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Every effort has been made to ensure that the information in this publication is presented accu-

rately. The contents are provided for general information and should not be relied upon for any 

VSHFLÀF�SXUSRVH��'HVFULSWLRQV�RI��RU�UHIHUHQFHV�WR��SURGXFWV�RU�SXEOLFDWLRQV�GR�QRW�LPSO\�HQGRUVH-
ment of  that product or publication. Patients should consult their doctors if  they have any medical 

FRQFHUQV��1HLWKHU�WKH�2IÀFHUV�RI �WKH�([HFXWLYH�&RPPLWWHH�QRU�WKH�HGLWRU�FDQ�EH�KHOG�UHVSRQVLEOH�
for errors or for any other consequences arising from the use of  information contained herein. 

$O�ULJKWV�UHVHUYHG��1R�SDUW�RI �WKLV�SXEOLFDWLRQ�PD\�EH�UHSURGXFHG��VWRUHG�LQ�D�UHWULHYDO�V\VWHP��RU�
WUDQVPLWWHG��LQ�DQ\�IRUP�RU�E\�DQ\�PHDQV��ZLWKRXW�WKH�SULRU�SHUPLVVLRQ�RI �WKH�()&&$�6HFUHWDU\�
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EDITOR’S EYE 
Once upon a time

,�ORYH�2O\PSLFV�*DPHV��,�VLPSO\�FDQQRW�KHOS�LW��,·YH�JURZQ�XS�UHDGLQJ�
VWRULHV�RI �WKH�*DPHV��:KLOH�RWKHU�NLGV�ZHUH�VHHNLQJ�IRU�IRRWEDOO�QHZV��,�
ZDV�KXQWLQJ�IRU�2O\PSLF�6WRULHV��6R�LW�FDPH�QDWXUDO��GXULQJ�WKLV�2O\P-

SLF�\HDU��WR�WKLQN�QRW�RQO\�DERXW�D�SURJUDP�ZKLFK�FRXOG�KDYH�FRQQHFWHG�
´6SRUW�	�,%'µ�EXW�WR�JR�EH\RQG�

$QG�ZKDW�LV�EHWWHU�WKDQ�D�UHDO�2O\PSLF�6WDGLXP�DQG�DQ�RIÀFLDO�2O\PSLF�
0XVHXP�"�$OO�WKLV�LQ�D�FLW\�ZKLFK�KDV�FRQQHFWHG�PRVW�RI �LWV�LPDJH�ZLWK�
DQ�2O\PSLF�(GLWLRQ��%DUFHORQD��$QG�ZKLOH�WKH�*DPHV�RI �WKH�;;;WK�
2O\PSLDG�DUH�D�PDWWHUV�RI �ZHHNV��SOHDVH�DOORZ�PH�WR�WHOO�\RX�D�VWRU\�

2QFH�XSRQ�D�WLPH��D�)UHQFK�JHQWOHPDQ��KDG�WKH�LGHD�RI �UHVWDUWLQJ�DQ�
DQFLHQW�*UHHN�WUDGLWLRQ��WKH�*DPHV�RI �2O\PSLD��3LHUUH�'H�&RXEHUWLQ�
LV�QRZ�IDPRXV��KH�LV�FRQVLGHUHG�WKH�IDWKHU�RI �WKH�PRGHUQ�*DPHV��DQG�
RI � WKH�´ÀYH� FLUFOHVµ�ÁDJ��:KDW�PRVW�SHRSOH�GR�QRW�NQRZ� LV� WKDW�'H�
&RXEHUWLQ�ZDV�DQ�HGXFDWRU���7KH�LGHD�RI �WKH�*DPHV�FDPH�WR�KLV�PLQG�LQ�

RUGHU�WR�SURPRWH�DQ�DFWLYH�OLIH�VW\OH�IRU�WKH�\RXQJVWHUV��LQ�RUGHU�WR�WHDFK�WKHP�WKH�LPSRUWDQFH�RI �EHLQJ�DFWLYH�
WKURXJK�WKHLU�HQWLUH�OLIH��7RGD\��RXU�VRFLHW\�LV�SD\LQJ�PRUH�DQG�PRUH�DWWHQWLRQ�WR�WKH�QHFHVVLW\�RI �EHLQJ�´DF-
WLYHµ��QR�PDWWHU�WKH�DJH��<RX�ZRXOG�EH�VXUSULVHG�WR�NQRZ�KRZ�PDQ\�PRGHUQ�SURJUDPV�IRU�WKH�DJHLQJ�SRSX-
ODWLRQ�VWLOO�RZH�WR�'H�&RXEHUWLQ·V�LGHDV��$OVR�()&&$�ZLOO�DQQRXQFH�VRRQ�D�VXSSRUW�SURJUDP�IRU�WKH�DJHLQJ�
SRSXODWLRQ�ZLWK�,%'�WKURXJKRXW�WKH�QH[W�\HDU�

%XW�ZKDW�PDNHV�WKH�*DPHV�´2O\PSLFVµ�LV�QRW�D�PHGDO��RU�D�UHFRUG��,W�LV�WKH�2O\PSLF�´VRXOµ��O·HVSULW�2O\P-

SLTXH��$QG�,�ÀUPO\�EHOLHYH�WKDW�RXU�HYHU\�GD\�MRE��DV�YROXQWHHUV��DV�SDWLHQWV·�UHSUHVHQWDWLYHV��LV�SHUPHDWHG�RI �
WKLV�´HVSULWµ��,Q�D�VRFLHW\�WKDW�LV�HYHU\�GD\�PRUH�FRPSHWLWLYH��DQG�WULHV�WR�VKXW�XV�XS�ZKHQ�ZH�FODLP�RXU�ULJKWV��
ZH�VWDWH�WKDW�ZH�ZDQW�WR�EH�DQ�DFWLYH�SDUW�RI �LW��WR�´SDUWLFLSDWHµ��%HFDXVH�SDUWLFLSDWLRQ�LV�QRW�RQO\�DQ�DWWHPSW�
WR�EH�PDGH��EXW�D�ULJKW�WR�EH�SURWHFWHG��'HPRFUDF\�KDV�QR�VHQVH�ZLWKRXW�SDUWLFLSDWLRQ��RXU�UROH�LV�WR�PDNH�WKLV�
right to participate evident.

,03$&7�KDV� VKRZQ�PDQ\�GLIIHUHQW� WKLQJV��:H�PD\�GLVDJUHH�RQ� WKH�FRQFHSW��RQ� WKH� VWDWLFDO� VHW�XS�RI � WKH�
UHVHDUFK��RU�ZH�PD\�QRW�OLNH�WKH�UHVXOW��%XW�LW�LV�FOHDU�WKDW�SDUW�RI �RXU�SHRSOH�IHHO�WKDW�WKHUH�DUH�VWLOO�WRR�PDQ\�
REVWDFOHV�DURXQG�XV��%XW�,03$&7�KDV�DOVR�VKRZQ�ZKDW�()&&$�KDV�EHFRPH��DQ�RUJDQL]DWLRQ�FDSDEOH�WR�FROOHFW�
������TXHVWLRQQDLUHV�LQ�(XURSH��DQG�VR�IDU�FDSDEOH�WR�KDQGOH�RQH�RI �WKH�ELJJHVW�VXUYH\�HYHU�PDGH�RQ�TXDOLW\�
of  life in a speci�c disease cohort.

7KLV�FDOOV�XV�WR�D�ELJ�UHVSRQVLELOLW\��WR�XVH�WKH�GDWD�LQ�WKH�ULJKW�ZD\��WR�PD[LPL]H�WKLV�PRPHQW�RI �SDUWLFLSDWLRQ��
WR�FKDQJH�WKH�VWDWXV�TXR��,W�LV�QRW�VLPSO\�WR�JLYH�D�´SRVLWLYH�LPDJHµ�RI �,%'��EXW�LW�LV�WR�GHPRQVWUDWH�WR�VRFLHW\�
WKDW�EXUGHQV�FRQQHFWHG�WR�&URKQ·V�DQG�&ROLWLV�DUH�XQIDLU�,�VWURQJO\�EHOLHYH�WKDW�SHRSOH�ZLWK�,%'��ZLWK�WKH�ULJKW�
PHGLFDO�DQG�VRFLDO�VXSSRUW��FDQ�EH�QRW�RQO\�DFWLYH�SDUW�RI �FLWL]HQVKLS��EXW�D�UHDO�ZLQQHU�LQ�WKLV�VRFLHW\�

$QG�́ 6SRUWµ��IRU�WKLV�\HDU��LV�WKH�ZD\�LQ�ZKLFK�ZH�GR�DIÀUP�WKLV��(YHU�KHDUG�RI �.iUROL�7DNiFV"��+H�ZDV�PHPEHU�
RI �WKH�+XQJDULDQ�3LVWRO�VKRRWLQJ�ZRUOG�FKDPSLRQ�WHDP�ZKHQ�LQ������KH�ORVW�KLV�ULJKW�KDQG��KLV�SLVWRO�KDQG��,Q�
�����KH�FDPH�EDFN�WR�WKH�2O\PSLFV�LQ�/RQGRQ�DQG�ZRQ�XVLQJ�KLV�OHIW�KDQG��$QG�ZKDW�DERXW�2VFDU�3LVWRULXV"�
(YHQ�OHJV�DUH�QRW�DQ\�PRUH�QHFHVVDU\�IRU�UXQQLQJ�ZLWK�´QRUPDOµ�DWKOHWHV��EHFDXVH�ZLWK�WKH�ULJKW�DWWLWXGH�DQG�
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VXSSRUW��WKHUH�LV�QR�EDUULHU�WRZDUGV�D�GUHDP�RI �IUHHGRP�DQG�KRSH�

<RX�NQRZ�ZKDW�,�DOZD\V�OLNHG�PRVW�DERXW�2O\PSLF�VWRULHV�"�8QGHUGRJV��3HRSOH�WKDW�
QRERG\�ZRXOG�KDYH�EHW�RQ��ZKR�EHOLHYHG�� WUDLQHG��KRSHG��DJDLQVW�DOO�RGGV��3HRSOH�
ZKR� VXFHHGHG��2O\PSLF� DQQXDULHV� DUH� IXOO�RI � WKHVH� VWRULHV�RI �KRZ�D� VPDOO� ,WDOLDQ�
EDNHU�FRQTXHUHG�WKH�KHDUW�RI �WKH�/RQGRQHUV�GXULQJ�WKH�0DUDWKRQ�LQ�������RU�D�VK\�
)LQQLVK�JX\�KDV�EHFRPH�WKH�JUHDWHVW�UXQQHU� LQ� WKH�ZRUOG��RU�D�VKRHOHVV�(WKLRSLDQ�
ZLQQLQJ�LQ�5RPH�E\�UXQQLQJ�DJDLQVW�WHFKQRORJ\�RQO\�OLVWHQLQJ�WR�KLV�KHDUWEHDW��,�OLNH�
WKHVH�VWRULHV�EHFDXVH�WKH\�UHÁHFW�RQH�RI �WKH�EDVLF�SULQFLSOH�RQ�ZKLFK�()&&$�KDV�
EHHQ�EXLOW�DQG�VKDSHG�LQ�WKH�ODVW�\HDU��WKH�IDFW�WKDW�ZH�UHIXVH�WR�EH�´XQGHUGRJVµ�LQ�
WKLV�VRFLHW\��:H�UHIXVH�WR�EH�XQGHUHVWLPDWHG��:H�UHIXVH�DQ\�NLQG�RI �GLVFULPLQDWLRQ�

<HV��OLIH�WHDFKHV�WKDW�VRPHWLPHV�WKLV�LV�QRW�HQRXJK��7KDW�LV�ZK\��LQ�WKH�GDUNHVW�PR-

PHQW��RXU�SHRSOH�KDYH�WR�NQRZ�WKDW�ZH�DUH�KHUH��7KDW�WKHUH�LV�D�VWURQJ�RUJDQL]DWLRQ��
ZKLFK�LV�JURZLQJ�HYHU\�GD\��DQG�WKDW�LV�UHDG\�WR�´ZDON�ZLWK�WKHPµ��WR�VXSSRUW�WKHP��
not to leave them alone.

6R�IDU��WKH�FKRLFH�RI �DQ�HYHQW�LQVLGH�WKH�2O\PSLF�0XVHXP�VKRXOG�EH�FOHDU��WKDW�LV�
WKH�SODFH�LQ�ZKLFK�WKHVH�YDOXHV�DUH�FHOHEUDWHG��$QG�ZK\�DOVR�WKH�VWDGLXP�WKHQ�"�7KH�
DQVZHU�LV��%DUFHORQD��������'HUHN�$QWKRQ\�5HGPRQG��$�%ULWLVK�����PHWHUV�VSULQWHU��
ZKR�GXULQJ�WKH�2O\PSLF�VHPL�ÀQDO�WRUH�KLV�KDPVWULQJ��'RFWRUV�LPPHGLDWHO\�XQGHU-
VWRRG�WKH�VHYHULW\�RI �WKH� LQMXU\��+H�GLG�DV�ZHOO��%XW�KH�VWRRG�XS��$QG�ZHQW�RQ�WR�
ÀQLVK��

I�GR�QRW�WKLQN�,�QHHG�WR�H[SODLQ�KRZ�QRW�RQO\�LQVSLUDWLRQDO��EXW�DOVR�PHWDSKRULF�WKLV��
LV��,�EHOLHYH�LW�H[SODLQV�HYHU\WKLQJ�DERXW�RXU�ZRUN��:H�DUH�KHUH�IRU�VXSSRUWLQJ�\RX�
LQ�ÀQLVKLQJ�\RXU�UDFH��$QG�ZKHQ�VRFLHW\�VKRXWV�DW�\RX�WKDW�\RX�KDYH�WR�´VWRSµ��ZH��
VKRXW�EDFN�WKDW�QRERG\�KDV�WKH�ULJKW�WR�VWRS�\RXU�GUHDPV�

)RU�GRLQJ�WKLV�ZH�QHHG�WR�EHOLHYH�LQ�RXU�FDSDELOLW\�RI �FKDQJLQJ�WKH�VWDWXV�TXR�DQG�RI �
GHOLYHULQJ�GUHDPV��:H�QHHG�WR�EXLOG�RXU�FDSDFLWLHV�XVLQJ�WKH�81,7('�:(�67$1'�
´FUHGRµ�DV�D�EDVHPHQW��$QG�ZH�QHHG�WR�LQYROYH�

%HFDXVH�RXU�UROH�LV�FKDQJLQJ��,�GR�WKLQN�WKDW�ZH�DUH�QRW�RQO\�D�VXSSRUW��EXW�WRJHWKHU�
ZH�FDQ�ERRVW�RXU�GUHDPV��7KDW�LV�ZK\�LQ�WKH�YLGHR�DQQRXQFHPHQW�IRU�WKH�%DUFHORQD�
HYHQW��ZH�ZDQWHG�DQ�DWKOHWH�WKDW�LV�SDVVLQJ�WKH�UHDO\�EDWRQ��%HFDXVH�LI �HYHU\ERG\�UXQV�
KLV�VSOLW��WKHUH�LV�QR�ZDOO�WKDW�ZH�FDQQRW�EUHDN�

*RLQJ� WKURXJK� WKH� QH[W� SDJHV�� \RX�ZLOO� ÀQG� HQWKXVLDVP�� SDVVVLRQ� DQG� KRSH�� %H-
FDXVH�WKLV�LV�WKH�ZD\�LQ�ZKLFK�ZH�VWDQG�XS��ZH�FOHDQ�DZD\�WKH�
GXVW�DQG�ZH�FKDOOHQJH�,%'��(YHU\GD\��8QWLO�ZH�ÀQG�D�FXUH��
81,7('�:(�67$1'�

0DUFR�*UHFR��()&&$�&KDLUPDQ
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First EFCCA training workshop 
takes place

7KH�ÀUVW�()&&$�WUDLQLQJ�ZRUNVKRS�WRRN�

place in Brussels from 22-23 November 

2011 focusing on team building exercises, 

practical media training and EU affairs. 

$V�SUHYLRXVO\� UHSRUWHG�()&&$� LV� HPEDUNLQJ�RQ�DQ�
H[FLWLQJ��QHZ�LQLWLDWLYH�DLPHG�DW�VXSSRUWLQJ�LWV�QDWLRQ-

al associations by offering a series of  targeted training 

FRXUVHV�LQFOXGLQJ�H[HFXWLYH�FRDFKLQJ��OHDGHUVKLS�VNLOOV�
GHYHORSPHQW� DQG�RWKHU� VSHFLÀF� WUDLQLQJ��7KLV� LQLWLD-
WLYH�IRUPV�SDUW�RI �WKH�VL[�GHYHORSPHQW�SULRULWLHV��HQ-

GRUVHG�E\�()&&$·V�*HQHUDO�$VVHPEO\�LQ�+HOVLQNL�LQ�
�����DQG�UHÁHFWV�()&&$·V�QHZ�DSSURDFK�WR�ERRVW�D�
VWURQJHU�OLQN�ZLWK�QDWLRQDO�DVVRFLDWLRQV�DQG�WR�DFKLHYH�
LWV�JRDOV�LQ�D�PRUH�HIIHFWLYH�ZD\�

'XULQJ� WKH�ÀUVW�ZRUNVKRS�&KLHI �([HFXWLYH�2IÀFHUV�
�&(2V��DQG�UHSUHVHQWDWLYHV�IURP�HLJKW�QDWLRQDO�PHP-

EHU� DVVRFLDWLRQV� �&]HFK� 5HSXEOLF�� )LQODQG�� )UDQFH��
+ROODQG��,WDO\��1RUZD\��3RODQG�DQG�6HUELD��VSHQW�WZR�
GD\V� LQ� D� OHDUQLQJ� HQYLURQPHQW�� JHWWLQJ� WR� NQRZ� WR�

HDFK�RWKHU��HQJDJLQJ�LQ�SUDFWLFDO�H[HUFLVHV�DQG�PHHW-
LQJ�(8�LQVWLWXWLRQ�UHSUHVHQWDWLYHV��

(8� RIÀFLDO� &KULVWRSK�+RIEHFN� IURP� WKH�(XURSHDQ�
&RPPLVVLRQ·V�'LUHFWRUDWH�*HQHUDO�+HDOWK�DQG�&RQ-

VXPHU��'*�6$1&2��JDYH�D�SUHVHQWDWLRQ�RQ�WKH�(X-
URSHDQ�+HDOWK� VWUDWHJ\� DOORZLQJ� SDUWLFLSDQWV� WR� EHW-
WHU�XQGHUVWDQG�KRZ�KHDOWK�SROLF\�DW�(XURSHDQ�OHYHO�LV�
GHDOW�ZLWK�DQG�KRZ�LW�UHODWHV�WR�WKHLU�QDWLRQDO�KHDOWK�
SROLF\�GHYHORSPHQWV��0U�+RIEHFN·V�SUHVHQWDWLRQ�ZDV�
IROORZHG�E\�D�TXHVWLRQ�DQG�DQVZHU�VHVVLRQ�DQG�D�PRUH�
JHQHUDO�GLVFXVVLRQ�RQ�SRVVLEOH�FRPPRQ�SURMHFWV��

7KLV�ZDV�IROORZHG�E\�D�WHDP�EXLOGLQJ�H[HUFLVH�RUJDQ-

L]HG�E\�&LW\�&KDOOHQJH�D�WHDP�GHYHORSPHQW�FRPSDQ\�
ZKLFK� XVHV� FLWLHV� DV� YLUWXDO� FODVVURRPV� WR� GHPRQ-

VWUDWH� OHDGHUVKLS�� WHDPEXLOGLQJ� DQG� FRPPXQLFDWLRQ�
VNLOOV��7KH�H[HUFLVH�ZDV�GHVLJQHG�WR�JHW�SHRSOH�PRY-
LQJ� DQG� WKLQNLQJ�ZLWKLQ� WKH� EXV\�� UHDO�WLPH�� UHDO�OLIH�
HQYLURQPHQW�RI �D�ELJ�FLW\�DQG�ZRUNLQJ�ZLWKLQ�WHDPV�
DJDLQVW�WKH�FORFN�WR�VROYH�D�VHULHV�RI �KLVWRU\�WKHPHG�

Training par-

ticipants from 

left to right:

9HURQLND� +DQ-

zilova, Ste-

IDQ� 'DNRYLF��

Tiphaine Cha-

peau, Salvo Le-

one, Ulla Sun-

YDWR�� 7LQHNH�

0 D U N X V � G H �

Kwaadsteniet, 

Magda Stan-

LHZVND�� $UQH�

Schatten
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FKDOOHQJHV��3DUWLFLSDQWV�ZHUH�DVVLVWHG�E\�-DQH�5HDG�RI �
&LW\�&KDOOHQJH�ZKR� HQVXUHG� WKDW� WUDLQLQJ� REMHFWLYHV�
ZHUH�IXOÀOOHG�DQG�DOVR�SURYLGHG�IHHGEDFN�DQG�VXSSRUW�
WKURXJKRXW�WKH�H[HUFLVH�

7KH�ÀQDO�WUDLQLQJ�PRGXOH�ZDV�FDUULHG�RXW�E\�35�FRP-

SDQ\�+LOO�DQG�.QRZOWRQ�DQG�SURYLGHG�VSHFLÀF�PHGLD�
WUDLQLQJ�RQ�KRZ�WR�FRQGXFW�LQWHUYLHZV�DQG�KRZ�WR�JHW�
RQH·V�PHVVDJH�DFURVV�LQ�DQ�DWWUDFWLYH�DQG�SUHFLVH�ZD\���
3DUWLFLSDQWV� WRRN�SDUW� LQ�D�PRFN�RQH�� WR��RQH� LQWHU-
YLHZ�ZLWK� IRUPHU� MRXUQDOLVW� &DWKHULQH� 6PLWK� �%%&��
ZKLOVW�WKH�UHPDLQLQJ�SDUWLFLSDQWV�REVHUYHG�WKH�LQWHU-
YLHZ� WKURXJK� D� YLGHR� OLQN��(DFK� LQWHUYLHZ�ZDV� DQD-
O\VHG�DQG�SUDFWLFDO�WLSV�ZHUH�JLYHQ�RQ�KRZ�WR�LPSURYH�
WKH�LQWHUYLHZ�WHFKQLTXHV���$�VLPLODU�H[HUFLVH�ZDV�FDU-
ULHG�RXW�FRQFHUQLQJ�LQWHUYLHZV�IRU�DXGLRYLVXDO�PHGLD�

On the last day of  the training participants visited the 

(XURSHDQ�3DUOLDPHQW�ZKHUH�WKH\�KDG�WKH�RSSRUWXQLW\�
to learn in detail about the role of  the European Par-

OLDPHQW�DQG�LWV�GHFLVLRQ�PDNLQJ�SURFHVVHV��

$OO� LQ� DOO� WKH� IHHGEDFN� RI � WKH� SDUWLFLSDQWV�ZDV� YHU\�
SRVLWLYH�ZLWK� VRPH�SUHIHUULQJ� WKH� WHDP�EXLOGLQJ� H[-
HUFLVH� ZKLOVW� RWKHUV� IRXQG� WKH�PHGLD� WUDLQLQJ�PRUH�
XVHIXO� HYHQ� WKRXJK� WKH\� KDG� XQGHUWDNHQ� SUHYLRXV�
trainings. The training also gave participants the op-

SRUWXQLW\�WR�OHDUQ�PRUH�DERXW�()&&$�DQG�WKH�GD\�WR�
GD\�UXQQLQJ�RI �WKH�()&&$�RIÀFH��

,Q� ����� ()&&$� ZLOO� RUJDQL]H� WZR� IXUWKHU� WUDLQLQJ�
ZRUNVKRSV�IRU�LWV�PHPEHUV��WKH�ÀUVW�EHLQJ�VFKHGXOHG�
IRU� -XQH�ZKLFK� LV�PDLQO\� DLPHG� DW� DVVRFLDWLRQV� WKDW�
DUH�PDGH�XS�RI �YROXQWHHUV��7KH�PRGXOHV�ZLOO�LQFOXGH�
SURMHFW�PDQDJHPHQW�DQG�´SHRSOH�UDLVLQJµ�ZKLFK�ZLOO�
ORRN�DW�WKH� LVVXH�RI �KRZ�WR�DYRLG�D�ELJ�WXUQRYHU�RI �
YROXQWHHUV�ZLWKLQ�DVVRFLDWLRQV��7KH�VHFRQG�ZRUNVKRS�
ZLOO�EH�VLPLODU�WR�WKH�RQH�ZH�MXVW�RUJDQL]HG�EXW�ZLOO�EH�

aimed at managers of  associa-

WLRQV�WKDW�ZRUN�RQ�D�YROXQWDU\�
basis. 

