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The Thalassaemia International Federation has been awarded the 
“Dr Lee Jong-Wook Memorial Prize for Public Health” in May 2015. 

The Dr Lee Jong-Wook Memorial Prize for Public Health is 
awarded to a person or persons, an institution or institutions, 

a governmental or non-governmental organization 
or organizations, who have made an outstanding contribution 

to public health.

In the own words of the World Health Organization (WHO):

‘In just over 25 years, the Thalassaemia International Federation 
has contributed to the development and dissemination 

of knowledge on prevention and clinical management of 
thalassaemia and sickle cell diseases in many countries. It has 

empowered patients and their families at local and national level, 
while promoting and recommending resolutions 

at national and international level. 

The success of the Thalassaemia International Federation is 
based on the following: effective, evidence-based and regularly 

updated educational programmes; the Federations’ collaboration 
with WHO and other organizations, and with health professionals, 
national and international bodies; the establishment of networks 

with academic and public health organizations and expert centres; 
and the production of position papers, including those for the 
promotion of patients’ rights and non-transfusion dependent 

thalassaemia, and information to patients on counterfeit 
medicines and viral hepatitis.

Source: WHO 136th Executive Board (EB 136/41)



The inherited haemoglobin disorders 
are the commonest haematological 
diseases that affect either the 
structure or the production of the 
haemoglobin molecule - a protein 
found in abundance in the red blood 
cells, the main role of which is to carry 
the essential nutrient, oxygen, around 
the tissue cells and organs of the 
human body.  

These diseases are attributable to 
single defective genes, i.e. caused 
by defects on the genes responsible 
for the structure and production of 
normal human haemoglobin, and 
fall into two main groups:  (i) the 
structural haemoglobin variants, 
including sickle cell disorders, and 
(ii) the thalassaemias (α & β), which 
are caused by defective globin 
production. 

Thalassaemia major is a severe 
haemoglobin disorder and the 
Thalassaemia International 
Federation (TIF) has been established 
to support patients and parents and 
every other relevant stakeholder 
to address its effective prevention 
and management. The disease is 
characterised by severe anaemia and 
overexpansion of the bone marrow, 
and if left untreated, leads to2:

•	 Facial	and	other	bone	deformities
•	 Large	liver	and	spleen	
 (organomegaly) 
•	 Impairment	of	normal	physical	
 activity, and 
•	 Early	death

About 
Haemoglobin 
Disorders

ACCORDING TO THE 
WHO, HAEMOGLOBIN 
DISORDERS PRESENT 
A GROWING HEALTH 
PROBLEM IN 71% 
OF 229 COUNTRIES 
(COUNTRIES THAT 
ACCOUNT FOR 89% 
OF ALL THE BIRTHS 
WORLDWIDE).1

1 Darlison M, Modell B. Global    
 epidemiology of haemoglobin disorders   
 and derived service indicators. Bull. 
 World Health Organisation 2008; 86 
 (6):480-487 
2 Guidelines for the Management of   
 Transfusion Dependent Thalassaemia   
 (TDT), 3rd Edition (2014)
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The numbers 

Carrier numbers of more than 270 
million and the occurrence of more 
than 500,000 births each year with 
one of the thalassaemia syndromes 
or structural haemoglobin variants 
have been estimated by the World 
Health Organisation (WHO). 80% of 
children with these disorders are born 
in developing countries. 83% of these 
are affected by sickle cell disease and 
17% by thalassaemia.

Haemoglobin disorders are 
indigenous and most frequently 
found in malaria endemic or 
previously endemic regions including 
South East Asia, the Middle East, 
Mediterranean countries, and 
Northern and Central Africa. 
However, as a result of the mass 
migration of populations through 
the years from high prevalence 
areas, haemoglobin disorders are 
today occurring widely across the 
world. Around 7% of the world’s 
population is a carrier of an 
abnormal haemoglobin gene, and 

altogether, the resulting diseases 
contribute significantly to the global 
and national toll of birth defects and 
disease burden. They are associated 
with high mortality, morbidity and 
disability rates in many countries of 
the world.

