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Dear friends,

TIF participated in a Conference focused on Hepatitis B
and C in Mediterranean and Balkan Countries on the
5—7 December 2012. The Conference organized by the
Hepatitis B and C Public Policy Association in cooperation
During an extremely busy autumn period, we have
finalized our plans for the next year, envisioning a bright with the European Liver Patients Association (ELPA),
World Hepatitis Alliance and the European Association
and productive 2013 full of exciting new projects and
for the Study of the Liver (EASL) was held under the
endeavours. This monthly e-Newsletter provides the
auspices of the Cyprus Presidency of Council of the EU in
first of many new activities.
Nicosia (Cyprus). Participants from over 30 countries
gathered to hear the latest news on the prevention and
Wishing you a Prosperous New Year,
control of these diseases. Representing multi-transfused
Editorial Team patients, TIF placed emphasis on the responsibility of
Ministries of Health to protect patients which are
TIF Activities
transfusion dependent from infections by providing safe
blood and implementing the international guidelines as
A success beyond our expectations gathering more than 750
laid out with the AASLD.
participants from over 50 countries, from the 27 Member
States of the EU in addition to other surrounding countries of
Preparations are well underway for the 13th
the Eastern Mediterranean Region, the 3rd Pan-European
International Conference on Thalassaemia and Other
Conference on Haemoglobinopathies and Rare Anaemias Haemoglobinopathies and the 15th TIF International
was an experience to remember. Held under the auspices of
Conference for Patients & Parents which are to take
the Cyprus Presidency of the Council of the EU and
place at the Abu Dhabi National Exhibition Centre on
co – sponsored by the WHO – Europe Regional Office, the
20th—23rd October 2013. The programme of
Conference was organized in cooperation with the Cyprus
Conference can be found on our website. Registrations
Ministry of Health and with the official support of the Cyprus
will open in February on the Conference website,
and European Haematology Associations, Cyprus Alliance for www.tif2013.org
Rare Disorders (C.A.R.D.), of which TIF is a founding
member, and the European Network on Rare and Congenital
TIF will be participating in the 132nd WHO Executive
Anaemias (ENERCA). Stakeholders congregated to discuss
Board meeting on 21—29 January 2012 in Geneva.
avenues of action to tackle health inequalities across the EU
Amongst other topics delegates will consider the Global
and growing public health burden of chronic and rare diseases Monitoring Framework for NCDs as suggested during a
in Member States, with a particular focus on patient rights and three day workshop (More information overleaf).
policy-making. Health professionals, researchers, academics,
patients and parents gathered to exchange knowledge, ideas
and experiences. The Conference Proceedings and Abstracts
TIF Publications
are available on our website.

Welcome to the first issue of TIF Newsletter.

An official TIF delegation visit to India, in the context of the 5th
International Conference on Thalassaemia held in New
Delhi, was conducted on 24—26 November 2012. TIF
President, Mr Panos Englezos and TIF Executive Director, Dr
Androulla Eleftheriou met with patient associations from
across India, industry representatives and members of the
government (Central and State). Most importantly, a meeting
took place at the WHO—South East Asia Region
Headquarters with official and extensive discussions on TIF’s
future actions in India and the region.

TIF has published two new publications in 2012
which are now available on our website at
http://www.thalassaemia.org.cy/list-of-publications/
Download them for free!!!
Prevention of Thalassaemias and Other
Haemoglobin Disorders,Vol. 2: Laboratory Protocols
(2012), Old J, Harteveld C L, Traeger-Synodinos J,
Petrou M, Angastiniotis M, Galanello R.

