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INTRODUCTION 

Thalassaemia is an inherited blood disorder, resulting in severe anaemia. If untreated, it leads 
to death of the child. Thalassaemias, like all haemoglobinopathies, are inherited through healthy 
carriers. When a healthy canier marries a non-carrier, the siblings have a 50 per cent chance of 
being carriers. If both partners are carriers, all the children are carriers, too, and there is a 25 per 
cent chance of the child being a thalassaemia major case. These children require repeated blood 
transfusions for survival and life-long medical treatment. The required blood transfusions lead 
to accumulation of iron in the body, which needs to be removed. It is an extremely difficult task 
to provide these children with optimum treatment in the remote islands of Maldives. 

MAGNITUDE OF THE THALASSAEMIA PROBLEM 

The Government of Maldives is concerned about the tremendous problem posed by thalassaemia 
in the country. The collaboration of WHO was requested in the form of technical consultants. The 
internationally known thalassaemia experts, Dr Bernadette Modell (from the UK, in 1988) and 
Professor Calogero Vullo (from Italy, in 1992), visited the country and gave advice. The Maldivian 
non-governmental organization, Society for Health Education, carried out a valuable survey in 
1992, and conducts activities to raise awareness and to provide simple test facilities and 
counselling. 

Several haemoglobinopathies (ie pathological alterations of the haemoglobin molecule) 
occur in the Maldives. Afler statistical clinical and epidemiological observations, it was found that 
beta-thalassaemia minor, and consequently beta-thalassaemia major, are common in the 
Maldives. A follow-up study on haemoglobinopathies is currently under way, with a national 
consultant as the principal investigator. 

In 1988, Dr Bernadette Modell saw 55 thalassaemia cases treated at the then Central 
Hospital in Male. Based on the population at that time, Dr Modell estimated that 40 new 
thalassaemia major patients would be born every year. 

In 1992, Professor Calogero Vullo, in a comprehensive assessment of the situation, 
estimated that only one in every six thalassaemia major cases is actually diagnosed in the 
Maldives. 

Also in 1992, the Society for Health Education investigated blood tests on 496 students, 
aged 14-20 years of age, across the country and found that: 

(1) the thalassaemia carrier frequency was 18 per cent i.e one out of every 5-6 persons is 
a carrier. 

(2) out of every 30 marriages, one is expected to be between carriers (iie. these are high 
risk couples), and 

(3) the expected number of births of thalassaemia major is 1:120, i.e. one out of every 120 
births is a thalassaemia major case. 
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Thus taking live births per year, it was estimated that 70 and 68 cases of thalassaemia 
major were born in 1991 and 1992 respectively. These figures show how great the dimension of 
this problem is. Therefore, thalassaemia is a major socio-medical problem facing the country 
today and in the foreseeable future. 

At present, diagnosis and treatment facilities for thalassaemia are available only in the 
capital, Male. Therefore only a fraction of cases are seen and diagnosed. Extension of 
counselling and diagnostic treatment facilities to the presently four Regional Hospitals in the 
country is envisaged. 

The Government inaugurated the National Thalassaemia Centre on 29 December 1994. 
This Centre, based in Male, is intended to be the focal point for prevention, control and treatment 
of thalassaemia in the Maldives. It looks afler thalassaemic children on a day-care basis and also 
provides counselling. Furthermore, tertiary referral and care facilities are available in the new 
lndira Gandhi Memorial Hospital, also based in the capital Male. 

UP-DATED CASES AND COSTS 

The National Thalassaemia Centre requires upgraded facilities as far as the blood bank, 
laboratories, and, especially, trained manpower are concerned. At the beginning of this year 
(1995), the National Thalassaemia Centre had 132 cases of thalassaemia major on register, who 
were in receipt of regular blood transfusions and desferral infusions (iron chelation therapy). 

In 1995 to date, 11 new cases of thalassaemia major were diagnosed by the Society for 
Health Education, and 8 new cases by the lndira Gandhi Memorial Hospital. 

Up to July 1995, the total number of blood transfusions provided at the National 
Thalassaemia Centre was 714 (since the inception of the Centre). 

Iron chelation therapy is administered with desferral to eliminate excess iron introduced by 
blood transfusion. From 29 December 1994 through to July 1995, a total number of 1054 
desferral infusions had been provided, at a cost of MRf 529 430.68 (i.e approximately 
US$50 000). 

At the lndira Gandhi Memorial Hospital, a total of 85 family members and relatives of 8 new 
cases of thalassaemia major were screened. Of the total screened, 31 were found to be 
thalassaemia carriers. 

