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III.� Research�on�rare�diseases�

1<3� �&� �"$.�� -�" -�'�(�!'
#�! &�'�(�!'
#�'�(��'
�(�" ��#�� !�"� !%�! &���		� "�.�

$'!	�9�'=(�" ��'&�'�����(�!�%"(#��#��(�!����$��#��!'�+�!((�((��#��'�(�!'
#�%! &(
!/��" ��#��

!'�!��$�'!'��&"(�!(�(+�! &�"	/'�,���#��
��'&" !�"� ��$���		� "�.+� !�"� !%�! &�'�-"� !%�

/'�-'!		�(�$�'�'!'��&"(�!(�(�'�(�!'
#5�

1>3� �&� �"$.� ��&(�! &�/'"�'"�"�(�$�'��!("
+�
%" "
!%+��'! (%!�"� !%�! &�(�
"!%�'�(�!'
#�" ��#��$"�%&�

�$�'!'��&"(�!(�(�! &�	�&�(��$�$�(��'" -��#�	+�! &�/'�	����" ��'&"(
"/%" !'.�
��/�'!�",��

!//'�!
#�(�������
�	/%�	� �!'"%.�!&&'�((�&��#'��-#� !�"� !%�! &���		� "�.�

/'�-'!		�(5�

1?3� ��(��'��#��/!'�"
"/!�"� ��$� !�"� !%�'�(�!'
#�'(�" �'�(�!'
#�/'���
�(�� �'!'��&"(�!(�(�$� &�&�

!��!%%�!//'�/'"!���%�,�%(+�" 
%�&" -��#����		� "�.�%�,�%5�

1�3� � 
%�&��" ��#�"'�/%! (��'�(�'!��-"�(�/'�,"("� (�!"	�&�!��$�(��'" -�'�(�!'
#�" ��#��$"�%&��$�'!'��

&"(�!(�(5�



�

�

��������� � ���	
�� ���

� ���� ������������LIMITE� E��

1��3� �!
"%"�!��+���-��#�'�9"�#��#����		"(("� +��#��&�,�%�/	� ���$�'�(�!'
#�
��/�'!�"� �9"�#�

�#"'&�
�� �'"�(�!
�",��" �'�(�!'
#�� �'!'��&"(�!(�(�! &�	�'��-� �'!%%.�9"�#�'�-!'&�����#��

�:
#! -���$�" $�'	!�"� �! &��#��(#!'" -��$��:/�'�"(�5�
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V.� Gathering�the�expertise�on�rare�diseases�at�European�level��
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VI.� Empowerment�of�patient�organisations�
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VII.� Sustainability�
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