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:��� , ��� �$�;�5 ���$�� �� ��	' <;+�' ���5  =� =� (���

�� #>�7� �(�,�9 =� ��(%* , �?� <�	1  �*() .�	�240  , �0� �	����

�� �$�;�5 ��� #��) ��/A B�C$A (7���1 ��� �	���(9 ���- DEF *  ���$%

) �$�;�5Thalassaemia International Federation  ��TIF �*() �(

200  !(��� BE? =� ���� �� ����� BG5 �*H�� �$�;�5 =� +�E� ��$�� ��I

 �*() =�;�� * B�60  B�C$A �� =� �*H�� �$�;�5 =� +�E� ��$�� ��I

�� !�*�9 .�	�2 :��� ���$�� ��  =� KB� ��� �� �����H ���$�� ���5

) �0� �	���� =� �*() =� ��	F4 ((1��  �$�;�5 #L�� �	�� B�C$A ,

 �*() * !�	�25000  =� ��� �	A* ��� �� �*H�� �$�;�5 =� +�E� ��$��

 �*() =�;��800 �� !�*�9 ���- =� �0� .�	�3  

 (�(/5 * �.(�, !(77� �*(G� * �(A B�CO* P� �$�;�5 ���$��

B�%�C9 * Q,	�- �� �(A <;+�' =� �
7� =� B� <��) !(77�  ��I

!(���. ��9 � �$�A4 �� !�$I ��	� <*�0�� * <��>) R�8) �� *  * (���

�� S	� �0� <�  TI�� B$� =� � * .(I�5  ���� (7��� ���$�� ��

���$�� =� +�E� ���$��  * �"��$I ����� =� !(77� �	5�� * ���� ��I

����  ��(C�� � �$�A * ���U�L ���*� <+��� �� * =��� ,��� �$C%

�� ��E��. =� B�� �- , P� �I =� (7���  V	1 B�� � �� �	G� =� �I

� V+�' ����� W5�� ���"�� * �������� ��
 .(7�6  ����� �� ��� ��

 ���$�� �.(�, B�0�� �� ����, ��?X5 �$�;�5 =� +�� ��	� =��Y.7  �
7� *

T75 �� �$�A �*�� ��(���� =� 	��' ��I �(� :L* [� ��	� * �.�

 ��� !  

����� :�	
 � �)�*� +� �,� ��	��- +��-� ./	0 1��2  ���� 	- �3�2	3�2 4	52�� �6 7�� ���8	2 �- 9
5� :��	��- �	;

.�6�< < =��>?� �@�2 	- < ���� :)� AB�< CD� �	�	�� .7�� ����; :��3�� �$�� �	; CD� +� ��	D :	�
6 �-�F2 �

�� 9
5� :��	��- �GH� :	��� < 75B��� �� 7�I��� ��� ��GH� "9��)� ����J < ��	��- 	- K52��  L); 	- �M/	>� 1�� .)�	-

:N 1�5B��� < ���8	2 �- 9
5� :��	��- =�	F2 1��52  :N 	- K52�� CD� O�/� �- ��	��- :	�
6 +� 	;  

)���P �	FD�. 

� ��� ��� :�
 ��
#� O��#2 ��,�<� 	- �6 �?	� �$�6 �M/	>� ������� �  �)� �	FD�21  �<Q	� ���8	2 :��	��- +� �$D

:N 1�5B��� < �D��D R<� �- 	; 1�	G �,�� ���S2 �6�� �� T�I#2 .)D)� =	S
D� )���); ���P  �� :	��6 �U� VF#/�

�	�  �	;93-1391 A�� .7��P "��% ���� ��<N  ����< �- 	;�5�	�� 7����	� 1��*�; < �	
�	� :<)- �	;  �� �	;

���� < )���P �	FD� �%�W  ��,�<� 	- < �$�6 ���
#� O��#2 +� ��	$
�� 	- 	;����� 7��P ���B O��#2 < ���F2 ���� .  

����� �
: :N 1�5B��� < :��	��- K��2 �)� �-�F2 :	�
6 ��U$� )��� ���- �MD	� ��	��-) :	�
6 O�8� O�	� 	; �- :

�L�);� ���	��- +��-� ���- �MD	� �	��- �
��S� "	�%���  K�Y �	;��)� < 	;�	
�� ���	��- :	�
6 �- 1�)/�< O�	�2

�Z2��
�� �(��	��- CD� O�/� �- \	�
��  :	�
6 �	;)�	� < (]<�� < �D	�$S� 75B���) :	�
6 ���- �)� �
��P �	6 �- �	;

.�2 ���^� �P�����) �<�#� < ��<� �	; ��- (:��3�� 7�	�� +� :��-.  

