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Rare Diseases In Antiquity
• Without microscopes 

or modern pathology, 
ancient physicians 
attributed hidden or 
rare diseases to a mix 
of humoral imbalances, 
environmental 
"miasma" (bad air), 
and the supernatural. 
In classical antiquity, 
illnesses whose causes 
were not visually 
apparent were 
frequently described as 
apora (puzzling or 
impenetrable objects 
of inquiry)



Rarity Today

• Shock-anger-denial
• Questioning-sadness
• Acceptance-mourning

• Health and Disease reappraised
• Care pathways in search 
• Quality of life uncertainty
• Financial and professional 

challenges
• Family life balance endangered
• The “ordinary” sibling's burden
• Societal response 
• The STIGMA 

Family dimension Diagnosis & Grief Family – societal disruption



Recognising Rare Within “Ordinary” 

Collectively more common than diabetes!
Almost as common as asthma!
• Patients with rare diseases in every medical office
• Neglected in medical education
• Neglected in research
• Specialized clinics are under-resourced

• Lack sustainable funding
• Located in tertiary hospitals

HEALTH CARE SYSTEMS tremendous stress 
alike “Women on the Verge of a Nervous 
Breakdown” (1988) Pedro Almodovar

Rare diseases: a ‘common’ problem for physicians CHALLENGES



When a Rare Disease is part of the Normality 
the “ordinary Stigma”



An International Networking Example worth following



The cornerstone of three continents…

The First Map of the world by Anaximandros 
c. 610 – c. 546 BC

Anaximander was a pre-Socratic Greek 
philosopher who lived in Miletus, a city of 
Ionia, the Aegian cost of today’s Turkey



Rare Disease Pioneers In Cyprus



• CYPRUS NATIONAL COMMITTEE FOR RARE DISEASES

• First National Strategy for Rare Diseases (2010…today 2026 update)

• VISION: To develop a comprehensive strategy that ensures fair access for all 
patients with Rare Diseases to a well-organized system of medical care and 
social welfare.





EUROPEAN NETWORKS 



ERNs integration in NHS in every MS 
Knowledge, expertise, research, networking and sharing- transfer into practice 



EQUALITY, EQUITY AND JUSTICE

• Equality, equity, and justice 
• are foundational pillars of the 

European Union, 

• enshrined in Article 2 of the Treaty 
on European Union (TEU) and the 
Charter of Fundamental Rights.

• These values ensure a society 
defined by pluralism, non-
discrimination, tolerance, and 
solidarity.

https://eur-lex.europa.eu/EN/legal-content/glossary/equal-opportunities.html


Equality, Equity or Justice? Is it time to reconsider?
• Rare diseases are ultra rare in 

underpopulated regions

• Expertise is more threatened in small 
countries and remote regions

• Unmet needs are larger in 
underpopulated regions

• Infrastructure is more restraint in small  
size health care systems

• Health economy is of smaller scale and 
more endangered

• Research faces larger and multiple 
obstacles



THANK YOU!