The introduction and implementation 
of national programmes for the 
effective control and management 
of haemoglobin disorders2 is 
thus  essential for preventing the 
disease and for promoting quality 
health and other care for the 
patients. The work of patients’/
parents’ non-governmental 
organisations (NGOs), such as 
TIF, is of paramount importance 
in supporting and supplementing 
the work of governments and 
other official national, regional and 
international health-related bodies 
and organisations to achieve this. 

2 Guidelines for the Management of   
 Transfusion Dependent Thalassaemia   
 (TDT), 3rd Edition (2014)
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Births with a pathological haemoglobin disorder per 1.000 live births

Global Distribution of Pathological Haemoglobin Disorders 

Source: March of Dimes/ Global Report on Birth Defects: The hidden toll of dying and disabled children, 2006.



7

The Thalassaemia International 
Federation (TIF) was founded by 
patients with thalassaemia and 
their parents in 1986 and registered 
in Cyprus as a Non-Profit, Non-
Governmental Organisation, under 
the Cyprus Company Law in 1987. 
Governed by its constitution, the 
Federation is presided over by an 
18-member Board of Directors 
(maximum two representatives per 
country), elected for a four-year term 
and comprised of 50% of patients 
with thalassaemia.

Membership:

TIF’s membership encompasses 
national thalassaemia patients’/ 
parents’ associations, other  
disease-orientated organisations, 
health professionals, medical and 
scientific associations, health-related 
organisations, the industry and any 
other interested individual(s) or 
institution(s).

TIF’s Membership is divided into 
three types:
GENERAL, VOTING and ASSOCIATE.

i. GENERAL and VOTING   
 Membership is assigned 
 exclusively to thalassaemia 
 patients’/parents’ associations;

ii. VOTING Membership is 
 derived from the GENERAL member 
 associations’ category after 
 having successfully completed 
 one year’s membership. 
 Voting members, constitute the 
 members of TIF that are privileged 
 with the right to vote and be voted;

iii. ASSOCIATE Membership includes 
 all other categories (except   
 VOTING and GENERAL). 
 Associate members do not 
 have the right to vote or to be 
 voted. 

All members enjoy a number of 
benefits (please see next page or 
kindly visit our website at 
www.thalassaemia.org.cy).

Organisational
Structure:

MEMBERSHIP 
APPLICATION FORMS 
AND FURTHER DETAILS 
ON THE ELIGIBILITY 
AND BENEFITS 
ASSOCIATED WITH 
EACH CATEGORY 
CAN BE OBTAINED 
FROM THE TIF 
HEADQUARTERS’ 
OFFICES IN NICOSIA, 
CYPRUS, OR FROM ITS 
WEBSITE.
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TIF’s membership
benefits
VOTING Members have:
• Opportunities to participate in TIF’s activities
• Priority to obtain support from TIF for the organisation of local or national 
 educational events
• Priority in TIF’s educational sponsorship programme 
• 20% reduction in registration fees of TIF’s international conferences 
• Free subscription to TIF Magazine 
• The privilage to receive all new TIF publications free of charge
 The opportunity to participate in decision and policy making procedures 
• The opportunity to receive regular updates about new scientific and other   
 relevant advances, events and reports of TIF’s current and planned activities
 The right to vote and to be voted

GENERAL Members have:
• Opportunities to participate in TIF’s activities
• The  support of TIF in the organisation of  local or national educational events 
• 10% reduction in registration fees of TIF’s international conferences
• The opportunity to become voting members with all the related benefits 
• Free subscription to TIF Magazine
• The opportunity to receive all new TIF publications free of charge 
• The opportunity to receive regular updates about new scientific and other 
 relevant advances, events and reports of TIF’s current and planned activities
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Name Capacity in TIF Related Association