����� :����  ���P	D �	;)�	� 	- 	U�2 �D :��	��- �6 7�� 7�MB�< 1�� �3D	�- ���8	2 CD� �- 75^D :��	��- =�	F2

�� ��D �F� < 7�� ��	��- �D�<� < ��^�  7�� ��	��- +� O%	� �W	�
�� CD� )�	� �6 ��	��- :	�
6 �/_^� 	- �,�- �)��6

�-<� ��D <� �� �� �M/	>� 1�� V�	
D .)��	- ��)I� )D��2  �W	�
�� "9,`� O� 7U� �29��)� ��� �- 76�� ���- ��

)�	�D a�6 :	DN �P)D+ 7�$�6 �	I2�� �- < ���- ���8	2 �- 9
5� :��	��-.  
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�� !�	��' * ���$�� W�\ * ���. �� ���$�� ��$�� =� �I .(�,���3  

A [� ��� �0F�  * � �$�A ���*� ]/� <��?X5 �$�;�5 � �$�

.��� !�$I =� !�	��' * ��$��1 Q*� =C�	5 �	A* ��  * �EF ����� ��I

V�� �� ���$�� �$  V	F T��9 � ��C� =� ��UU^�� ���' ��I��*- 

!�	$� ���$� =A	5 ���$�� � �$�A  ���$�� �� =� P$� =� ��	F =� K(�

 B� !(� �*(G� <��) `0) B/A =�%* �EF <��(' =�� =� !($  �	F =�

�*� <+��� *  =�9�. !(���� ����, �*() �5 ���$�� �� � �$�A * ��'�7�

�� 	  �� #��� ]/9 �*(� =� B� �%�) �� �� * �	� * ����� �#�

�	5 �$� �8�� ���$�� =� W��7� ��^�  ��$�� �]/� #��8� �� , ��� .(���

.B� �$�;�5 ���$�� [� #�%� =� ���$��8 Kohi  =� � [� ����$I *

 B�0�� �	7 »�� =A	5 #��L ���E�  « c��C5 ��"�� !�"� , ��9 P� �.(�,

�� �- ��� !�"� �� d���� =� (7�8I � (� * (77�  ��\ * =�;�� �� ����9� �I

.B� =��0U7�9  

=���� [� �� * !�� (�	�� f	�g��� �.h�* =� � ��9 =� B� �  (�	5

�� <�C��� ,  B�� , =� =
��� �� * (��$� ,*�� ����- i�CE5 �5 !��� R��

�#j� ��� �!�	��' k�5 ��(� ��F .�	� �
7� ����	' ��) * *��10 

 ���$�� !�.(�� , [� , ���� ���$�� ��$�� =7��, �� ��*(G� <�C%�g�

.B� !(� ��
� �$�;�5 =� +�E� Khurana  =� (���� Q��. ����$I *

 , T��80  �� �	' ���$�� �� =g�� �� �$�;�5 =� +�E� ����	� (1��

�$� BEG1 �������*� �� ��$�� � ���$�� * (���� .(����11  =C%�g� ��

Mac  *Kwok  ��	� #�%� =� � �	' (�,�9 ���$�� �+�E� ����	� ��(%* ���

�� ��$�� �(� :L* [� .(����12  

Wheat ���$�� T��9 �	A* �� =� (7�8I (>�C� ����$I *  ���� ��I

T%�l * ���$�� ,�� , ��*(G� k�� ��- �� mE5�� ��I  �	A* ���� ��I

 * ��	��L �07� <�? ��� ���$�� ��$�� =l�. =� (���� ���� * ���

��*�- �� � �$�A ���$�� ,�� * ��$�� #�;� * <�$�$U5 �� �(���  �I

I ,�� , ��9 =��
5 ��	� �� #$�� <�>�>G5 =� ,��� �����7� .B8�� nO* ,	7

���$�� �� �I .(���13 ]\ ���8� B9���� =� ��U  �� B� ��"�  �� ��*�9 ��I

 [� ��7o$I �B� =�9�. <�	1 �$�;�5 =� +�E� ���$�� , BEL�� * �����

.(��� =��� �	A* #��� P� �	7  =� ��$�� �- V�E�� =� * i�CE5 *  

�- , * �	�Y� ��	� =� =A	5 ��  [� #�%� =� ��$�� p	O	� =� ���A

 � �$�A�� !(�o�� * �(C� (7l p	O	� P� �(���14  ��	� ��� �� ,	7I

<*�05 =� =A	5 �� .B� =�9�"� ��L :��A �����  ���� �� ��� �"7I�9 ��I

 =� * ���$�� =� BE8� � �$�A [� =%X8� �� �"7I�9 #�	  ��?X5 * �I�	��

