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In 2012 we joined forces....
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Objectives

Strengthen trust between Pharmaceutical Industry
& Patient Advocacy Groups

Share best practices at local and EU level —
participation of Patients in HTA Committees/ EMA
Scientific Committees etc.

Reinforce dialogue between Patient Advocacy
Groups

Explore the patient’s experiences, needs,
narratives, emotions

Update patients on new legislation

Provide training proactively or on a as needed
basis

Collaborate closely in order to reinforce the
creation of one legal entity (eg. PanHellenic Patient
Federation of Chronic Diseases) as a result of
joining forces to advocate for their rights
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Therapeutic categories related to Associations which

participate at the committee
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HIV/AIDS

Hepatitis

Cancer

Thalassemia

Kidney Disease

Crohn disease
Osteoporosis

Rheumatoid Arthritis
Psoriasis/ Psoriatic Arthritis

. Rare Diseases

. Multiple Sclerosis

. Diabetes

. Cystic Fibrosis

. Alzheimer disease & Related Disorders
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Key outcomes 2012-2014

= Sessionson :

- Innovative medicines and access challenges

- Update on Health care environment and new laws
- The legislature framework of Biomedical research

- Best practice sharing between patient advocacy groups on fund
raising/ successful awareness and screening campaigns

= Training on:

- Communicating with media

- Health Technology Assessment
- Pricing & Reimbursement
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Key outcomes 2012-2014

Letter sent on 5/6/2013 to the Prime Minister, Ministry of Health, EOF, EOPYY, PEFNI &
Industry Associations co-signed, for the 1° time, by 9 Patient Advocacy Groups
requesting amongst others, the pricing of new & innovative medicines

Npog

Ko, :

ABrva 5/06/2013
NowBuroupyd, k. Aviuvn Iapapd

¥Yroupyo Yyeiag, k. Avbpéa Aukoupévilo
Avaninpwrn Yroupyd Yyeiag, k. Mapio Jakpa
Ynoupyd Owovopuwy, k. lwdwn Itoupvapa

NpoeSpo EOD, x. lwavvn Todvia
Npoe&po EONYY, x. Azutépn Nanayewpydrouio

NpoeSpo NI, e. OedSwpo Apnarloyiou
MNpoebpo NEDONI, x. Ewrvn Towakaxn
Npéedpo IOEE, x. Kwvatavtive Opouls
Npéedpo, NED, k. Mavdkn Afuo
Npoeboo NED, k. Maviwn Katoapn

Aoxnyé Aliwparticdg Avtinokitevane, k. AMéEavBpo Tainpa

Afotyue kopue NpwBunoupyt, KUDPIEC xQLRUPLOL,

Me v napovea emotold ou IoMoyot nou unoypadouv kat Exnpoownoiv axeddv 1o
I oUvolo twy nacxdviwv and coflapé kaw XOOVEC Kau andvieg naBhoeig Béhouv va aag
EVN L pwoouy yia Ta eEng:

Following that, new medicines

were included (after over 2 years)

in the price bulletin issued in
August 2013 & included in the

positive reimbursement list of

February 2014

Tehoo Trodue v xukkodopla Twy kawvoipuwy $appaxwy ta onoia av xat £xouv napeL
Lyxpuon nav and 0o ypovia , eviodto bev éxouv 508t ornv ayopa, napafaivovrag érou
1o Kowotd Aixmo.

Baowxd pag Inrodusvo eivan 0 Gueon xaiudn Tou Bepaneutikol KkEvol nou ExeL
Enuoupynfel, xabux xat n Sacddlion ¢ anpéoxkontng npodcfaong SAwy Twv EAAAvwy
nokiTwy, Of povabuwég km noAlnpeg yua ) {wq pag Bepaneieg, yia aoBéveleg dnwg , o
xaoxivog kaBe popdAg n Balacoayiialpecoyeaxn avapia),n Spenavokuttapin vooog, n
olwdng oxddipuveon, n nratinda C, n 0CTEONOpWON, N oxAipuvan katd nAaxag-noAianig
oxhipuvan, to AIDS, n nveuvpovixy UTEDTAON, N KLUGTIKA VWOon, O 0OBAPEC PEUPATIKES
nafnoeig, ot MpWTonaBel avoooavenapkeieg, ta petafolikd vooruara, n Ywptaon xat
Jwoaows apfoinda xaBuwq kaw Eadopeg GAAEC ondvie naBAoEL.

