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Who we are

ELLOK has 32 member organizations from all over Greece
Representing all cancers, common and rare
Member of ECPC — European Cancer Patient Organisation
Close collaboration with the Greek and European medical
oncology and research organisations and participation even if
indirectly to several European Institutions
ELLOK works for equality, where all cancer patients
have timely and affordable access to the best treatment and care
available, throughout their life.
ELLOK believes that cancer patients are the most important
partners in the fight against cancer and against all the cancer-
related issues affecting our society.
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- Patients have unique knowledge, perspectives and
experiences
a4 " Enhance health services and strengthen the link
between research and practice
= Understanding the diverse needs and preferences of
patients
{ = Optimal research, policy, and care
= ELLOK advocates for patients to be acknowledged as
- equal partners
= Need to work alongside researchers, policy-makers,
and health professionals
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Patients & patient organisations

must be involved in developing policies
both on the national & European level
that result in improved survival and
quality of life for people with cancer
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= Research and public health policies
will increasingly be based on real
world data.

= Patients are being recognised the
owners of their own data, and as
active partners in research.

= It is vital to design informed consent
and data sharing procedures that
strike a balance between encouraging
research and ensuring patient privacy
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- The Hellenic Cancer Federation
advocates for truly informed

consent. WHAT IS
= Patients should have the right to INFQRMEP
access their own data, and to share {j@NSENT

with third parties.

= Patients should be informed about
the scientific discoveries that
emerge from studies conducted
with their data.
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Patients as research partners

= Patient organisations should be
involved in the drafting of informed

Partners in research . Subjects of research consent forms

o0 ® " Linking health data sources and using
" ' @ them in an appropriate way may

\ improve health outcomes for patients.

= |t may help to improve the

development of medicines and
techniques to treat patients in a more

personalised manner.
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Y s u - Biobanks are a type of biorepository that
¢ stores human fluid and tissue samples for
use in research
. = Biobanks will become increasingly
Biobanking: important
FAQS = The scientific community has to

establish a dialogue to inform and
empower people with cancer on the
advantages related to the donation
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isks of the Data Protection Regulation

« Position paper coordinated by ESMO in 2014
e |t represented the voice of the cancer
Risks of the new EU Data protection .
i i e community
community
e ESMO, ECCO, EORTC, ESSO, SIOPE, EMEA
e RISl Society for Biopreservation and Biobanking

W s q p [ Oy b for Resch and
able, more or less broad, ‘one-time' process, which truly imple m:x:::"“ﬁ:r,._:":: bty &EOITC
nents e paticnts’ dghts, rather than creating burdensome,

poasibly haemful consequimees o the patients” community, The Eurepedn, Middl Easiern & Adican e e

patient shall retain access i the fissue and daia donaged, honce Suciety ot Hiigpewseration annd Biobanilig = . ro i l C O n S e n
ensuring himher to obiain rebesant information related fo his! o

her comition. On the camirary, denial af this right would make Turocam Patfoem

ptients st e, becase they would be denied & civl right, i binapee iyl g
to comtribute to research, which advances knovledge and keads .

R o ® Anonymization and use for historic record

confidentiality, reviewing mechaniims W overses el ospedtive
researchs amd Bickanks, and a eysgem J.I lowctng full tramspar- Furapean Sacisty of Pl Omeslgy i . . . .
ency of research pracesses and storge of patient thsstie in bio | ng E C P C h
banks. Cancer registries shouk] be ahle to register cancer cases = . a I m O r a n ro e r I n I n e VO I C e O
and patient data without the requirement of patient consent, in ’
order 1o provide society and health sdminksteoms with edwaus- Furapesn CanCer (npmbiion
e health data dor palslic health policy devisions.
The European cancer cominusity urges all EU decision . i °
o 10 el ool 3t A f Lo o e g o cancer p a t len t S
te danate their dua and tiswes to advance research and find pLsiEny
cures. BT decision makers ane urped 10 change the European
Parliament Amendments 191 and 194 10 Articles &1 and 83, 25

ey would Imgalr public health research within and across EU European Sockly for Radborbesaps & & ETRO
Member Siates, A balsnce between the sight i privacy and ihe Dnakegy L Res u t o
right 0 healihy can he achbeved by easonably addressing all con- ]
cerms, while fully comply ing with thase rebating 1o confidential-
Ity and ethical wse of personal health data, Ausiaciation ol Eaneyeer Cancer Leapaes (ECLI SgEC]_,
ECPC’s demands were integrated in final
ersion of GDPR
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access to clinical trials that may be

== ___ beneficial
o ® Q * .
AR The European Cancer Patient

. Coalition has worked with Lilly to
WIKEG PEAETEQ
produce the innovative Clinical Trials

H epappoyn Trials4Me epgaviZet kKMvIKES GoKIES, avTioTolec TomoBeoieg oe éva YApTn, Je BAon Ta KPLTAPLA TOU XPAOTN Kal TV KaBopLouévn

. . . . . [ ]
yewypapikn Tomobeoia, kaBwg kal didpopeg emhoyeg QIATpapiopatog. S h E
ITov XapTn Twy anotehecpdtwy avalfitnong, pmopel kaveic va emAESEL pla kaBoplopévr TomoBeoia kal va amokThoel mpéoPacn oe pla e a rC n g I n e
ouykeKpLUEVN dokipn yia va mpoBdhel évav EmBewpnt dokipnc Tov Ba epgavicel MARPel; AETTOPEPELEC TNC SOKIWWAC KAl EUKPLVWE
napouolagyéva KpLTnpla TonoBeoiag kal évragng/anokhelopon, ouv va givéeayo otn pehéTn clinicaltrials.gov yia nepaltépw mhnpopopisg.

[ ] [ ]
|
H Lilly npooéyyloe mpohnmtikd Tov ECPC yia va ehéyEel autiv Tn véa umnpeosica. MoTeboups mpaypatikd otn dovapn Kal TLg SuvatotnTes Twv

BlabikTvakwy Aioewyv rov fonbolv 6TV EUPECT TWV KAAITEPWY KAWIKWY SokIpwy. MoTe0ovpe 6TL auTh n pnyav avaliTnong Pmopei va oac
BonBnost va Bpeite MeEPLOGOTEPEC EMIAOYEC.

FOUTL, 0 EEPG St ERCHR L 1 B 1410 IR0 TS BOBLE soepors OECPE ens bl nectud e e v ClinicaITria S.80V fOr nea rby rE|eva nt
clinical trials that are recruiting
patients
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WEBSITE: www.ellok.org
Mail: kathi.apostolidis@ellok.org
info@ellok.org

Facebook: EAANVIKA Opoomovdia Kapkivou
@EllokGR

Address: 1, Santaroza St. — Athens 1 - 10567
tel .0030 210-771-0335
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