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By resolution EB95.R221 the Executive Board, at its ninety-fifth session in January 1995, decided, inter 
alia, "that admission into official relations of the Thalassaemia International Federation be postponed for a 
period of one year, further information being requested regarding the nature of the relations between the 
Federation and those of its associate members that represent industry;". 

The Federation's original request for official relations is resubmitted as attached and its response, inter 
alia, to the Board's request for further information is as follows: 

TIF is a non-profit making organization, ... Directors and members are not entitled to receive 
any remuneration. All money received is used for the purpose of the Federation as stated in the 
Constitution.2 

Commercial companies and individuals can only be accepted as Associate Members. As such, 
they can and do support projects and objectives of the Federation, ie, sponsoring the publication of 
booklets, training of medical and paramedical staff, providing grants for the organization of 
conferences and research. They have no administrative or decision making role in the Federation, they 
are not entitled to attend Board of Directors or general meetings, and they can not vote or be voted 
for. 

1 Document EB95/1995/REC/1 (Executive Board, ninety-fifth session, resolutions and decisions), pp. 23 and 24. 
2 Article 4 of the Federation's Memorandum and Articles of Association refers as follows: 

The income and property of The Federation shall be used only for the promotion of the objects of The 
Federation as they are set out in this memorandum [qv paragraph 3 of attached application] and no part thereof 
shall be paid or transferred, directly or indirectly, to the members of The Federation by way of dividend or 
profit. 
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Application from an international 

into official relations with WHO1 

1. Name of the international nongovernmental organization 
(hereinafter referred to as "the applicant") 

Thalassaemia International Federation (TIF) 

2. Address of headquarters and name of person(s) to whom correspondence should 
be addressed 

Phylippou Hadjigeorgiou 1，Flat 5 
P.O. Box 8503 u 
Nicosia 
Cyprus 

Tel: 357 2 429 141 
Fax: 357 2 365 012 

Mr Panos Englezos, Chairman 
Mr George Constantinou, Secretary 

3. General objectives of the applicant 

(a) the relief of persons suffering from thalassaemia, and the worldwide promotion and 
standardization of their treatment; 

(b) the prevention, treatment and permanent cure of thalassaemia; 

(c) the promotion and coordination of research in connection with thalassaemia and disorders 
pertaining thereto, the useful results of such research to be notified to all interested parties; 

(d) the establishment of a central information centre to collect and disseminate data on thalassaemia; 

1 Based on questionnaire submitted by the applicant on 23 September 1994. 

The designations employed in this document are those which have been used by the nongovernmental organization 
itself and do not imply the expression of any opinion whatsoever on the part of the WHO Secretariat concerning the legal 
status of any country, territory, city or area or of its authorities or concerning the delimitation of its frontiers or 
boundaries. 
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(e) close cooperation with countries, governments, thalassaemia associations, thalassaemia centres, 
research centres, the World Health Organization or any other body seriously connected with 
thalassaemia; 

(f) cooperation with commercial, industrial, research establishments and governments with a view 
to developing new products and drugs to alleviate the suffering of thalassaemia patients; 

(g) support for the establishment of medical and scientific centres directly related to thalassaemia; 

(h) the supply of up-to-date reliable information to members regarding optimal treatment of 
thalassaemia; 

(i) publication of a quarterly newsletter; 

(j) the establishment of a Board of Advisers, leading authorities on the various aspects of 
thalassaemia (research, medical, social, administrative) - the advisers shall be proposed by the 
members; 

(k) the promotion of blood donations and their safety; 

(1) the education of patients, their employment and their acceptance as useful members of society. 

4. What are the main activities of the applicant? 

(a) Creation of national associations or active national groups with the aim, inter alia, of assisting the 
development of national programmes and improvement of care for thalassaemics and the development of 
prevention programmes. Each national association/group is provided with relevant information and advice 
to assist it to set up activities and provide support to grow and become a strong influence in its own 
environment. Financial support is occasionally needed where it is difficult immediately to establish an 
association. Most of these activities in the past few years have been in countries of the Middle East. 

(b) Coordination of activities between its various members throughout the world, by keeping in touch 
continually with all members, exchanging information, and bringing members into contact with each other 
to help solve common problems and exchange ideas. 

(c) Development of a computerized database containing the following information on all countries: 
population, birth rates, life expectancy, per capita income, consanguinity rates, etc.; gene frequency of all 
major thalassaemia and haemoglobinopathy mutations; numbers of known cases of major syndromes; list 
of all associations; and lists of specialist doctors and scientists in each country. The database helps the 
applicant in its coordinating efforts. It is expected that it will become a useful tool in the planning of services 
for thalassaemics by such interested organizations and individuals as WHO, doctors, researchers, health 
authorities, etc. To facilitate sharing of information, the database was created on the WHO approved 
programme of EPI-INFO, which is available to all, free of charge from the United States Centers for Disease 
Control and Prevention. 

