
                                                                   
 

 

 

 

8 May 2026 

 

PRESS RELEASE 

 

International Thalassaemia Day 2026:  

Hidden No More — A Global Call to Find the Undiagnosed and 

Support the Unseen 

 
 

Nicosia, Cyprus — On the occasion of International Thalassaemia Day 2026, the Thalassaemia 

International Federation (TIF) calls for urgent and coordinated global action to address one of the 

most persistent yet under-recognised public health challenges of our time. 

 

Observed annually on 8 May, International Thalassaemia Day brings together the global health 

community to raise awareness, advance prevention and early diagnosis, and advocate for equitable 

access to quality care for all individuals affected by thalassaemia. This year’s theme, “Hidden No 

More: Finding the Undiagnosed, Supporting the Unseen,” places a clear and deliberate focus on 

the need to identify those who remain outside the reach of health systems and to strengthen support 

for those whose needs continue to be overlooked. 

 

Across the world, vast numbers of individuals remain unaware of their thalassaemia carrier status 

or condition due to limited access to screening and early detection. At the same time, countless 

patients who have already been diagnosed with thalassaemia continue to face systemic barriers, 

navigating healthcare systems that do not fully recognise, prioritise, or respond to their needs. 

Together, these realities form a continuum of invisibility that perpetuates inequality, delays 

intervention, and undermines outcomes. 

 

Thalassaemia today knows no geographical boundaries. It is a global health concern with a 

significant and evolving burden, particularly in regions where healthcare systems face structural 

limitations. It is estimated that at least 1 in 20 people worldwide carries a haemoglobin disorder 

gene, while nearly 80% of affected births occur in low- and middle-income countries, where 

access to screening programmes, specialised care, and comprehensive treatment is still uneven and, 

in many cases, inadequate. 

 

Despite decades of significant scientific progress, thalassaemia remains, in many regions, under-

recognised and inadequately managed. This is not due to a lack of knowledge, but rather to enduring 

gaps in implementation, often shaped by competing national health priorities, financial limitations, 

fragile health infrastructures, and, in some cases, the perceived rarity of the condition. Across many 

parts of the world, national prevention strategies remain limited or fragmented. Diagnostic services 

are often insufficient, specialised expertise is not widely available, and patient registries, essential 

for informed planning and policy development, are incomplete or entirely absent. 

 

As a result, a concerning pattern persists. Individuals are frequently diagnosed late, if at all, while 

entire patient populations remain largely invisible within national health systems. 
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As Dr. Panos Englezos, President of the Thalassaemia International Federation, emphasises: 

“For far too long, thalassaemia has remained insufficiently recognised, not because it is uncommon, 

but because it has not been adequately prioritised. Behind every undiagnosed case lies a missed 

opportunity for prevention and informed choice; behind every unseen patient is a life shaped by 

inequality, stigma, and avoidable challenges. Today, we possess the knowledge, the experience, and 

the tools to change this trajectory. What is required now is decisive, collective action; to ensure that 

every person living with or carrying thalassaemia is identified early, every patient is supported 

comprehensively, and no one remains hidden within the systems meant to protect them.” 

 

Dr. Androulla Eleftheriou, Executive Director of the Thalassaemia International Federation, 

also added: “Thalassaemia challenges us to confront the gap between scientific advancement and 

real-world delivery of care. While progress has been substantial, it has not been equally shared. 

Addressing this imbalance requires sustained investment in screening programmes, health system 

strengthening, and the meaningful integration of patient voices. Only then can we can translate 

progress into impact for every individual affected.” 

 

In response, TIF calls on governments, health authorities, healthcare professionals, patient 

organisations, and civil society worldwide to unite behind a shared global commitment: 

 

• Visibility: Ensure that every individual living with or carrying thalassaemia is identified 

through accessible, affordable, and inclusive screening, and that the condition is fully 

reflected in national health data and public health priorities. 

• Voice: Meaningfully integrate the perspectives and lived experiences of patients and 

families into policymaking, research, and the design of healthcare services. 

•  Value: Guarantee equitable access to comprehensive, lifelong care—medical, 

psychological, and social, while reaffirming the inherent dignity and worth of every affected 

individual. 

To mobilise global engagement, TIF is leading a series of international initiatives through the 

International Thalassaemia Day 2026 campaign platform. The “Bring Thal to Light” initiative 

invites cities and communities worldwide to illuminate landmarks in red, transforming public spaces 

into symbols of awareness and solidarity. Through “Your Journey, Your Story”, individuals 

affected by thalassaemia are encouraged to share their lived experiences, bringing visibility to voices 

that too often remain unheard. At the same time, organisations across the globe are contributing to 

a dynamic Global Activities Map, showcasing collective action and strengthening international 

collaboration. To support advocacy and awareness efforts, TIF has made official campaign resources 

freely available to organisations, institutions, healthcare professionals, patient groups, and 

individuals worldwide.  

 

To learn more about International Thalassaemia Day, please visit 

https://internationalthalassaemiaday.org/  

 

TIF would like to thank its International Thalassaemia Day sponsors, Agios, Bristol Myers Squibb, 

Chiesi Global Rare Diseases, and Vertex Pharmaceuticals, for their continued support. 

 

#ITD2026 #HiddenNoMore #VisibilityVoiceValue 

 

About Thalassaemia:  

 
The thalassaemia syndromes are inherited blood disorders that affect the production of the normal 

adult haemoglobin component of red blood cells. Beta thalassaemia is the most frequent and severe 

https://internationalthalassaemiaday.org/
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form of the disease, leading to the excessive destruction of red blood cells, resulting in severe chronic 

haemolytic anaemia. 

 

Affected patients require lifelong regular blood transfusions from early childhood, combined with 

iron chelation therapy to prevent complications due to iron overload, such as cardiac morbidity, liver 

disease, cancer, and endocrine dysfunction. To effectively manage the complications of the disease, 

consequent to disease pathology and treatment, the provision of multidisciplinary care is mandatory. 

A holistic approach to care also includes social participation and protection, contributing to 

increased quality of life. 

 

About the Thalassaemia International Federation (TIF):  

 

The Thalassaemia International Federation (TIF) is an international, patient-oriented, non-profit, 

non-governmental umbrella organization, established in 1987 and headquartered in Nicosia, 

Cyprus. Its membership comprises 257 associations from 70 countries worldwide. TIF’s mission 

is to promote access to optimal quality care for all patients with thalassaemia globally. Through an 

extensive educational programme, including publications, conferences, workshops, and awareness 

initiatives, the Federation works to advance knowledge, share best practices, and support the 

development of effective national control programmes.  

 

TIF has been in official relations with the World Health Organization (WHO) since 1996, holds 

consultative status with the United Nations Economic and Social Council (ECOSOC) since 2017, 

is an official partner of the European Union in the field of health since 2018, and is a member of 

the Conference of INGOs of the Council of Europe since 2019. In recognition of its contribution 

to public health, TIF was awarded the ‘Dr Lee Jong-wook Memorial Prize’ at the 68th World 

Health Assembly in 2015.  

 

More information about TIF is available at www.thalassaemia.org.cy  
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