)RU� PRUH� LQIRUPDWLRQ� SOHDVH�
FRQWDFW�� OXLVD�DYHGDQR#HIFFD�
org

During the city challenge on Grand Place, Brussels 

Participants preparing the 

team building exercise at the 

()&&$�RIÀFH
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$�VPDOO�()&&$�GHOHJDWLRQ�FRP-

SRVHG� RI � 0DUFR� *UHFR�� ()&&$�
3UHVLGHQW�� /XLVD� $YHGDQR�� &KLHI �
([HFXWLYH� 2IÀFHU�� 'HOLD� *LRU-
JLDQQL��3ROLF\�2IÀFHU�DQG�,VDEHOOD�
+DDI�� &RPPXQLFDWLRQ� 0DQDJHU�
PHW� ZLWK� 0HPEHU� RI � WKH� (XUR-

SHDQ� 3DUOLDPHQW� 6HUJLR� *DHWDQR�
&RIIHUDWL� �*URXS�RI � WKH�3URJUHV-
VLYH� $OOLDQFH� RI � 6RFLDOLVW� 'HPR-

FUDWV�� RQ� ��� 1RYHPEHU� ������
'XULQJ�WKH�PHHWLQJ�0DUFR�*UHFR�
presented the results of  the recent 

,03$&7� VXUYH\� DQG� KLJKOLJKWHG�
the main challenges that needed to 

EH� WDFNOHG� RQ� D� (XURSHDQ� SROLF\�
level. 

7KH�PHHWLQJ�ZDV�VHW�XS�DV�SDUW�RI �
WKH� ,%'� DZDUHQHVV� UDLVLQJ� FDP-

SDLJQ�WKDW�()&&$�KDV�VWDUWHG�WKLV�
\HDU�GXULQJ�,%'�:RUOG�'D\�IRFXV-
LQJ�RQ�(8�LQVWLWXWLRQV�DQG�SROLF\�
PDNHUV��7KH�DLP�LV�WR�SDYH�WKH�ZD\�
IRU� JUHDWHU� FRRSHUDWLRQ� ZLWK� (8�
LQVWLWXWLRQV� DQG� WR�PDNH�()&&$�
more visible on the European are-

na. 

As a direct outcome of  the meet-

LQJ�� 0(3� 6HUJLR� *DHWDQR� &RI-
IHUDWL� ZLOO� VXSSRUW� DQ� DFWLRQ�� RQ�
EHKDOI �RI �()&&$��DLPHG�WR�JDWK-

HU�DWWHQWLRQ�RQ�WKH�GLIÀFXOWLHV�WKDW�
,%'�SDWLHQWV�KDYH�WR�IDFH�DQG�� LQ�
SDUWLFXODU� RQ� WKH� ODFN� RI � KDUPR-

QL]HG� UHFRJQLWLRQ�� DFURVV� WKH� ���
(XURSHDQ�0HPEHU� 6WDWHV�� RI � WKH�
rights and needs of  people living 

ZLWK�,%'�

Members of European Parliament 
to support EFCCA cause

7KLV�VXSSRUW�PLJKW�FRQVLVW�LQ�D�:ULWWHQ�'HFODUDWLRQ�GLUHFWHG�DW�WKH�(X-
URSHDQ�,QVWLWXWLRQV�RU�LQ�DQ�2UDO�3OHQDU\�4XHVWLRQ��

7KH�:ULWWHQ�'HFODUDWLRQ�LV�RQH�RI �WKH�´WRROVµ�WKDW�FDQ�EH�HPSOR\HG�LQ�
RUGHU�WR�FDWFK�WKH�DWWHQWLRQ�RI �0(3V�RQ�D�QHJOHFWHG�PDWWHU��LW�KDV�WR�EH�
SUHVHQWHG�E\�D�PD[LPXP�RI ���0(3V�DQG�DIWHU�LWV�SUHVHQWDWLRQ�WKH�SUR-

moters have no more than 3 months to obtain the signatures of  at least 

KDOI �RI �WKH�PHPEHUV�RI �WKH�3DUOLDPHQW��ZKHQ�WKLV�KDSSHQV�WKH�:ULWWHQ�
'HFODUDWLRQ�LV�SUHVHQWHG�WR�WKH�,QVWLWXWLRQ�PHQWLRQHG�LQ� LW�VXFK�DV�WKH�
&RXQFLO�RI �0LQLVWHUV�DQG�(XURSHDQ�&RPPLVVLRQ��EXW�DOVR�RWKHU�RUJDQL-
]DWLRQ�VXFK�DV�WKH�:+2��

7KH�3OHQDU\�4XHVWLRQ�LV�D�TXHU\�DGGUHVVHG�WR�WKH�(XURSHDQ�&RPPLVVLRQ�
DQG�&RXQFLO�E\�0(3V��,W�PD\�EH�IROORZHG�E\�D�GHEDWH�DQG�LW�FRQVLVWV�LQ�
a direct form of  parliamentary supervision of  the state of  the art of  

EFCCA chairman Marco Greco meets with  Sergio Gaetano Cofferati, 

Member of  the European Parliament
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&RPPLVVLRQ�DQG�&RXQFLO�DFWLRQV�LQ�D�SDUWLFXODU�ÀHOG���
7KH�2UDO�TXHVWLRQV��LQ�SDUWLFXODU��DUH�DEOH�WR�UDLVH�WKH�
DZDUHQHVV�RQ� WKH�()&&$�PLVVLRQ�EHFDXVH� WKH\� DUH�
DVNHG�LQ�SOHQDU\�VLWWLQJ�DQG�LQFOXGHG�LQ�WKH�GD\·V�GH-
bates.

7KH�VXSSRUW�ZH�DUH�UHFHLYLQJ�IURP�WKH�PHPEHUV�RI �
the European Parliament is not only a symbolic action 

EXW�DOVR�D�FOHDU�VWDWHPHQW�LQ�IDYRU�RI �,%'�SHRSOH�DQG�
SDWLHQWV�LQ�JHQHUDO�DQG�LW�PLJKW�EH�WKH�ÀUVW�VWHS�RI �D�
OHJLVODWLYH�SURFHVV�DEOH�WR�ÀOO�WKH�ODFN�RI �KDUPRQL]D-
WLRQ�DQG�WR�HUDGLFDWH�WKH�GLVFULPLQDWLRQV�RQ�,%'�

$QRWKHU�SRVLWLYH� UHVXOW�RI �()&&$·V�FORVHU�FRRSHUD-

WLRQ� ZLWK� WKH� (8� LQVWLWXWLRQV� LV� WKH� VXSSRUW� IURP�
0(3�*OHQLV�:LOOPRWW��8.��WKDW�()&&$�ZLOO�UHFHLYH�
LQ�UHODWLRQ�WR�RXU�DFWLYLWLHV�SODQQHG�DURXQG�,%'�:RUOG�
'D\��0V�:LOOPRWW��ZKR�LV�DOVR�PHPEHU�RI �WKH�(XUR-

SHDQ�3DUOLDPHQW�*URXS�́ (QYLURQPHQW��3XEOLF�+HDOWK�
DQG�)RRG�6DIHW\µ��ZLOO�KRVW�RXU�QH[W�,%'�:RUOG�'D\�
HYHQW�WR�WDNH�SODFH�DW�WKH�(XURSHDQ�3DUOLDPHQW��

7KH�HYHQW�LV�VFKHGXOHG�IRU����0D\������ZKHQ�WKH�(X-
URSHDQ�3DUOLDPHQW�LV�LQ�SOHQDU\�VHVVLRQ�LQ�6WUDVERXUJ�
0RUH�LQIRUPDWLRQ�ZLOO�EH�PDGH�DYDLODEOH�FORVHU�WR�WKH�
date. 

$IWHU�D�YHU\�VXFFHVVIXO�PHHWLQJ�LQ�.UDNRZ��D�QXPEHU�
RI �6N\SH�FDOOV�DQG�HPDLOV��WKH�QHZ�(<*�ERDUG�ÀQDO-
O\�KDG� LWV�ÀUVW�PHHWLQJ� LQ�%UXVVHOV�RQ����1RYHPEHU�
������7KH�JURXS�KDG�D�QXPEHU�RI �SURMHFWV�WR�GLVFXVV�
ZKLFK�ZHUH�UDLVHG�LQ�SUHYLRXV�6N\SH�PHHWLQJV�EXW�EH-
LQJ�IDFH�WR�IDFH�PHDQW�ZH�FRXOG�JHW�PXFK�PRUH�GRQH�
�DQG�LW�ZDV�DOVR�QLFH�WR�VHH�HYHU\RQH���

+LJK� RQ� WKH� DJHQGD�ZDV� WKH�()&&$�<RXWK�*URXS�
0HHWLQJ� �(<0�� LQ�&RSHQKDJHQ� ����� DV�ZHOO� DV� WKH�
PHHWLQJ� LQ�*HUPDQ\�������LW�ZLOO�EH�RXU���WK�ELUWK-

GD\� DIWHU� DOO�����:H� DOVR� VSRNH� DERXW� WKH� QHZ� \RXWK�
PHHWLQJV� VSHFLDOO\� IRU� H[FKDQJLQJ�NQRZOHGJH� DPRQJ�
the youth groups in Europe and the already running 

DFWLYLWLHV�DV�WKH�ZHEVLWH��(<*=LQH�HWF��7KH�JURXS�GLV-
FXVVHG�VRPH�YHU\�LQWHUHVWLQJ�ZD\V�LQ�ZKLFK�WR�LQYROYH�
WKH�GHOHJDWHV�LQ�DVVLVWLQJ�WKH�(<*�QRW�MXVW�GXULQJ�WKH�
annual meeting but also throughout the year. 

$QRWKHU� VXEMHFW�ZDV�RXU� FRRSHUDWLRQ�ZLWK� WKH�&RH-

EFCCA Youth Group (EYG) Board 
Meeting in Brussels

by Arron Gill – EYG Board Member 

EYG Team:

From left to right, top: Victoria Power, Arron Gill, 

'DQLHO�6XQGVWHLQ��0DUHN�/LFKRWD

Bottom: Tiphaine Chapeau, Chayim Bell, Stefanie 

Weber
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OLDF�<RXWK�RI �(XURSH� �&<(�� JURXS�ZKR�YLVLWHG�XV�
LQ�1RUZD\��(<*�%RDUG�PHPEHU��7LSKDLQH�&KDSHDX��
YLVLWHG�WKH�&<(�LQ�0DOWD�LQ�RUGHU�WR�IXUWKHU�GLVFXVV�
IXWXUH�FROODERUDWLRQ�EHWZHHQ� WKH� WZR�RUJDQL]DWLRQV��
&RQFHUQLQJ�WKH�(<*�ZHEVLWH��ERDUG�PHPEHU�0DUHN�
Lichota proposed his ideas and the group came up 

ZLWK� VRPH�YHU\� LQWHUHVWLQJ�ZD\V�RI �FRPPXQLFDWLRQ�
HYHQWV�EHWZHHQ�\RXWK�JURXSV�LQ�(XURSH��

The agenda contained too much to list in such a short 

EYG Announcement:
Registration open for next annual 
meeting for young people with IBD

7KH�'DQLVK�&URKQ·V�DQG�&ROLWLV�$VVRFLDWLRQ��&&)���LQ�
FROODERUDWLRQ�ZLWK�WKH�()&&$�<RXWK�*URXS��(<*��
DQG�()&&$�DUH�SOHDVHG�WR�DQQRXQFH�WKDW�WKH�DQQXDO�
PHHWLQJ� IRU� \RXQJ� SHRSOH� ZLWK� XOFHUDWLYH� FROLWLV� RU�
&URKQ·V�GLVHDVH�LQ�(XURSH�ZLOO�WDNH�SODFH�LQ�&RSHQKD-
JHQ��'HQPDUN�IURP����WR����-XO\������

$V�DOZD\V��WKH�PHHWLQJ�LV�GHVLJQHG�WR�EH�HGXFDWLRQDO��
LQWHUDFWLYH�DQG�DOVR�IXQ��<RX�FDQ�H[SHFW�

�� ,QWHUDFWLYH�ZRUNVKRSV�
�� Learning sessions about the different asso-

ciations in Europe 

�� $�VSRUWLQJ�HYHQW��
�� $�JDOD�GLQQHU��RQ�RXU�ODVW�QLJKW�
�� 9LVLWV� WR� WKH� ORFDO� DUHD�� DIWHU� WKH�PHHWLQJV���

of  the day 

�� 1HZV� DERXW� (<*� SURMHFWV�� DQG� LGHDV� RI �
KRZ�\RX�FDQ�FRQWULEXWH�

:H�DLP�WR�KDYH�IXQ�ZKLOVW�OHDUQLQJ��ZRUNLQJ�WRJHWK-

er and sharing ideas as a friendly and understanding 

community.  

DUWLFOH��KRZHYHU�RYHUDOO�WKH�PHHWLQJ�ZDV�YHU\�VXFFHVV-
IXO�DQG�JDYH�WKH�JURXS�WKH�RSSRUWXQLW\�WR�ZRUN�DQG�
GLVFXVV�ZD\V�RQ�WDNLQJ�WKH�(<*�IRUZDUG��$�QXPEHU�
of  very interesting ideas and discussions arose and 

,·P�UHDOO\�ORRNLQJ�IRUZDUG�WR�VHHLQJ�HYHU\RQH�DJDLQ�
soon.

)RU� PRUH� LQIRUPDWLRQ� DERXW� WKH� ()&&$� <RXWK�
*URXS�SOHDVH�FRQWDFW��H\J#HIFFD�RUJ

7KH�RIÀFLDO�ODQJXDJH�IRU�WKH�HYHQW�ZLOO�EH�(QJOLVK��

,I �\RX�DUH�LQWHUHVWHG�WR�MRLQ��SOHDVH�FRQWDFW�\RXU�QD-
tional association to get more information or sent us 

an email at eyg@efcca.org. 

$W�WKH�HQG�RI �)HEUXDU\�ZH�ZLOO�VHQG�PRUH�LQIRUPD-
WLRQ�RQ�KRZ�WR�DSSO\�WR�WKH�DVVRFLDWLRQV�

New projects

7KH�(<*�WHDP�LV�ZRUNLQJ�KDUG�WR�GHYHORS�QHZ�SUR-

MHFWV��ZH�DUH�ZRUNLQJ�RQ�D�QHZ�ZHEVLWH��WKH�QH[W�LVVXH�
RI �RXU� ¶=LQH� �QHZVOHWWHU��� WUDQVODWLQJ� WKH� ,%'�JDPH�
ZKLFK�ZH�KDYH� GHYHORSHG�� XSGDWLQJ� LQIRUPDWLRQ� RQ�
KRZ�WR�WUDYHOOLQJ�ZLWK�,%'�HWF����7KLV�LV�VRPHWKLQJ�ZH�
FDQQRW�GR�DORQH��WKHUHIRUH�ZH�DVN�DQ\RQH�ZKR�LV�LQ-

WHUHVWHG�WR�FRQWDFW�XV�WR�OHDUQ�ZKDW�\RX�FDQ�GR�WR�KHOS�
XV��&RQWDFW�XV�E\�HPDLOLQJ�WR�H\J#HIFFD�RUJ�
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$V� UHSRUWHG� SUHYLRXVO\� ()&&$� XQGHUWRRN� D� SDQ�
(XURSHDQ�,03$&7�SDWLHQW�VXUYH\�DVVHVVLQJ�WKH�SHU-
VSHFWLYHV�RI �,%'�SDWLHQWV�DERXW�WKHLU�GLVHDVH�DQG�LWV�
LPSDFW�RQ�WKHLU�OLYHV��UHODWLRQVKLSV�DQG�FDUHHUV��2YHU�
����� ,%'� SDWLHQWV� SDUWLFLSDWHG� LQ� WKH�
VXUYH\�DQVZHULQJ����TXHVWLRQV�DURXQG�
$�� ,%'�H[SHULHQFH�%��+HDOWK� FDUH�&��
3HUVRQDO�LPSDFW�RI �,%'�'��,PSDFW�RQ�
ZRUN�DQG�(��2YHUDOO�/LIH�,03$&7�DQG�
WKH�UROH�RI �SDWLHQW�RUJDQL]DWLRQV�

'XULQJ�D�KLJK�SURÀOH�SUHVV�FRQIHUHQFH�
WKDW�ZLOO�WDNH�SODFH�LQ�%DUFHORQD�RQ�WKH�
���)HEUXDU\�WKH�UHVXOWV�RI �WKH�,03$&7�
VXUYH\�ZLOO�EH�PDGH�SXEOLF�WR�LQWHUQD-
tional media and other interested par-

ties. The press conference is co-organ-

LVHG�E\�()&&$�DQG�(&&2�XQGHU�WKH�
KHDGLQJ�´-RLQ�WKH�ÀJKW�DJDLQVW�,%'µ��

´7KH�PDLQ�ÀQGLQJV�RI �WKH�VXUYH\�VKRZ�
WKDW� WKH� LPSDFW� RI � ,%'� RQ� SDWLHQWV·�
life is still at an unacceptable level and 

that efforts needed to be made to ad-

GUHVV�WKHVH�LVVXHV�DW�D�SROLF\�OHYHOµ�VD\V�
0DUFR�*UHFR��()&&$�3UHVLGHQW�ZKR�
ZLOO� SUHVHQW� WKHVH� UHVXOWV� DW� WKH� SUHVV�
conference.  

)RU� H[DPSOH�� HYHQ� WKRXJK� DFFHVV� WR�
specialist care is usually good and most 

,%'�SDWLHQWV� UHFHLYH� D� WLPHO\�ÀQDO�GL-
DJQRVLV�WKHUH�DUH�VWLOO�DURXQG������RI �
SDWLHQWV� ZKR� ZDLW� IRU� WKHLU� GLDJQRVLV�
IRU�D�ORQJ�WLPH��RYHU���\HDUV���7KLV�FDQ�
EH� D� SHULRG�RI � XQFHUWDLQW\�� VLJQLÀFDQW�
OLIH�LPSDFW��PRUELGLW\��DQG�GLVWUHVV�DQG�
FRXOG�FUHDWH�D�FOLQLFDO�ULVN�DV������PD\�

-RLQ�WKH�ÀJKW�DJDLQVW�,%'�

IMPACT results to be launched at Barcelona press conference

QHHG�HPHUJHQF\�FDUH�%()25(�WKH�GLDJQRVLV���

()&&$�UHFRPPHQGV�WR�LQYHVWLJDWH�DQG�ÀQG�PHWK-

RGV�WR�SUHYHQW�SUHVHQWDWLRQ�WR�HPHUJHQF\�FDUH��H[-
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-RLQ�WKH�ÀJKW�DJDLQVW�,%'�

ACT results to be launched at Barcelona press conference

SHULHQFHG�E\�D�PDMRULW\��EHIRUH�GLDJQRVLV�DQG�WR�ZRUN�
ZLWK� HPHUJHQF\� FDUH� FROOHDJXHV� WR� UDLVH� DZDUHQHVV�
WKDW�WKH�PDMRULW\�RI �SHRSOH�ZLWK�,%'�DUH�WUHDWHG�LQ�
WKLV�GHSDUWPHQW��7KHUH�VKRXOG�DOVR�EH�D�UHYLHZ�RI �GL-

DJQRVWLF�SURWRFROV�IRU�WKRVH�ZKR�ZDLW�RYHU�D�\HDU�IRU�
GLDJQRVLV�� WR� UHGXFH� WKLV� GLYHUJHQFH� ZLWK� RWKHUZLVH�
JRRG�VWDQGDUGV��)LQDOO\�()&&$�XUJHV�SROLF\�PDNHUV�
WR�PDLQWDLQ�JRRG�DFFHVV�WR�,%'�VSHFLDOLVWV��HVSHFLDOO\�

LQ�WKH�IDFH�RI �ÀQDQFLDO�FXWV�WR�KHDOWK�
services. 

$V� FRQFHUQV� SDWLHQWV·� VDWLVIDFWLRQ�
ZLWK� WUHDWPHQW� ��� �� RI � SDWLHQWV�
DUH� VDWLVÀHG� ZLWK� WKHLU� WUHDWPHQW�
SODQ��+RZHYHU��KRVSLWDO� DGPLVVLRQ�
LQ�,%'�SDWLHQWV�LV�H[WUHPHO\�KLJK�DW�
������UHSUHVHQWLQJ�VLJQLÀFDQW�PRU-
ELGLW\�� DQG� GHPDQG� RQ� KHDOWK� VHU-
vices. Access to biological therapy 

LV� EHFRPLQJ� PRUH� HVWDEOLVKHG�� DO-
WKRXJK�D�PLQRULW\�RI �SDWLHQWV�WDNHV�
WKLV�WUHDWPHQW��:RUU\LQJO\��WKH�PD-
MRULW\� RI � SDWLHQWV� KDYH� XVHG� FRUWL-
FRVWHURLGV��D�KLJK�SURSRUWLRQ�H[SH-
ULHQFHG�VLGH�HIIHFWV��DQG�DOPRVW�DOO�
ZHUH� FRQFHUQHG� DERXW� ORQJ�WHUP�
effects. 