 =� =A	5 �� ��7o$I * ��	� �� �� <�C%�g� �	E$� * ���$�� ��$�� �- V�E��

���
5 * ���$�� ��$�� B�I��=��
5 ��9 =� �UG7� <�  �$� ���.(77�  �� �	5

T��� (7l W%�L �� ����� �� �/75 � =%X8�  TI*h� ��	� =�8� <;q� * =���

 #1�) � �$�A <+��C5 =
��� �� =� ��9 !(�, <����
5 =� * �� ��L

��  =%X8� ��7l =C%�g� �����7� .B9�� B�� �(�	�  =� �0�� D�>G5 Q*� �� �

�C�!(�(� =��.(7l � �� ��L ����� ��	� � !(�o�� ��I  �r� =� ��*�O �(I�

��  * �$�;�5 =� +�E� ���$�� f��
5 ���E5 s(I �� �O�) =C%�g� .(��

�- ��EL�� (� ��
� �- �� mE5�� [� #�%� =� ���$�� ��$�� , �I.  
 

� "�#
 $�� ��  

 c�� �	r7� =� * TI*h� s(I =� =A	5 ���� f��
5 , ���$ ��$��  

 �	�G� #��G5 Q*� , �$�;�5 =� +�E� ���$�� �� ���$���	���  =� =�

�- �.(�, f��
5 �� =�0/� ���8� ���C� * <���8) k�� V�E��  �B� �I

.(� !��0��15 ���? ����� �UU^5 ���� �� D�>G5 ��  ����� �/� d
G%

V�� ��  ��I93-1391 =�	$� ��  �	7  =� ���8� .(���. ��
� (7$9(I ���.

=��
5 �� * (��	� +�E� �*H�� �$�;�5 ���$�� =� �� =� (�(� f�^�� =�	$� 

 f��
5 ���� =� #��$�� * (7��� � �*H�� �$�;�5 =� +�E� ���$�� , BEL��

�� ���C5 ��.(77� B����� �r� �� =E)�U� ���� .(��	� �	'  �� ����� * (�

 (70� , =C%�g� .(� ��
� �$�;�5 T^�1391  ����*�9 �51393  =��

:$A ��� .B9�� !�� ��*- ��'�� �*(� =E)�U� , �I P� , !��0�� �� �

B����� ��7o$I * �9���� <;q� * ��1 Vq�  !��0�� =1�  �� ��I

=E)�U� ���, <(� .(�  ��� �I60-35 =�	$� .�	� ��j�� =>�L�  p�E� �5 ���.

!��  ��$5 * (���� B�� =� �(�(A !�� �� (� =� �7C� �� =� KB9�� =�� �I

.�	� !(� #�$�5 ��	/0� t	g�16  

!�� #��G5 * =��
5  ����*� �� �0�� �	�G� #��G5 <�	1 =� �I�	��� 

 �	�G� #��G5 �� .B9�. <�	1�	��� !�� , ]�>�8� �	F =� <�>EF  ��I

�� u�^�� �7��  �7�  �	�G� u�^�� , �5�9 ���l 	�G� #��G5 .�	�

!�� , =�9�.�� �� �7�� ��I �� D��F �� , * (��� ���v� �	5 ��I	"% * �

!�� �	�G� �*�� , � ��/7� .��� ����$� =C%�g� �� ��.(77� B��� ��I17 

=E)�U� =�1�9+� =E)�U� �I ��
� , (C� =� W�5�5 ��(� �$I =� �I !

 * <	�� �(7^E% �P� �=��. (7��� ��.(77� B��� ��+� ��\ <�F�E5�

=E)�U� ��� .(�(� �8�	�*� �w� * !�� Q	. ��� ��(7l !-  ��� ��(7l �I

 .(���. �*�� * !(�	'  

!�� �w�  * <+$A W%�L �� (�I(�) ���7C� ��I()* =� �I

s�.���  ��I()* * =�8�� ��1 ��7C� �� mE5�� ��I ��(7l ��� ���7C�

 =��	� ���7C� ()* �I W��7� ��I(� �w� * �*�� ���  (C� =�)�� �� .(�

=>EF ���7C� * ��	/0� =���5 R�� �� �I(�  * Pl	� ���� () �5 * �(7�

!�� TI�� �� V�75 (�*� .(���. !���9  * #��G5 ��I()* ��$5 �� �I

.B�� ����A � �9 * ��1 <�>EF16 �� B��/� ��!  =� ��1 =>EF �� �I

��	/0� * ��� �*�� P� * (7�9�. ��L ��	� �5  ,	
� .(� p��� ��1 =���

 ����� ���h� �	�  !�"��� S+' =��$� (��X5 =� TI*h� ��
� �L+'

