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EAAHNIKH AHMOKPATIA ABiiva, 08039011
YTTOYPIEIO YFEIAL & KOINSINIKHE AAAHAEITYHE

Ap. TTpwr.: 13588
TMHMA: KOINOBOYAEYTIKOY EAETXOY,
NOMOGETIKOY TYNTONIZMOY &

KQQAIKOTIOIHZHZ

Tax. A/von : ApiatoTtéhouc 17 TIPOL BOYAH TN EAAHNSN
T.K. : 101 87 AOGnva

TnAépwvo : 2105230110, 2105237254 A/von KoivoPpouAguTikoU
Fax . 2105237254 EAéyxou

TTAnpowopiec : Tunua: EpwTtnoswy

E-mail . tke@yyka.gov.gr

OEMA: Awavrnon ot spwrnon BouAsuTtn

ATavTwvrac otnv He ap. 9794/25-1-11 epwrnon, mou karatéBnke otn BouAn
amo 10 BouAeuTn B. AmooToAdro, pe Oéua «Zmaviec TTaBnoeic», agac yvwpiloupe Ta
EGNG:

2 & oT1 apopa TiIc «2maviec TTaBnaeic», To YYKA e€nyyeiAe 1o 2008 1o EBvIkO
2 x€010 Apdoncg yia Tic Zmaviec TTaBnRoeig, To omoio kal emouvdnrteral. Mevalu Twy
OTPATNYIKWY OTOXWY Tou 2 Xediou mepiAaupavovrat:

- Avayvwpion Tn¢ 101aITepOTNTAC TWY odviwy TTABRaswy.

- 2ZuoTnuarikn mapakoAouBnon tnc emdnuioAoyiagc Twv omaviwv Tabnoswv Ka
Karaypapn Twy acBevwy pe omaviec madnoeic ornv EAAGda.

- BeAriwon Tn¢ evnuépwone Twyv acBevwy, TWV EMAYYEAUATIWY UYEIAC Kdi TOU
YEVIKOU TANBUOoUOU, avagopika Pe TIC amaviec mabnoeic.

- TToloTikA avaPpaBuion Twy umnpeoiwy TTou eUTTAEKOVTAl OTNRV Eykaipn didyvwon,
Oepamneia ka1 amokardaraon acBevwy ané omdaviec TabRoeiC.

- Al0tnon_Tnc mpooPaonc. TwWV_ MOAITWY O UTNPECIEC  TPOCUUTITWUATIKOU
mAnBuaopiakou eAéyxou (screening).

- [lpowOnon Tn¢ €peuvag Kai KaivoTopiwy avagopikd pe omdviec maBnoeic,
EIOIKOTEPA YIA VEEC KAl ATTOTEAEOUATIKOTEPEC Oepameiec.

- AVTAmokpion oTI¢ €I0IKEC avdaykKeC TwV ATOHWY TOU TTACXOUV ATO OMAVIEC
naonoeic.

- Anuoupyia eviaiac mAatpopuac dpdong oc eOvIkO emimedo OToV Topéd Twv
omaviwy Tabnoewyv Kai CUPHETOXN 0To avTioToixo Eupwmdiké AikTuo.
EmmpéoOera, emouvanteTar Kai n TEAIKR €kBeon dAMOTEAEOUATWY TOU

"EUROPLAN", n omoia ameotrdAn amé tnv TlaveAAnvia Evwon Zmaviwv TTaBroswv
(TTEZTTA) kai 6mou avagépovrar w¢ mpoTepaIdTnTa, HETAly AAAwWV, n OouykpdOTNON
EOvikng Emvpomng yia Ta 2mdvia Noonuara oto mAaicio Tou KEZY, n dnuioupyia
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apxeiou Taox6vrwv amé omdvie¢ maBnoeig, kabBwg kKal n  PeAtiwon  Twy
TPOOWYEPOUEVWY UTINPECIWY OTOUC TAOXOVTEG ATTO gavid voonuard.

2 uvnuuéva: évac (1) pakeAoc
KOINOTIOIH2 H:
BouAeutnh k. B. ATtooTtoAdro O YIIOYPITOZ

EXQT. ATANOMH:

1.Tp.YTmoupyot A. AOBEPAOZL
2.1 p.Yputmoupyou

3.A/von Anpéaiac Yyieivic

4 Tunua Koiv. EAéyxou NopoB. Zuvt. & Kwdik.

OEPHOHKE "'TA THN AKPIBEIA
O TIPOIZ TAMENOX THZ MPAMMATEIAZ
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Theme 5 - Patient Empowerment and Specialised Services

Sub-Themes

1. Involvement of patients and their representatives in decision-making processes in the field of RDs

2. Support to the activities performed by patient organisations

3. Specialised social services: Respite Care Services; Therapeutic Recreational Programmes; Services
aimed at the integration of patients in daily life

4. Help Lines
CONCLUSIONS

Despite some impressive initiatives and achievements by patient organizations, there is presently
minimal official involvement of patients and their representatives in decision-making processes in the
field of RDs, nor easily available support to the activities performed by patient organisations, nor

specialised social services, nor helplines.