(d) Health education, through the publication of posters, pamphlets, books, newsletters, magazines and 
video cassettes. Some of these are prepared by local associations and others directly by the applicant. The 
applicant also translates certain publications into various languages and arranges their distribution. The most 
notable and widely distributed were written by WHO consultants and published by the applicant. They are 
"What is thalassaemia?" and a thalassaemia management protocol (see also No. 16). 



EB95/NGO/4 

(e) Reorganization of an information centre. The purpose is to provide associations with all relevant 
information and materials. All forms of printed material and video productions from national associations 
will be gathered and, if appropriate, translated into various languages and made available to all who need such 
material. The information centre will also create a scientific library with all current literature relevant to 
thalassaemia and the haemoglobinopathies. This will include connecting with international computerized 
libraries to ensure an up-to-date flow of information on the latest scientific developments in the areas of 
interest. The information will be made available to physicians and scientists of all countries involved in 
thalassaemia programmes, especially those which may not have such up-to-date information readily available. 

(f) Organization of regular and frequent national, regional and international conferences to encourage close 
contacts among members, to exchange knowledge and ideas, and to maintain and propagate interest in 
scientific activity concerning thalassaemia. Collaboration with WHO is sought for the most important of 
these. The applicant also conducts world conferences for the purpose of uniting doctors and thalassaemics 
in open discussions. The most recent conferences were: Cyprus (1986); Greece (1987); Italy (1989); 
United States of America (1990); France (1991); and Cyprus (1993). 

(g) In order to improve services for patient management and for prevention, direct financing or facilitating, 
in collaboration with WHO, of training of scientists and physicians. For example, in 1994 the Cyprus 
Thalassaemia Centre helped to train personnel from Egypt, Iraq，Oman, Maldives and Syria. 

(h) As a priority, the promotion of research which will lead to new therapies, funded by the applicant and 
its members. Recent financial support has centred on the development of an oral chelating agent. Research 
is of paramount importance, especially on the clinical complications of chelation and more permanent 
therapies such as gene therapy. For this reason, the applicant has decided to upgrade its contribution to the 
effort of international science and to create a Thalassaemia Research Fund to receive contributions from its 
fund-raising activities. 

5. How do the objectives and activities of the applicant relate to the General 
Programme of Work of WHO? 

The applicant advocates the development of national control programmes for thalassaemia and 
haemoglobinopathies. Together these conditions are the commonest hereditary disorders globally. The high 
incidence in many populations justifies nationally supported control programmes, which must involve a 
coordinated effort at both preventing the birth of new cases and achieving optimal treatment for affected 
individuals. These are the policies worked out many years ago by the WHO working group on hereditary 
anaemia which have evolved into community control programmes. 

These policies are in keeping with the Alma Ata Declaration on Health for All by the Year 2000. The 
control of hereditary disorders is one of the stated goals of this historic declaration. The objectives and 
activities of the applicant are in effect the community's contribution towards the promotion of the goals at 
a global level. Its member associations at national level are collaborating with health professionals and 
ministries of health in activities such as promotion of health education, of preventive and curative services 
for thalassaemics, and of research. In this way, the general programme of work of WHO and of the applicant 
are in perfect harmony. 
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6. Specific interest with reference to the work of WHO 

(a) Please list the activities which the applicant has carried out jointly with WHO 
during the preceding period of working relations 

The applicant has organized major international conferences under the auspices and with the cooperation 
of WHO. The most recent were the conference on thalassaemia and the haemoglobinopathies in Cyprus, 
March 1993, and the applicant's international conference in the United Kingdom, September 1994. 

In 1993 a joint meeting was held between the applicant's representatives and a WHO working group 
on hereditary anaemia. This led to an increased understanding of the strategies required for the development 
of thalassaemia control programmes in countries where they are most needed. 

There were also two joint publications with WHO. The first is the booklet "What is thalassaemia?" 
and the second is a protocol for the management of thalassaemia. 

In consultation with WHO, the applicant has also supported physicians from developing countries to 
attend international meetings. 

WHO advises the applicant on scientific advisers. 

(b) Please specify those programmes and activities of WHO with which the 
applicant wi•丨 wish to be associated in future, and give details of planned 
collaborative activities with WHO 

The following four-year work plan has been agreed upon between the applicant and WHO's programme 
on the prevention and control of other noncommunicable diseases: 

-improve public awareness and education on the problems of thalassaemia by preparing a range of 
up-to-date information on the control of thalassaemia, drawn from educational materials, guidelines, 
etc.; 

-where appropriate, promote the development of national programmes for thalassaemia by providing 
support to countries and encouraging the development of a network of associations wishing to 
cooperate in this initiative; 

-where appropriate, stimulate services for the control of thalassaemia by supporting training to 
improve diagnosis and treatment of thalassaemia; 

-convene a joint international meeting on the control of thalassaemia. 

7. (a) Does the applicant advocate any special health measures or procedures? 

No. 

(b) Has the applicant any special reservations as to treatment or health 
procedures? 

