Beta thalassaemia is a Mendelian recessive disorder
which affects the synthesis of 3 globin chains of the adult
haemoglobin molecule, HbA (1), prevalent in Mediterra-
nean, middle eastern and Asian countries. Thalassaemia
major patients require regular blood transfusions and re-
moval of excess iron by subcutaneous infusion of desferr-
joxamine. The World Health Organisation has estimated
that an annual average consumption of 27 units of blood
and Rs 400 000 worth of the drug are needed to manage
each patient according to recommended standards (2).Ina
resource limited environment it is difficult to meet these
demands, and patients often suffer iron overload induced
organ damage. Survival rates beyond the second decade
are low. At Rs 1 to 2 million for a bone marrow transplant
(India, UK and Italy), a permanent cure is also out of reach
for many patients (2). A more economical orally active ch-
elator, Deferiprone, is available but there is still debate over
its efficacy and safety (3,4, 5). Atan annual expenditure of
about Rs 125 000 for each patient, thalassaemia represents
an enormous drain on health care budgets. Despite the
significant burden on the state’s economic and social
resources, Sri Lanka still has no comprehensive tha-
lassaemia control program.
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future. The social and economic costs of the disease
support the case for commencing a carrier screening and
counselling program in Sri Lanka.

Globally thalassaemia control has been achieved with
public education, carrier screening, counselling, prenatal
diagnosis and selective termination of affected fetuses
(2). The most successful preventive program have been
developed appropriate to the needs of the community,
and sensitive to their cultural and social identity (8). At
present the resources and expertise for prenatal diagno-
sis are unavailable, and termination of pregnancy is not
legal in Sri Lanka.

Sri Lanka is an island, small in size, with a relatively
small population. There is also relative uniformity in eth-
nic origin ie. south Asian. The adult literacy rate is 90%

(9), a great boon to promote public awareness. Some 30 §

years ago, Cyprus was in a similar situation. Now it is
often heralded as the success story in thalassaemia con-

trol. Cyprus has a thalassaemia carrier rate of 16%, but |

within 30 years the annual homozygous birth rate has
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