B��O� .(���  , (C�) ��.(77� B����� =��I�.- B��� B/A ��� �E�� =���

5 (TI*h� ��	� �� �U�^� * ��*� n�O	5 B/A .(���. �v� * #�$�

=�0. mEO �- =� * =�9�. !,�A ���- , ��.(77� B����� ��I  ��7�$F �I

=�0. =� (� !�� �� `0) =����G� <�	1 =� �����I  .�	�  

!�� ��E�  B/A B�� ��I =��	� =E)�U� * �I  �� #��G5 ��I()* * �I
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* =�� ��.(77� B����� =� !(� u�^�� =�%* ��I(�  ���- ���$�5 <�r�

W)�1 ���� =� ��� �� !*+  .(���. ��
� �,; <�)+1 * Y'  �� �r�

TI*h� =7��,  �����8) * <��r� � =C%�g� (7��9 #)�� ��$5 �0�� ��I

 �� !�$I (=1�  �� B����� * =E)�U�) Q*� D�0�5 , !��0�� .(��	$�

=�	$� E)�U� ��7C� =� p	75 �x�() �� ���. ��� y�G% ,) c��^� ��9 �� =

V�>�� * (��X5 �D�(U5 �(<+�UG5 * � �$�A ng� ��7A !�� ���Y�  � �I

B����� �� ,�� * =�;($I z�E5� * �9�� ���, {�U^5 .�� T��9  ��.(77�

�- , �vC� =� ��	F =�)  ,�� B1�9 ����/� * ��%* � =E)�U� �� �I

���"�  * �	' ��/7� ��I T��9 #�	  , ��� ((��	� !��� �>�5 �0F�  =��^5

!�� ��E�  !(7I� �	� =C%�g� ��I.  
 

��%�& ��  

 #��� ��.(77� B�����12  ���$��2  �������2 �*� P� �P���  R�7�

 *4  V*(A) .(��	� ��(%* , �0�1.(  

!�� #��G5 * =��
5 ��  ��I9  * =>EF��,3  �	/0� .(���. �(�(� =>EF

�����- ��EL�� * ���$�� m�	5 !(� =��
5 ��$  ���$�� #�;� #���

�h5��� V*(A) �	� ��$�� ��I(���� * ��$�� ��I2.(  

1. !�"�# $�%�  

1-1 :s(I =� �(��� ��� �C��� ���$��  ���$�� ��$�;�5 =� +�E�

 (7��� �9(I =� ��9�� B�� ��� �C��� � �	' ���$�� , ��"�� �I�.-

� ���9(I ���� * !	^%� #j� �(U5 �=L+  ��	� ��9 �� u*�, ���� ���

�� =��	' �� =� ������� ��� * (7�8�� �� ���$�� ��$�� =� �(L �I  .(��	$�  

 T^� ������ ��� ����» :�� �	�%� ���$��  �� =� ���� �9(I =� �	'

�$� �* =� ���$�� ,�� �� ��$�� �� ���  ...�7��� ���$�� }+x�  �	5 �	'

�� �� =�� �(^�� ����� ...�� =7� u*�, �	'.«  

2 -1  :���$�� ,�� ��� �C��� ��$�� ���U^� <��1	U' ���$�� �'��

=G��A * =�8�� ��� ����  � ���$�� ,�� �� �	' �*�\ �(� ��  * (7�8��

!(  � � �	' ��	� R�8) �'�� * ��	� ��%�
' ��� ���/7� #�%  ���$�� �,��

�� T��- R�8) ���$�� ��$�� �� =� (��	� (>�C� * (���� ���� .(77�  

 �	A ��'�21 =%��  :B0. �» ���9�F ��(� B�*� �]��8) ��	'

]"� =� ]�)� * ]�8I �$�;�5 ��$�� �� (7$/0�.«  

3-1  :���$�� ��$�� =� ��(%* #��$5B�����   ��$�� �� ��.(77�

��$�� (��X5 �	' (�,�9 ���$�� ���� ��/7� �� ��� ��(%* * ��(%* m�	5 �

BEL�� .(7��� !�	��' ����� �� �I  ="� ��/7� ��� P���� ��"�8� , ��) �I

�� =���  * !(7�- #�%� =� � =���0^� BEL�� =� (��	� (>�C� ��(%* .(�

�� ��
� �	' �(�,�9 B�	��� 	� �� ��"�� �. * (7I� ���$�� ��

�� ��L ��?X5 BG5 �(�,�9 �"�� * !�	��' B�	��� �(7�(� ���(�,�9  ���.