Eruxahodpaste 1y tipnon e vopoBeoiag pe Baon tnv onoia npénelva exdibovrat

&ehtia Tyuwy pe via dapuaxeutixa biooxevacuara kade 90 pépeg [apBpo 10 nap. 3 me
Yroupyng Anddacng AYT3(a)/ow.IY/151 (QEK 545/8/1.3.2012) o€ ovppdpdwon pe v
Kowotxn Gényia 83/105] kat nou £xel katacrpatnynfei kabuwg eivar MAEov Eupéwg
Suanmiotwpivo om Eev éxel exbobei ArArio Tyiwv pe véa dapuaxa ta teAeutaia 2,5 xpovia.
AUTO oYepei and epdc toug EAANveC aoBeveic v npooPacn O anapaitnTEg KaVoOTOUES
Bepaneis kuplore xtixd lwrixAg onuaciac .

AMwote, n eoaywyn véwv Bepaneiwv kat n anolnuiwar toug ornv EAAGSa eival otéyog
Tou Mvnuoviou cUudwva pe v teAeutaia éxBeon Tng Evpwnaixrg Emitpond¢ (Second
Economic Adjustment Programme - Second Review May 2013).

YroBétoupt ot évag and roug Adyous un Eloaywyng viwy dapudxwy otnv ayopd eivat ot
rBavé apvntixé guvéneeq otn papuakevtikr dandavn, Se50pé vy paAiata kat Twy
OTOXWYV Mou £xouv tEBel pe 10 MvNuoOvIo. YNootnpiloupE Gpuwg OTL Ot VEEC OUyXPOVEC

Bt paneieg, 1C OnoiEg kat oTEpospaate, Sovaviar aviiBeta va pewwoouv 1n andvn nopwy
OF GAAQ ONUELR TOU CUOTNRATOC UYELRC XQIPLAg ONUAoiag, ONwe Ta vOOOKOUEIaKd xoatn,
flOU NPOKUMTOUV and auxva REPUTEq axpéq efeTdae g, nEpuTTeg enepPdaei ka GAAG.
AUt £XEL EMUMTWOELE @dEVOC HEV 0TV anodonkotnta twv aodevwy atnv kowwvia, adoo
be Ba elvan oe Béon nAdov va £pyadtouy, adetipou e ot Yuxoroyixkn Toug emiBapuvan i
OnOLa PNOPEL KAL VA XELPOTEDE PEL TNV KATACTAON TNE UYELQC TOUC,

v -~
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Key outcomes 2012-2014

For the first time patients are actively involved by legislation in
(Dec

and in particular, in therapeutic protocols committees
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From vision to reality

EOHMEPIZ THZ KYBEPNHZEQZ
THS EAAHNIKHS AHMOKPATIAS

TEYXOZ AEYTEPO

Ap. ®ikhou INT

agopd ™ gapuaxoemaypémmon (LHE3 22010 ka

9 AereuPpiov 2013

= 2 :
yvopouvuy and To KEZY warpmin tlﬁu-mmr KoL
cEmBieloty, Of ouVERYeoia ue Trv laTpef) ETapeia
Alrvaw, 1 onoda Exen TV evlivn WA ToV ouwTonoud
e avanTuEng Twy BepancuTiowy npwTexdhhaoy Kay
e YTianfic anemdwvons Tous. kafle ko TNG vno-
aTEng Tow urianaied ehiyroy Ko Exnailitudns Tuy
TR OTTIY EPOPUOYH TOUS. UE TNV OUVEDYODIa Tuy
eudoliy EMOTTRAOVIRGY (OTpetly ETaipeiy. O EmaTne
uovisls ETGMOELES o@houv v ouyspoThoouY Ouddes
Epyooiog yio Tov oxond ourd, Soogakifovrag ne Si-
almaoiee extime 1oHVeNe emoTiuovKi auvaiveons
arny avimuln Twy BEpancuTiny NpwToxSh Ay, uE
ThY usiEToN Kol Evdaewy aolewdy, Ing nepinTiang
Gpong ) adeaviang SUULSTONNG Twy EMaTIRAOVINGY
CTCIPGN, UTOROUY G Snurouveymiledy avTioTonES aoi
otiliny opdleg coyaoiog. werd and npdraon Tng Efvicg
EmTpomns

4 To KEIY anotehel vov apuddio opla Eyxpuonsg
TwV BEPOMEUTIKGH WTMW@U Wi woaalopuupou
Tou rAmoiou enwaponsinahe Toue. TouldyioTov o
gopd kibe frog. e T evowpaTwarn Ghy Ty vedTe-
puw emoTresavecuy SeSou vy,

& Me andgaon vou NeoilSeou Tou EOMYY, n oncia
Ba Snpocwudel evrdg unvde and myv Snueaituon ™
napewons, koSopilovtal yia 1o 201 doa owTayoypd-
gnang avd oupBefAnuévo aTpd Tou EQITYY. Euymenpi-
piea, n pmpaaio Sander Tou ouvdlou Ty OuTaEY
Tou exdoToTE WTpod Sev Svatan wa vmepfel To BO%
™G pEons prpaaiog Sondvng Tou KaTd Ty SdpReia