No. 
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8. History of the applicant 

The concept of establishing the applicant was first discussed during the first panhellenic meeting of 
thalassaemia associations (Greece, 1985). A practical step forward was made during the second 
Mediterranean meeting on thalassaemia (Italy, 1985) at which a working committee was formed to prepare 
and make suggestions for the creation of an international association. The following year, at the first world 
conference of the Thalassaemia International Federation, the constitution was accepted and Cyprus designated 
as the world headquarters. The applicant was legally registered on 15 October 1987 in Cyprus. From a core 
group of 16 countries which formed the initial membership of the applicant, there are now 34 members1 and 
more are being added each year. 

9. Membership 

(a) List member/affiliated organizations, giving the countries in which they are 
established and the tota丨 number of persons who are members of each of these 
member/affiliated organizations 

See Annex for list of national members. 

(b) Do member/affiliated applicants pay contributions to the applicant? 

Yes. 

(c) Are there other types of membership of the applicant such as individual 
members, associate members? 

There are also associate members who may be individuals or companies. 

10. Is the applicant affiliated to any other international nongovernmental organization, 
or to an organization of the United Nations system? 

No. 

11. Addresses of all branch or regional offices of the applicant 

None. 

12. Structure 

(a) Policy-making bodies such as conference, governing body, executive 
committee 

General meeting and Board of Directors 

(b) Frequency of meetings, with date of the last meeting of each 

A general meeting, normally held to coincide with the International Thalassaemia Conference, is held 
at least every two years. The last general meeting took place in April 1993. The Board of Directors meets 
twice a year, the last occasion in March 1994. 

1 This figure was substituted for the original "39" by document EB95/NGO/4 Corr.1. 
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13. Officers 

Mr Panos Englezos Chairman 
Mr George Constantinou Secretary 
Mr Sozos Zemenides Administrator 

The total number of paid officers is two. 

14. Can officially designated representatives speak authoritatively for the membership 
on matters concerned with the stated purposes of the applicant? 

In certain cases, the Chairman and the Secretary can speak authoritatively, but in other cases the Board 
of Directors have to decide. 

15- Finances 

The WHO Secretariat holds copies of the applicant's financial reports for the years 1991-1993. 

16. Publications 

"TIF News" is published in English every three months. It contains scientific articles about the latest 
work on thalassaemia and national news from thalassaemia associations. 

Various books on thalassaemia, e.g., "What is thalassaemia?" (in Arabic, English, French, Greek, Italian 
and Turkish). An up-to-date management protocol for the treatment of thalassaemia patients is in print in 
Arabic, English, French, Greek, Italian, Spanish and Turkish. 

17. Documentation 

The WHO Secretariat holds a copy of the applicant's Memorandum and Articles of Association. 
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ANNEX1 

Australia 

Brazil 

Canada 

Cyprus 

France 

Greece 

Hong Kong 

India 

Indonesia 

Islamic Republic of Iran 

Israel 

Italy 

Malaysia 

Malta 

Pakistan 

Romania 

MEMBER SOCIETIES OF TIF 
(membership numbers not provided) 

Thalassaemia Society of Victoria 
Australian Thalassaemia Association 
Thalassaemia Society of New South Wales 

Abrasta Associaçâo Brasileira dos Talassemicos 
Associaçâo de Pais e Amigos dos Talassemicos 

Ontario Thalassaemia Association 
Quebec Society of Thalassaemia Inc. 
Vancouver Thalassaemia Society of ВС 

The Cyprus Thalassaemia Association 

Association France Hémoglobinoses 
France Hémoglobinoses (Alpes-Maritimes) 

Panhellenic Thalassaemia Patients Association 
Sylogos Pashontou apo Mesogiakin lera Metropoli Korinthou 
Panhellenic Association for the Protection of Thalassaemia Patients 
Panellinia Kinisi yia ti Mesogiaki Anemia 

The Cooley's Anaemia Foundation of Hong Kong 

The Thalassaemia Society of India 
Parent's Association Thalassaemic Trust Unit 
Thalassaemia Children Welfare Association 
Thalassaemics India 

Indonesian Thalassaemia Foundation 

Iranian Thalassaemia Society 

The Israeli Society of Thalassaemia 

Lega Italiana per la Lotta Contro le Emopatie e Tumori dell'Infanzia 

Pertubuhan Thalassaemia Pulau Pinang 

Thalassaemia Awareness Maltese Association 

Pakistan Thalassaemia Welfare Society 

Asociata Romania Pentrou Protectia Bolnavilor de Thalasemie Majora 

1 This is the form of the Annex given in document EB95/NGO/4 Corr. l . 
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South Africa 

Thailand 

Trinidad and Tobago 

Turkey 

United Kingdom of Great 
Britain and Northern Ireland 

United States of America 

South African Thalassaemia Association 

Thalassaemia Foundation of Thailand 

The Society for Inherited and Severe Blood Disorders 

Thalassemi Dayanisma Dernegi 
Akdeniz Talasemi Dernegi 

United Kingdom Thalassaemia Society 

Cooley's Anaemia Foundation, Inc. 


