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237k to 630k patients in Greece

Epidemiological data
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➢ Consists of 30 regular members, including Associations, Societies, and 

NGOs representing patients with Rare Diseases across the country.

➢ Is the largest representative body for Rare Disease patients in Greece 

and an institutional partner of all public and non-public entities.

➢ Participates in Committees and Working Groups, such as the Rare 

Diseases Committee, the Registry Working Group, the Pharmaceutical 

Expenditure Committee of the Ministry of Health, and others.

➢ Is the official representative body of Greece abroad, a member of the 

European Organization for Rare Diseases (EURORDIS).
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RARE DISEASES: IMPROVING PATIENT ACCESS 

IMI PROJECT: ENKORE 
(GPA / Rare Diseases Greece)

EUROPEAN AND NATIONAL PROJECTS

EU4 HEALTH - DEPARTMENT OF HEALTH IRELAND 
PROJECT: MyHealth_at_MyHands
(Rare Diseases Greece & ELLOK)



INTERNATIONAL PROJECTS 
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RARE DISEASE ODYSSEY
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Barriers to Accessibility

➢ Lack of information

➢ Lack of communication 

➢ Language

➢ Time Consuming

➢ Support 

https://unsplash.com/@cbarbalis
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Patient’s Needs

➢ Access to innovative treatment

➢ Better communication and collaboration

➢ Facilitation 

➢ Guidelines for the procedure

➢ Follow Up Care

https://unsplash.com/@cbarbalis
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How many patients do have access? (Greek National Health Services Organization, 2013-2022)

PROTON THERAPY 

18 FRANCE

48 GERMANY

177 SWITZERLAND 

8 GREAT BRITAIN

1 USA

29 ITALY

2 CZECH REPUBLIC

HADRON ION THERAPY

1 ITALY

HEAVY ION THERAPY 

1 GERMANY

CARBON ION 

THERAPY

9 GERMANY

3 ITALY

PHOTON CARBON ION 

THERAPY

1 GERMANY
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How can we change it?

➢ Train Health care Professionals & Providers

➢ Train Patients Experts & advocates

➢ Guidelines for Access 

➢ Eliminate Paperwork

➢ Facilitate Cross Border Health

➢ Guidelines for Follow Up

➢ Establish National Expert Centers 

https://unsplash.com/@cbarbalis
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Patients’ Organizations Role

➢ Representation and advocacy: Patient organizations play a central role, as 

they represent the rights and needs of patients. They actively participate in 

shaping policies and promoting the improvement of healthcare services.

➢ Awareness and education: Organizations inform patients about the 

opportunities provided and encourage them to seek specialized care.

➢ Participation in decision-making: They actively participate in working 

groups and health committees, contributing to the formation of strategies for 

better integration of  networks into national healthcare systems.

https://unsplash.com/@cbarbalis
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➢ Promotion of Participation in Research: Patient organizations encourage 

participation in clinical trials by informing patients about their options and the 

benefits of their participation.

➢ Liaison with the Pharmaceutical Industry and Regulatory Authorities:

Patient organizations maintain contact with pharmaceutical companies and 

regulatory authorities to express patients' views and concerns, and to pursue 

improvements in research and drug development.

➢ Site Support and Data Collection: Patient organizations maintain 

connections with clinical sites conducting trials, patients, and often ensure 

the collection and access to high-value data such as PROMS, RWE, Patient 

Preferences Data, Patient Experience Data, and many others.

Patients’ Organizations Role

https://unsplash.com/@cbarbalis
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A Case to Follow & Share

https://unsplash.com/@cbarbalis


W H A T  W E  D O

Thank you!