Representatives from the People’s Republic of China Central Government visited Cyprus on 29—30 November 2012,
to develop further relations with TIF and the Government of
Emergency Management of
the Republic of Cyprus with regards to exchanging ideas and
Thalassaemia (2012), Porter J,
expertise on the control (prevention and management) of
Taher A, Mufarij A, Gavalas M.
thalassaemia. The official delegation met with the DirectorGeneral of the Cyprus Ministry of Health, the Head of the
Cyprus Thalassaemia Services, and the Head of the
Molecular Genetics Thalassaemia Department at the Cyprus
Institute of Neurology & Genetics. This visit was culminated
with a meeting at TIF Headquarters, where a Joint Plan of
Action and a Memorandum of Understanding was presented
to the Chinese delegates as a framework of future
collaboration with TIF.
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Regional News
Malaria cases increase in Germany. Read full article at
http://www.eurosurveillance.org/ViewArticle.aspx?
ArticleId=20320
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This process is Member State-driven and focuses on
three objectives which are improving health outcomes,
creating greater coherence in healthcare and becoming an
organisation that is more effective, efficient and
transparent.

Report on malaria in Greece, 1975—2010. Read full article
at http://www.eurosurveillance.org/ViewArticle.aspx?
ArticleId=20322
Healthcare Professionals are an important driver of the
EU economy, accounting for about 17.1 million jobs, Mr
Andrzej Rys, Director of Health Systems Unit at
DG-SANCO stated in an interview last month. The
economic crisis however has put health systems under
pressure to make fundamental reforms in the way they
deliver services. Indeed an action plan for the EU health
workforce has set actions to support European cooperation
ensure a sustainable health workforce. Aspects of this
action plan include better anticipating the skill needs of
Therapeutic & Research Corner
health professionals, improving recruitment strategies and
Preliminary research on the gaps in care for sickle cell
implementing the WHO Global Code of Practice on the
disease patients was presented at this years ASH
International Recruitments of health personnel.
Meeting, held in Atlanta, Georgia on 8—11 December.
Formerly considered a childhood disease, advances in
WHO Member States laid the foundations for a new
therapeutic methodologies have increased life expectancy
Global Monitoring Framework on Noncommunicable
and patients live well into adulthood. This fact however,
Diseases (NCDs) at a three day meeting in Geneva on
presents new challenges as patients require adequate
5—7 November. The meeting, attended by 119 WHO
care to manage their disease in the long term. Studies
Member States, the African Union, the European Union
show that there are major gaps in the medical care
and 17 NGOs, follows the adoption of the Political
Declaration on NCDs at the UN High-Level Meeting on the received by sickle cell disease patients as they move from
childhood to adulthood and as a result there appears to be
Prevention and Control of NCDs in September 2011.
a greater reliance on emergency rooms to manage acute
Global voluntary targets were set, most notably the 25%
reduction in premature NCD mortality by 2025 which has problems. (AABB, 11/12/12)
already been adopted by the WHA in May 2012.
Furthermore, 25 indications aimed at measuring, amongst The treatment of children with thalassaemia with
deferasirox has now been shown to be tolerated for at
other components, premature mortality and vaccination
least as long as 3 years. Dr Amal El– Beshlawy who preagainst Hepatitis B were proposed. ‘’The indicators and
sented the findings of this study during the ASH Meeting
voluntary targets are key building blocks of our fight
this year in a poster presentation stated that
against NCDs,’’ Dr Oleg Chestnov, WHO’s Assistant
Director-General for NCDs and Mental Health, has stated ‘’Thalassaemia is a major problem in Egypt and the Eastern Mediterranean’’ adding that ‘’we know that deferasirox
and went on to emphasize that ‘’they will provide the
works well in adults. Now we see that it works just as well
foundation for advocacy, raising awareness, reinforcing
political commitment and promoting global action to tackle in children.’’ (AABB, 11/12/12)
these deadly diseases.’’ The global monitoring framework
will be considered at the 132nd WHO Executive Board
Meeting in January 2013 and then submitted to the WHA
in May 2013 for adoption.
The European Commission has launched its first report
on the recommendation on patient safety on 15
November. The report is based on the Council Recommendation of 2009 on patient safety and shows that most
Member States have included patient safety as a priority in
their public health policies. However, it emerges that
further effort is required for actions to reach patients and
health professionals, e.g. more education and training.
The WHO Reform is well underway and scheduled to be
discussed at the upcoming Executive Board meeting in
January. The WHO recognizing the necessity for flexibility
has begun the process of reform in order to become better
equipped in addressing the increasingly complex
challenges of the health of populations in the 21st century.