: i o
v NPCoapuGoE: To OUOTNG WOTE ¢ 1aTpde va Shvara
Vi unoSeiEn TG REQITTWOTIG Moy MEENe va gopmyreel
yeEvdomuo @doparo. Epdoov o waTpds unolelo yovd-
anuo edoucns KaTd ™y ouvTayoypdgnorn Sty emTpl-
NETGL N XOOMMa N YEvodiuou and To paguarcio. O
TTEXOE OUVTAYOYDAPNANG YEVOOTHWY SapUiRWY KaTd
uEGo G000 MpEncy va Telel oo 60%. O EQNYY Sdvaral
Vil OPIoE PNGVOUS KOL KIVITTRG WIG TOUG WaTPOols mou
OEODPUVVTaL It ToV v TS

7. H Swoiknon Tou ECNTYY avahoupéven va uhonodioe
TIE QRaPoiTHTES EVEQYERS ROk VO avanTulel TIe v
oo Ta ovatiuata wan T cEndovon movw anarrou-
VIO MOOREEVoy VO Epapdon ouigwvies Tufc-SyRou
e EMUERIORO Kiiivou JE TOUG RepaYwyoUs, erlmd
O TEQIMT WL ETRAL YHEWaY GROGHIY GOPLaRENTI WY
npoidvTwy dnwg Ta fokoyid Emnpdoiicra, o EQMY
wen 1) HAKA 0f ouwepyooia uE Trv apudda emTpont
Ba gpovTioowy WoTE Ewg Tov lotmo Tou 2014 wa nep-
Angpdoly 070 SUOTRLA OUNTaYOYPAPNOTS TOUAGKHOTON
ot 20 mo Sanawnpés Bepanties. Emiong, o EONYY wauny
HAIKA Ba avanmifour UnTEda (regstries) nopakohod-
fnone yio mokd aspid wan cp@ava npoidvta

BEwg v avénuln anapaitnmey unelopdy ¢ EOMYY
Blvara vo oyvopdln oupfloulumikic vinpcoice and
mardhhnious Snubmous fi MwTmeds gopeic, nou Ba
oulpGuouy TIC uNpEdies Tou oty kakltepn nopa-
wahouBnam ko EvBEAENT avaludT) TG SaPUaKEUTEIG
Sanavng, Trv avdheon TG ouupdpgeons BE Ta Bepa-
MEUTIRG MPUTOROAAD KOl OUVOPER SDOOTHOWITITES Mew

Tou 2013 Mia Tov Adyo autd o EOMYY umahoyilt TR OToxiteuv Oty anoTeheopaTwdtepn ko anodemndre-
— ol Wyp aute o SCRIVE T ovie T aTaytuou s aTthio

SfEE
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Key outcomes 2012-2014

1.Creation of 15t Patient’s in Power Conference in Nov 2012: the first congress in which
patients were involved in all stages as co-organizers, speakers and audience. The
Conference was a unique opportunity for patients and patient organizations across diseases
to meet and discuss with the other “partners in healthcare” issues of concern to all.

2. The 2" & 31 Patients in Power Conference, took place in Nov 2013 & 2014 respectively.
The problems of healthcare access, pre-existing and accumulated during the four years of
extreme austerity were amongst the key issues of discussion.

Patients in
POWER
Conference

UNDER THE AUSPICES OF MINISTRY OF
HEALTH




Next steps

vFinalization (within 1st quarter of 2015) of the Code of Interaction between Patient
Organizations and Pharmaceutical Companies following updates that have been made in
2014 by the SFEE committee in alighment with both the Code of EFPIA and the SFEE Code

of Ethics

Continue :
vStrengthening the constructive dialogue between SFEE & Patient Advocacy Groups
vTraining and empowering Patient Advocacy Groups

vEncouraging Patient Associations to collaborate and work as a team through :

<sharing best practices
«creating a common agenda
«joining forces to advocate for their rights
<+Strengthening their voice demanding a patient-centered health care system
< being considered by policy makers as key partners in healthcare

The ultimate goal for 2015 is the reinforcement of Patient Advocacy Groups for the
creation of one legal entity (eg. Pan-Hellenic Patient Federation of Chronic Diseases) as a

result of joining Jorces to advocate jor their rights and be included in committees that are
formed by government bodies 5 Z)(EE
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Code of Ethics (CE) Committee
2012-2015



