAAd oce €BeAovtiki Bdon.

 EATG/ZvpBovAgvtik Emitponi tng¢ EvpwnaikAg Koivdtntag:
and to 1996 £wg TOo 2002, o€ €BeAovIlKA PBdon, KALV1KEC
bok1uég mov bHireg€Nyxdnoav amd tov KAABo [ amd dnubdorovug
EPELVNTIKOUG opyaviopovg (m.yx. OHokiun INITIO tng HIV
Connect).

« EURORDIS: Eg@apupoyfp tou XApTn ylia T1C KALVIKEG OOK1MEG
yla omdviec aocBéverec (Charter for Clinical Trials in
Rare Diseases), o omnoio¢ vmoypdenke amdé entd staipeieg,
uia ek Twv omoiwv vmeEypaye pvnuévio OLUPWVINGC HME T1G
OXET1IKEC opyavwoelc acBevev (ovvepyaoio oe d00 KA1VIKEC

OOK1MEC Kal €va Tpoypauua TopnyopnTikAc XpAong) .

TOTMO1 OVMUETEYXOVTWY aocBeviv (N
ovvnyopwv aocdevwv)

= AoBevelc pe mpoownikf euneipia véoov.

» EUne1poyvoOuoveG aocBevelc/ovvAyopol acBeVAY HE KAAR
gunelpoyvwpoovvn e€ni tn¢ véoov, aAAd HE UIKPA eumerpla
o€ Bfuata €pevvac Kol avdmtuEng.

= Eunelpoyvouovec aocBevelic/ovvAyopol aocBeEVAY HE KAAR
guneilpoyvwpoovvn eni tng véoov Kal KaAf sumeipla otTnv
EpEVVA Kal OavdmTuEn.

= YUVAYOPOl aocBevwy Ywpig eumeilpoyvwpoodvn otnv acBEvela
KOl ME KOAN eumelpla otnv €pEvva Kal otTnv avdmtuén.



0pEéAN amdé TN CUMHETOXN TWV aAcOevwv

Aev vmdpyxel ovoTnuATik a&loAdynon Twv d1adlKAGlWY KAl TWv
QMOTEAEOUATWY O6T1C UeBSBoUC mov emegEnyndnKav mopaAMdvw.

Qotdéco, OAn avt n dlradikaoia €kave duvvatd T €EAC:

» OUGLOOT1KEG AAAOYEC OTO TPWTOKOAAX KA1V1IKWYY OoKluwv: H
ovlATNON OXETLKA PE TOV Bepamevtikd deiktn 0dAynoe €vav
avddoxo va mpoobEcel €va OKEAOC o€ pia dokiun ¢@dong III,
dokipdalovtac pla d6on mov dev €ixe apyxikd mpotabel amd
Tovg epevvntéc. H ddon avth amodeiydbnke 6Tl ATAV 1
EYKEKPLUEVN BOoNn kKatd TN Yopnynon dadeilag kKuvkAogopiog.

» OLO1OOT1IKEG OAAQAYEC o0TO OYXEDH10 avdamtuvEng Touv TMPOidVTOC:
NpootéOnkav katl di1e€AyOnoav pe emituvyia dokipéEG mov bev
eiyav mpoypappoaticotel amd tnv e€talpelia, oAAd eiyav
npotabel amd ocvvnyodpovg.

» Atakoml Twv doK1pwv: AoKlpeEg mov eiyav AdPel ddeia Kkat
Eykpion amd emnitponéc deovtoAoylac TeEALKA dlakdémnkav,
KabwC 01 oLVAYOPOl TWv aoBevwv eE€gppoacav deovtoAoyikd
dntApata YETA TNV €vapén tng HoK1UAG.

» EMlAOYAl TOUL OXET1KOU amoteAéopatoC: lMia omdvieg
acBévereg, oOtav dev €xel bdire€axbel kKaBOAovL N E€XEt
61e€ayxbel pbévo €AdY1oTn KA1V1IK €peuvva 6TO TAPEABOY,
gival onuavtikd va aKoOOHE TOUC aocBeveic yla TOV
gvtoniopé/Tnv mpooappoyn/tn  dnuiovpyla oOYETIKOU
ATOTEAEOUOTOG.