 �	A* (��	� (>�C� ��(%* �'�� .(77� u*�, (7�	�� ���- B� ��$� *

 f	8G� ~��� cCO =g>� P� !�	��' ��� �$�;�5 =� +�E� (�,�9

�� �� Q	��9 ��"�� �(77� ��/7� � ���$�� �. * �	�  ���- (�,�9 =� (77�

�� =�1	5 ��� ����(�,�9 =� �	' �� !*+  ���- .B� ��$��  =� ���� (����

�� �� ��$5 * (7I(� ��
� �(7� ��9 � =���0^� BEL��  �� .(7��$� ��/7� � �I

�� =�1	5 ����(�,�9 =� ��(%*  T^� , ���, �	' D���5 ,*� =� (����

�$� T^� �� * (�*�� �*��� �� ��) .(�	�� !(�� ����7�- * #���9 m�	5 �5 (7�

���$/� =�	. =� � �	' (�,�9 �*�� �I �� �  �I�. .(7$/0� =�>� =� (���

 ��"�� �/� =� {�^�5 , (C� ���$�� ,� ���� ="� ��/7� ��� ��(%*

 .(��	� !��� <�A�/�  

 
  ���1"#$� : �
"�%%� &��
'( )�*�+",(- .
� 

�# &#��'�!��	�  �	()  (+�,) .,  /0�12) ����  3�4 $56 

���$��  12 �0�  32-14  ���7���� �	
��� �5 ���$7I� ,  8  * �L-4 ]��'  T�� 	
��� * ,	�-  

��(%* 4 �0�  46-37 2 �� �0�  ��	�1 ���8�% �0�  2  * ]��' �0�2 �L- �0� =��' (7���� * �� 

��EL��  5 �0�  46-37  $  P��� ����8�%{U^5 S	9 * ��	  3  * ]��' �0�2 �L- �0�  ������- �*� P��� * R�7�  

  

  ���2.�
��0 �
��� 1�2�� 3
�45 � .�,�( 3
�45 :  

���  /�789  ��: /�789  

s(I =� �(��� ��� �C��� ���$��  

���$�� ,�� :��� ��$�� ���U^� <��1	U'  

���$�� ��$�� =� ��(%* #��$5  

\ ��I�(7� * �I���9����$�� [� #�%� =� p�$�A m�  

��$�� #�;�  

=���0^� BEL��  

BEL�� ���� �0^� �h5��� ��*�� �I  
�h5��� ��$�� ��I  

�$8A �.�	��9  

T75 �)*� ��I  

��"�� B��$) , �(� �*�G�  

��$�� ��I(����  
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BEL�� * ���$�� =� ����� �� =��� ="� ��/7� � �I  :(�	.» !(I�� ('