Panos Englezos President Pancyprian Thalassaemia Association, Cyprus
Shobha Tuli Vice President Thalassemics India, India 
Loizos Pericleous Secretary Pancyprian Thalassaemia Association, Cyprus 
Anton Skafi Assistant Secretary Thalassaemia Patients’ Friends’ Society, Palestine 
Riyad Elbard Treasurer Thalassaemia Foundation in Canada, Canada
Saeed Al-Awadhi Assistant Treasurer Emirates Thalassaemia Society, UAE 
Angelo-Loris Brunetta Member Associazione Ligure Thalassemici Onlus (ALT), Italy
Christina Stephanidou Member Greek Thalassaemia Federation, Greece
Duru Malyali Member Talassemi Dayanisma Dernegi (TADAD), Turkey
Fatemeh Hashemi Member Charity Foundation for Special Diseases - 
    Non-country affiliated, Iran 
Gabriel Theophanous Member UK Thalassaemia Society (UKTS), UK 
George Constantinou Member Non-country affiliated, UK
HH Sheikha Sheikha  Member *
Bint Seif Al-Nahyan  
Ivan Ivanov Member Thalassaemics’ Organization In Bulgaria, Bulgaria
Mouna Haraoui Member Chronic Care Centre, Lebanon
Nailya Guliyeva Member Thalassaemia Association “Savab Dunyasi”, Azerbaijan
Ramli Mohd Yunus Member Federation of Malaysian Thalassaemia Societies, Malaysia
Robert Ficarra Member Cooley’s Anemia Foundation, USA

Androulla Eleftheriou, BSc, MSc, PhD (Biochemistry, Virology), Dip Mgt - Executive Director
Michael Angastiniotis, MD (Paediatrics) - Medical Advisor
Lily Cannon, MSc Forensic Psychology - TIF’s Operation Manager
Matheos Demetriades, BSc, MSc, PhD (Molecular Genetics) - Country and Patients’ Associations Officer
Maria Peletie, BA (Marketing and PR) - P.A. to the Executive Director & Office Administrator
Liana Prastiti, MA (Translational Theory) - Communications Officer
Demetris Lambrou - General Officer (Part-time)
Rawad Merhi - BA (Hotel Management) - Assistant Secretary

Board of Directors (A) and Office 
Staff Members (B)

A

B

*Honorary President of the Emirates Thalassaemia Society and Vice President of H.H. Sultan Bin Khalifa Al Nahyan 
Humanitarian and Scientific Foundation  
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The Thalassaemia International 
Federation (TIF) collaborates with His 
Highness Sheikh Sultan Bin Khalifa Al 
Nahyan Humanitarian and Scientific 
Foundation for regional activities 
through the recently established (2012) 
Collaborating Office in Abu Dhabi, the 
Regional Collaborating Office of TIF 
(RCO), and through the establishment 
(2012) of the prestigious International 
Thalassaemia Awards Programme, 
the Sultan Bin Khalifa International 
Thalassaemia Award (SITA).
Websites:
His Highness Sheikh Sultan Bin Khalifa Al Nahyan Humanitarian 
& Scientific Foundation - www.sbkf.ae
TIF Regional Collaborating Office - www.rcotif.ae
Sultan Bin Khalifa International Thalassaemia Award - www.sita.ae
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MISSION: The development 
and implementation of national 
disease-specific programmes for 
thalassaemia in every country, which 
encompass both the component of 
prevention and that of management.

VISION: Establishment of equal 
access to quality health, social 
and other care for all patients with 
thalassaemia globally, in a truly 
patient-centred health care setting.

Noteworthy and although TIF has 
been established to address, and by 
constitution to serve the needs of 
patients with thalassaemia globally 
through its activities, sickle cell 
disease and many other issues 
pertaining to public health are also 
addressed in the context of TIF’s 
activities to a significant extent. 