“The high hospital admission rep-

UHVHQWV� D� SRRU� SDWLHQW� H[SHULHQFH��
an urgent opportunity for improve-

PHQW�� DQG� VLJQLÀFDQW� PRUELGLW\��
Reducing this burden may some-

ZKDW� FRXQWHUEDODQFH� WKH� FRVW� RI �
QHZ�,%'�WUHDWPHQWVµ�VWDWHV�0DUFR�
*UHFR�� �()&&$�UHFRPPHQGV�WKDW�
the use of  corticosteroids is in line 

ZLWK�(&&2�JXLGHOLQHV��DQG�WKDW�WKH�
full range of  treatment options are 

FRQVLGHUHG��DFFRUGLQJ�WR�FRPSDUD-
WLYH�ULVN�EHQHÀW�SURÀOHV��
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2Q�WKH�VXEMHFW�RI �DFFHVV�WR�FDUH�D�TXDUWHU�RI �SHRSOH�ZLWK�,%'�IHHO�WKH\�
do not have adequate access to them even though specialist healthcare 

SURIHVVLRQDOV�DUH�SUHVHQW��$FFHVV�WR�FDUH�QHHGV�WR�EH�LPSURYHG��DV�GRHV�
the quality of  communication in consultations (some patients feel they 

GR�QRW�JHW�WR�DVN�WKH�TXHVWLRQV�WKH\�ZDQW�WR����

,Q�WKHLU�GDLO\�OLIH�KDOI �RI �SHRSOH�ZLWK�,%'�DUH�ÀJKWLQJ�DFWLYH�GLVHDVH�WR-

GD\��0RVW�,%'�SDWLHQWV�������H[SHULHQFH�VLJQLÀFDQW�V\PSWRPV��UHJDUG-
OHVV�RI �ZKHWKHU�WKH\�DUH�LQ�UHPLVVLRQ�RU�QRW��)DWLJXH��DV�DQ�H[DPSOH��LV�
RIWHQ�H[SHULHQFHG�DOVR�ZKHQ�LQ�UHPLVVLRQ���
 

,Q�WKH�DUHD�RI �ZRUN�DQG�HGXFDWLRQ�����RI �,%'�SDWLHQWV�KDYH�WDNHQ�WLPH�
RII �ZRUN� LQ� WKH� ODVW� \HDU�GXH� WR� ,%'�²�PRVW� VWDUWOLQJ��RYHU� D�TXDUWHU�

of  respondents had been absent 

IURP�ZRUN�IRU�RYHU����GD\V�LQ�WKH�
ODVW�\HDU��'LVHDVH�VHYHULW\�DQG�DELO-
LW\�WR�ZRUN�VHHP�WR�FRUUHODWH��7KH�
PDMRULW\� IHHOV� VWUHVVHG� RU� SUHV-
VXUHG� DERXW� WDNLQJ� WLPH� RII�� ���
��RI �,%'�SDWLHQWV�KDYH�UHFHLYHG�
complaints or unfair comments at 

ZRUN��RU� VXIIHUHG�GLVFULPLQDWLRQ��
0RVW�SDWLHQWV�DUH�IXOO\�HPSOR\HG��
but some are under- or unem-

SOR\HG�EHFDXVH�RI �,%'���
 

With regard to the issue of  rela-

WLRQVKLSV�,%'�KDV�VLJQLÀFDQW�QHJ-
DWLYH�VRFLDO�HIIHFWV��DQG�LQ�SDUWLFX-
ODU� LV� UHVSRQVLEOH� IRU� SUHYHQWLQJ��
or causing the end of  intimate 

UHODWLRQVKLSV� IRU� DQ� DODUPLQJ� ���
��RI �SHRSOH�� �+RZHYHU��PHHWLQJ�
RWKHUV�ZLWK�D�VLPLODU�FRQGLWLRQ��RU�
EHFRPLQJ�SDUW�LQ�SDWLHQWV·�RUJDQL-
]DWLRQV� FUHDWHV� RSWLPLVP�� ��� ��
of  respondents felt that member-

VKLS� RI � D� SDWLHQWV·� RUJDQL]DWLRQ�
KDV�D�EHQHÀFLDO� LPSDFW�RQ� OLIH�DV�
D�ZKROH����

´(YHQ�ZLWK�WKH�DYDLODELOLW\�RI �LP-

munosuppressive and biological 

therapies for more than a decade 

DQG� DGHTXDWH� DFFHVV� WR� FDUH�� WKH�
LPSDFW�RI � ,%'�RQ�SDWLHQWV·� OLYHV�
is immense. This European sur-

YH\�RIIHUV�QHZ�DQJOHV�RQ�KRZ�WR�
further reduce the burden of  dis-

HDVH�� DQG� LPSRUWDQW� UHFRPPHQ-

dations for treatment and care. “ 

concludes Marco Greco. 

$� VXPPDU\� YHUVLRQ� RI � WKH� ,0-

3$&7� UHVXOW� ZLOO� EH� PDGH� DYDLO-
DEOH� WR� MRXUQDOLVWV� DQG� FDQ� EH�
FRQVXOWHG�RQ�WKH�()&&$�ZHEVLWH��

IMPACT survey responses: Gender 

IMPACT survey responses: Type of  IBD
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Spain is the second biggest country in the EU. 

+RZ�LV�\RXU�DVVRFLDWLRQ�RUJDQL]HG�WR�HQVXUH�WKDW�

everyone’s voice is properly heard?

,Q�6SDLQ�ZH�KDYH�RYHU����ORFDO�,%'�SDWLHQW�DVVRFLD-
tions that represent the interests of  their members. 

(DFK� JURXS� DFWV� LQGHSHQGHQWO\�� KDV� LWV� RZQ� ÀQDQ-

FLDO� LQFRPH� DQG� RUJDQL]HV� LWV� RZQ� DFWLYLWLHV�� PHHW-
LQJV�DQG�LQIRUPDWLRQ�VHUYLFHV���+RZHYHU�DW�WKH�VDPH�
WLPH�WKHVH����JURXSV�DUH�XQLWHG�WKURXJK�RXU�FRQIHG-

HUDWLRQ��$&&8�(VSDxD��DW�QDWLRQDO�OHYHO��7KH�LGHD�WR�
XQLWH�SDWLHQWV�LQWR�RQH�YRLFH�ZDV�ERUQ�E\�WKH�0DODJD�
,%'�JURXS�RYHU����\HDUV�DJR�

Our aim is to provide moral and physical help to per-

VRQV�ZKR�DUH�DIIHFWHG�E\�&URKQ·V�GLVHDVH�RU�8OFHUDWLYH�
&ROLWLV�DQG�WR�HQVXUH�WKDW�DOO����JURXSV�DUH�ZRUNLQJ�
WRZDUGV�WKH�VDPH�GLUHFWLRQ�DQG�JRDOV���$W�$&&8�(V-
SDxD�ZH�DOVR�FRRUGLQDWH�RIÀFLDO�SUHVHQWDWLRQ�YLV�j�YLV�
LQVWLWXWLRQV�DQG�RWKHU�QHWZRUNV�ZRUNLQJ� WR� LPSURYH�
OLIH�RI �SDWLHQWV��0RUHRYHU�ZH�FDUU\�RXW�DFWLYLWLHV�WKDW�
have more of  a national character rather than a local 

RQH�EXW�ZH�GR�WKLV�LQ�FORVH�FRRSHUDWLRQ�ZLWK�RXU�ORFDO�
JURXSV�DQG�RQFH�D�\HDU�ZH�PHHW�ZLWK�DOO�JURXS�UHSUH-
sentatives at the General Assembly. 

:H�DOVR�SXEOLVK�LQIRUPDWLRQ�OHDÁHWV�IRU�,%'�SDWLHQWV�
DQG�D�PDJD]LQH�FDOOHG�´&UyQLFDµ�ZKHUH�\RX�FDQ�ÀQG�
information on the latest medical advances in the 

ÀHOG�RI � ,%'�DV�ZHOO� DV� LQIRUPDWLRQ�DERXW� DFWLYLWLHV�
RI �RXU����JURXSV��

What’s your involvement at the European level?

,� SHUVRQDOO\� WKLQN� LW·V� YHU\� LPSRUWDQW� WR� SDUWLFLSDWH�
DQG�ZRUN�DW�D�(XURSHDQ�OHYHO��6LPLODU�WR�ZKDW�ZH�DUH�
GRLQJ�ZLWKLQ�RXU�FRQIHGHUDWLRQ��WKHUH� LV�DOVR�D�QHHG�
to get together at a European level in order to have 

Uniting our efforts

Interview with Ildefonso Pérez Míguez, President of the Spanish 
Association of Crohn’s and Ulcerative Colitis (ACCU)

D�VWURQJHU�YRLFH�DQG�PDNH�D�EHWWHU�FDVH�IRU�FRPPRQ�
LQWHUVWV�ZH�KDYH��2XU�,%'�JURXS�LQ�0DODJD�KDV�EHHQ�
RQH�RI �WKH�IRXQGLQJ�PHPEHUV�RI �()&&$�DQG�ZH�DUH�
UHJXODUO\� SDUWLFLSDWLQJ� LQ� WKH� ()&&$� DQQXDO�PHHW-
ings and other activities. 

+RZHYHU�PDQ\� RI � RXU� LQGLYLGXDO�PHPEHUV� DUH� QRW�
DEOH�WR�GLUHFWO\�JHW�LQYROYHG�ZLWK�(XURSHDQ�ZRUN�GXH�
WR�FRPPXQLFDWLRQ�SUREOHPV��8QIRUWXQDWHO\�LQ�6SDLQ�
- for historic reasons - language education has not 

been very strong and many of  our members - par-

WLFXODUO\�IURP�WKH�ROGHU�JHQHUDWLRQ���KDYH�GLIÀFXOWLHV�
LQ�XQGHUVWDQGLQJ�DQG�VSHDNLQJ�(QJOLVK��,�KRSH�WKDW�LQ�
WKH�IXWXUH�WKLV�ZLOO�FKDQJH�DQG�DOORZ�PRUH�PHPEHUV�
WR� EHQHÀW� EHWWHU� IURP�ZRUNLQJ�ZLWK� RXU�(XURSHDQ�
friends. 
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$UH�\RX�VDWLVÀHG�ZLWK�WKH�DFFHVV�WR�KHDOWK�FDUH�RI �

IBD patients in Spain?

:H�KDYH�EHHQ�ÀJKWLQJ�IRU�PDQ\�\HDUV�WR�HQVXUH�WKDW�
SDWLHQWV�VKRZLQJ�,%'�V\PSWRPV�DUH�TXLFNO\�UHIHUUHG�
to specialists in order to 

JXDUDQWHH� SHUVRQDOL]HG�
DQG� HIÀFLHQW� WUHDWPHQW��
We have come a long 

ZD\� DQG� RYHU� WKH� \HDUV�
more and more special 

units have been set up in 

many of  our hospitals. 

$V� D� UHVXOW� ZH� FDQ� VD\�
WKDW�GLDJQRVLV�RI �,%'�LV�
IDLUO\�TXLFN�LQ�RXU�FRXQ-

try. 

%XW�RI �FRXUVH�ZH�FDQQRW�
VWRS� KHUH� DQG� ZHUH� DUH�
FRQWLQXLQJ� RXU� ÀJKW� WR�
improve diagnosis and 

DQ� LQFUHDVH� LQ� ,%'�VSH-
FLDOL]HG�VWDII��:H�ZDQW�WR�
DYRLG� VLWXDWLRQV� ZKHUH�
,%'�SDWLHQWV�KDYH�WR�JR�WKURXJK�WKH�HPHUJHQF\�GH-
SDUWPHQW�ÀUVW�DQG�ZH�DUH�FDPSDLJQLQJ�IRU�SDWLHQWV�WR�
KDYH�D�GLUHFW�OLQH�RI �FRPPXQLFDWLRQ�ZLWK�WKHLU�PHGL-

FDO�VSHFLDOLVWV�E\�WHOHSKRQH��HPDLO�RU�RWKHU�PHDQV���

What is ACCU planning in the year ahead?

,� ZRXOG� VD\� RQH� RI �
the main events that 

DUH� JRLQJ� WR� WDNH� SODFH�
WKLV� \HDU� LV� WKH� (&&2�
&RQJUHVV� RQ� WKH� ������
)HEUXDU\� LQ� %DUFHORQD��
)LUVW�RI �DOO� LW�ZLOO�EH�DQ�
important occasion for 

XV�WR�ÀQG�RXW�DERXW�WKH�
ODWHVW�VFLHQWLÀF�DGYDQFH-
ments and education in 

,%'�� 0RUH� LPSRUWDQW�
WKRXJK� LW� ZLOO� JLYH� XV�
the opportunity to meet 

ZLWK� UHSUHVHQWDWLYHV�
of  the medical profes-

VLRQ� DQG� WKXV� DOORZ� XV�
WR�NHHS�XS�WKH�GLDORJXH�
EHWZHHQ� RXU� VHOI�KHOS�
groups and health care 

professionals. 

$&&8� (VSDxD� ZLOO� EH� UHSUHVHQWHG� E\� P\VHOI � DQG�

“We have come a long way 

and over the years more 

and more special units have 

been set up in many of  our 

hospitals(...)But we cannot 

stop here and were are con-

WLQXLQJ�RXU�ÀJKW�WR�LPSURYH�

diagnosis and an increase in 

IBD specialized staff  .”

Delegates at 

ACCU Con-

vention
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VHYHUDO�([HFXWLYH�%RDUG�PHPEHUV��
7KH� SUHVV� FRQIHUHQFH� RUJDQL]HG�
E\�()&&$�DQG�(&&2�ZKLFK�ZLOO�
WDNH�SODFH�SULRU�WR�WKH�(&&2�&RQ-

JUHVV�ZLOO�DOVR�EH�D�JUHDW�HYHQW�IRU�
XV�WR�VKDUH�RXU�NH\�PHVVDJHV�ZLWK�
not only the local media but also 

ZLWK� DQ� LQWHUQDWLRQDO�PHGLD�� 7KLV�
\HDU�ZH�ZLOO�DOVR�FDUU\�RQ�ZLWK�RXU�
XVXDO�DFWLYLWLHV�DQG�ZLOO�EH�RUJDQL]-
LQJ�VHYHUDO�HYHQWV�DURXQG�WKH���WK�
DQQLYHUVDU\�RI �$&&8�(VSDxD��)RU�
PRUH�GHWDLOV�SOHDVH�YLVLW�RXU�ZHE-

VLWH� DW�� KWWS���ZZZ�DFFXHVS�FRP�
HV�

What are the challenges you are 

facing right now at ACCU Es-

paña?

5HÁHFWLQJ� WKH� FKDOOHQJHV� EHLQJ�
IDFHG� E\� WKH�ZKROH� RI � RXU� FRXQ-

try the economic crisis is also hav-

ing a serious negative effect on the 

DFWLYLWLHV� RI �$&&8��0DQ\�RI � RXU�
groups that have previously re-

FHLYHG�VRPH�NLQG�RI �ÀQDQFLDO�VXS-

port through local governments 

DUH�QRZ�IDFLQJ�ÀQDQFLDO�SUREOHPV�
as these funds are being systemati-

cally cut. 

$QRWKHU�SUREOHP�WKDW�ZH�KDYH�WR�
GHDO�ZLWK�LV�WKH�ODFN�RI �LQYROYHPHQW�
RI �,%'�SDWLHQWV�ZLWK�RXU�DVVRFLD-
tion or groups. We have plenty of  

SHRSOH� YLVLWLQJ� RXU� ZHEVLWH� D� IHZ�
times and requesting and receiving 

LQIRUPDWLRQ�RQ�,%'�EXW�WKHQ�WKH\�
VWRS�JHWWLQJ�LQYROYHG�ZLWK�XV��7KH�
challenge that lies ahead of  us is to 

convince those people to continue 

supporting our groups and thus to 

increase our membership base and 

to become an even stronger voice 

VSHDNLQJ�RXW�IRU�RXU�ULJKWV�DQG�LQ-

terests. 

$IWHU�FORVLQJ�D�FKDOOHQJLQJ������ZLWK�VRPH�LQFUHDVH�RI �PHPEHUVKLS�DQG�
D�JRRG�QXPEHU�RI �SRVLWLYH�DFWLRQV��$)$�LV�QRZ�VWDUWLQJ������ZLWK�PDQ\�
QHZV�DQG�,·P�SOHDVHG�WR�JLYH�\RX�D�VKRUW�SLFWXUH�RI �WKH�FRPLQJ�PRQWKV�

$)$·V�VWURQJ�VXSSRUW�WR�UHVHDUFK�RQ�,%'�LV�VWLOO�DW�WKH�WRS�RI �LWV�DJHQGD�
and a second communication campaign addressed to the general public 

has been launched.

$�QHZ�LGHD�IRU�,%'�1DWLRQDO�'D\�LV�DOVR�LQ�WKH�SLSHOLQH��LW�LV�PRUH�IR-

FXVHG�RQ�WDUJHWLQJ�UHJLRQDO�HYHQWV�GHYHORSHG�DURXQG�WKH� WKHPH�´/HW·V�
VKRZ�ZKDW� LV� LQ� RXU� EHOO\µ� DQG� VXSSRUWHG� E\�7lLJ�.KULV�� WKUHH� WLPHV�
ZRUOG�FKDPSLRQ�RI �DFUREDWLF�UROOHU�VNDWLQJ��

7KLV�\HDU�D�QHZ�́ 0DLVRQ�GHV�0,&,���µ�ZLOO�EH�RSHQHG�LQ�3DULV�LQ�D�GLIIHU-
HQW��OHVV�H[SHQVLYH�QHLJKERXUKRRG��ZLWK�D�PRUH�HIIHFWLYH�RIÀFH�PDQDJH-
PHQW�LQ�RUGHU�WR�VDYH�PRQH\�EXW�NHHSLQJ�WKH�VDPH�OHYHO�RI �VHUYLFHV�DQG�
DFWLYLWLHV�IRU�PHPEHUV��+RZHYHU�WKH�QHZ�SUHPLVHV�GR�QRW�DOORZ�ELJJHU�
PHHWLQJV�VXFK�DV�WKH�DQQXDO�\RXWK�JURXS�PHHWLQJ��ZKLFK�ZLOO�QRZ�WDNH�
SODFH�HOVHZKHUH�

,Q������$)$�ZLOO�DOVR�EH�ODXQFKLQJ�D�VPDUW�SKRQH�DSSOLFDWLRQ�DQG�WKH�
FUHDWLRQ�RI �D�ZHE�SRUWDO��LQIRPLFL�IU���ZKLFK�ZLOO�SURYLGH�LQIRUPDWLRQ�WR�
,%'�SDWLHQWV��IDPLO\�PHPEHUV�DV�ZHOO�DV�KHDOWK�FDUH�SURIHVVLRQDO��7KLV�
ZLOO�DOORZ�XV�WR�GHHSHQ�RXU�FROODERUDWLRQ�DQG�SUHVHQFH�ZLWK�GRFWRUV�DQG�
RWKHU�KHDOWK�FDUH�ZRUNHUV��

)RU� WKH� WKLUG� \HDU��ZH�ZLOO�PDLQWDLQ� DQ� DZDUHQHVV� FDPSDLJQ�� WKLV� WLPH�
ZLWK�WKH�LQVWLWXWLRQDO�VXSSRUW�RI �D�/DERUDWRLUH�DQG�QRW�ÀQDQFHG�E\�SUL-
YDWH�GRQDWLRQV��DV�SUHYLRXVO\�ZDV�WKH�FDVH�

/DVW�EXW�QRW�OHDVW��WKLV�\HDU�ZH�ZLOO�EH�FHOHEUDWLQJ����\HDUV�RI �ÀJKWLQJ�
DJDLQVW�,%'��RQ�0DUFK���WK��RQ�WKH�HYH�RI �RXU�*HQHUDO�$VVHPEO\��WKH�
$́)$�IDPLO\µ�ZLOO�FHOHEUDWH�WRJHWKHU�ZLWK� LWV�IRXQGHUV�-HDQLQH�$XSHWLW�
DQG�3U�/H�4XLQWUHF�WKH�JUHDW�VWHSV�WKDW�ZH�KDYH�DFKLHYHG�EXW�PRVW�LP-

SRUWDQW�ZH�ZLOO�EH�SODQQLQJ�IRU�WKH�IXWXUH�DV�WKH�ÀJKW�DJDLQVW�,%'�JRHV�
RQ�

&KDQWDO�'XIUHVQH
$)$�3UHVLGHQW

France

2012: A new start for the 30 year old French 
association 
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Patients’ Therapeutic Education: 
A Comprehensive and Integrated 
Caring Process for People with IBD

$�QHZ�DQG� LQQRYDWLYH�VHUYLFH� LV�EHLQJ�RIIHUHG�E\�$)$�DQG�SDWLHQW�H[-
SHUWV��SDWLHQWV·�WKHUDSHXWLF�HGXFDWLRQ��37(���37(�LV�SDUW�RI �WKH�SDWLHQW·V�
FDUH�SDWKZD\�DQG�DLPV�DW�KHOSLQJ�SHRSOH�DIIHFWHG�E\�D�FKURQLF�GLVHDVH�WR�
understand their illness and treatment and to manage better their daily 

OLIH��37(�DLPV�DW�UH�PRWLYDWLQJ�WKH�SDWLHQWV��UH�PRELOLVLQJ�WKHP�DQG�DO-
ORZLQJ�WKHLU�DXWRQRP\�E\�JLYLQJ�WKHP�WLSV�RQ�KRZ�WR�EH� LQ�FKDUJH�RI �
their condition. 