As at 22 July 1995, i.e. after seven months' operation, the total expenditure of the National 
Thalassaemia Centre had been MRf 1 200 949.73 (i.e. approximately US$ 110 000). This 
expenditure is expected to rise until the end of 1995, by at least 20 per cent. 

These facts and figures show that an ever larger proportion of the health budget is likely to 
be absotbed by the prevention, control and treatment of thalassaemias. As such, consideration 
needs to be given to exploring additional ways of funding the thalassaemia programme. 

ISSUES FOR CONSIDERATION AT THE NATIONAL LEVEL 

The magnitude of the thalassaemia problem in the Maldives necessitates the establishment of 
the programme in outlying islands by effective community participation. It is important to focus 
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on the age-group of 12-20 years, and to increase therr awareness mainly by information, 
education and Communication. Introduction of these programmes in school curricula and at health 
posts and women's centres is intended to encourage community participation. 

Primary education is available on all the islands of the Maldives. Introduction of 
thalassaemia in the school curricula (and other measures) would lead to greater awareness 
about thalassaemia, resulting in greater demand for the facilities for prevention, control and 
treatment of the disease. 

Once a case is diagnosed as thalassaemia major, the profile of the surviving patient has 
to be considered. Many patients cannot afford regular blood transfusion, desferral therapy and 
the cost of staying in Male. There are presently four regional hospitals in the Maldives. Upgrading 
their IaboratorJ facilities, and training of qualified personnel, are required, in order to make 
regular transfusions, desferral therapy and counselling available for these patients at regional 
hospitals, obviating the need to travel to expensive Male. 

THALASSAEMIA IN THE SOUTH-EAST ASIA REGION 

The Maldives are aware that other Member Countries in the South-East Asia Region face the 
same or similar problems with thalassaemia. 

Sri Lanka, for example, has commenced a programme for the prevention and control of 
thalassaemia. The objectives of this programme are fourfold. First, to increase awareness and 
understanding of the disease. Second to promote active participation in the diagnosis, treatment 
and prevention of thalassaemia by meeting the needs of patients and their families, of physicians 
and health care staff, and of the concerned public. Third, to research and document the disease 
in Sn Lanka. Fourth, to provide genetic counselling to thalassaemia carriers. Maldives would be 
pleased to learn about the progress of this programme. 

Therefore, Maldives would like to suggest that SEAR Member Countries, such as Sri Lanka, 
India, Bangladesh, Thailand, Myanmar, and others if appropriate, exchange their valuable 
experience in prevention, control and treatment of thalassaemia with the Maldvies. 

ISSUES FOR CONSIDERATION AND DISCUSSION AT THE REGIONAL LEVEL 

The following issues or suggestions are proposed for consideration and discussion: 

(1) Establishment of national focal points for thalassaemia in the countries of the South- 
East Asia Region with thalassaemia cases. 

(2) Establishment of a network for exchanging information, experience and possible ways 
forward. 

(3) Preparation of educational and information materials, to be used by the medical and 
paramedical professions as well as to create public awareness. 

(4) Upgrading of laboratory facilities and training of qualified personnel in the Region. 
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(5) Possible establishment of a desferral bank in the South-East Asia Region. This drug is 
very expensive. The Minislries of Health of various countries could have access to this 
drug at possibly cut prices if orders are placed in bulk. 

(6) Development of linkages with established international institutions on thalassaemia. 

(7) The floor could be open for discussion on some of the problems posed by thalassaemia. 

For example, increase in awareness about thalassaemia would lead, in the short- and 
mediumterm, to an increase in the number of cases diagnosed and carriers detected. 
This will pose great strains on the limited facilities available, in terms of personnel and 
resources required (blood transfusions, iron chelation therapy). 

The issue of thalassaemia carriers is very important for consideration. These young 
healthy individuals will one day many, and have, or want to have, healthy thalassaemia- 
free families. They do not want children who become thalassaemia patients. Are there 
any solutions to this problem? Could prenatal diagnosis be practically feasible, 
financially affordable and ethically acceptable? If found positive, what is the remedy? 
What are the ethical and legal implications of prenatal diagnosis? What are the ethical 
and legal aspects of prevention, control and treatment of thalassaemia? 

(8) During the course of the coming biennium (1996-1997), an intercountry meeting on 
thalassaemia, possibly to be convened in the Maldives, could be useful for further 
facilitating all the points proposed above. In addition, a thalassaemia expert, for 
example from Italy, Cyprus or UK, could meet with some experts of this region to 
exchange experience and strengthen links. 