MPpOoKAROE1C KAl E£UMOd

= Il{vaka¢ amo@doswv Kal mapakoAovénon: Eival onuovtikd va
noapakoAovBovvtal 6Ae¢ T1¢ ovINTACGELC, Ol TPOTOMOLNGELG
KETUEVWY KAl Ol TPOTACELC mOL VMOBAAAOVTIAl — KAAR
YPOuPaTE oK vnootAplEn vmd tn dlraxeipion Twv acBeEVWY.

= AEOPELON EUMIOTELTIKOTNTAG: Ta VTMOYEYPAUUEVA EYYpPUPA
eival amnapaitnta. Edv ©b&ev vnmoypagolv Eyypaga
EUTIIOTELTIKOTNTOAG, MNv ovvavtnOeite kav pe Tov avddoyo,



elval Ydoiuyo ypovov.

» ABEU1TN XPAON EUMIOTEVLTIKWY TAnpogoplwv: [lMia va
eEaoparioete tn pelwon avtol TOL K1vdvvov, Cntfote amd
TOUC OUMMETEXOVTEC va uToypdyouvv uia ovpgwvia é6ti dev Oa
XPNO1MOTIOLAGOLY T1¢ TMANPo@opiec yla va ayopdcovv 1 va
TMIOLVANOOVY HPETOXEG OTO XPNUATIOTAPLO.

= YUVEMELA TNC YVWUNG TOLU dlaTunwenke:

= IpOANYN OULYKPOUGEWY OLPPEPOVTWYV: Alagdvetla, Koilvomoinon
™G nueEpAclag O1dTaENC/TWV TMPOKTIKWY Twv oLvEdDPLACEWVY
OT1C PUOBUIOTIKEG QPXEC.

= Atagdvera pgE TNV KO1vOTNTA TWV A0BEVWY 0TO OUVOAO TNG:
KaBopiopdc tov tU1 mpoékeltal va ovlntnbeil, ovpguwvia
OXET1KA ME TO TU B e€ivatl eumioTteVTiKd Kol TU O)1.

= EmopkAC¢ Katdption/kabodrynon.

Ardaypata

Me molov akplBWG va aAAnAsemnidpdoete; Ma dnudéoiovg avaddyovg,
ouvvABwc Tov KUplo epevvnth. Idwwtikol avddoyolr umopel va €ivat
(1) to tuAua dnuoociwv OYECEWV KOl MAPKETIVYK, (2) n €PELVNTKA
opnada, (3) €vac ovvdbuvaopudéc avtwv. MOvo To (2) Ba mMPEMEl va
Aneeetl vmoéyn.

Mg va dracpaAicete o6tU1 o1 vumevbvvol AAYNG AMOPACEWV
AAANAETI1OpOVY pE TOLG OULVAYOPOUC; Kot 6Tl dev pecoAaBoilv AMAGC
ME €AdY10oTn N KOl KABOAOL 1KOVOTNTA va EMNPEACOLY TA AVWITEPQ
6101KNT1KA oTEAEXN TOUL Qvadoyov;

Mo diebveic doklpeEg, mwg upmopeite va ocvvtovictelite HE TOULG
ouvvAyopoug o€ 6Ao TOvV KOOUO;

JUYKPLTIKA avTinapaBoAn 1 doK1HEC MOALMAPAYOVTIKOU oxedilaouov
omov amnalteital ovvepyooia peETAED AVTAYWV1OTWV: ALTO OLVABWG
bev ovpBaiver, aAAd vmdpxel MEYAAN avaykn yi’' avto. Mg upmopetl
va BeATtwwdel avtod;

0 d1dAoyoC ylia TNV €pevva Kol TNV avantvEn dev agopd upévo TNV
anéktnon adeilag KvkAogopiag otnv ayopd A/KA1 TNV EMLOTPOPH



Xpnuatwv. NMo¢ va avoil€ete tov H1AAOYO Yyl TNV ETALPLKA €VLOVLVN
0E MEYAAN KAlpOKaQ;

AmoTteAéopaTa KAIVIKWOV OOK1PWY KAl TWGC VO EVNUEPWOETE TOUG
OUUMETEXOVTEG OT1G OOK1MEG TOUTOXpOVA HE TOUC EPEVLVNTEC.
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