Horizontal Themes
Theme 6 - Sustainability

CONCLUSIONS
On the crucial subject of sustainability for the National Plan and overall policy for RD, the answer is

that there is NO current budget and NO allocated source of funding in Greece, presenting a serious
obstacle for the prospect for sustainability.

Theme 7 - Gathering expertise at the EU level
CONCLUSIONS

This theme was not widely relevant under the present circumstances in Greece and was not widely
discussed.

SUGGESTED PRIORITIES

A Greek National Plan for RD does exist. However it needs a legal/policy framework and needs to
become legally binding.

There have been substantial efforts made by PESPA and many of its member patient-associations, as
well as other patient associations in Greece, for example initiating registries, some improvements in a
few areas for patient care, patient networking and unofficial “helplines”, usually supported by private
donations, volunteers and some donations by pharmaceutical companies. However, without the support
of the state any effort remain fragmented and uncoordinated, leaving many gaps in the needs of RD
patients and their families on many, many leveis.

In the light of the current severe economic situation in Greece, the Greek Europlan meeting suggests

the following initial priorities which have no or minimal financial investment, which will help the
future goal towards a fuller implementation of a National Plan for RD as follows:
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* Make the National Plan legally binding for all the official stakeholders, notably the Ministry of
Health and Social Solidarity and the Ministry of Labor and Social Affairs, as well as the Ministry
of Education and Life Long Learning and the General Secretariat for Research and Technology

* Create an external committee under the auspices of the Ministry of Health and Social Solidarity
to include representatives of all major Stakeholders in RD. The role of the committee will be to
monitor, evaluate and deliver opinion on the progress of the Greek NP for RD.

* Co-ordination by the Ministry of Health and Social Solidarity of Registries for RD and RD
patients, such as that already initiated by PESPA and some hospital clinics, which will be officially
recognized

recommended by the Council of Europe and EURORDIS

* Promote timely diagnosis of RD patients by mapping the current diagnostic centers (most
importantly genetics laboratories), fortifying their capabilities and su pporting their accreditation
(ISO 15189)

® Suggest all the Orphan Drugs to be excluded from the general legislation from the common
drugs ( asitis in the present situation) and to have 3 privilege status

® Support the development of awareness, information and education both for health
professionals and the general public (Webpages, helplines, seminars etc)

® Direct the General Secretariat for Research and Technology to take a more proactive role, to
support research for RD in Greece

An overall assessment of the usefulness of the EUROPLAN Recommendations for the advancement of

a hational strategy in the country.

In Greece, where there is no legal national strategy in existence, it is obvious that the EUROPLAN
Recommendations will be extremely useful. The EUROPLAN Recommendations will help to put on
track a basic national strategy and thus help the cause for RD and RD patients in Greece.

political leadership and Greek government. However, of note, through the EUROPLAN meeting we
achieved, for the first time, a wide participation of major stake-holders, Including key Ministries and

Document history

Status (Draft/Reviewed/ Final) Reviewed
Version n° | 1(7" January 2011)
Author(s) Jan Traeger-Synodinos, and facilitators of all workshops
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Mévvne Kupiémoudog, Kabnyntrig Okovopikav g Yyelag, EQvikiy 2 x0Af Anudaiag
Yyeiag

Ndvvne Alapdvog, Avaninpwtiq KaBnyntig Yyieivic kar EmBrnpichaylag, latpikd
Yxohf Mavemotnplou Matpay, Epyactipio Yyievig

Napyeg Apadévng, Enikoupog KaBnyntig Mixpopioioyiag Mavemoinulou ABnvidy

Nixéhaoc Bawdng, Koopdwp EBvikrig Zxohfg Anpdoiag Yyelag, Kab nyntig TopeEa
Mapaonohoyiag, Eviopoloyiag kar Tpomkav Noowv

AlPié8ne Baténoudog, Kabnynuig MikpoBiokoyfag, EBvikr} ZxoAr) Anpdoiag Yyeiag

fidvvng Anpohdtng, Eniroupog KaBnyntig Yy kar Embnpiohoyiag, latpikr) 2 <o)
MNavemotnplou lwavvivay, Epyactipio Yyievrg

lwdvvne lwavvidng, KoBnyntfg Yyievrig, latpiki ZxoAn MNavermiotnpiou lwavvivay

TZévn Koupéa - Kpspacuavol, Kabnyrpia Anpdoiag Yyelag, EBvike ZxoAr} Anpooiag
Yyeiag

Oeébapoc Kwvaravevibng, Enikoupog KaBriyntig Yyeivig ka ErmdnpioAoyiag,
latpikd IxohA, Anpokpiteio Mavemotipio Opdrng

Xeraveg Aloviig, Avaminputrig Kabnyntrig Kovwvik/c kal Qikoyeveiakrig latpikng,
latpixA Ixohd, Navematripio Kptng

Nixkoc Maviabéxng, Erfkoupog KaBnyntrig Alolknong Ynnpeawy Yyelag, [ lavemotrpio
Mepaid

Navayibtne Mmexpdung, Avaninpwtrg Kabnynidg Quacroyiag Avarvorig
Novematnpiou ABnvav