* ���� �$� ��	' �I	' ��) �� ��9 �� ...��*�  �=7�E� *��� �8� =� ]�7�

�� ��� =o� =� (� ]�l =� =� !(�>  =l ��- �"� * �7�� !�"� �	�  T�� �

=o� �� (' =� =��� (' �	��	' ��� ]I �� ��	A �� .!�� �	�/� *�  *�

���� , R�5 ]I * ]��� *�.«  

4-1  m�\ ��I�(7� * �I���9� +�E� ���$�� :���$�� [� #�%� =� p�$�A

 �) P��G5 �(  * ���9�F ���  ��	'�� W�A ��� �$�;�5 =�

 ���9 , �"�8' ��� * �(� =���"� ��$�� * �	5�� R�5 , * ���- �*��
7�

 ,�� �(  �� n�A�5 ��$�;�5 ���$�� ��	� �� ��"�� m�\ �I�.- * !(��	�

.(7��� ���$��  

��$�� 21  :��� ���� �$�;�5 =� +�E� =%��»�� =� ���8��  =$I ]�9�

�� ]�C� �]�8I �$�;�5 ��8�*� �� !�"� ��- =� =o� ]�l =� �I  ��) �7�

�� (��)��� �� ��	'�� i��� ��- #x� ��- �� �=v��� �.  ]�9� =� (C� .�7�

�$� �8� =� ="�� ���$7I� ]�0..«  

 [� * �"7I�9 �>9 #�%� =� �'�� �CL* ��\ ���$7.��� ��$�;�5 ��	�

 =� =C��A �� =� ���, f�>% , ���. ��� ��7o$I * =C��A �� ���$��

�� !�� BE8� �$�;�5 =� +�E� ���$�� �$� ,�� � ���$�� ��	� .(����  

 ��$��22 =��(� ��*� , �$�;�5 =� +�E� =%��  :B0. Q»}+x� ��*� 

���8�� �� =� ��>�9� ��$�;�5 ����$�� (7�8�* *� ���' (� ��  * (7�8�*�

!�^8�  � ��  .(���� �5 P� ��	A �� (� :��� T$� *� �� ���*- ...*.«  

 ���9 R�5 , �(��	� #�UG5 V�) �� * 	
��� =� ���.(77� B�����

 �.(�, ,� �� ���� ="� �0^� ��� (��	� !(� �	E
� B����� ��I�*�� *

�� ��5 P� ��	' �� �� =� !�"�	' �� =� ���- .(���"� �U'�� �����  (����

�� �C� ���  ����- ��� * (7��� =��� =7�� �� �,� (7��� � ���$�� (����

BEL�� �,� �� �(��  �/� * �� , ��9 #�%� =� �'�� .(��Y"� ��7� � �I

�$� ��	� R�5 , * (77�� (��E� =l * (77�� (��� =l =� ��"�� * ])�5 * B5

�� �	�8� � ���$�� ��"�� m�	5 ��9�. ��L �,	8%� .(����  

 :��� ���� ��	
��� ��'�»��+�$I �.  �,	8%� �$/0� ���� * �I

�� �� ])�5 ��7� �� * �7� �$� ...!��$�� �. �� B9	��� * =�	5 �� * ��,  �.

 �$�;�518 �� =�� =%�� !��� .« :B� (>�C� T^� ������»�� ��9 !�	��' * ��$

�� �$�;�5 ���$�� ��"�� �. �7�  �� �.(�, �7C� ���9� *��- �7C� (7$/0� *�

=���$�� �� , ���9�F * ���� �I�.- �(  �F�' =� �� * =�9� ���.«  

2. �<)��, �"�# ��
!   

 <�>EF ��, , =>EF ��» ���� �0^� �h5��� ��*�� * =���0^� BEL��

BEL�� �I «.(���. u�^��  

1-2 =���0^� BEL��: B�����   �0^� ��� � �	' Q+5 ��$5 ��.(77�

BEL�� ���� �� ��� =� �I  , �I- :9� ��� (7��� �%�� �	5 =� ���- .(����

�� !��0�� V�	� ��L �� D���5 V�0�� =� ���- * (����  �C� �(����

"�� ]�l , �*� * =���0^� � D���5 (7���=%��, ��) * (7I� ��
� ��  ��I

=�	. =� � V�0�� D���5 , #1�)  p	O	� , ��	� �8� =� (77� :9� �

�� �C� ���� <�	1 �� =� (7��� (��X5 ���$�� .��E� =E��\ �� (77�  �I

�� ��
� ���/7� �� � V�0�� D���5 �(�*�� �. �� (�*�� <�9�8�  �. * (7I�

 �- �	E� ��/� m����� ��7� <�9�8� V	F �� �  * ��9� ���$/� �� .(��Y.

 D���5 �(  �I�. * �	� =���0^� BEL�� * ,� `0) �� Q+5 ��� �(�- ��$/�

�� �C� ���- .�	� BEL�� ,� ���� ��/7� (��� V�0��  V�0�� �$� (����

�07�� !�$I �� , �'�� * (77� �0^� ��"�� , ��� � �"��$I !�$I �� 

 �C� ���- * �	� !��� Q�9 � ���- ,� !�"��� �� ��;- �(1 �I�. .(��	�

��  =$I =� �� �� � D���5 * !��� �0^� � �"��$I ])�� �� (����

 .(7I� ��
� �(77�8I f	'  

T�� T7�* =��
5 R�5 , ���	
��� * �,	�-  �� ����9�F �07� ��I

5 !�"��� * =��(� �� ���� <�	1�$� ��
� �>���  V�0�� �$� * (���

=��I�� <�	1 =� R�E% ��, � �	' �� �,���A � ��+�$I =� (����  �I

 , =� ���- .(��$� ,� ��� ���"�	' ,*� =� �	� �� �� Q+5 .(7$/0�

�����/� �� �I �� B��) �*, ���' nE1 * �����5 �� (�(�-  �5 (����

�- �8� 1* , (C� .(7�E� � �I , �*��� ���� �. ���"�	' ,*� �� V	��� #

�� �C� �(7��� =C��A �� * T^�  =� * (7�	w� (7�� ����- �I��� (����

�� (��X5 ������� ~� =� (����  �. * ���. ��
� B�� �;�� ���.