37(�LV�OHG�E\�D�PXOWLGLVFLSOLQDU\�WHDP�WKDW�ZDV�HVSHFLDOO\�HGXFDWHG�IRU�
37(��PHGLFDO�VWDII��QXUVHV��GLHWLFLDQV��SV\FKRORJLVWV��SDWLHQWV�H[SHUWV�HWF���
DQG�VHYHUDO�PHGLFDO�QHWZRUNV�DQG�RUJDQLVDWLRQV�DUH�DVVRFLDWHG�WR�WKH�SUR-

JUDPPH�� 6LQFH� ������ $)$� KDV� DOUHDG\� SURYLGHG� LQGLYLGXDO� KHDOWK� DQG�
ZHOOQHVV�FRDFKLQJ�DQG�FROOHFWLYH�ZRUNVKRSV�DW� WKH�,%'�+RXVH��DV�ZHOO�
DV�LQ�KRVSLWDOV�ZLWK�D�PHPEHU�RI �WKH�PHGLFDO�VWDII �DQG�D�SDWLHQW�H[SHUW��
$)$�DOVR�GHYHORSHG�VLQFH������DQ�HGXFDWLRQDO�SURJUDPPH�('8�,%'�
ZLWK����WKHPDWLF�SHGDJRJLF�WRROV�DQG�HVSHFLDOO\�DGDSWHG�PHHWLQJV�VLQFH�
������

3DWLHQW�H[SHUWV�DUH�SHRSOH�ZLWK�FHUWDLQ�KLQGVLJKW�WRZDUGV�WKHLU�LOOQHVV�DQG�
VWRU\��WKH�DELOLW\�WR�VSHDN��LQ�IURQW�RI �D�JURXS��WKH�ZLOO�WR�ZRUN�ZLWK�RWKHU�
SDWLHQW�H[SHUWV�DQG�PHPEHUV�RI �WKH�PHGLFDO�VWDII��DQG�WKH�DELOLW\�WR�NHHS�
IRU� WKHPVHOYHV� WKHLU� SHUVRQDO� RSLQLRQV� DQG� VWRU\�ZKHQ� DFFRPSDQ\LQJ�
VRPHRQH�LQ�D�37(�SURFHVV��3DWLHQW�H[SHUWV�KDYH�EHHQ�HGXFDWHG�WKDQNV�WR�

university degrees in PTE or a spe-

FLDO����KRXU� WUDLQLQJ�RUJDQLVHG�E\�
$)$��$W�SUHVHQW�����$)$�SDWLHQWV�
H[SHUWV�KDYH�JUDGXDWHG�RU�YDOLGDW-
ed their training. These people are 

QRW�SDLG�LQ�UHWXUQ�IRU�WKH�H[SHUWLVH�
and time they offer.

7KH�37(�SURJUDPPH�DW�$)$�LV�VX-
SHUYLVHG�E\�D�VSHFLDO�$)$�FRPPLW-
WHH� DQG� FRRUGLQDWHG� E\� &KULVWHOOH�
'XUDQFH���,W�LV�ÀQDQFHG�SDUWLDOO\�E\�
the national health insurance as the 

TXDOLW\�RI �OLIH�KDV�D�SULFH��

7LSKDLQH�&KDSHDX��$)$

0RVW�RI �XV�ZRXOG�SUREDEO\�DJUHH�
WKDW� WKH� PRVW� SDLQVWDNLQJ� DVSHFW�
RI � KDYLQJ� ,%'� LV� OHDUQLQJ� WR� OLYH�
ZLWK� WKH� UHVWULFWLRQV� LW� GHPDQGV��
And this is not even consider-

LQJ� WKH� FRPSOH[LW\� RI � ,%'� LWVHOI��
ZKLFK�PDNHV�OLIH�DGGLWLRQDOO\�GLIÀ-

FXOW��GHSHQGLQJ�RQ�WKH�YHUVLRQ�RI �
WKH�LOOQHVV�ZH�HDFK�KDYH��

.QRZLQJ� KRZ� KDUG� LW� LV� IRU� DQ�
DGXOW�WR�FRPH�WR�WHUPV�ZLWK�KDYLQJ�
D�FKURQLF�LOOQHVV��ZH�FDQ�RQO\�LPDJ-
LQH�ZKDW�FKLOGUHQ�PXVW�JR�WKURXJK�
ZKHQ�WKHLU�OLYHV�WXUQ�XSVLGH�GRZQ�
DIWHU� EHLQJ� GLDJQRVHG� ZLWK� ,%'��
As this is a rare illness and since 

symptoms in children usually dif-

IHU�WR�D�ODUJH�H[WHQW�IURP�WKRVH�LQ�

Slovenia

Our Children with 
IBD in 2011

Patient-experts meeting
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DGXOWV�ZLWK�,%'��LW�XVXDOO\�WDNHV�D�UHODWLYHO\�ORQJ�WLPH�
IRU� D�GLDJQRVLV� WR�EH�ÀUPO\� HVWDEOLVKHG�� ,QLWLDOO\� WKH�
,%'�DVVRFLDWLRQ� LQ�6ORYHQLD� �QRZ�FDOOHG�'UXâWYR�]D�
.9&%��ZDV�IRXQGHG�IRU�FKLOGUHQ·V�VDNH��WR�WHDFK�WKHP�
DQG�WKHLU�SDUHQWV�DERXW�,%'��KHOS�WKHP�RYHUFRPH�DQ\�
REVWDFOHV�WKH\�FRPH�DFURVV�LQ�OHDUQLQJ�WR�OLYH�ZLWK�LW��
and represent their interests. Eventually the associa-

WLRQ�VWDUWHG�DOVR�DFFHSWLQJ�DGXOWV�ZLWK�,%'�DV�PHP-

bers and began operating on the national level.

'UXâWYR� ]D� .9&%� WULHV� KDUG� WR� RIIHU� LWV� FKLOGUHQ�
members the possibility to spend time and do fun 

WKLQJV� WRJHWKHU�� ,Q� -XO\������ZH�VHQW�QLQH�ER\V�DQG�
JLUOV�WR�D�VXPPHU�FDPS�WR�'HEHOL�UWLF�RQ�WKH�6ORYHQH�
FRDVW� IRU�D�ZHHN��7KH�VXPPHU�FDPS� LV�D� WUDGLWLRQDO�
DQQXDO�HYHQW�IRU�FKLOGUHQ�ZLWK�,%'��ZKHUH�WKH\�SOD\��
VWDJH�FUHDWLYH�ZRUNVKRSV��JR�RQ�WULSV��GR�VSRUWV�DQG�
listen to lectures. What is most important is that they 

EHFRPH�IULHQGV�GXULQJ�WKDW�ZHHN�DQG�WKDW�WKH\�IHHO�DF-
FHSWHG�E\�RWKHUV�RI �´WKHLU�NLQGµ��7KUHH�DGXOW�DQLPD-

WRUV�VWD\HG�ZLWK�WKH�FKLOGUHQ�DQG�KHOSHG�WKHP�RYHU-
FRPH�KRPHVLFNQHVV�DV�ZHOO�DV�HQFRXUDJHG�WKHP�WR�HDW�
KHDOWK\�IRRG�DQG�VWD\�DFWLYH�DOO�ZHHN�ORQJ��

,Q�'HFHPEHU������ZH�RUJDQLVHG�D�JHW�WRJHWKHU�IRU�DOO�
RXU�FKLOGUHQ�PHPEHUV�DQG�WKHLU�SDUHQWV�LQ�D�ERZOLQJ�
DOOH\�LQ�/MXEOMDQD��:KLOH�FKLOGUHQ�WULHG�WKHLU�KDQGV�DW�
ERZOLQJ��SDUHQWV�VDW� IRU� WZR� OHFWXUHV��RQH�ZDV�JLYHQ�
E\�D�SDHGLDWULFLDQ�ZKR�VSRNH�DERXW�WKH�FKDUDFWHULVWLFV�
RI �,%'��DQG�DQRWKHU�RQH�ZDV�E\�D�SV\FKRORJLVW�ZKR�
GLVFXVVHG�ZLWK�WKH�SDUHQWV�WKH�SUREOHPV�IDFHG�E\�WKHLU�
FKLOGUHQ�LQ�VWUXJJOLQJ�ZLWK�,%'��6LQFH�LW�ZDV�FORVH�WR�
6W��1LFKRODV�'D\��FDOOHG�0LNODY]�LQ�6ORYHQH���ZKLFK�LV�
WUDGLWLRQDOO\�D�JLIW�JLYLQJ�GD\�IRU�FKLOGUHQ��ZH�KDG�SUH-
SDUHG�VSHFLDO�JLIWV�IRU�WKHP��WKH�/RHNLH�JDPH�ZKLFK�
ZDV�GHVLJQ�E\�(<*���()&&$�JURXS��:H�KDG�VWDUWHG�
ZRUNLQJ�RQ� LW� MXVW� WZR�ZHHNV�SULRU� WR�WKH�HYHQW�DQG�
had managed to adapt the game for our children beau-

WLIXOO\��:H�WUDQVODWHG�WKH�WH[W�DQG�DVNHG�D�SV\FKRORJLVW�
DQG�SDHGLDWULFLDQ�WR�FKHFN�LW�IRU�VXLWDELOLW\��WKHQ�KLUHG�
D�GHVLJQHU�DQG�KDG�����FRSLHV�RI � WKH�JDPH�SULQWHG��
:H� FDOOHG� WKH� JDPH�/HYFHN�.URQFHN� RU� /LWWOH� /LRQ�
.URQFHN��.URQFHN�LV�ZKDW�ZH�FDOO�RXU�\RXQJHVW�PHP-

EHUV� LQ� 6ORYHQLD�� LW� LV� D� SHW� QDPH� IRU� D� SHUVRQ�ZLWK�
,%'��7KH�JDPH�ZDV�D�ELJ�VXFFHVV��7KDQNV�(<*�DQG�
DOO�WKH�6ORYHQLDQ�JURXS��

'XâDQ�%DUDJD��%LOMDQD�%R]LQRYVNL

7KH�6ORYHQH�YHUVLRQ�RI �WKH�/RHNLH�JDPH
Holland 

“I’m so lucky” 

CCUVN organises sailing com-
petition

���\HDUV�ROG�1DGLQH� LV�RQ�KHU�ZD\�WR�%UHVW��)UDQFH��
WR�PDNH� LW� WR� WKH� ÀQLVKLQJ� OLQH�� 6KH� LV� SDUWLFLSDWLQJ�
LQ� D� VDLOLQJ� FRPSHWLWLRQ�� RUJDQL]HG� E\� WKH� &&891�
�&URKQ·V� DQG� 8OFHUDWLYH� &ROLWLV� DVVRFLDWLRQ� RI � WKH�
1HWKHUODQGV��DQG�WKH�IRXQGDWLRQ�¶/LYH�\RXU�GUHDPV·��
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1DGLQH�ZDV�GLDJQRVHG�ZLWK�&URKQ·V�GLVHDVH� LQ�������%DFN� WKHQ� LW�ZDV�
almost impossible for her to imagine that she could ever participate in a 

VDLOLQJ�FRPSHWLWLRQ��6KH�ZDV�VXIIHULQJ�IURP�VHYHUH�V\PSWRPV��+RZHYHU��
SHRSOH�PDGH�KHU�EHOLHYH�WKDW�VKH�ZDV�GUDPDWL]LQJ��´'XULQJ�WKDW�WLPH�,�
KDYH�ORVW�D�ORW�RI �IULHQGVµ�VKH�WHOOV�XV��:KHQ�1DGLQH�ORRNV�EDFN�RQ�KHU�
FKLOGKRRG�� VKH� IHHOV� VDG� WKDW� VKH�FDQQRW� WKLQN�RI � DQ\� MR\IXO�PRPHQWV�
EHFDXVH�RI �KHU�VHYHUH�LOOQHVV��+RZHYHU��KHU�VLWXDWLRQ�FKDQJHG�SRVLWLYHO\��

1DGLQH�UHFHLYHG�DQ�LQYLWDWLRQ�IURP�WKH�&&891�WR�FRPSHWH�LQ�D�VDLOLQJ�
FRPSHWLWLRQ��LQ�ZKLFK�VKH�KDG�WR�WUDYHO�IURP�6FKHYHQLQJHQ��1HWKHUODQGV��
WR�%UHVW��)UDQFH���6KH�DFFHSWHG�WKH�LQYLWDWLRQ��2Q�WKH��WK�RI �-XO\�ODVW�\HDU�
VKH�DQG�WKH�FUHZ�RI �WKH�VKLS�OHIW�WKH�KDUERU�RI �/HO\VWDG�DQG�VDLOHG�IURP�
,-PXLGHQ�WR�6FKHYHQLQJHQ�

:KHQ�1DGLQH�ZDV�VDLOLQJ�WKH�VHD��VKH�VXGGHQO\�VWDUWHG�WR�WKLQN�EDFN�WR�DOO�
WKH�PRPHQWV�ZKHQ�VKH�ZDV�IHHOLQJ�LOO��6KH�IHOW�WLUHG�DQG�DQ[LRXV��$Q[LRXV�
WKDW�VKH�PD\�QRW�PDNH�LW�WR�WKH�ÀQLVKLQJ�OLQH��)RUWXQDWHO\��WKH�FUHZ�RQ�WKH�
VKLS�UHDOO\�VXSSRUWHG�KHU��DOVR�ZKHQ�VKH�KDG�WR�YLVLW�WKH�WRLOHW�YHU\�RIWHQ��

2Q�WKH�RSHQ�ZDWHUV��1DGLQH�IHOW�IUHH��)UHH�RI �VRUURZ�DQG�DOVR�IUHH�RI �
KHU�LOOQHVV��6KH�VWDUWHG�WR�JHW�WR�NQRZ�KHUVHOI �EHWWHU�WKDQ�EHIRUH��1DGLQH�
DOVR�GLVFRYHUHG�WKDW�VKH�ZDV�DEOH�WR�DFKLHYH�PRUH�WKDQ�VKH�WKRXJKW�VKH�
ZDV�FDSDEOH�RI��

1DGLQH�LV�YHU\�KDSS\�WKDW�WKH�&&891�JDYH�KHU�WKH�RSSRUWXQLW\�WR�SDU-
WLFLSDWH�LQ�WKLV�VDLOLQJ�FRPSHWLWLRQ��6KH�ZDV�DEOH�WR�SXVK�KHU�OLPLWV�DQG�
WKHUHIRUH�VWDUWHG�WR�OLYH�ZLWK�&URKQ·V�GLVHDVH�

,Q�PDQ\�(XURSHDQ�FRXQWULHV�WKHUH�
are opportunities for patient par-

WLFLSDWLRQ� LQ� KHDOWK� FDUH�� ,Q�*HU-
PDQ\�WKH�KLJKHVW�GHFLVLRQ�PDNLQJ�
ERG\�RI �WKH�MRLQW�VHOI�JRYHUQPHQW�
RI � SK\VLFLDQV�� GHQWLVWV�� KRVSLWDOV�
and health insurance funds is 

called the “Gemeinsamer Bunde-

VDXVVFKXVVµ� �)HGHUDO� -RLQW� &RP-

PLWWHH���

7KLV�&RPPLWWHH� LVVXHV� GLUHFWLYHV�
DQG� WKXV� GHWHUPLQHV� WKH� EHQHÀW�
SDFNDJH�RI �WKH�VWDWXWRU\�KHDOWK�LQ-

VXUDQFH�FRYHULQJ�DERXW����PLOOLRQ�
SHRSOH��,W�VSHFLÀHV�ZKLFK�VHUYLFHV�
in medical care are reimbursed 

by the statutory health insur-

DQFH��6HYHUDO�RUJDQL]DWLRQV�RI �WKH�
chronically ill and handicapped in 

Germany can name patient repre-

sentatives that have the right of  

participation in consultations and 

WKH�ULJKW�WR�PDNH�DSSOLFDWLRQV��

'&&9�VWDQGV�LQ�IRU�SDWLHQW�ULJKWV�
KHUH� LQ� VHYHUDO� ZRUNLQJ� JURXSV�
DQG� VXEFRPPLWWHHV�� IRU� H[DPSOH�
LQ�WKH�VXEFRPPLWWHHV�IRU�4XDOLW\�
$VVXUDQFH�� 3KDUPDFHXWLFDOV�� ,Q-

WHUVHFWRUDO�+HDOWKFDUH� DQG�0HWK-

RG�(YDOXDWLRQ��7KXV�ZH�ZHUH�DEOH�
to prevent the complete cut of  

reimbursements for drugs against 

GLDUUKRHD� RU� WR� ÀJKW� IRU� QHZ�
highly specialised outpatient care 

Germany

Germany´s Federal 
Joint Committee

DCCV and Patient 
Participation: 

Nadine and crew members on the “live your dream” sailing boat
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(YHU\�\HDU�VLQFH�������LQ�'HFHPEHU�-DQXDU\��LQ�RUGHU�WR�UDLVH�DZDUHQHVV�
RI � ,%'�� -�HOLWD� RUJDQL]HV� VFLHQWLÀF� FRQIHUHQFHV� IRU� WKH� SDWLHQWV�� 7KLV�
WLPH� WKH\� WRRN� SODFH� LQ� ÀYH� FLWLHV��:DUV]DZD��.UDNRZ�� =DPRVF��:UR-

FODZ��*GDQVN��$OWRJHWKHU�DERXW�����,%'�SDWLHQWV�SDUWLFLSDWHG�LQ�WKRVH�
OHFWXUHV��/HDGLQJ� ,%'�VSHFLDOLVWV�ZRUNLQJ� LQ�3RODQG�KHOG� WKH� VHULHV�RI �
OHFWXUHV��:H� GLG� QRW� RQO\� LQYLWH� JDVWURHQWHURORJLVWV� EXW� DOVR� VXUJHRQV��
GLHWLFLDQV��SV\FKRORJLVWV�DQG�HYHQ�ODZ\HUV��WR�WDON�DERXW�WKH�FDVH�ODZ�RQ�
GLVDELOLW\�SURFHGXUHV����7KH\�ZHUH�DVNHG�WR�SUHVHQW�WKHLU�NQRZOHGJH�LQ�DQ�
accessible and understandable manner for all participants. And they did 

LW�SHUIHFWO\��7KH�SDWLHQWV�ZHUH�YHU\�VDWLVÀHG�ZLWK�WKH�YDULHW\�RI �VSHHFKHV��

Poland
Annual IBD conferences and the best
BA/MA/PhD thesis 

in hospitals. Not least because of  these possibilities of  co-determina-

tion self-help has become an integral and government supported part of  

WKH�KHDOWK�V\VWHP�LQ�*HUPDQ\��)RU�'&&9�WKH�RSSRUWXQLWLHV�KDYH�EHHQ�
steadily increasing but also the requirements and responsibilities.

6RXUFHV��ZZZ�J�ED�GH�

The other important event for 

RXU� DVVRFLDWLRQ� KDSSHQHG� RQ� ��
'HFHPEHU��,W�ZDV�WKH�DZDUGV�FHU-
HPRQ\�IRU�WKH�EHVW�%$�0$�3K'�
WKHVLV�DERXW�,%'��7KH�HYHQW�WRRN�
place during the meeting of  the 

1DWLRQDO�5HJLVWU\�RI �3DWLHQWV�ZLWK�
&URKQ·V��LQ�WKH�SUHVHQFH�RI �WKH�EHVW�
gastroenterologists from across 

3RODQG�� ,W�ZDV�D�JUHDW�GLVWLQFWLRQ�
IRU� RXU� DVVRFLDWLRQ�� WKH� FRPSHWL-
WLRQ·V� RUJDQL]HU� DQG� IRXQGHU� RI �
SUL]HV��DV�DPRQJ�WKH�ÀYH�ZLQQHUV�
ZHUH� WZR�RI �RXU�PHPEHUV�²� WZR�
JLUOV�ZLWK�,%'���)XUWKHUPRUH��-�HO-
LWD�LV�WKH�RQO\�SDWLHQWV·�DVVRFLDWLRQ�
LQ� 3RODQG� WKDW� JUDQWV� VFLHQWLÀF�
DZDUGV��

,� VKRXOG� DOVR� QRW� IRUJHW� DERXW�
WKH� 6DQWD� &ODXV� ZKR� YLVLWHG� RXU�
\RXQJHVW� PHPEHUV� LQ� .DWRZLFH�
DQG�*GDQVN�� 7KDQNV� WR� RXU� YRO-
XQWHHUV�WKH�PHHWLQJV�ZHUH�IXOO�RI �
big laughs and great surprises. 

0DJGDOHQD�6WDQLHZVND

The laure-

ates of  the 

best BA/MA/

PhD thesis 

together with 

the members 

of  the compe-

tition’s com-

mittee 
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Serbia
7KH� 6HUELDQ� DVVRFLDWLRQ� FRQWLQXHV� WR� LQFUHDVH� LWV�
membership and is becoming more visible to both 

,'%�SDWLHQWV�DQG�WKH�PHGLD��$V�UHVHDUFK�RI �RXU�DSSOL-
FDWLRQ�IRUPV�VKRZHG�WKDW�D�JUHDW�QXPEHU�RI �SDWLHQWV�
OLYHV� RXWVLGH� %HOJUDGH�� /MLOMDQ� 'MDNRYLF�� 8.8.6�
FKDLUPDQ��YLVLWHG�ELJ�FLWLHV�LQ�6HUELD�VXFK�DV�1LV�DQG�
1RYL�6DG� WR�SUHVHQW� � WKH�DVVRFLDWLRQ� WR� WKH�SDWLHQWV�
and local doctors. 