Kwvotavtivoc Mroupavyde, Kabnyntig Aipatoroyiag MNavemiotrpiou lwavvivwy

EAmiSa MdPn, Acubivipia Znoudy, Topéag Okovopikdy g Yyeiag, EBvikr 2xoAn
Anpdaiag Yyelag

@sébuwpoc Mamabnunrpiou, levikdg AisuBuvtrig Kévipou EAeyxou kai Mpoingng
Noonpduwy

Avagvacia Poupehigrou, KaBnyftpo Emdnuichoyiag kal Bioowauoukrg, EBvikn 3 X0
Anpdoag Yyeiag

Nidvvng Todveag, Avaminputrig KaBrnynrig Kovavikig latpikig, Epyagtrpio Yyievag
kal Emdnuiodoylag, latpikd Zxohr, Mavemotipio ABnvav

Xprioteg Xat{nxpioredovlou, Enikoupog KaBnyntig Yyiewng kai Embnuiohoyiag,
latpikd ZxoAd, MNavenmotiuio @eacaliag

FuxapioTieg

To Ynoupyelo Yyelag xai Koivwvikfig AAAnAsyyung avayvwplls: kai suxapiatsl toug
emothuoves kai sknpoodnoug tng Kovwviag twv Mokitay, ol onolo) pe svliapépav
xai urguBuvédtnta xatdbzoav TG sMOTNUOVIKES TOUS amOysic Kal spnAouticay To

oxeSiaopé Kal To MEpisxd usvo tou mapéviog oxebiou ps kelpsva, debopéva, ouatdoei,
SiopBdoeig ka npotdotig.

Yuykekpipéva euxapiotoUpe v ka Aixazeplvny Kapawla, MD, MPA, emotnpovicr unedBuvn tou EBvikod
¥ xe8lou Apdonc yia ug Zndvieg Mabdoeic.

Enfong, euxapiotadpe oug kk B Adgiden, [aidiatpo Avarmtug iohdyo, MNaveMrivia Bvwon Znoviwy [lobdoewy
(MEZNA), T Beuwaivé, Mopiakd Biohdyo, Epeuvrel EKEQE Anpdrotog, MEZNA, A. havvolhae-Kapaveavd,
vottoito Yyelag Noookopsio MaBwy «Ay. Zopias, A. laveuxds, Mopiakd everiatd, Epeuvni, E.KEDE.
Anpdkeitog, MEZNA, X, Noupsadke, MNaidoveupoAdyo, Ap. Ertikoupo KaBnyntf) Naidiatpikig Kavixig
Mavemotnpiou ABnvidv, Nocoropteio MaBwv «Ay, Zopia», MEZNA, E.Apoywdipn, MNaidlatpo eidikd voanudtwy
petaBodoucd, Enfroupn kaBnyritpia A MNaid. Kaviag Navemotnplou ABnvidv, Noookopeio Nabuv «Ay. 20pian,
MEIMNA, K. @seBoadun, Npdebpo EMnvikrg Etaiplag yia tv Kuotikr vdon Ndéoo, M.EZ 1A, M. Kavaplou,
wiuo Avocoloyiag-lotooupPatdtniag, Noookopelo MNabwy «Ay. 2 oxplan, B. Kovralapdvn, lNpdedpo EBvikou
Opyaviopod Qappdruwv EO.Q., M. Adpmpev, Mpdedpo NEZNA, [pdedpo EMnvikig Etaiplaog Olwdoug
TrAnpuvoewg, ®. Mapvékn, 1atpd aipatoddyo, [NA. I lewnpatdg, X. Mmapteds, [1aidlatpo Oupdtipo
KaBnynti Mavemmotnulou ABnvav, M.EZMA., M. NManabéxn, MNpoedpo 3 uvbéopou latpikay fEvETIOTEY
EAMGBac, A. Mpegritan, Ainyépo, Mpdedpo Tuldyou yia tnv Kuotikh vwon, L. Pégpe, AvanAnpwtn
KaBnyntd MNaiboxapdiodoylag, ArwBuvt| Maibokopdiodoyikol Tprpatog C2KK, K. Péna, latpd Aipawoddyo, 3o
Noookopeio 1KA. Bpaxelag Noonhelag, A, Zupsavidn, latpd Aipatohdyo, Enfkoupo KaBnyntr Movemotnplou
Matpdv, M. Zupiexdway, Genzyme Hellas EPE, E. Topmoupibn, aofevii pe wooo tou Chrohn, M. Teagprapibn,
['N. ABrvdv AATKO, E. Xaxlnxapahéumous, Mpdebpo MaveAliviag Bvwong AuiinotpoebonaBav EAMGOOG,
Méhog MEZNA

Enfong euxapiotodpe Toug Oikovopordyous g Yyeiag ki A Meogpayiavvixn kal M. Karnougo, KaBwg KAl TV

o A. Bhavedvn, Kovwvik] Wuxakdyo, yia 1y oucioatir toug oupBolf oty eKTOvOn TG OIKOVOHOTEXVIKI|G
HEAE TG,
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