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 Background 

 In 1958, the fi rst clinical and hematological studies on 
hemoglobinopathies in Turkey were published by Aksoy 
et al.  [1] . In 1971, Çavdar and Arcasoy  [2]  reported that 
the overall birth prevalence of  � -thalassemia in Turkey is 
2.1%. In 1987, the fi rst study discussing the molecular 
basis of  � -thalassemia in the Turkish population was pub-
lished by Akar et al.  [3] . In 2002, Altay  [4]  published their 
screening studies for abnormal hemoglobins and  � -thal-
assemia conducted during the previous 40 years. These 
studies revealed that the most common abnormal hemo-
globin was the HbS mutation followed by HbD, HbE, and 
HbO Arab. In addition 42 abnormal hemoglobins were 
identifi ed in the Turkish population. In 2002, Ba s  ̧    ak and 
colleagues  [5]  reported the spectrum of  � -thalassemia mu-
tations occurring in the Turkish population. 

 In 1993, a law was issued called ‘Fight against Hered-
itary Blood Disease Especially for Thalassemia and He-
moglobinopathies’. The law commends to prevent hemo-
globinopathies and to treat all patients with hemoglobin-
opathy and thalassemia. A pilot project was started and 
centers for Research and Treatment for Hereditary Blood 
Disease were created in the Ministry of Health (MOH) 
Hospitals in the southern provinces of Turkey, Antalya, 
Antakya, Mersin, and the Mugla regions. 

 In 2000, the Turkish National Hemoglobinopathy 
Council (TNHC) was installed to combine all centers, 
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  Abstract 
 Hemoglobinopathies are a very important health prob-
lem in Turkey. To date many studies have been per-
formed but there has been no national hemoglobinopa-
thy control program (HCP). After the Turkish National 
Hemoglobinopathy Council (TNHC) was created all cen-
ters, foundations, and associations were combined into 
one organization controlled by the Ministry of Health 
(MOH). The MOH and the TNHC have started to register 
the results of the screening of 377,339 healthy subjects 
from 16 different cities and the recorded average fre-
quency of the  � -thalassemia trait was 4.3%. The highest 
prevalence of the    � -thalassemia trait (13.1%) was found 
in the Antalya region and of the HbS trait (10%) in the 
Çukurova region. Next, written regulations for the Fight 
against Hereditary Blood Disease were published espe-
cially for preventing and treating hemoglobinopathies. 
The MOH and the TNHC selected 33 provinces situated 
in the Thrace, Marmara, Aegean, Mediterranean and 
South Eastern regions with a high birth prevalence of 
severe hemoglobinopathies. The hemoglobinopathy 
scientifi c committee was set up, a guidebook was pub-
lished and a national HCP was started in these high-risk 
provinces. 
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foundations, and associations into one organization con-
trolled by the MOH. The TNHC comprise seven subcom-
mittees dealing with registration, education, screening, 
prenatal diagnosis, conventional treatment, bone marrow 
transplant, and social issues. The TNHC defi ned the fol-
lowing objectives: (1) to speak with one voice at all na-
tional and international conventions and gatherings, (2) 
to fi nd solutions to the problems of hemoglobinopathy 
patients, their families and hemoglobinopathy centers, 
and (3) to determine standard procedures for prevention 
and treatment of hemoglobinopathy. 

   Aims 

 The aims of the hemoglobinopathy control program 
(HCP) are to prevent hemoglobinopathies by (1) public 
education, (2) population screening (especially premari-
tal), (3) genetic counselling, and (4) prenatal diagnosis. In 
addition attention is given to state of the art treatment to 
increase the life expectancy and quality of life of the liv-
ing patients. 

   Strategies 

 The strategies used are: (1) to assess the present situa-
tion in each region by registering patients and carriers,
(2) to produce a detailed population and birth prevalence 
map showing the situation in Turkey, (3) to establish ref-
erence centers for prevention and state of the art therapy, 
(4) to educate the healthcare personnel to provide educa-
tion, information to the public, as well as screening and 
genetic counselling, (5) to inform the public at large about 
hemoglobinopathies using the press, media, and associa-
tions for public education, and (6) to screen the carriers 
in high-prevalence areas, to diagnose the trait, and to of-
fer partner and family analysis and genetic counselling to 
couples at risk. 

   Methods 

HCP depends on the written Regulation of the Fight 
against Hereditary Blood Disease (RFAHBD). According 
to RFAHBD plans, the project included three levels.

 First Level (Diagnosis and Screening Centers):  New 
reference centers were created for public education, 
screening and genetic counselling and existing centers 
were offi cially licensed.

 Second Level (Diagnosis and Therapy Centers):  These 
centers were created for state of the art treatment after 
the diagnosis had been established, for the diagnosis, ther-
apy, and follow-up of patients with thalassemia. Blood 
transfusion centers with 5 beds, consultants for the fol-
low-up, and treatment of complications will be provided 
in these centers. The existing centers at universities and 
state hospitals will be licensed accordingly.

 Third Level (Prenatal Diagnosis, Mutation Analysis or 
Bone Marrow Transplant Centers):  The existing centers 
at university hospitals will have to be licensed according 
to the special regulations.

 Organization 

The General Director of the Mother and Child Health/
Family Planning of the MOH is responsible for the na-
tional HCP. The General Director of the Treatment Ser-
vice of the MOH is responsible for the therapy. In this 
way both directors are working in a coordinated way with 
the TNHC. A public health manager will coordinate this 
project and organize a team for education, screening, and 
genetic counselling in each and every city. All centers will 
be licensed within 1 year. The records of all patients and 
carriers will be sent from all centers to the MOH on a 
regular basis.

 Results 

 The MOH and the TNHC started to register the results 
of screening from 16 different cities in the Turkish Med-
iterranean coastal areas and western regions around the 
Aegean Sea and Marmara Sea between 1995 and 2000. 
In total, 377,339 healthy subjects were screened, yielding 
an average frequency of the  � -thalassemia trait of 4.3%. 
The highest prevalence of the    � -thalassemia trait (13.1%) 
was found in the Antalya region and of the HbS trait 
(10%) in the Çukurova region. 

 In 2001, the MOH and the TNHC made an inventory 
of all recorded patients with thalassemia and abnormal 
hemoglobins in Turkey, registering at least 4,513 patients. 
The classifi cation of these patients was 2,567 with  � -thal-
assemia major, 1,050 with sickle cell disease, 700 with 
 � -thalassemia intermedia, and 196 cases with various 
combinations of other abnormal hemoglobins. 

 In 2002, written regulations for the Fight against He-
reditary Blood Disease were published. The MOH and 
TNHC selected 33 provinces situated in the Thrace, Mar-
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mara, Aegean, Mediterranean and South Eastern regions 
with a high birth prevalence of severe hemoglobinopa-
thies. 

 In 2003, the hemoglobinopathy scientifi c committee 
was set up, a guidebook was published and a national 
HCP was started in these high-risk provinces. This pro-
gram is successfully running in these provinces. 

   Conclusion 

 The main objectives of this project are to establish a 
national database for thalassemic patients, to provide 
state-of-the-art treatment for all affected children, and to 
control and ultimately to eradicate the  � -thalassemia ma-
jor and related severe hemoglobinopathies in Turkey. 
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