2XU�PHHWLQJ�LQ�1LV�ZDV�D�JUHDW�VXFFHVV�DQG�ZDV�VXS-

SRUWHG� E\� FOLQLF� DXWKRULWLHV� DORQJVLGH�ZLWK� 3URI��'U�
$OHNVDQGDU� 1DJRUQL� DQG� QXUVH� =DNOLQD� 3DMHYLF�� ,W�
DWWUDFWHG� D� JUHDW� QXPEHU� RI � SDWLHQWV�ZKR�SURSRVHG�
D� VXE� �� DVVRFLDWLRQ� RQ� D� ORFDO� OHYHO� ZRUNLQJ� XQGHU�
8.8.6��$IWHU� OHVVRQV�KHOG�E\�0U�1DJRUQL�DQG�0V�
3DMHYLF�WKHUH�ZDV�D�ORQJ�GLVFXVVLRQ�EHWZHHQ�SDWLHQWV�
DQG� GRFWRUV�� UHJDUGLQJ� SDWLHQWV·� TXDOLW\� RI � OLIH��2XU�
PHHWLQJ�LQ�1RYL�6DG�ZDV�VXSSRUWHG�E\�SURI��/MLOMDQD�
+DGQDGMHY� DQG� KHU� WHDP� DQG� LW� WXUQHG� RXW� WR� EH� D�
JUHDW�H[SHULHQFH�DV�WKH�SDWLHQWV�SUHVHQW�ZHUH�YHU\�LQ-

WHUHVWHG�LQ�ZRUNLQJ�WRJHWKHU�DQG�VKDULQJ�HDFK�RWKHUV�
NQRZOHGJH��3DWLHQWV�LQ�1RYL�6DG�DOVR�SURSRVHG�IRUP-

ing a sub – association in order to be able to have local 

PHHWLQJV�DQG�VKDUH�H[SHULHQFHV�

,Q� DGGLWLRQ� WR� WKHVH� ORFDO�PHHWLQJ�8.8.6�KHOG� LWV�
ÀUVW�1DWLRQDO�$VVRFLDWLRQ�0HHWLQJ��ZKLFK�WRRN�SODFH�
LQ�%HOJUDGH��/MOLMDQ�'MDNRYLF�8.8.6�FKDLUPDQ��SUH-
VHQWHG�WKH�DVVRFLDWLRQ�DQG�'U�=RUDQ�0LOHQNRYLF��SUR-

YLGHG�D�PHGLFDO�RYHUYLHZ�UHJDUGLQJ�&URKQ·V�DQG�8O-
FHUDWLYH�&ROLWLV��)ROORZLQJ�WKRVH�SUHVHQWDWLRQV�SDWLHQWV�

&URKQ·V� DQG� &ROLWLV� 8.� KDYH� EHHQ�
DZDUGHG�D�JUDQW�RI �MXVW�RYHU����������
E\�WKH�%LJ�/RWWHU\�)XQG�WR�FRQGXFW�D�
VWXG\�LQWR�IDWLJXH�LQ�,%'��7KH���\HDU�
UHVHDUFK� SURMHFW� �-XO\� ����� ²� -XO\�
������ LV� EHLQJ� FDUULHG� RXW� ZLWK� RXU�
UHVHDUFK� SDUWQHUV� DW� .LQJ·V� &ROOHJH�
/RQGRQ��8QLYHUVLW\�&ROOHJH�/RQGRQ��
%XFNLQJKDPVKLUH� 1HZ� 8QLYHUVLW\�
DQG�$GGHQEURRN·V�1+6�7UXVW�
7KH� SURJUDPPH� RI � VWXGLHV� ZLOO� H[-
DPLQH�H[SHULHQFH�RI �,%'�IDWLJXH�DQG�
its impact on daily life of  people diag-

QRVHG�ZLWK�,%'��,W�ZLOO�DOVR�GHYHORS�
and pilot a fatigue assessment tool 

DQG� WZR� LQWHUYHQWLRQV�ZLOO� EH� WHVWHG�
to improve the management of  fa-

WLJXH� LQ� ,%'��7R�GDWH� WKH�TXDOLWDWLYH�
SDUW�RI �WKH�VWXG\�KDV�EHHQ�FRPSOHWHG��
RQ�WKH�EDVHV�RI �ZKLFK�DQ�,%'�IDWLJXH�
assessment tool has been developed. 

The tool is currently being tested for 

psychometric properties. 

7R�XQGHUVWDQG�WKH�OHYHO�RI �DZDUHQHVV�
DQG� ,%'� IDWLJXH� LQIRUPDWLRQ� QHHGV�
DPRQJ� KHDOWKFDUH� SURIHVVLRQDOV�� ZH�
have conducted a baseline survey 

ZLWK� JDVWURHQWHURORJLVWV� DQG� ,%'�

UK

Study into fatigue 
in IBD  

VWDUWHG�D�GLVFXVVLRQ��ZKLFK�OHDG�WR�WKH�
LGHD�RI �PDNLQJ�WKHPHG�PHHWLQJV�ZLWK�
GRFWRUV��ZLWK�D�JRDO�RI �LPSURYLQJ�SD-
WLHQWV·�TXDOLW\�RI �OLIH��8.8.6�LV�DOVR�
translating and printing material on 

,%'�WR�NHHS�SDWLHQWV�DQG�WKHLU�IDPL-
lies informed about the illness.

6WHIDQ�'DNRYLF��8.8.6

Participants at the patient-doctor meeting
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QXUVHV��7KH�VXUYH\�UHVXOWV��ZKLFK�FDQ�EH�DFFHVVHG�DW�
ZZZ�IDWLJXHLQLEG�FR�XN��LQGLFDWH�WKDW�KHDOWKFDUH�SUR-

IHVVLRQDOV�� DV�ZHOO� DV�SDWLHQWV��ZRXOG�ZHOFRPH�PRUH�
information to help them to gain greater understand-

ing of  fatigue. 

$�UHYLHZ�RI �OLWHUDWXUH�ZDV�FDUULHG�RXW�DQG�LGHQWLÀHG�
only one paper that reported qualitative data on pa-

WLHQWV·�H[SHULHQFHV�RI �,%'��7KH�UHYLHZ�LGHQWLÀHG�QR�
VWXGLHV�UHSRUWLQJ�H[FOXVLYHO\�RQ�H[SHULHQFH�RI �IDWLJXH�
DV� H[SHULHQFHG� E\� SHRSOH� GLDJQRVHG�ZLWK� ,%'��$G-

GLWLRQDOO\� WKHUH� ZHUH� QR� VWXGLHG� LGHQWLÀHG� WKDW� UH-
VHDUFKHG�SHRSOHV·�QHHGV�RU�H[SHFWDWLRQV�LQ�WHUPV�RI �
PDQDJLQJ�,%'�IDWLJXH�E\�KHDOWKFDUH�SURIHVVLRQDOV�

7KH�UHYLHZ�FRQFOXGHG�WKDW�,%'�IDWLJXH�KDV�D�QHJDWLYH�
LPSDFW�RQ�LQGLYLGXDOV·�SK\VLFDO�DQG�FRJQLWLYH�SHUIRU-
PDQFH��UHVXOWLQJ�LQ�D�UHGXFHG�TXDOLW\�RI �OLIH��7KHUH�LV�
D�QHHG�WR�VWXG\�ORQJ�WHUP�FRQVHTXHQFHV�RI �,%'�ID-
WLJXH��DV�ZHOO�DV�IDWLJXH�SUHYHQWLRQ�DQG�PDQDJHPHQW��
7KH�IXOO� OLWHUDWXUH�UHYLHZ�ZLOO�EH�VXEPLWWHG�IRU�SXE-

OLFDWLRQ�DQG�GHWDLOHG�LQIRUPDWLRQ�RQ�WKH�ÀQGLQJV�ZLOO�
be presented.

:RUN�LV�FXUUHQWO\�XQGHUZD\�WR�GHVLJQ�D�FOLQLFDO�VFUHHQ-

LQJ�FKHFNOLVW��ZKLFK�ZLOO�EH�XVHG�WR�VHOHFW�DSSURSULDWH�
SDWLHQWV� IRU� WZR�FOLQLFDO� LQWHUYHQWLRQV�RYHU� WKH�QH[W�
WZR�\HDUV�

7KH� VWXG\�ZLOO� EH� FRPSOHWHG� E\� -XO\� ����� DQG�ZLOO�
FRQWULEXWH�VLJQLÀFDQWO\�WR�WKH�GHYHORSPHQW�RI �NQRZO-
HGJH�DQG�XQGHUVWDQGLQJ�RI �,%'�IDWLJXH�

,I �\RX�KDYH�DQ\�TXHULHV�UHJDUGLQJ�WKH�SURMHFW�SOHDVH�
HPDLO��IDWLJXHSURMHFW#FURKQVDQGFROLWLV�RUJ�XN

$OVR�D�PLFURVLWH�GHGLFDWHG�WR�WKH�SURMHFW�LV�DYDLODEOH�DW�
ZZZ�IDWLJXHLQLEG�FR�XN

7KH�&]HFK�,%'�3DWLHQWV·�$VVRFLDWLRQ�KHOG�LWV��WK�$Q-

QXDO�&RQIHUHQFH�RI �3DWLHQWV�ZLWK�&URKQ·V�'LVHDVH�DQG�
8OFHUDWLYH�&ROLWLV� RQ� ��� 6HSWHPEHU� ����� LQ� 3UDJXH���
7KH� FRQIHUHQFH� ZDV� DWWHQGHG� E\� RYHU� ���� SDWLHQWV�
IURP�&]HFK�5HSXEOLF�DQG�6ORYDNLD��3DUWLFLSDQWV�PHW�
ZLWK�D�ZLGH�UDQJH�RI �H[SHUWV�VXFK�DV�JDVWURHQWHUROR-

JLVWV��SHGLDWULFLDQV�� VXUJHRQV�DQG� VSHFLDOLVWV� LQ�QXWUL-

tion and the program included interesting lectures on 

QHZ� WUHDWPHQW� PHWKRGV� LQ� ,%'�� ODERUDWRU\� WHVWV� LQ�
,%'�� VXUJLFDO� LQWHUYHQWLRQV� LQ� ,%'� DQG� YDFFLQDWLRQ��
(DFK�OHFWXUH�ZDV�IROORZHG�E\�D�IUXLWIXO�GLVFXVVLRQ��

7KH� SDUDOOHO� SURJUDP�� VLWXDWHG� LQ� WKH� OREE\� RI � WKH�
FRQIHUHQFH�FHQWUH��DOORZHG�SDWLHQWV�WR�ÀQG�VSRQVRUV·�
VWDQGV�ZLWK� LQIRUPDWLRQ�PDWHULDOV�DQG�WR�EX\�ERRNV�
RQ�,%'�ZLWK�VLJQLÀFDQW�GLVFRXQWV��$OVR�WKH�SRVVLELO-
LW\�IRU�SDWLHQWV�WR�FRQVXOW�WKHLU�SUREOHPV�GLUHFWO\�ZLWK�
WKH�H[SHUWV��J\QHFRORJLVW��SHGLDWULFLDQ��QXWULWLRQ�VSH-
FLDOLVW��VXUJHRQ��VWRPD�&OXE��&]HFK�&RDOLWLRQ�$JDLQVW�
7REDFFR��IDFH�WR�IDFH�ZDV�DQ�DSSUHFLDWHG�LQQRYDWLRQ�
RI �WKLV�\HDU·V�FRQIHUHQFH�

3DUWLFLSDQWV� DOVR� UHFHLYHG� LQIRUPDWLRQ� OHDÁHWV� DQG� D�
ERRN�RQ�&URKQ·V�'LVHDVH�DQG�8OFHUDWLYH�&ROLWLV�ZKLFK�
KDV�EHHQ�ZULWWHQ�E\�WKH�&]HFK�,%'�:RUNLQJ�*URXS�
RI �'RFWRUV�KHDGHG�E\�3URI��0'�0LODQ�/XNDV��ZKR�
FRRSHUDWHV�ZLWK�RXU�DVVRFLDWLRQ�RQ�HGXFDWLRQDO�PDW-
ters. 

Czech Republic

Annual Conference

Delegates at the annual conference
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Launch of IMPACT 

Ireland

7KH�,ULVK�6RFLHW\�IRU�&ROLWLV�DQG�&URKQ·V��,6&&��WRJHWKHU�ZLWK�$EERWW�
ODXQFKHG� WKH� ()&&$� ,03$&7� 6859(<� RQ� ��WK�1RYHPEHU� ������
7KH�UHVHDUFK�LV�YLWDOO\�LPSRUWDQW�WR�KLJKOLJKW�WKH�LPSDFW�RI �&URKQ·V�GLV-
HDVH�DQG�XOFHUDWLYH�FROLWLV�RQ�SHRSOH�OLYLQJ�ZLWK�WKH�FRQGLWLRQ�GD\�WR�GD\��

()&&$� SUHVLGHQW�� 0DUFR� *UHFR��
also came to greet our patients and 

give them encouragement in their 

XQHDV\� OLIH� ZLWK� DQ� LQFXUDEOH� GLV-
ease. 

'XULQJ� ����� ZH� ZLOO� FRQWLQXH� LQ�
HGXFDWLRQDO� VHPLQDUV� IRU� ,%'� SD-
WLHQWV�LQ�3UDJXH�DQG�%UQR��7KH�QH[W�
DQQXDO�FRQIHUHQFH�LV�SODQQHG�IRU�6HSWHPEHU������������)RU�PRUH�LQIRU-
PDWLRQ�DERXW�RXU�DFWLYLWLHV�SOHDVH�YLVLW�RXU�ZHEVLWH�DW��ZZZ�FURKQ�F]�

,%'�LV�RIWHQ�GHVFULEHG�DV�D�VLOHQW�
disease due to the fact that there 

DUH� YHU\� IHZ� H[WHUQDO� V\PSWRPV���
6WLJPD�DVVRFLDWHG�ZLWK�WKH�FRQGL-
tion means that people are less in-

FOLQHG� WR�GLVFXVV� WKHLU� FRQGLWLRQ��
SDUWLFXODUO\�ZLWKLQ�WKH�ZRUNSODFH���
:H�ZLOO�EH�XVLQJ� WKLV� UHVHDUFK� WR�
highlight both the impact of  the 

condition but to also to help in-

IRUP� WKRVH� ZKR� UXQ� VHUYLFHV� LQ�
this area on the supports required 

IRU�SHRSOH� OLYLQJ�ZLWK� WKH�FRQGL-
WLRQ�LQ�,UHODQG���

The launch featured prominently 

RQ� QDWLRQDO� 79� DQG� QHZVSDSHUV�
providing a great opportunity to 

UDLVH� DZDUHQHVV� RQ� ,%'� �� 9LFWR-

ULD� &OHDU\� RI � WKH� ,6&&� ZDV� LQ-

WHUYLHZHG�RQ�0RUQLQJ�79�DORQJ�
ZLWK�'U�'DZQ�+DUSHU��D�&HOHE-

ULW\�*3��ZKR�DSSHDUV�RQ�WKH�8.�
79� SURJUDPPH�
“Embar rassing 

%RGLHVµ�

Geraldine Mur-

SK\� &KDLUPDQ�
�� ,ULVK� 6RFLHW\�
IRU� &ROLWLV� DQG�
&URKQV�'LVHDVH

From left to right:  Geraldine Murphy(Chairman ISCC),Victoria 

&OHDU\��,6&&��'U�'DZQ�+DUSHU�DQG�&LDUD�'URKDQ�,6&&���
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Living with IBD

IBD Planet: Morocco 

by Jonathan De Brandt 

-RQDWKDQ� LV� D� WZHQW\�ÀYH� \HDUV� ROG� %HOJLDQ�� 'HVSLWH� KDYLQJ�

8OFHUDWLYH�&ROLWLV��KH� OHIW�KLV� FRXQWU\�� IDPLO\�DQG� IULHQGV� ODVW�

1RYHPEHU�WR�OLYH�KLV�ROG�GUHDP��ZRUNLQJ�DV�D�GHYHORSPHQW�FR-

RSHUDWLRQ�DJHQW��+LV�QHZ�KRPH�WRZQ��%RXPDOQH�'DGqV��6RXVV�

0DVVD�'UDk��0RURFFR�

/LIH�LV�D�MRXUQH\�EHWZHHQ�WZR�H[WUHPHV��GUHDPV�DQG�
IHDUV��:KHQHYHU�\RX�PDNH�DQ�LPSRUWDQW�GHFLVLRQ��\RX�
DUH�DWWUDFWHG�E\�RQH�VLGH�RU�WKH�RWKHU��GHSHQGLQJ�RQ�
\RXU� HPRWLRQDO� EDFNJURXQG� DW� WKDW� WLPH��<RX�PXVW�
ÀQG� WKH� ULJKW� EDODQFH��%XW� IHDUV� FDQ� HDVLO\� WDNH� WKH�
lead…

   

,·YH� EHHQ� GLDJQRVHG� ZLWK�8OFHUDWLYH� &ROLWLV� ZKHQ� ,�

Living your dreams and working in rural Morocco

ZDV� ����$W� WKDW� WLPH�� ,� ZDV� D� VWXGHQW� DQG� LW� ZDVQ·W�
WRR�VHULRXV��$IWHU�WKH�ÀUVW�ÁDUH�XS��,�FRXOG�HDVLO\�KDQ-

GOH�UHPLVVLRQ�ZLWK�RUDO�PHGLFDWLRQ�DQG�WKHUH�ZDV�QR�
consequence in my everyday life at all. The balance 

remained stable.

$�IHZ�PRQWKV� ODWHU��,�KDG�P\�VHFRQG�ÁDUH�XS�ZKLOH�
,�ZDV�QHZO\�HPSOR\HG�LQ�D�PXOWLQDWLRQDO��7KDW�WLPH��
LW�ZDV�VHULRXV�DQG�LW�ODVWHG�IRU�ZHHNV��,�ZLOO�DOZD\V�UH-
PHPEHU�WKH�SDLQ�,�IHOW� LQ�P\�ZKROH�ERG\�DQG�WKRVH�
DZIXO�SLFWXUHV�RI �EORRG��%HVLGHV��,�JRW�ÀUHG��7KH�EDO-
DQFH�ZDV�WKHQ�GLVUXSWHG�

5HWURVSHFWLYHO\�� ,� VWLOO� WKLQN� WKRVH�ZHHNV�RI �VLFNQHVV�
ZHUH�WKH�ZRUVW�WLPH�RI �P\�OLIH��%XW��JXHVV�ZKDW"�,·P�
QRZ� VLWWLQJ�RQ�P\�0RURFFDQ� FRDFK�� OLVWLQJ� WR� JRRG�
PXVLF�DQG�NQRZLQJ�WKDW�,·OO�JR�WR�WKH�PRXQWDLQV�WR-

PRUURZ� WR� WDON� DERXW� LUULJDWLRQ� V\VWHPV� ZLWK� ORFDO�
IDUPHUV��$QG�WKDW·V�JUHDW��6RPH�SHRSOH�ZRQ·W�OLNH�WKLV��
DQG�,·P�VRUU\�IRU�WKRVH�ZKR�DUH�LQ�SDLQ��EXW�,�WKLQN�
P\�VHFRQG�ÁDUH�XS�ZDV�D�UHDO�RSSRUWXQLW\�EHFDXVH�,�
ZRXOG�PD\EH�QRW�EH�VLWWLQJ�KHUH�RWKHUZLVH�

2I �FRXUVH�LW�ZDVQ·W�WKDW�HDV\��,�ZDV�HPRWLRQDOO\�YHU\�
QHJDWLYH�IRU�PRQWKV��,�VSHQW�GD\V�LQ�P\�URRP�ZDWFK-

LQJ�PRYLHV�EHFDXVH�,�GLGQ·W�ZDQW�DQ\ERG\�WR�VHH�P\�
VNLQQ\� IDFH�� ,� VHQW�&9·V�KRSLQJ�QRERG\�ZRXOG� HYHU�
IROORZ�XS�RQ�WKHP��0\�OLIH�ZDV�UDWKHU�QRW�KHFWLF�DQG�
,�EDUHO\�VDZ�P\�IULHQGV��,·OO�VSDUH�\RX�WKH�GHWDLOV��EXW�,�
RQFH�GHFLGHG�LW�ZDV�WLPH�IRU�PH�WR�ORRN�DKHDG�DQG�VWRS�
ZDOORZLQJ�LQ�PLVHU\�DQG�IHDU��+RSHIXOO\��P\�WUHDWPHQW�
made it possible for me to live a pretty normal life in 

%HOJLXP��6R�EDVLFDOO\��,�ZHQW�WR�VHH�WZR�JDVWURHQWHU-
RORJLVWV�DQG�WZR�VSHFLDOLVWV�LQ�WURSLFDO�PHGLFLQH��7KH\�
VDLG�´2N�IRU�0RURFFRµ��$QG�KHUH�,�DP�
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Dadès Valley

%RXPDOQH�'DGqV� LV� ORFDWHG� LQ� WKH�'DGqV�9DOOH\�EH-
WZHHQ� WKH� +LJK� $WODV� PRXQWDLQV� DQG� WKH� 6DJKUR�
PRXQWDLQV��5DLQ�LV�VFDUFH�DQG�VXQ�LV�JHQHURXV��ZKLFK�
leads to a semi-arid type of  climate. Winter is rather 

FROG�����&�DW�QLJKW�DQG����&�GXULQJ�WKH�GD\��DQG�VXP-

PHU�FRQVLGHUHG�DV�IUHVK�E\�ORFDOV��´RQO\µ����&�XQGHU�
WKH�VKDGRZ��

People are very hospitable and friendly. When you 

PHHW�VRPHERG\��D�ORQJ�H[FKDQJH�RI �JUHHWLQJV�VWDUWV��
´6DODP�$OLNRXP���/DEDV�"�%LNKLU�"�7DQQD�"���µ��,W�QHYHU�
seems to end.

The region is poor. The main economic activities 

are agriculture and tourism. Both contribute to each 

other. Tourists come to admire the landscapes of  the 

'DGqV�9DOOH\��WKH�7RGJKUD�JRUJHV�DQG�WKH�PDJQLÀFHQW�
RDVLV�ZKLFK�DUH�PDLQWDLQHG�E\�DJULFXOWXUH��,Q�UHWXUQ��
tourism contributes to local economic development.

7KH�'DGqV�YDOOH\� LV� DOVR�NQRZQ�DV� WKH�´9DOOH\�RI � D�
WKRXVDQG�.DVEDKVµ�� 7KRVH� DQFLHQW� IRUWUHVVHV�PDGH�
of  earth give a very romantic touch to the landscapes. 