Mission 
and 
Vision:
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Building our House
through five pillars 
of work:

Patients’ voice - patients
in the centre of our focus and our work

1

Communications... 
Establishing 
active and 
productive
communication 
with our 
members
and 
collaborators.
through:

- TIF Magazine
- e-Newsletter
-  Board Member’s  
 Update
- Social Media   
 and website

Education... 
The development 
of an Educational 
Programme 
comprised of four
(4) components:

1. Organisation of 
events at at local, 
national, regional 
and international 
level
2. Preparation, 
publication, 
translation and 
distribution of 
educational and 
awareness-raising 
material;
3. Development of 
academic/university 
post-graduate 
course (MSc)
and fellowship 
programmes in 
Haemoglobin 
Disorders;
4. Development 
of expert 
patients’/parents’ 
programmes;

2 3 4 5

E-Education... 
Use of 
electronic tools 
to increase 
access of our 
educational 
programme 
to all relevant 
stakeholders: 

- Electronic
 Educational
  Platform
- Electronic   
 Patients’   
 Application
- TIF’s Digital 
 Library 
 (application)
- E-Registry  
 Platform
- Video Challenge: 
 sharing of 
 stories and 
 experiences

Projects... 
Undertaking of 
projects (leading 
or participating) 
aiming to support 
improvements 
in the quality of 
health, social, 
and other care.

Networking... 
Promotion of 
collaborations, 
communication 
and networking, 
at the national, 
regional and 
international 
level with:

√ Other (than 
thalassaemia) 
disease-orientated 
patients’
organisations

√ Medical, scientific 
and research 
communities and 
associations
in the field

√ Official health (and 
public-health)-related 
bodies, institutions 
and agencies

√ Academia, and

√ Pharmaceutical 
Industry.
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1 Photographs A, B, C
2 Photographs D, E

A B

Winners1 and Entries2 of TIF’s 
International Thalassaemia 
Photography Contest 2015 
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A. Photograph by Pushkar Vyas, India
B. Photograph by Dipayan Bhar, India
C. Photograph by Victor Hugo Casillas Romo, Mexico
D. Photograph by Kelly Payne, USA
E. Photograph by Sathya Narayanan R, India

C D

E
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TIF’s five 
pillars 
of work
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TIF’s work is governed by 
key core values:

√ Transparency, ethos, 
 accountability, independence and 
 patient-centredness constitute 
 our core values. Objectives,   
 decisions, activities, actions 
 including policy development, 
 communication, and financial  
 issues, are governed by the above 
 values, with the patients’ benefit 
 being the driving force. 

√ Health and social equity:  
 fight for securing patients’ rights 
 for equal access to quality health 
 and social services, regardless of 
 age, gender, ethnicity, political 
 beliefs or cultural and religious  
 convictions. The disparities and 
 challenges existing within and 
 across countries in all regions of 
 the world, with regards to 
 thalassaemia, are many. 

√ Improving knowledge and 
 competence: creation of strong, 
 united, competent patients’ 
 associations to support disease 
 education and establish a strong 
 voice for achieving meaningful 
 involvement at a national, 
 regional, and international level. 

Core 
values
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TIF’s Membership today
(117 VOTING and GENERAL National Thalassaemia 
Associations from 56 countries*)

EURO
Albania, Azerbaijan, Belgium, 
Bulgaria, Cyprus, France, Germany, 
Greece, Island, Israel, Italy, 
Luxembourg, Malta, Netherlands, 
Portugal, Romania, Spain, Turkey, UK

AMRO 
Argentina, Canada, Trinidad & 
Tobago, USA

EMRO
Bahrain, Egypt, Iran, Iraq, Jordan, 
Kuwait, Lebanon, Morocco, Pakistan, 
Palestine, Saudi Arabia, Sudan, Syria, 
Tunisia, UAE, Yemen