2002-2012: no renewal in the code

EYNAEIMOE GAPMAKEYTIKON ETIXEIPHIEQN EAMGOE



2012 Need for self-regulation:
Planning the future - Setting the foundations

* Donations

e Scientific events

* Consulting services
* Market research

 Procedure for the Control of
Implementation (verification process)

* Communication Awareness Campaign

EYNAEIMOE GAPMAKEYTIKON ETIXEIPHIEQN EAMGOE



2013 Implementation of our plan:
Building our relation with the HCPs and HCOs

« Alignment of companies/ members
* Tension - Discussion -Information

* Harmonization with EOF

* Conference Evaluation Platform &
* Disclosure of donations AT =
* Non-interventional studies registry

* Disclosure code

* The strategic role of Code of Ethics Committee

EYNAEIMOE GAPMAKEYTIKON ETIXEIPHIEQN EAMGOE



2014 Establishment of Code of Ethics in daily practice:
Shaping our home

* Commitment — Higher Participation of
SFEE members in the Code of Ethics
Committee

* Alignment between HCOs - PCO
agencies

* Monitoring of Code of Ethics
implementation by an independent
company

e Adoption of Disclosure Code by the
State (law)

EYNAEIMOE GAPMAKEYTIKON ETIXEIPHIEQN EAMGOE



Scientific events Evaluation Committee
Active participation and commitment

* More than 110 Committee meetings

* More than 400 hours of conference
evaluation by the Code of ethics
Committee

 More than 4,000 clarification emails

 More than 80 meetings with EOF, HCOs,
PCOs

EYNAEIMOE GAPMAKEYTIKON ETIXEIPHIEQN EAMGOE



Conference evaluation:
Increasing Compliance with Code of Ethics

* SFEE's congress evaluation committee has evaluated 1690
conferences since September 1, 2013.

100%

80%

60%

40% -

20% -

0% -

97%

86%

47;/0/ ] — wDec.2013
wJun. 2014
w Dec. 2014

Dec. 2013 Jun. 2014 Dec. 2014
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E&Y example 1

Conference evaluation: E&Y evaluation:

Green Actual 1-day program
15t day excursion
3'd day... visit to a
museum

Presence of accompany
Without recreational memebrs in all

program

duration 3 days

costs within Code
limits

conference activities

EYNAEIMOZ OAPMAKEYTIKON EMIXEIPHIEON EAMAOS



E&Y example 2

Conference evaluation: E&Y evaluation:

Green * Different sponsorship
package & Different

registration fee higher
than allowed
participation less than 1/3

Without recreational of those initially declared
program

lasting 2 days

costs within Code
limits

EYNAEIMOZ OAPMAKEYTIKON EMIXEIPHIEON EAMAOS



Outcome of E&Y verification
5/19 outside of Athens - Thessaloniki

% inspected

Hotel cost outside Code limits h 11%

Recreational activities || NN 21%

Presence of accompany persons [ IIIGIIG 26%

Different registration fee, outside CE limits [l 11%

Shorter programme duration than declared || NGB 21%

Deviation in the declared number of participants* F 58%

0% 20% 40% 60% 80% 100%
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Limitation to conference expenses
example: pan-hellenic conference

2009 2010 2014
STAND price 32.000 20.000 12.00
SATELLITE 17.000 14.000 9.000
SYMPOSIA
Final programme, 10.000 3.000 3.000
cover
Coffee break 10.000 4.500 2.000
Accommodation 270 210 140
DIVANI
CARAVEL
HILTON 300 220 140

EYNAEIMOZ OAPMAKEYTIKON EMIXEIPHIEON EAMAOS



Transparency in Donations

The amount of companies disclosing donations is increasing

100,00%

80,00% 74%
64,70%

60,00%

l % of disclosure

40,00%

20,00%

0,00% -

2013 2014
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Complaints regarding Code of Ethics violation

* 14 complaints about Code of Ethics
violations have been examined by the
primary SFEE committee

* The final decisions imposing sanctions
shall be disclosed at SFEE site

EYNAEIMOE GAPMAKEYTIKON ETIXEIPHIEQN EAMGOE



2015 Collection of disclosure data:
Continue our work

e Disclosure data platform (EOF)

* Interpretative EOF circular regarding
Disclosure

* Update of Code of Ethics - Continuous
improvement

* Transparency in all our actions
* Updating of HCPs and HCOs

* Point for improvement: possible
sanctions to PCOs & HCOs failing to
comply with code of ethics

EYNAEIMOE GAPMAKEYTIKON ETIXEIPHIEQN EAMGOE



2016 Transparency in action:
Opening our home

* Getting ready to respond to challenges K-
* Protect our home

* Continue good practice

* Improve constantly our environment

EYNAEIMOE GAPMAKEYTIKON ETIXEIPHIEQN EAMGOE