6R��GRQ·W�FRPH�KHUH�DORQH�

Living in the Dadès Valley

:KHQ�,�JRW�VHOHFWHG�IRU�WKH�MRE��\RX�FDQ�HDVLO\�LPDJ-
LQH�KRZ�,�IHOW��2Q�WKH�RQH�KDQG��,�ZDV�KDSS\��2Q�WKH�
RWKHU�KDQG��PDQ\�TXHVWLRQV�VWDUWHG�WR�VKDNH�P\�PLQG��
,V�LW�SRVVLEOH�WR�OLYH�WKHUH�ZKHUH�\RX�DUH�LPPXQRGH-
SUHVVHG"�$UH�ZDWHU� DQG� IRRG� VDIH"�:LOO� ,� ÀQG� JRRG�
GRFWRUV�DQG�KRVSLWDOV"�+RZ�FDQ�,�JHW�WUHDWHG"

%DVLFDOO\��WKHUH�DUH�WZR�DQVZHUV�
��0RURFFR�LV�DZHVRPH�
��,QVXUDQFH�FRPSDQLHV�VXFN�

$ERXW�LPPXQLW\��LW·V�DOULJKW�WR�OLYH�KHUH�EHFDXVH�WKHUH�
DUH�QRW�PDQ\�GLVHDVHV��XQOLNH�VXE�6DKDUDQ�$IULFD��H�J���
WKHUH� LV�QR�PDODULD��DQG�EHFDXVH�\RX�FDQ�HDVLO\�KDYH�
DFFHVV�WR�GULQNLQJ�ZDWHU��

,Q� ������ ��� �� RI � 0RURFFDQ� SHRSOH� KDG� DFFHVV� WR�
GULQNLQJ�ZDWHU�DW�KRPH��WDS�ZDWHU���%HVLGHV��\RX·OO�ÀQG�
ERWWOHG�ZDWHU�HYHQ�LQ�WKH�VPDOOHVW�YLOODJHV��2QH�PRQWK�
DIWHU�P\�DUULYDO��,�HYHQ�VWDUWHG�WR�GULQN�WDS�ZDWHU�DQG�,�
KDYHQ·W�KDG�DQ\�SUREOHP�

Boumalne-Dadès 
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7KH�DQQR\LQJ�WKLQJ�ZLWK�5HPLFDGH�LV�JHWWLQJ�´OLYLQJµ�
YDFFLQHV��OLNH�\HOORZ�IHYHU���<RX�PXVW�VWRS�WKH�WUHDW-
PHQW�IRU�D�ZKLOH�EHIRUH�JHWWLQJ�YDFFLQDWHG��%XW�WKHUH�
LV�QR�\HOORZ�IHYHU�LQ�0RURFFR�

2QH�RI �0RURFFR·V�ZHDNHVW�SRLQWV�LV�KHDOWK�FDUH��7KHUH�
DUH�PDQ\�KRVSLWDOV�DQG�FOLQLFV� LQ� WKH�ZKROH�FRXQWU\��
%XW��WKH�TXDOLW\�RIWHQ�ODJV�EHKLQG��1HYHUWKHOHVV��WKHUH�
DUH� PDQ\� ZHOO�IXUQLVKHG� SKDUPDFLHV� LQ� WKH� ZKROH�
FRXQWU\�DQG�\RX�ZLOO�ÀQG�YHU\�JRRG�GRFWRUV�LQ�ELJ�FLW-
LHV�OLNH�0DUUDNHFK��)RU�H[DPSOH��WKH�´&HQWUH�+RVSL-
WDOLHU�8QLYHUVLWDLUHµ�RI �0DUUDNHFK�FDQ�WUHDW�,%'��7KH�
problem is you need to advance money unless you 

KDYH�D�JRRG� LQVXUDQFH��6R�,�KDYH��%XW� WKH�FRPSDQ\�
GRHVQ·W�ZDQW�WR�SD\�DQ\WKLQJ�EHFDXVH�RI �P\�´SUH�H[-
LVWLQJ�FRQGLWLRQµ�� D� WHUP� WKH\� LQYHQWHG� WR�PD[LPL]H�
WKHLU�SURÀW�HYHQ�PRUH�DW� WKH�H[SHQVH�RI � WKRVH�ZKR�
DUH�VRFLDOO\�ZHDN��7KDW·V�ZK\�,�WUDYHO�EDFN�WR�%HOJLXP�
HYHU\�WKUHH���QRW�WZR���PRQWKV�WR�JHW�P\�WUHDWPHQW��
IXOO\�FRYHUHG�E\�WKH�%HOJLDQ�KHDOWK�FDUH�V\VWHP��/XFN-
LO\��WKHUH�DUH����DLUSRUWV�LQ�0RURFFR�DQG�,�FDQ�Á\�ORZ�
cost to Belgium. (The decision to get treated every 

WKUHH�PRQWKV�LQVWHDG�RI �WZR�ZDV�PDGH�E\�P\�JDVWUR-

HQWHURORJLVW�DIWHU�PDNLQJ�PH�UXQQLQJ�VRPH�WHVWV��

/HW�XV�QRW�IRUJHW�WKRXJK�WKDW�ZH��DV�(XURSHDQV��DUH�
often privileged compared to others. The price of  

5HPLFDGH�LQ�0RURFFR�LV�DERXW�WKH�VDPH�DV�LQ�(XURSH��
but the difference is there is no public health insur-

ance system. Just a minority can afford a private insur-

ance.

/DVW�WKLQJ�DERXW�KHDOWK��\RX�ZLOO�HDVLO\�ÀQG�WRLOHWV�LQ�
SXEOLF�SODFHV��LW·V�FRPSXOVRU\�E\� ODZ�LQ�UHVWDXUDQWV���
,I � \RX� WUDYHO�E\�EXV�� EH� DZDUH� WKDW� MRXUQH\V� FDQ�EH�
ORQJ� DQG� VWRSV� DUH� UDUH� ��K��� EHWZHHQ� $JDGLU� DQG�
2XDU]D]DWH��EXW�RQO\�WZR�VWRSV��

Final words

,�KRSH�WKLV�DUWLFOH�ZLOO�KHOS�EULQJ�LQWR�IRFXV�WKDW�,%'�
can cause as many damage to the body as to the mind. 

7KH�ODWWHU�WKRXJK�FDQ�KHDO�EHWWHU��<RX�PXVW�MXVW�ÀQG�
\RXU�RZQ�ZD\�

$QG�LI �\RX�ZDQW�WR�YLVLW�0RURFFR��MXVW�FRQWDFW�PH«

On the road between Ouarzazate and Boumalne-Dadès 
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,W�ZDV�LQ�WKH�PLGGOH�RI �0D\������ZKHQ�,�ZDV�SXW�WR�
EHG�ZLWK�ZKDW�,�ÀUVW�WKRXJKW�ZDV�D�IRRG�SRLVRQLQJ��
a salmonella infection or something similar to that. 

,�ZDV�DW�WKH�HQG�RI �WKH�ÀUVW�\HDU�RI �P\�WUDLQLQJ�DV�D�
SK\VLRWKHUDSLVW�DQG�WKH�H[DPV�ZHUH�FRPLQJ�XS�

7ZR�ZHHNV� ODWHU� ,�KDG� ORVW� D� ORW�RI �ZHLJKW� DQG�KDG�
DQDHPLD��,�ZDV�DGPLWWHG�XUJHQWO\�WR�KRVSLWDO�DQG�WKH�
GRFWRUV� FRXOG�EHJLQ� WKHLU� LQYHVWLJDWLRQ�RI �ZKDW�ZDV�
ZURQJ�ZLWK�PH��2QH�ZHHN�ODWHU�,�ZDV�GLDJQRVHG�ZLWK�
XOFHUDWLYH�FROLWLV�DQG�ZDV�RQ�D�KHDY\�LQWUDYHQRXV�WUHDW-
PHQW�ZLWK�FRUWLVRQH��$OWKRXJK�LW�KHOSHG�P\�FRQGLWLRQ��
,�ZDV�VWLOO�YHU\�LOO�DQG�WKH�GRFWRUV�KDG�RQO\�5HPLFDGH�
OHIW�EHIRUH� WKH\�ZRXOG� UHPRYH�P\�FRORQ�� ,�KDG� ORVW�
DERXW�������NJ�DQG�ZDV�DV�SDOH�DV�D�JKRVW�EHFDXVH�RI �
WKH�DQDHPLD��6R�WKH\�WULHG�5HPLFDGH��,�JRW�D�ORW�EHWWHU�
YHU\�TXLFNO\�DQG�RQH�ZHHN�ODWHU�,�ZDV�UHOHDVHG�IURP�
KRVSLWDO�DQG�FRXOG�JR�KRPH�ZLWK�P\�OLIH�FKDQJHG�LQ�D�
ZD\�,�KDG�QHYHU�LPDJLQHG�

:KLOH� ,�ZDV� LQ� KRVSLWDO� ,� EHJDQ� WR� WKLQN� DERXW� WKH�
IXWXUH��:KDW�FRXOG�,�GR�ZLWK�P\�OLIH�LQ�WKH�EHVW�SRV-
VLEOH�ZD\"�:KDW�JRDOV�GLG�,�ZDQW�WR�DFKLHYH"�%DVLFDOO\��
:KR�VKRXOG�,�EH"�%LJ�TXHVWLRQV��EXW�ZKHQ�\RXU�KHDOWK�
DQG�OLIH�LV�SXW�WR�H[WUHPHV��\RX�VKRXOG�VWDUW�ZRQGHU-
LQJ�DERXW�ZKDW�\RX�FDQ�GR�WR�KHOS�\RXUVHOI �LQ�WKH�EHVW�
SRVVLEOH�ZD\� ²� DQG�P\�PLQG�ZDV� VHW� RQ� H[HUFLVLQJ��
$V�(GZDUG�6WDQOH\�RQFH�VDLG��´7KRVH�ZKR�WKLQN�WKH\�
KDYH�QR�WLPH�IRU�ERGLO\�H[HUFLVH�ZLOO�VRRQHU�RU� ODWHU�
KDYH�WR�ÀQG�WLPH�IRU�LOOQHVVµ��

%DFN� WKHQ� ,�GLG�QRW�NQRZ�ZKDW� LPSDFW�KDYLQJ� ,%'�
ZRXOG�KDYH�RQ�P\�OLIH��,�KDG�P\�RZQ�WKRXJKWV��,�KDG�
WKH�GRFWRUV�WHOOLQJ�PH�ZKDW�,�FRXOG�H[SHFW�DQG�,�FRXOG�
UHDG�RQ�WKH�LQWHUQHW�KRZ�RWKHU�SHRSOH�ZLWK�,%'�ZHUH�
OLYLQJ�WKHLU�OLYHV��,�YHU\�TXLFNO\�VWRSSHG�UHDGLQJ�ZKDW�
RWKHUV�ZURWH�RQ�WKH�LQWHUQHW�²�LW�ZDV�QRW�JRRG�IRU�PH�
WR� UHDG�DERXW�DOO� WKHVH� OLYHV�� ,� IRFXVHG�RQ� WKH�QHJD-
WLYH�VWRULHV�DQG�LW�GH�PRWLYDWHG�PH�DQG�,�EHJDQ�WR�IHHO�

Running a marathon to overcome 
IBD

VRUU\�IRU�P\VHOI��,�WKHQ�WRRN�D�GHFLVLRQ��KDYLQJ�,%'�
LV�OLNH�KDYLQJ�D�ÁXH�RQFH�LQ�D�ZKLOH�²�MXVW�PRUH�RIWHQ��
6RPHWLPHV�,�ZLOO�JHW�VLFN�DQG�EH�SXW�LQWR�EHG�E\�WKLV��
%XW�PRVW�RI �WKH�WLPH�,�ZLOO�EH�MXVW�OLNH�HYHU\ERG\�HOVH�
– healthy and happy.

7KHUHIRUH�� ,� EHJDQ� DOUHDG\� LQ� WKH� ODVW� ZHHN� RI �P\�
KRVSLWDOL]DWLRQ�WKH�WUDLQLQJ�WRZDUGV�P\�QHZ�SHUVRQDO�
JRDO�� WR�UXQ�D�PDUDWKRQ��,�DOVR�KDG�DQRWKHU�DLP�� WR�
FRPSOHWH�P\� HGXFDWLRQ� DV� SODQQHG� LQ� -DQXDU\� �����
DQG�P\� SODQ�ZDV� VWLOO� WR� KDYH� D� IXOO�WLPH� MRE� DIWHU-
ZDUGV�
5XQQLQJ�D�PDUDWKRQ�ZDV�WKH�ÀUVW�WKLQJ�,�ZDQWHG�WR�
GR�DIWHU�JHWWLQJ�,%'��,W�ZDV�LQ�P\�PLQG�WKH�EHVW�WKLQJ�
,�FRXOG�GR�WR�P\VHOI��LI �,�ZDQWHG�WR�SURYH�WKDW�,%'�
ZRXOGQ·W�LQÁXHQFH�RQ�P\�GUHDPV�DQG�JRDOV�²�LQ�VKRUW��
,�ZDQWHG�WR�UHWDNH�WKH�FRQWURO�RI �P\�RZQ�OLIH�DQG�E\�

by Daniel Sundstein
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WKLV�SURYH�WR�P\�IDPLO\��P\�IULHQGV�DQG�P\VHOI �WKDW�
HYHU\WKLQJ�\RX�ZDQW�WR�GR�LV�SRVVLEOH�

0\�ÀUVW� WUDLQLQJ�ZDV�ZDONLQJ� WKH�VWDLUV� LQ� WKH�KRV-
SLWDO��$W�ÀUVW�LW�ZDV��[��VWHSV�DQG�WKHQ�EDFN�WR�EHG��
7KHQ�LW�ZDV�ZDONLQJ�WKH�VWDLUV�IURP�WKH�JURXQG�ÁRRU�
WR�WKH�ÀUVW�ÁRRU��/DWHU��DIWHU�,�JRW�EDFN�KRPH�LW�ZDV�
ZDONLQJ�DURXQG�P\�PRWKHU·V�KRXVH����WLPH����WLPHV��
��WLPHV�DQG�VR�RQ��2QH�ZHHN�DIWHU�,�JRW�RXW�RI �WKH�
KRVSLWDO� ,� ZDONHG� �� NP� DQG� ��ZHHNV� ODWHU� ,� UDQ� ��
NP��7KH�SDFH�ZDVQ·W�YHU\�
IDVW��EXW�,�GLG�LW�DQG�VOHSW�
PDQ\� KRXUV� DIWHUZDUGV�� ,�
ZDV� WDNLQJ� DOO� WKLQJV� VWHS�
by step so to say.

7ZR� PRQWKV� DIWHU� ,� ZDV�
discharged from the hos-

SLWDO��,�WRRN�WKH�H[DPV�WKDW�
had been postponed and 

,� ZDV� WKHQ� UHDG\� WR� VWDUW�
ZLWK�P\�IHOORZ�VWXGHQWV�DW�
the third semester of  my 

education as a physiother-

apist. While continuing 

P\�HGXFDWLRQ�,�NHSW�RQ�UXQQLQJ��$IWHU�WKH�H[DPV�LQ�
$XJXVW������,�ZDV�XS�UXQQLQJ���NP�SHU�WUDLQLQJ�DQG�
,�WULHG�WR�LQFUHDVH�WKH�SDFH�HYHU\�WLPH�,�ZHQW�RXW��,�
ZDV�RQ�WKH�ZD\�WR�ÀQG�WKH�´QHZ�PHµ�DQG�HYHU\�GD\�
,�GLVFRYHUHG�QHZ�WKLQJV��7KLV�FRXOG�IRU�H[DPSOH�EH�
ZKLFK�IRRGV�ZHUH�JRRG�IRU�PH�DQG�ZKLFK�RQHV�ZHUH�
QRW�� ,Q� 6HSWHPEHU� ������ MXVW� DURXQG� P\� ���\HDU�
ELUWKGD\��,�KDG�P\�ÀUVW�ÁDUH�XS�DIWHU�WKH�DFXWH�GHEXW�
D�FRXSOH�RI �PRQWKV�HDUOLHU��%DFN�WKHQ�,�ZDV�VWLOO�ERWK�
RQ�5HPLFDGH�DQG�SUHGQLVRQH��DQG�VXGGHQO\�KDG�WR�
JHW� D� KLJKHU� GRVH� RI � SUHGQLVRQH�� ,� WKHQ� OHDUQHG� D�
QHZ� OHVVRQ��FRQWDFW�P\�VSHFLDOLVW� DV� VRRQ�DV� ,� IHHO�
DQ\�V\PSWRPV�RI �,%'�

7KH�PRQWKV�ZHQW� E\� DQG� ,� FRQWLQXHG�P\� WUDLQLQJ�
DQG�P\�HGXFDWLRQ��,�ZDV�DOVR�UHDOO\�DZDUH�RI �NHHSLQJ�
LQ�WRXFK�ZLWK�P\�VRFLDO�OLIH��:LWKRXW�P\�IDPLO\�DQG�
IULHQGV�,�KDG�QHYHU�EHHQ�DEOH�WR�PDQDJH�P\�QHZ�OLIH��
7KHUHIRUH�,�NHSW�RQ�IRFXVLQJ�RQ�WKUHH�WKLQJV��WUDLQ-

LQJ��HGXFDWLRQ�DQG�VRFLDO�OLIH�

,Q� WKH� VXPPHU�RI � ����� ,� UHDFKHG�RQH�RI � WKH�PLOH-
VWRQHV� WRZDUGV� UXQQLQJ� D� PDUDWKRQ�� ,� FRPSOHWHG� D�
KDOI�PDUDWKRQ�LQ�'HQPDUN�DQG�P\�PRWLYDWLRQ�IRU�WKH�
PDUDWKRQ�ZDV�LQFUHDVLQJ��,Q�-DQXDU\������,�FRPSOHWHG�
my education as a physiotherapist and had already got 

D�IXOO�WLPH�MRE��,�FRXOG�FKHFN�RII �RQH�RI �P\�JRDOV��,�
KDYH�DOZD\V�WROG�P\VHOI �WKDW�LI �RQH�JRDO�ZHUH�DFFRP-

SOLVKHG� ,�ZRXOG�KDYH� WR� VHW� D�QHZ�RQH��7KH� VHFRQG�
JRDO�ZDV� WKH�PDUDWKRQ�� ,� VHDUFKHG� WKH� LQWHUQHW� DQG�
IRXQG� D�PDUDWKRQ� LQ� $PVWHUGDP� LQ�2FWREHU� ������

,W�ZDV�DQ�HDV\�GHFLVLRQ�WR�
VLJQ�XS�DQG�QRZ�,�MXVW�KDG�
to run as much as possi-

ble.

0D\�������7KUHH�\HDUV�DI-
WHU�,�JRW�P\�OLIH�FKDQJLQJ�
PHVVDJH� ,� JRW� DQRWKHU�
ÁDUH�XS��7KH�GD\�,�JRW�WKH�
V\PSWRPV��,�FRQWDFWHG�P\�
VSHFLDOLVW�DQG�ZDV�LPPHGL-
ately started on treatment 

ZLWK� DGGLWLRQDO� PHGLFD-
WLRQ�� ,W� PHDQW� ,� KDG� WR�
WUDLQ�D�OLWWOH�OHVV��EXW�,�NHSW�

RQ�GRLQJ�ZKDW�,�ZDV�DEOH�WR�DQG�RQH�PRQWK�ODWHU�,�ZDV�
´EDFN�RQ�WUDFNµ�

���2FWREHU������ �� WKH�GD\�RI � WKH�$PVWHUGDP�0DU-
DWKRQ� ������ ,W� ZDV� WKH� KDUGHVW� VHOI�VHOHFWHG� SK\VL-
FDO�H[DP�RI �P\�OLIH�XQWLO�WKHQ��%XW�,�FRPSOHWHG�DQG�
proved to myself  that anything is possible if  you really 

ZDQW�WR�

&XUUHQWO\�,·P�SODQQLQJ�RQ�UXQQLQJ�P\�VHFRQG�PDUD-
WKRQ��+RSHIXOO\�&RSHQKDJHQ�������EXW�WKLV�KDV�EHHQ�
GHOD\HG�D�ELW�EHFDXVH�RI �DQRWKHU�ÁDUH�XS��ZKLFK�,·P�
MXVW�UHFRYHULQJ�IURP��7KHUHIRUH��,·P�DOVR�FRQVLGHULQJ�
$PVWHUGDP�������%HVLGHV�WKDW�,·YH�VHW�P\VHOI �D�QHZ�
JRDO�LQ�WDNLQJ�D�0DVWHUV�'HJUHH�LQ�2VWKHRSDWK\��7KLV�
LV�D�SDUW�WLPH�VWXG\�EHVLGHV�P\�IXOO�WLPH�MRE�

6R�P\�DGYLFH�WR�DOO�RWKHUV�ZLWK�,%'�́ ,I �\RX�UHDOO\�ZDQW�
WR�GR�VRPHWKLQJ��\RX�ZLOO�ÀQG�D�ZD\��,I �\RX�GRQ·W��\RX�
ZLOO�ÀQG�DQ�H[FXVH�µ��TXRWH�E\�DQ�XQNQRZQ�DXWKRU�

Living with IBD

“It was the hardest self-

selected physical exam 

of  my life until then. But 

I completed and proved 

to myself  that anything is 

possible if  you really want 

to. ”
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7KH� (XURSHDQ� 'LVDELOLW\� )RUXP� �(')�� LV� DQ� LQGH-
SHQGHQW�1*2�WKDW�UHSUHVHQWV�WKH�LQWHUHVWV�RI ����PLO-
OLRQ�(XURSHDQV�ZLWK�GLVDELOLWLHV��,W�ZDV�FUHDWHG�LQ������
E\� LWV�PHPEHU� RUJDQLVDWLRQV� WR�PDNH� VXUH� GHFLVLRQV�
FRQFHUQLQJ�GLVDEOHG�SHRSOH�DUH�WDNHQ�ZLWK�DQG�E\�GLVD-
EOHG�SHRSOH��(')�ÀJKWV�IRU�WKH�LQFOXVLRQ�RI �GLVDEOHG�
people in society as a right and refuses the out-of-date 

charitable approach to disability. 

What is the European Disability Forum trying to 

achieve at European level?

7KH�(')�LV�ÀUVW�DQG�IRUHPRVW�D�KXPDQ�ULJKWV�UHSUH-
VHQWDWLRQ��:H�UHSUHVHQW�WKH����PLOOLRQ�(XURSHDQV�ZLWK�
GLVDELOLWLHV�DW�(XURSHDQ�OHYHO�DQG�LQ�FROODERUDWLRQ�ZLWK�
RXU�PHPEHUV� WKURXJKRXW� WKH�0HPEHU�6WDWHV�RI � WKH�
(XURSHDQ�8QLRQ�SOXV�1RUZD\��,FHODQG�DQG�WKH�:HVW-
HUQ�%DONDQ�VWDWHV��

7KH�(XURSHDQ�8QLRQ�KDV�UDWLÀHG�WKH�81�&RQYHQWLRQ�
RI �+XPDQ�5LJKWV�RI �3HUVRQV�ZLWK�'LVDELOLW\�DQG�RXU�
RUJDQLVDWLRQ�WULHV�WR�PDNH�VXUH�WKDW�DOO�(XURSHDQ�OHJLV-
ODWLRQV�DQG�SROLFLHV��EH�LW�QHZ�OHJLVODWLRQV�RU�WKH�UHYLHZ�
RI �ROGHU�OHJLVODWLRQV��WDNH�LQWR�FRQVLGHUDWLRQ�GLVDELOLW\�
related issues from a human rights perspective.

:KDW�DUH�WKH�PDLQ�LVVXHV�\RX�DUH�ZRUNLQJ�RQ�DW�

the moment?

Besides our activities around the implementation of  

WKH�81�&RQYHQWLRQ�DW�WKH�(XURSHDQ�OHYHO��ZH�DUH�DOVR�
PRQLWRULQJ�WKH�LPSOHPHQWDWLRQ�RI �WKH�(XURSHDQ�'LV-
DELOLW\� 6WUDWHJ\� DQG�ZH� DUH� FDUU\LQJ� RXW� D� FDPSDLJQ�
WR�LQFOXGH�GLVDELOLW\�LVVXHV�LQ�&RKHVLRQ�3ROLF\�DQG�WKH�
QHZ�UHJXODWLRQV�RQ�WKH�6WUXFWXUDO�)XQGV���

Protecting persons with disabilities 
Interview with Yannis Vardakastanis, President of the European 
Disability Forum

0RUHRYHU��ZH�DUH�HQJDJHG�LQ�WKH�)UHHGRP�RI �0RYH-
PHQW� &DPSDLJQ� DQG� KDYH� SXEOLVKHG� D� ´)UHHGRP�
*XLGHµ�ZKLFK� LV� WR� LQFUHDVH� WKH� IUHHGRP� RI �PRYH-
PHQW�RI �SHRSOH�ZLWK�GLVDELOLWLHV�ZLWKLQ�DQG�DPRQJ�WKH�
0HPEHU�6WDWHV�LQ�WKH�(XURSHDQ�8QLRQ��

:H�DUH�DOVR�ZRUNLQJ�RQ�WZR�YHU\�LPSRUWDQW�OHJLVODWLYH�
LQLWLDWLYHV�WKDW�WKH�(XURSHDQ�&RPPLVVLRQ�LV�VXSSRVHG�
WR�PDNH�SXEOLF� WKLV�\HDU�� WKH�(XURSHDQ�$FFHVVLELOLW\�
Act and the Web Accessibility legislation. 