SEARO 
Bangladesh, India, Indonesia, 
Maldives, Nepal, Sri Lanka, Thailand

WPRO
Australia, Cambodia, China PDR 
(including Hong Kong SAR of China 
and Taiwan Province of China), 
Malaysia, Philippines, Singapore, 
Vietnam

AFRO 
Algeria, Mauritius, South Africa

* Associate membership 
increases this number to 
187 members from 61 
countries.
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TIF 
TO DATE 
(1987-2014): 
 Is an umbrella organisation 
 involving 117 national 
 thalassaemia patients’ 
 associations from 56 countries  
 and other members across the 
 world;

 Realized 152 delegation visits in 
 52 countries worldwide, 
 promoting the control of 
 haemoglobin disorders and other 
 relevant public health, WHO 
 and  European Union (EU) 
 programmes: (i) Non   
 Communicable Diseases (NCDs)  
 (ii) Rare Diseases / Chronic 
 Diseases, (iii) Prevention 
 of Birth Defects, (iv) Counterfeit 
 Medicines, (v) Patient Safety, (vi)    
 Blood safety, (vii) Viral Hepatitis, 
 (viii) Reference Centres & their 
 Networks, and many more...

 Is an active or official partner/
 member of 10 European and 6 
 international  other than 

 thalassaemia patients’   
 organisations, and of 6 relevant  
 medical/scientific associations,  
 including the European   
 Association for the Study of Liver  
 (EASL), the European Hematology
 Association (EHA), the European 
 Public Health Alliance (EPHA),  
 the International Society of Blood 
 Transfusion (ISBT), the
 International Society of 
 Hematology (ISH), and the 
 European School of Transfusion 
 Medicine (ESTM).

WORKING IN OFFICIAL 
RELATIONS WITH 
THE WORLD HEALTH 
ORGANISATION (WHO) 
SINCE 1996
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“As a thalassaemic, I know 
that we live with a certain 
amount of uncertainty. But I 
also know that whatever the 
future holds for thalassaemics 
around the world, it will be 
based on the bedrock of 
stability that TIF has started to 
build in every country”.

Mr Michael Michael
Ex Board Member of TIF
TIF’s 25th Anniversary Booklet, 2013

“TIF has done a great job in 
educating patients, parents and 
health providers around the 
world. No academic institution 
or governmental or international 
agency can claim a similar 
accomplishment.”

Prof George Stamatoyannopoulos
University of Washington, USA
TIF’s 25th Anniversary Booklet, 2013
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“TIF has developed strong relationships with both WHO headquarters and 
Regional Offices over the past decades, as part of joint efforts to improve 
the diagnosis, prevention and care of thalassaemia, as well as the education 
of the public and health care workers. TIF has used every opportunity to 
improve policy on the prevention and management of thalassaemia around 
the world, organising expert visits, providing regular training for health 
workers and organising international meetings and conferences. TIF’s 
important contribution to tackling global public health issues has been 
recognised since 1996, when the Federation was nominated as an NGO in 
official working relations with the WHO”.

Dr Victor Boulyjenkov
Ex-Director of the WHO Human Genetics Programme
TIF’s 25th Anniversary Booklet, 2013

“TIF has also supported 
innovation in clinical research 
through multidisciplinary 
approaches to solving complex 
problems in thalassaemia, 
helping to build capacity in 
countries where thalassaemia 
is common and financial 
resources limited”.