���� ~� * �	E� ��Y� �� ��
� B�� B�� ���.  (��� �� � V	��� �*� �(�

�� #��� �	F =� 	� ����� .�	�� =�^�"��� ��"�� �*��
7� �5 (�(���

T�� d7� �,	�- =E7�  ���"�	' B/A �	� R�(� ���gC5 ,*� =� � �I

�� f�^�� .(��$� ��/7� =��(� , ,� �� �5 (����  

 ��	A	�16  ��	� !(�� �E' �� Q,� , �8� �	7��5 =� =%����� ���� :

»=�	' ���� ��	$/� �8� �� �C� �	� ���� ]7� �I  �$� .]7� ]��L *�

]%�0�� ��I*�� �*� �� ]��L =��� �� �l �I * *� =E��\ =�	' �. ...]7�  �I

�$� V�0�� ��� ��	$/� �� V�	� ��L ���	� =�9� <�9�8� .]�,  .���	'

�� =��(� V�0�� �$� �� �� �C� *�  ]��E% ��, ��	F ��E� =. �� ��E� ]7�

�� �,���A 8� =� ]7�=$/0� �.«  

2-2 BEL�� ���� �0^� �h5��� �*�� :�I  ���$�� * ��(%* ��$5

�� s��  BEL�� �(��� �0^� �F�' =� (7�8I �	E
� =� (����  �*�� �I

BEL�� ��� =��(� ��$�C� * ����*� ��	L =� ��0. �*�� .(7�	"�  * �I

 ���- .�	� �
�� �� ����� * ���"�	' ��� T^� �� �	v) �� , <(� =�

�� ��)��� ,�� =%X8� .(����  

 =CA�� ���"�	' B/A �����/� , W� �����5 �� =���0^� =� �����

��  :B0. ����»=o� ��) �� (���� u*�,) ��I �� ����	� �
� �.  ]�.

�� =�	' ]��9� =$I ��% ��	$\�� �� ]��9� �]���� ��� =%�' =�	' ���  Q

�� ���l P� l ...]�.=$I ]�7� ���  ���$�l * ��)��� ��) �*�� Q

P� (�	%-.«  

3!�"�# ��
	���> .  
T75 ��$8A �.�	��9 <�>EF ��, , =>EF ��  �*�G� * �)*� ��I

.(���. u�^�� ��"�� B��$) , �(�  
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1-3 :�$8A �.�	��9  B�����  BEL�� =� (��	� (>�C� ��.(77�

 BEL�� ������ �(� �*(G� WE� =���0^� ��
� WE� ���$�� �'�� �� *

�� BEL�� :gL * �$r�  () , T�� T��9 (7��� �$8A ��	  ��
� * �I

�� ���	�.	$I ����9 ����� * �E�L <+��� ��	' �� �I- .���.  

:��� ���� ���$�� ���� ��/7� ��?X5 , ��	
��� ��'� »=
���  BEL�� 

���/7� �� �$r� �� BEL�� * :gL ' .=�*}+1 �]�8I =� !�"�	 V�0�� 

�$� ]�, =� ]I ���L�5 �$/0� �	' *� �� �A �� .]�, ��  ���.�� !���*� �5 ��

=
��� �� ]7I- =� =7� Q  ]7��	�.	$I ...!��I d7� ]�	' �I- �� �;�� !�

 =� �I�.6 �� (=��. * ��)��� * ij� ��) =��.«  

 �"����� P������ t�g�» :�* � =� ���I�� ��$�  W��- �(77�

�� ����, �$8A �� ��� � �$�A m�G� P� �� �. }+x� .�7��  ��	E
� �7�

�	������  !�	E
� 	
��� P� }+x� ...��' ��I,*� =� �7� �*(G� *�

�� =� ���I,*� �� �*� !�"�	' , * V�7� ���  * =7�� BEL�� Q�	' , =�

�I =� ...=�� ����� B8I !�"�	' =� ��,*�  (7��9 #� �� ��$�� V�)

�� ��
� V��� �����  �E�L ���$�� , R�5 �� =� �7�7� �� �	U' =� =7�

]���.«  

2-3 T75 :�)*� ��I B����� �'��  �� , ��.(77�  � �������7�- =�

 ��9 ���,� * (�	� !(�� V�0�� D���5 V�) �� �� (77�E� �$�;�5 T^� ��

�� * !�/%� * ]�� �� ��	��� �� =� R� �� !�7. R�8) �'�� .(����  (����

�$� =� �� , �'�� * �� <�8) �(7�	"� �8� =� � ���,� (7�	5  .(���	'

 T^� ������ B0. ��7l �	' f��
5 R�� ��» : f�gO * R�5 ��$�� ��

 !�7. =� ��8I �����- #x� ��* .�	�(7�E� �7�- �+9 ��E� =� (��� ����,

� �.������ ��
.«  

�� �� =� T��- �� ���$�� ��0�' �� �'�� #��>� ��  B�*� * (����

 !��� u*�, =� ���- .(7I� =�� ��$�� =� (��� �,; =� ���, �I �5 (7���

 ��'� .(��	� ��- =�	. ��(� * �	� �E'�� ������$�� , ����8$I m>9 (��	�

 ��	A	���� t�g�» :���/7� BEL�� �� *� *�B)� ���� B�  R�8) * ��5

�� T��- =�	$� ,� ,� �� (� �5 ��� B�*� =7� ,� �� .]7�.«  

3 -3 ��"�� B��$) , ��	� �*�G� m�	5 �(� :L* B�0\ ��	� :