2I �FRXUVH�ZH�DUH�DOVR�ZRUNLQJ�DW� WKH�81�OHYHO�� WKH�
&RXQFLO�RI �(XURSH�DQG�WKH�2(&'�
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:KDW�DIIHFW�KDV�WKH�HFRQRPLF�FULVLV�RQ�\RXU�ZRUN"

/DVW�'HFHPEHU�ZH�KDG�D�YHU\� LPSRUWDQW�PHHWLQJ� LQ�
%UXVVHOV� ZLWK� WKH� (XURSHDQ� &RPPLVVLRQ� 3UHVLGHQW�
-RVp�0DQXHO�%DUURVR�� -HU]\�%X]HN��3UHVLGHQW�RI � WKH�
(XURSHDQ�3DUOLDPHQW�DQG�+HUPDQ�9DQ�5RPSX\�3UHV-
LGHQW�RI �WKH�(XURSHDQ�&RXQFLO��'XULQJ�RXU�PHHWLQJ�
ZH�GLVFXVVHG�KRZ�WR�LPSURYH�WKH�OLYHV�RI �(XURSHDQV�
ZLWK�GLVDELOLWLHV�DQG�WROG�WKH�(8�RIÀFLDOV�YHU\�FOHDUO\�
that they cannot be believed and trusted by Europe-

DQV�ZLWK�GLVDELOLWLHV�WR�LPSOHPHQW�WKH�81�&RQYHQWLRQ�
RI �+XPDQ�5LJKWV�RI �
3HUVRQV� ZLWK� 'LV-
ability if  they do not 

protect these people 

from the austerity 

policies at Member 

6WDWH� OHYHO�� 7KLV� JDS�
QHHGV�WR�EH�ÀOOHG�

)RU�XV� LW·V�YHU\�FOHDU�
WKH� (XURSHDQ� ,QVWL-
WXWLRQV� QHHG� WR� WDNH�
D� YHU\� ÀUP� VWHS��
they have not done 

\HW�� UHJDUGLQJ�VDYLQJ�
SHRSOH� ZLWK� GLVDELOL-
ties from the cuts. 

The cuts are affect-

ing disabled people 

directly or indirect-

ly in almost every 

0HPEHU�6WDWH�RI �WKH�
(XURSHDQ�8QLRQ�DQG�WKH�LPSOHPHQWDWLRQ�RI �QDWLRQDO�
DXVWHULW\� PHDVXUHV� ZLWKRXW� FRQVXOWLQJ� WKH� RUJDQLVD-
WLRQV�RI �SHUVRQV�ZLWK�GLVDELOLWLHV� LV� KDYLQJ�GUDPDWLF�
effects. 

:H� DUH� QRW� RQO\� WDONLQJ� DERXW� WKRVH� FRXQWULHV� WKDW�
DUH� PRUH� KLW� E\� WKH� HFRQRPLF� FULVLV�� HYHQ� LQ� RWKHU�
0HPEHU� 6WDWHV� SHRSOH�ZLWK� GLVDELOLWLHV� DUH� DIIHFWHG��
)RU�H[DPSOH�LQ�6ZHGHQ�GLVFXVVLRQV�DUH�EHLQJ�KHOG�WR�
FXW�GRZQ� WKH�SHUVRQDO� DVVLVWDQFH�EXGJHW� IRU�SHRSOH�
ZLWK�GLVDELOLWLHV��7KH�JHQHUDO�WUHQG�LV�WR�FRQVLGHU�WKH�
source of  protection as an unproductive part of  the 

HFRQRP\�DQG�WR�FXW�GRZQ�WKHUH�LQ�RUGHU�WR�LQFUHDVH�
WKH�´�SURGXFWLYLW\�UDWHµ��,I �\RX�WKLQN�RI �WKH�DPRXQW�

RI �SXEOLF�PRQH\�JLYHQ�WR�WKH�PDUNHWV�LQ�WKH�ODVW�\HDUV�
LQ�WKH�(XURSHDQ�8QLRQ�WKHQ�\RX�ZRXOG�WKLQN�WKDW�WKH�
real purpose here is not to protect the people from 

WKH�FULVLV�EXW�WR�SURWHFW�WKH�PDUNHW��

,Q�WKH�IDFH�RI �WKH�FXUUHQW�VLWXDWLRQ��ZH�KDYH�VHW�XS�WKH�
´(')�2EVHUYDWRU\�RI �WKH�HFRQRPLF�FULVLVµ�WR�PDNH�
PRUH� YLVLEOH� RI � ZKDW� LV� KDSSHQLQJ� LQ� HDFK� RI � WKH�
0HPEHU�6WDWHV��,W�LV�WKH�UROH�RI �WKH�GLVDELOLW\�PRYH-
PHQW�WR�EH�UHDOO\�DFWLYH��WR�ÀJKW�DQG�GHPDQG�WKDW�WKH�
ULJKWV�RI �SHRSOH�DUH�UHVSHFWHG��WKDW�SROLFLHV�DUH�SXW�LQ�

place and that there 

DUH� QR� FXWV�� +RUL-
]RQWDO� FXWV� VKRXOG�
not affect people 

ZLWK� GLVDELOLWLHV��
$V� \RX� NQRZ� WKHUH�
have been plenty 

of  demonstrations 

in many European 

countries protesting 

against these auster-

ity measures because 

the general reper-

cussions are less in-

FRPH�� OHVV� HPSOR\-
PHQW� RSSRUWXQLWLHV��
bad public services 

and bad services for 

SHRSOH� ZKR� DUH� LQ�
institutions. 

7KH�PHHWLQJ� LQ�'H-
FHPEHU�DQG�WKH�FRPPLWPHQW�ZH�JRW�IURP�LW�KDV�FUHDW-
ed a momentum for the coming months. We need to 

FRQWLQXH�OREE\LQJ�WKH�(XURSHDQ�,QVWLWXWLRQV�EXW�RXU�
ZRUN�QHHGV�WR�KDSSHQ�HYHU\ZKHUH��DOVR�LQ�WKH�FDSLWDOV�
RI �WKH�0HPEHU�6WDWHV��

:H�QHHG�WR�EH�SUHVHQW�DQG�YLVLEOH�HYHU\ZKHUH�EHFDXVH�
GHFLVLRQV�DUH�EHLQJ� WDNHQ�HYHU\ZKHUH�DQG�HYHU\�GD\�
WKDW�DUH�DIIHFWLQJ�SHRSOH�ZLWK�GLVDELOLWLHV��,Q�WKLV�\HDU�
RI �FULVLV�ZH�QHHG�WR�WKLQN�PRVW�RI �WKRVH�SHRSOH�RI �
GLVDELOLWLHV�WKDW�DUH�LQ�QHHG�RI �VXSSRUW��PLJUDQWV�ZLWK�
GLVDELOLWLHV�� ZRPHQ�ZLWK� GLVDELOLWLHV�� SHRSOH� WKDW� DUH�
SRRU��ZH� UHDOO\� QHHG� WR� HPSKDVL]H� LQ� RXU�ZRUN� WKH�
PRVW�H[FOXGHG�DPRQJVW�WKH�H[FOXGHG�

“We need to be present and vis-

ible because decisions are being 

WDNHQ�HYHU\ZKHUH�DQG�HYHU\�GD\�

that are affecting people with 

disabilities (...) In this year of  

crisis we need to emphasize in 

RXU�ZRUN� � WKRVH�SHRSOH�RI �GLV-

abilities that are in need of  sup-

port, the most excluded amongst 

the excluded ”
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'XULQJ�1DWLRQDO�&URKQ·V�DQG�&ROLWLV�$ZDUHQHVV�0RQWK��0D\���&URKQ·V�
DQG�&ROLWLV�$XVWUDOLD��&&$��ODXQFKHG�D�QXPEHU�RI �DFWLYLWLHV�WR�KHOS�UDLVH�
DZDUHQHVV�DQG�XQGHUVWDQGLQJ�RI �,%'�LQ�WKH�FRPPXQLW\��7KHVH�LQFOXGHG�
QHZVSDSHU�DUWLFOHV��UDGLR�LQWHUYLHZV��D�ODUJH�VFDOH�SRVWFDUG�FDPSDLJQ�DQG�
a community service announcement that has been aired on prime-time 

79���7KH�VKLIW�IURP�DQ�DZDUHQHVV�ZHHN�WR�DQ�DZDUHQHVV�PRQWK�KDV�SDLG�
dividends and generated a great deal of  media coverage creating more 

DZDUHQHVV�RI �,%'�DPRQJ�WKRXVDQGV�RI �$XVWUDOLDQV��

&&$�ZDQWV�WR�WKDQN�HYHU\RQH�ZKR�SDUWLFLSDWHG�LQ�WKH�VXUYH\�WKDW�IRUPHG�
WKH�EDVLV� IRU� WKH�NH\�PHVVDJHV�RI � WKH�&DQ·W�:DLW� DZDUHQHVV�FDPSDLJQ��
7KH�VXUYH\�UHVXOWV�VKRZHG�WKDW�SHRSOH�ZLWK�,%'�DUH�VWLOO�KDYLQJ�GLIÀFXOW\�
DFFHVVLQJ�UHWDLOHUV·�WRLOHWV��ZLWK����SHU�FHQW�RI �UHVSRQGHQWV�UHTXLULQJ�XU-
JHQW�DFFHVV�WR�D�WRLOHW�WROG�WR�JR�HOVHZKHUH��DQG����SHU�FHQW�KDYLQJ�GLI-
ÀFXOW\�DFFHVVLQJ�IDFLOLWLHV���)XOO�VXUYH\�UHVXOWV�DUH�DYDLODEOH�RQ�RXU�ZHEVLWH�
DW�KWWS���ZZZ�DFFD�QHW�DX���

8QIRUWXQDWHO\�� WKH�UHVXOWV�ZHUH�VLPLODU� WR� WKH�UHVSRQVHV� WR�&&$·V������
VXUYH\��LQGLFDWLQJ�WKDW�PRUH�QHHGV�WR�EH�GRQH�WR�KLJKOLJKW�WKH�QHHGV�RI �
SHRSOH�OLYLQJ�ZLWK�,%'��,Q�DGGLWLRQ�WR�XVLQJ�WKH�PHGLD�WR�FUHDWH�DZDUH-
QHVV�RI �WKH�LVVXH��&&$�KDV�GHYHORSHG�VWLFNHUV�WKDW�UHWDLOHUV�FDQ�GLVSOD\�
LQ�WKHLU�VKRS�ZLQGRZ�WR� LQGLFDWH�WKDW�WKH�&DQ·W�:DLW�FDUG� LV�ZHOFRPHG�
DW�WKHLU�YHQXH��&&$�DOVR�VHQW�IHGHUDO�DQG�VWDWH�SROLWLFLDQV�OHWWHUV�DOHUWLQJ�
WKHP�WR�:RUOG�,%'�'D\�RQ�0D\�����DQG�DVNLQJ�WKHP�WR�VKRZ�WKHLU�VXS-

SRUW�E\�GLVSOD\LQJ�WKH�&DQ·W�:DLW�VWLFNHUV�LQ�WKHLU�HOHFWRUDWH�RIÀFHV��

$QRWKHU�SURPLQHQW�DVSHFW�RI �WKH�&DQ·W�:DLW�FDPSDLJQ�KDV�EHHQ�WKH�WHO-
HYLVLRQ�FRPPHUFLDO��DSSHDULQJ�RQ�QDWLRQDO�QHWZRUNV��7KH�DGYHUWLVHPHQW�
IHDWXUHV� WKH� IDFH�RI � ODVW� \HDU·V� DZDUHQHVV� FDPSDLJQ��$PEHU�0LDOO��PH-
dia personality Pete Timbs and surfer Brittani Nicholl. The ad highlights 

WKH�QHHGV�RI �SHRSOH� OLYLQJ�ZLWK� ,%'��DQG�GLUHFWV�YLHZHUV� WR� WKH�ZZZ�
FDQWZDLW�QHW�DX�ZHEVLWH��ZKLFK�SURYLGHV�PRUH�GHWDLOV�DERXW�WKH�FDPSDLJQ��
DQG�RIIHUV�GRQRUV�WKH�FKDQFH�WR�ZLQ�DQ�$SSOH�L3DG��E\�QRPLQDWLQJ�ZKDW�
WKH\�FDQ·W�ZDLW�IRU��

&&$�DOVR�FUHDWHG�D�YLUDO�DZDUHQHVV�FDPSDLJQ��GHYHORSLQJ�DQ�RQOLQH�SRVW-
FDUG�SURPRWLQJ�WKH�&DQ·W�:DLW�PHVVDJH�DQG�WKH�ZHEVLWH��7KH�FDUG�ZDV�
HPDLOHG�WR�PHPEHUV��ZKR�ZHUH�DVNHG�WR�IRUZDUG�LW�

&&$� ZRXOG� OLNH� WR� WKDQN� $P-

EHU�� 3HWH� DQG� %ULWWDQL� IRU� SXW-
WLQJ� WKHLU� IDFH� WR� WKH�FDPSDLJQ��
ZKLFK� KDV� JDUQHUHG� IDYRXUDEOH�
UHVSRQVHV�IURP�RWKHU�PHPEHUV��
LQFOXGLQJ�RQH�PHPEHU�ZKR�KDV�
OLYHG� ZLWK� XOFHUDWLYH� FROLWLV� IRU�
��� \HDUV� ZKR� ZURWH�� ´7KLV� LV�
WKH�ÀUVW�FDPSDLJQ�WKDW�GRHV�QRW�
PDNH�PH�FULQJH�RU�ZDQW�WR�FRQ-

WLQXH�WR�KLGH�IURP�WKH�ZRUOG�DQG�
P\�LOOQHVV���D�YHU\�VLQFHUH�WKDQN�
\RXµ��,W�ZRXOG�DOVR�OLNH�WR�WKDQN�
DOO� RI � WKH� RWKHU�&&$� DPEDVVD-
GRUV�ZKR�VSRNH�RQ�&&$·V�EHKDOI �
RU�XQGHUWRRN�IXQGUDLVLQJ�HYHQWV�
WR� FUHDWH� PRUH� DZDUHQHVV� RI �
&URKQ·V�DQG�FROLWLV��

About the CCA 

&&$�ZDV�HVWDEOLVKHG�LQ������E\�
SHRSOH� ZKR� KDYH� ,%'� RU� KDYH�
a family member affected by 

WKH� LOOQHVV�� ,W� LV� D� QRW�IRU�SURÀW�
RUJDQLVDWLRQ� ZLWK� DQ� KRQRUDU\�
ERDUG� RI � 'LUHFWRUV� FRPPLW-
WHG� WR� ÀQGLQJ� D� FXUH� IRU� ,%'�
and providing and implement-

LQJ� VHUYLFHV� WR� DVVLVW� PHPEHUV·�
QHHGV�� &&$� FROODERUDWHV� ZLWK�
WKH� *DVWURHQWHURORJLFDO� 6RFLHW\�
RI �$XVWUDOLD��'LJHVWLYH�'LVHDVHV�
)RXQGDWLRQ�� ,%'�$XVWUDOLD� VSH-
cial interest group and other 

PHGLFDO��VXUJLFDO�VRFLHWLHV�RU�DF-
credited professional organisa-

WLRQV� WR� SURGXFH� VSHFLÀF� ,%'�
publications. These publications 

are distributed nationally and 

internationally to patients and 

PHGLFDO�SURIHVVLRQDOV��DQG�WR�WKH�
JOREDO� QHWZRUN� RI � ,%'� SDWLHQW�
organisations.

Can’t wait awareness 
raising campaign
Good practic from the Australia IBD asso-
ciation
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,QÁDPPDWRU\�ERZHO�GLVHDVH��,%'��LV�EHFRPLQJ�PRUH�
FRPPRQ� ZRUOGZLGH�� DFFRUGLQJ� WR� D� VWXG\� UHFHQWO\�
SXEOLVKHG� LQ� WKH� MRXUQDO� *DVWURHQWHURORJ\�� 7KH� UH-
VHDUFKHUV�RI � WKH�XQLYHUVLW\�RI �&DOJDU\�&DQDGD�� FRQ-

FOXGH�WKDW�LQ�WLPH�WUHQG�DQDO\VHV������RI �&URKQ·V�GLV-
HDVH�VWXGLHV��DQG�����RI �XOFHUDWLYH�FROLWLV�VWXGLHV�KDG�
DQ�LQFUHDVLQJ�LQFLGHQFH�RI �VWDWLVWLFDO�VLJQLÀFDQFH�
�6RXUFH�� KWWS���ZZZ�JDVWURMRXUQDO�RUJ�DUWLFOH�
6���������������������IXOOWH[W��

7KHVH�ÀQGLQJV�SURYLGH�PRUH�UHDVRQ�WR�LQWHQVLI\�DQG�
H[WHQG�UHVHDUFK�HIIRUWV� LQ�RUGHU�WR�XQGHUVWDQG�PRUH�
DERXW� WKHVH� GLVHDVHV�� ZKLFK� KRSHIXOO\� OHDG� WR� FOXHV�
KRZ�WR�LPSURYH�WUHDWPHQW�

Progress of  projects awarded a grant in 2010

,Q������WKH�,%'�5HVHDUFK�IRXQGDWLRQ�DZDUGHG�WKUHH�
SURMHFWV�D�JUDQW��

7KH�SURMHFW�E\�UHVHDUFKHU�6WHIDQLD�9HWUDQR�WLWOHG�́ 7KH�
SURWHLQ�&�SDWKZD\��D�QRYHO�PHGLDWRU�LQ�LQWHVWLQDO�KR-

PHRVWDVLV� LQ�,%'µ�ÀQLVKHG�E\� WKH�HQG�RI ������DQG�
RXU� IRXQGDWLRQ� UHFHLYHG� WKH� ÀQDO� UHSRUW�� ,WV� UHVXOWV�
DUH�SXEOLVKHG�LQ�31$6��RQH�RI �WKH�ZRUOG·V�PRVW�FLWHG�
PXOWLGLVFLSOLQDU\�VFLHQWLÀF�VHULDOV��$OVR�VHH��ZZZ�SQDV�
RUJ�FJL�GRL���������SQDV�����������

7KH�,%'�5HVHDUFK�)RXQGDWLRQ�LV�DFNQRZOHGJHG�LQ�WKH�
IXOO�WH[W�YHUVLRQ�DV�VRXUFH�RI �IXQGLQJ�IRU�WKH�SURMHFW�

7KH�SURMHFW�E\�UHVHDUFKHU�-HVVLFD�0ZLQ\L�WLWOHG� $́QDO-
\VLV�RI �33$5�\�KDSORW\SH�VWUXFWXUH�DQG�LWV�LQÁXHQFH�
RQ�GLVHDVH�VXVFHSWLELOLW\��SDWKRJHQHVLV�DQG�DFWLYLW\�RI �
LQÁDPPDWRU\�ERZHO�GLVHDVHµ�DOVR�ÀQLVKHG�E\�WKH�HQG�
RI ������DQG�RXU�IRXQGDWLRQ�UHFHLYHG�WKH�ÀQDO�UHSRUW��
7KH� ÀQDO� YHUVLRQ� RI � WKLV� UHSRUW� ZLOO� EH� SXEOLVKHG�
VKRUWO\�LQ�WKH�MRXUQDO�33$5�5HVHDUFK��ZLWK�WKH�,%'�
5HVHDUFK� )RXQGDWLRQ� DFNQRZOHGJHG� DV� WKH� IXQGLQJ�
source

7KH�SURMHFW� E\� UHVHDUFKHU�*LXOLR�*��0XFFLROL�� WLWOHG�
´([SORULQJ�WKH�SRWHQWLDO�RI �1�SDOPLWR\OHWKDQRODPLQH�
LQ�D�PRXVH�PRGHO�RI �LQÁDPPDWRU\�ERZHO�GLVHDVHVµ�LV�

VWLOO�LQ�SURJUHVV�DQG�ZH�KDYH�EHHQ�SURPLVHG�DQ�XSGDWH�
LQ�)HEUXDU\�

:H� ZLOO� SURYLGH� VKRUW� VXPPDULHV� RI � WKH� UHVXOWV� RI �
WKHVH�SURMHFWV�RQ�RXU�ZHEVLWH�

Projects awarded a grant in 2011

,Q������DQRWKHU�WKUHH�SURPLVLQJ�,%'�UHODWHG�UHVHDUFK�
SURMHFWV�ZHUH�DZDUGHG�D�JUDQW�E\�RXU� ,%'�5HVHDUFK�
)RXQGDWLRQ�

�� +HOHQ�0RKDQ�� 8QLYHUVLW\� &ROOHJH� 'XEOLQ� ,UH-
ODQG�� ´15�$� RUSKDQ� QXFOHDU� UHFHSWRU� VLJQDO-
OLQJ�� D� QRYHO� SDWKZD\� LQ� LQÁDPPDWRU\� %RZHO�
GLVHDVHµ

�� .DFSHU�$�:RMWDO��8QLYHUVLW\�+RVSLWDO��=XULFK��
6ZLW]HUODQG��´'HYHORSPHQW�RI �QRYHO�ELRPDUN-
HUV�IRU�SUHGLFWLRQ�RI �WKH�RXWFRPH�RI �DQWL�71)�
WKHUDS\�LQ�,%'�SDWLHQWVµ

�� $QMD�6FKLUEHO��&KDULWp�8QLYHUVLWlWVPHGL]LQ�%HU-
OLQ��*HUPDQ\��´0RGXODWLRQ�RI �EDFWHULDO�OLJDQG�
induced angiogenesis by probiotics through 

GLVWLQFW�7ROO�OLNH��7/5��DQG�1RG�OLNH��1/5��UH-
FHSWRUV�LQ�,%'µ

$V�WKH�DSSOLFDWLRQV�ZHUH�YHU\�FRPSUHKHQVLYH�ZH�DUH�
very grateful for the help of  the members of  both 

WKH�6FLHQWLÀF� UHYLHZ�FRPPLWWHH�DQG� WKH�3DWLHQW� UHS-

UHVHQWDWLYHV�FRPPLWWHH��,Q�RUGHU�WR�HQVXUH�WKH�SDWLHQW�
SHUVSHFWLYH� LQ� DZDUGLQJ� WKH� JUDQWV�� LW�ZDV� XS� WR� WKH�
SDWLHQW�FRPPLWWHH�WR�PDNH�WKH�ÀQDO�GHFLVLRQ��$IWHU�DOO��
WKH�,%'�UHVHDUFK�IRXQGDWLRQ�LV�QRW�RQO\�PDQDJHG�E\�
SDWLHQWV�� LW� LV�DOVR�IXQGHG�E\�SDWLHQWV��HLWKHU� WKURXJK�
individual donations or through donations from pa-

WLHQW� DVVRFLDWLRQV��7KH� LQSXW� IURP� WKH� 6FLHQWLÀF�5H-
YLHZ� FRPPLWWHH� ZDV� HVVHQWLDO� IRU� WKH� 3DWLHQW� UHSUH-
VHQWDWLYHV�FRPPLWWHH�WR�PDNH�D�VROLG�GHFLVLRQ�

Donations

7KH�$XVWULDQ�SDWLHQW�DVVRFLDWLRQ��g0&&9���GRQDWHG�
����HXUR�SHU�PHPEHU��ZKLFK�DGGHG�XS�WR�WKH�VXEVWDQ-

WLDO�DPRXQW�RI ��������HXUR�

IBD Research Foundation
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7KH�6ZLVV�SDWLHQW�DVVRFLDWLRQ��60-

&&9��GRQDWHG�������&+)��DERXW�
������ HXUR���ZKLFK� LV� WKH� VHFRQG�
WLPH� ZH� KDYH� WKH� SULYLOHJH� WR� UH-
ceive such a very substantial dona-

WLRQ�IURP�WKH�60&&9�
Of  course individual donations are 

DOVR�YHU\�ZHOFRPH��VXFK�DV�WKH������
HXUR�GRQDWLRQ�ZH�UHFHQWO\�UHFHLYHG�
IURP�D�PRWKHU�ZKR·V�VRQ�KDV�,%'�
and hopes that supporting re-

search might eventually help to im-

SURYH�WUHDWPHQW��7KLV�LV�PDNHV�XV�
DZDUH�DJDLQ�RI �WKH�HVVHQFH�RI �RXU�
foundation.