Prof Suthat Fuchareon
Mahidol University
Thailand
TIF’s 25th Anniversary Booklet, 2013



“Unity and 
collaborations 
build our 
STRENGTH” 
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> Developed an Educational Programme:
√ Organized educational events at:
 • Local/National (60)
 • Regional (6), and
 • International (24) level

√ Published 23 awareness-raising and educational leaflets, books, booklets,      
 translated (most in more than 20 languages) and distributed as a free-of- 
 charge service to 58 countries;
√ Expressed its position on critical matters including:
 • Addressing the Management of Non-Transfusion    
  Dependent Thalassaemias (NTDTs), 2012
 • Counterfeit Medicines & Patients’ Safety - A global threat, 2012
 • Patients’ Rights, 2012
 • Chronic Hepatitis C in Transfusion-Dependent 
  Thalassaemia (TDT), 2014
     •    Thalassaemia and the Safety of Blood, 2015

√ Developed a Blended Msc course in Inherited 
 Haemoglobin Disorders: Thalassaemia and Sickle Cell Syndromes 
 in collaboration with Academia  (University of Nicosia, Cyprus) 
√ Created 1 a fellowship programme (since 2013), the TIF-Renzo Galanello 
 Fellowship for medical/scientific professionals, in collaboration 
 with internationally recognised Reference Centres
√ Developed an expert patients’ programme (since 2012), aiming 
 to create expert and competent patients in every ‘affected’ country
√ Established an electronic educational platform for 
 strengthening access of healthcare professionals and patients/
 parents to TIF’s educational programme (making it 
 accessible to 62 countries and currently in 4 languages)
√ Led or participated in 16 projects and programmes (at the national, EU  
 and international level since 2006

TIF 
TO DATE
(1987-2014)
HAS: 
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√ The TIF Magazine which is issued quarterly and to-date distributed to more  
 than 2,000 subscribers in over 60 countries. 66 issues have been published  
 to-date.

√ The TIF e-Newsletter, initiated in 2013, which is today distributed monthly  
 to over 8,000 electronic addresses in 75 countries.

√ Website: A rich source of information. 
 Please visit: www.thalassaemia.org.cy

√ Social Media: entering the digital age, TIF, in addition, communicates with  
 its members through:

Facebook (Thalassaemia International Federation – TIF)
Twitter (@ThalassaemiaTIF)
You Tube (Thalassaemia TIF)

√ TIF’s Video Challenge: a programme, developed in 2014, which gathers  
 amazing and unique stories and experiences from patients, which 
 are shared with our global patient family: a source of inspiration and 
 optimism between peers (http://www.thalassaemia.org.cy/projects/video-
 sharing-platform-gallery.html).

TIF 
TO DATE
(1987-2014)
HAS: 

Developed and continuously upgrades and updates its 
communication tools including:
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Available for download on our website: www.thalassaemia.org.cy 

2015 – A YEAR OF 
RECOGNITION AND 
AWARDS

IN 2015 TIF HAS BEEN 
AWARDED BY:

1. THE WHO, THE 
DR LEE JONG-WOOK 
MEMORIAL PRIZE 
FOR PUBLIC HEALTH 
IN RECOGNITION OF 
ITS OUTSTANDING, 
GLOBAL 
CONTRIBUTION TO 
THE PROMOTION 
OF PROGRAMMES 
FOR THE CONTROL 
OF HAEMOGLOBIN 
DISORDERS AND 
PUBLIC HEALTH, AND 
2. THE UNIVERSITY 
OF NICOSIA, CYPRUS, 
FOR ITS MOST 
NOTABLE SOCIAL 
CONTRIBUTION.

TIF’s EDUCATIONAL & AWARENESS MATERIAL (2000-2014)



All rights reserved.

No part of this document may be reproduced, stored in a retrieval system, 
or transmitted in any from or by any means, electronic, mechanical, photocopying, 
microfilming, recording or otherwise, without written permission from 
Thalassaemia International Federation (TIF).

Printed in Nicosia, Cyprus.

©2015 Team up Creations Ltd
14 Othonos str., 1016 Nicosia

PUBLISHERS 
Thalassaemia International Federation
P.O. Box 28807, Nicosia 2083, Cyprus
Tel. +357 22 319 129, Fax. +357 22 314 552
Email: thalassaemia@cytanet.com.cy
www.thalassaemia.org.cy