]/� B��$) �(  * ��"��  !�	��' * ��$�� .�	� ��$�� � �$�A (���� ���5

8� * BEL�� ��� ��$5 ���/75 =� (��	� �	E
�B�%*q  �� * !(��� Q*� �� � �I

=��5 �*(� � B^� ��8�  ��(� .(7��$� �F ���/75 =� * !�.��� ����» : }+1 ��

�$� B9���� �� ��I , ����$) ��I (��(� �E' !�	��' ��) �	l K]�7�.«  

�� �����/� , =� �����  :��� ���� �(�-» �� ��� }�1	U^� ...=�^� ���'

�.(7�� ��I	� =� �� T$�l �� =7� �$� * !��� #$  *� ="�� �� =� =�  �

�� B^� ���' =�	��	' ���. =� ��l =$I .!���� *��� ]�"� ]I !�Y..«  

T��  ,	�-14 =%��  :B0. �»�$� =��(�  =�0I .]�8I �$�;�5 ��*�

 �* R�� �� , ]��' =�0I �� .��	E� R+� �� ]��� ���"�	' B�	� T��

=�0I (���� *� (��� B0. ��� ]/�E75 .��	E� (�� �100 ...��� 	��� ���� �5 .« 

=�9��  =C%�g� �� �� !(�- B�� =� ]�I�0� [75�"75 z�E5� =� ��	' =� �I

�� ���� * ��� !��� ���� ���$�� =� (I�  #�;� =� � �	' �.(�, ��I

]/� =� c��^� �- ���5 =�$A , =C��A m�\ ��I�(7� * �I���9� �I  [�

�� �*(G� �B� �$�;�5 Q*� ���.��� =� �� * (7�9��  �	o$I ���I

»�*��«BL�F ��I(���� * !�	$� ,�� �(  �� Q+5 �  ��� � �- k�7%	I * ���9

.(��	� !(��' ��A =�  

  

'(�  

=�9�� �$�;�5 =� +�E� ���$�� =��
5 !(7I� ���� ��	' =� =C%�g� ��I  *

�- ��EL��  =g�) =� �� �I�h5��� ���$�� #�;�  ��I(���� * ��$�� ��I

�� ��$�� .(���  

 B����� ���$�� #��$5 =�9�� , ���$�� ��$�� =� !(77�  =A	5 #��L ��I

�� ���$��� ,�� ��� (��	� !��� ��9 � ,� �� =� ���8� * �	� =C%�g�  .(����

TI*h� =7��, �� �� �9�� B�� �/���� d���� =� �0��^� ��I.(719 �18  ���$��

 =C%�g� �� #� =� +�E�Juniarti  *Evans ��  , ��) ������$�� (7��	'
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ABSTRACT 
 

Background and Objective: Disclosure of disease is one of the most complex challenges for 
individuals who live with thalassemia. This issue is associated with being stigmatized. It is 
usually associated with anxiety, fear, and negative reactions of other people. Exploring the 
experience of concealment resulting from thalassemia-related stigma and designing effective 
interventions is the key to effective treatment and caring of these patients. The present study 
was conducted to explain the experiences of thalassemia patients and their caregivers 
concerning disease concealment due to stigmatization. 
Materials and Method: This qualitative study performed through conventional content analysis 

approach. The 21 participants with major thalassemia and their caregivers were selected 
through purposive sampling. The research was performed in the medical facility of Samen 
Alhojaj, Kerman, Iran, during 2012-2013. Data were gathered through unstructured 
interviews and field notes. Data analysis was done using conventional content analysis 
approach   
Results: The concept of concealment experienced by patients and their caregivers included 

the reasons for concealment (disease as a barrier for goal achievement, patient’s personal 
traits as a barrier for disease disclosure, parents tendency for disease concealment, wrong 
behaviors and beliefs of the society due to stigmatization of the disease), strategies for 
concealment (secret caring and lying), and concealment outcomes (physical exhaustion, 
mental stress, deprivation of support). 
Conclusion: Patients’ experiences related to thalassemia stigmatization indicated that these 

patients not only experience adverse physical and mental outcomes of the disease, but also 
deal with the disease concealment resulting from social stigmatization. The results of the 
current study can be an introduction to planning interventions to resolve social problems of 
these patients and help promote their quality of life.   
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