Board

:H� ZHOFRPH� 6DOYR� /HRQH� DQG�
&KD\LP� %HOO� DV� QHZ�PHPEHUV� RI �
the supervisory board.

Donations

'RQDWLRQV� FDQ� EH� PDGH� HLWKHU�
WKURXJK� WKH� ZHEVLWH� �ZZZ�LEGUH-
VHDUFK�RUJ��XVLQJ�D�FUHGLW� FDUG��RU�
WKURXJK�D�WUDQVIHU�RQ�RXU�EDQN�DF-
FRXQW��
$%1� $052� %DQN� WKH� 1HWKHU-
lands

$FFRXQW�QXPEHU���������������
,%$1��1/��$%1$����������
%,&��$%1$1/�$

Contact

:RXWHU�0LHGHPD�²�6HFUHWDU\
+HPPHUEXXUW����
�����&0��+HP
The Netherlands

info@ibdresearch.org

)ROORZ�RXU�SURJUHVV
ZZZ�LEGUHVHDUFK�RUJ
KWWS���ZZZ�IDFHERRN�FRP�,%-

'5HVHDUFK
7ZLWWHU��#LEGUHVHDUFK
 

Health First Europe

+HDOWK�)LUVW�(XURSH��+)(��LV�D�QRQ�SURÀW��QRQ�FRPPHUFLDO�DOOLDQFH�RI �
SDWLHQWV�� KHDOWKFDUH�ZRUNHUV�� DFDGHPLFV�� KHDOWKFDUH� H[SHUWV� DQG� UHSUH-
VHQWDWLYHV� RI � WKH�PHGLFDO� WHFKQRORJ\� LQGXVWU\�� ,W� LV� EDVHG� LQ�%UXVVHOV�
DQG�KDV����PHPEHU�RUJDQLVDWLRQV�DV�ZHOO�DV����LQGLYLGXDO�PHPEHUV��,WV�
PLVVLRQ�LV�WR�HQVXUH�HTXLWDEOH�DFFHVV�WR�PRGHUQ��LQQRYDWLYH�DQG�UHOLDEOH�
PHGLFDO� WHFKQRORJ\� IRU� DOO� FLWL]HQV�RI �(XURSH� DQG� WR�SURPRWH� D� QHZ�
DSSURDFK�WR�KHDOWKFDUH��EDVHG�RQ�WKH�FRQVFLRXVQHVV�WKDW�LW�UHSUHVHQWV�D�
vital investment in the future of  Europe.

,W�LV�EDVHG�RQ�WKH�SUHPLVH�WKDW�RXU�+HDOWK�&DUH�6\VWHPV�KDYH�WR�EH�UH�
WKRXJKW�LQ�RUGHU�WR�IDFH�WKH�FKDOOHQJH�RI �RXU�HUD��DQG�SDWLHQWV·�ULJKWV��LQ�
SDUWLFXODU��KDYH�WR�EH�WDNHQ�PRUH�LQWR�FRQVLGHUDWLRQ�DQG�KDYH�WR�EH�GH-
IHQGHG�ZLWK�DFWLRQV�FDSDEOH�WR�DVVXUH��LQ�WKH�IXWXUH��DQ�HTXLWDEOH�DFFHVV�
WR�PRGHUQ��LQQRYDWLYH�DQG�UHOLDEOH�PHGLFDO�DQG�KHDOWK�VHUYLFHV�
7KLV�JRDO�FDQQRW�EH�UHDFKHG�ZLWKRXW�EXLOGLQJ�V\QHUJLHV�ZLWK�DFWRUV�RS-

HUDWLQJ�LQ�WKH�KHDOWK�FDUH�ÀHOG��WKLV�LV�RQH�RI �WKH�UHDVRQ�ZK\�()&&$�LV�
SURXG�WR�EH�PHPEHU�RI �RWKHU�SDWLHQWV·�DQG�KHDOWKFDUH�ZRUNHUV·�RUJDQL-
]DWLRQ�ZKLFK�VKDUH�WKH�VDPH�YLVLRQ�DQG�YDOXHV�

2Q� ��� 'HFHPEHU� ����� ()&&$� DWWHQGHG� WKH� +)(� $QQXDO� *HQHUDO�
0HHWLQJ��7KH�+)(�6HFUHWDULDW� DQG�PHPEHUV�GLVFXVVHG�+)(������DF-
WLYLWLHV�DQG�WKH������ZRUN�SURJUDPPH��,Q�DGGLWLRQ��+)(�ZHOFRPHG�0V��
1DWKDOLH�&KD]H��+HDG�RI �8QLW��+HDOWK�6\VWHPV��(XURSHDQ�&RPPLVVLRQ�
'*�6$1&2��IRU�DQ�LQIRUPDO�GLVFXVVLRQ�RQ�+HDOWK�7HFKQRORJ\�$VVHVV-
ment.

�����VDZ�+)(�DFWLYHO\�LQYROYHG�ERWK�RQ�WKH�SROLF\�DFWLYLWLHV��H�J��ZLWK�
WKH�ODXQFK�RI �D�7DVN�)RUFH�RQ�3DWLHQW�6DIHW\��WKH�-RLQW�$FWLRQ�RQ�3DWLHQW�
6DIHW\DQG�4XDOLW\�RI �&DUH��WKH�H�+HDOWK�:HHN�HWF��DQG�WZR�NH\�HYHQWV�
KRVWHG�DW�WKH�(XURSHDQ�3DUOLDPHQW���WKH�ODXQFK�D�RI �WKH�SXEOLFDWLRQ�´(�
4XDOLW\�LQ�(�+HDOWKµ�RQ�SURPRWLRQ�RI �DZDUHQHVV�DQG�XVH�RI �LQQRYDWLRQ�
LQ�KHDOWK��DQG��RQ���WK�1RYHPEHU��WKH�´,QQRYDWLRQ�'D\µ�

7KH�+)(�SURJUDPPH�IRU������LV�YHU\�GHQVH�DQG�ZLOO�IRFXV�RQ�WKH�3D-
WLHQW�6DIHW\�DQG�DQG�+HDOWK�7HFKQRORJ\�$VVHVVPHQW��+7$��ZLWK�D�VHULHV�
RI �DFWLRQV�DLPHG�DW��IRU�H[DPSOH��LQÁXHQFLQJ�WKH�&RPPLVVLRQ·V�UHSRUW�
RQ�0HPEHU�6WDWH�LPSOHPHQWDWLRQ�RI �WKH�&RXQFLO�5HFRPPHQGDWLRQV�RQ�
SDWLHQW�VDIHW\��DQG�IROORZ�XS�RI �WKH�VXFFHVVIXO�LQLWLDWLYHV�VWDUWHG�LQ�������

)RU� PRUH� LQIRUPDWLRQ� SOHDVH� YLVLW� WKH� +)(� ZHEVLWH� DW�� KWWS���ZZZ�
KHDOWKÀUVWHXURSH�RUJ�
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2QH�RI �WKH�PDMRU�LQQRYDWLRQV�WKDW�FKDUDFWHUL]HG�FROR-

UHFWDO�VXUJHU\�RYHU�WKH�ODVW�WZHQW\�\HDUV�LV�WKH�GHYHORS-

ment of  a multimodal enhanced recovery programme 

�(QKDQFHG�5HFRYHU\�$IWHU� 6XUJHU\��(5$6��� DOVR� UH-
IHUUHG�DV�)DVW�7UDFN��)7��6XUJHU\�

,Q�WKH�EHJLQQLQJ�RI �WKH���V��3URIHVVRU�+HQULN�.HKOHW�
IURP�&RSHQKDJHQ�ZDV�WKH�ÀUVW�WR�SURSRVH�DQG�WR�LQ-

WURGXFH�LQ�FOLQLFDO�SUDFWLFH�D�QHZ�PRGHO�RI �SHULRSHUD-
tive care programme combining recent developments 

FAST TRACK & IBD
by Antonino Spinelli, MD PhD and Piero Bazzi MD
Istituto Clinico Humanitas, IRCCS, Milano Italy

LQ� VXUJLFDO� DQG� DQDHVWKHVLRORJLFDO� WHFKQLTXHV� ZLWK�
HYLGHQFH�EDVHG�DGMXVWPHQWV�WR�WKH�XVH�RI �QDVRJDVWULF�
WXEHV�� GUDLQV�� XULQDU\� FDWKHWHUV�� SUHRSHUDWLYH� ERZHO�
SUHSDUDWLRQ�DQG�IDVWLQJ��SRVWRSHUDWLYH�RUDO�IHHGLQJ�DQG�
PRELOL]DWLRQ��.HKOHW�DQDO\]HG�WKH�PDLQ�SHULRSHUDWLYH�
ULVN�IDFWRUV�UHODWHG�WR�WKH�PRVW�FRPPRQ�SRVWRSHUDWLYH�
FRPSOLFDWLRQV�DQG�SURSRVHG�WKLV�QHZ�VHW�RI �SURWRFROV��
FDOOHG�´PXOWLPRGDO�UHKDELOLWDWLRQ�SURJUDPPHµ��UHVXOW-
ed from the understanding of  perioperative physiol-

ogy to improve surgical outcome.

7DEOH����3RVWRSHUDWLYH�FRPSOLFDWLRQV��SDWKRJHQHVLV�DQG�SUHYHQWLRQ��.HKOHW�+��0XOWLPRGDO�DS-

proach to control postoperative patho-physiology and rehabilitation. Br J Anaesth 1997;78:606–17).

Table 1
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7KH�DLP�RI �WKHVH�SURJUDPPHV�ZDV�WR�PLQLPL]H�VXUJLFDO�UHODWHG�SDLQ�DQG�
discomfort by reducing both the physiological and psychological stresses 

DVVRFLDWHG�ZLWK�RSHUDWLRQ��DOORZLQJ�ORZHU�UDWHV�RI �RUJDQ�G\VIXQFWLRQ�DQG�
morbidity and enhancing recovery.

7KH�PDLQ�WRSLFV�RI �)7�SURWRFROV�FRXOG�EH�GLYLGHG�LQWR�WKUHH�DUHDV��SUH-
RSHUDWLYH�SUHSDUDWLRQ��LQWUDRSHUDWLYH�IDFWRUV�DQG�SRVWRSHUDWLYH�FDUH

 (Figure 1).

 

Figure 1. Items of  FT protocols (Varadhan KK, Lobo DN, Ljun-

gqvist O. Enhanced recovery after surgery: the future of  improving 

surgical care. Crit Care Clin. 2010 Jul;26(3):527-47, x).

��� 3UHRSHUDWLYH�SUHSDUDWLRQ�
 

�� 3UHDGPLVVLRQ�DVVHVVPHQW�DQG�FRXQVHOLQJ��LW�UHTXLUHV�SDUWLFLSDWLRQ�
RI �WKH�HQWLUH�PXOWL�GLVFLSOLQDU\�WHDP��VXUJHRQ��DQDHVWKHVLVW��QXUVH��LQ�
RUGHU�WR�JLYH�FRPSOHWH�LQIRUPDWLRQ��HQVXUH�FRPSOLDQFH�DQG�SURPRWH�
active participation by the patient.

�� )DVWLQJ�SURWRFRO�DQG�FDUERK\GUDWH�ORDGLQJ��UHGXFWLRQ�RI �SUHRSHU-
DWLYH�IDVWLQJ�WR�D�PLQLPXP�RI ���KRXUV��DGPLQLVWUDWLRQ�RI �FDUERK\GUDWH�
GULQNV�DSSHDUV�WR� LQFUHDVH� LQVXOLQ�VHQVLWLYLW\��FRQWUDVWLQJ�WKH�VXUJHU\�

related insulin-resistance and 

catabolism. 

�� 0HFKDQLFDO�ERZHO�SUHSDUD-
WLRQ��QRW�XVHG��RQ�WKH�EDVLV�RI �
data that found out no differ-

ences in septic complications 

EHWZHHQ� SDWLHQWV� SUHSDUHG�
YHUVXV� WKRVH� ZKR� UHFHLYHG� QR�
ERZHO� SUHSDUDWLRQ�� IXUWKHU-
PRUH��WKHVH�SDWLHQWV�UHSRUW�OHVV�
GLVFRPIRUW��SDLQ�DQG�IDWLJXH��

���,QWUDRSHUDWLYH�IDFWRUV
�� $QDHVWKHWLF� SURWRFROV��
improved use of  short acting 

DQDHVWKHWLF� DJHQWV�� PLQLPL]LQJ�
opioids and fasting recovery 

from general anaesthesia. Epi-

dural anaesthesia and analgesia 

is considered the best option 

IRU�SDLQ�FRQWURO��WR�FRQWUDVW� LO-
eus and to attenuate the endo-

crine-mediated stress response 

WR�VXUJHU\��$YRLGDQFH�RI �ÁXLGV�
overload is recommended to 

limit cardio-pulmonary-renal 

stress and inhibition of  gastro-

intestinal motility; maintenance 

RI �QRUPRWKHUPLD�ZLWK�ZDUPHG�
IRUFHG�DLU�FRYHU�RU�ZDUPHG�ÁX-
ids gives advantages in terms of  

reduction of  general complica-

tions.

�� 6XUJLFDO� WHFKQLTXHV�� PLQL-
mally invasive surgery (laparos-

FRS\�� WKDQNV� WR� ERWK� OLPLWHG�
surgical trauma and tissue han-

GOLQJ� LV� DVVRFLDWHG�ZLWK� VHYHUDO�
EHQHÀWV� UHVSHFW� WR� WUDGLWLRQDO�
DSSURDFK�� UHGXFWLRQ� RI � SRVW-
operative pain and analgesics 

XVH�� VKRUWHU� LOHXV� DQG� EHWWHU�
FRVPHWLF� UHVXOW� ZLWK� JUHDWHU�
VDWLVIDFWLRQ� IRU� WKH� SDWLHQW�� ,WV�
advantages can be improved by 

combining this surgical tech-

QLTXH�ZLWK�D�)7�FDUH���5RXWLQDU\�
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XVH�RI �GUDLQV�KDYH�QR�UROH��H[FHSW�LQ�FLUFXPVWDQFHV�
RI �KLJK�ULVN�IRU�EOHHGLQJ��

���3RVWRSHUDWLYH�FDUH

�� 2SLRLG�VSDULQJ� DQDOJHVLD�� SRVWRSHUDWLYH� SDLQ�
LV�PDQDJHG�DW�EHVW�ZLWK�FRQWLQXRXV�HSLGXUDO�DQDHV-
WKHVLD�IRU�D�WZR�WR�WKUHH�GD\�SHULRG��LQ�DEVHQFH�RI �
HSLGXUDO�FDWKHWHU��QRQ�VWHURLGDO�DQWL�LQÁDPPDWRU\�
GUXJV�DQG�SDUDFHWDPRO�DUH�UHJXODU\�XVHG�WR�OLPLW�
avoid opioid drugs.

�� (DUO\�PRELOL]DWLRQ��SDWLHQWV�DUH�HQFRXUDJHG�WR�
PRELOL]DWLRQ�VLQFH���KRXUV�DIWHU�VXUJHU\��LW·V�XVHIXO�
WR�PLWLJDWH�WKH�PXVFOH�ORVV��WR�LPSURYH�SXOPRQDU\�
function and reduce thromboembolic complica-

WLRQV�� 8ULQDU\� FDWKHWHU� LV� JHQHUDOO\� UHPRYHG� WKH�
ÀUVW�GD\�DIWHU�VXUJHU\�
�� (DUO\� IHHGLQJ�� �1DVRJDVWULF� WXEH� LV� UHPRYHG�
immediately after surgery and patients start oral 

LQWDNH�LQ�D�IHZ�KRXUV�ZLWK�WKH�DLP�WR�FRQWUDVW�FD-
tabolism and shortening ileus. 

7KH�EHQHÀWV�RI �)7�VXUJHU\�LQ�WHUPV�RI �LPSURYHG�UH-
FRYHU\�DQG�VKRUWHQHG�KRVSLWDO�VWD\�ZHUH�GHPRQVWUDWHG�
by several clinical trial focused on colorectal resection 

IRU�FDQFHU��GHVSLWH�WKLV�LQFUHDVLQJ�HYLGHQFH��ZRUOGZLGH�
VXUJHRQV�VKRZ�D�YHU\�VORZ�FKDQJH�LQ�FOLQLFDO�SUDFWLFH�
WR�)7�SURJUDPPHV��7KHUH�DUH�VHYHUDO�SRVVLEOH�UHDVRQV�
IRU� WKLV� VORZ� UHVSRQVH�� WKH� GLIÀFXOWLHV� LQ�PXOWLGLVFL-
SOLQDU\�FROODERUDWLRQ�� LQVXIÀFLHQW�H[SHUWLVH�DQG�VWDII �
VXSSRUW��D�ODFN�RI �TXDOLW\�GDWD�LQ�WKH�OLWHUDWXUH��H[WHU-
QDO�EDUULHUV�DQG�WKH�VNHSWLFLVP�WR�LQQRYDWLRQV«ORQJ�
VWDQGLQJ�WUDGLWLRQ�LV�GLIÀFXOW�WR�RYHUFRPH�

$V� IRU� ODSDURVFRS\�� DOVR�)7�SURJUDPPHV�GHYHORSHG�
VORZHU� DQG� KDYH� EHHQ� OHVV� DSSOLHG� LQ� SDWLHQWV� ZLWK�
LQÁDPPDWRU\� ERZHO� GLVHDVH� �,%'�� WKDQ� LQ� SDWLHQWV�
DIIHFWHG� E\� RWKHU� GLVHDVHV� �FDQFHU�� GLYHUWLFXOD«���
1RZDGD\V�� LQ� H[SHUW� KDQGV�� VXUJLFDO� RSHUDWLRQV� IRU�
&URKQ·V�GLVHDVH��&'��RU�XOFHUDWLYH�FROLWLV��8&��FDQ�EH�
SHUIRUPHG�ODSDURVFRSLFDOO\�ZLWK�WKH�VDPH�VDIHW\�DQG�
HIÀFDF\� WKDQ� WUDGLWLRQDOO\�� LQ�SDUWLFXODU�� ODSDURVFRSLF�
LOHRFROLF� UHVHFWLRQ� IRU� SULPDU\� &'� KDV� EHFRPH� WKH�
ÀUVW�FKRLFH�WUHDWPHQW��

1HYHUWKHOHVV��LQ�WKH�FXUUHQW�OLWHUDWXUH�WKHUH�LV�D�ODFN�RI �
H[SHULHQFH�LQ�PDQDJLQJ�,%'�SDWLHQWV�ZLWK�)7�SHULRS-

HUDWLYH�FDUH��7KLV�FDQ�EH�H[SODLQHG�E\�VHYHUDO�UHDVRQV��
the different types of  presentation and characteristics 

of  the disease lead to a multiple and various type of  

RSHUDWLRQV�� GHQ\LQJ� WKH� SRVVLELOLW\� RI � VWDQGDUGL]HG�
SURFHGXUHV��WKH�JUHDWHU�WHFKQLFDO�GLIÀFXOW\�GXH�WR�KLJK�
IUHTXHQF\�RI �FRPSOLFDWLRQV��ÀVWXODV��DEVFHVVHV��PXO-
WLSOH�VLWHV�LQYROYHG�E\�WKH�GLVHDVH«���WKH�KLJKHU�ULVN�
RI �DQDVWRPRWLF�ÀVWXOD�GXH�WR�FKURQLFDOO\�LQÁDPHG�WLV-
VXHV�� WKH�KLJKHU� ULVN�RI �SRVWRSHUDWLYH�FRPSOLFDWLRQV�
GXH� WR� SURORQJHG�PHGLFDO� WUHDWPHQW� ZLWK� LPPXQR-

suppressant drugs and the poor general conditions of  

many patients at surgical time.

$Q\ZD\��ZH�EHOLHYH� WKDW�EHQHÀWV� UHODWHG� WR�)7�SUR-

grammes could be especially important for patients 

ZLWK� ,%'�� DQG� VKRXOG� QRW� EH� QHJDWHG� D� SULRUL�� )7�
perioperative care may reduce both surgical and psy-

FKRORJLFDO� VWUHVVHV�� DOORZLQJ� WR� D� VPRRWKHU� UHFRYHU\�
ZLWK�D�SRWHQWLDO�GHFUHDVH�RI �SRVWRSHUDWLYH�PRUELGLW\�
DQG�RYHUDOO�KRVSLWDO�VWD\��ZLWK�IDVWHU�UHWXUQ�WR�FXVWRP-

DU\�DFWLYLWLHV��WKLV�FDQ�DOVR�OHDG�WR�D�TXLFNHU�UHWXUQ�WR�
ZRUN�RU� VFKRRO�� UHGXFLQJ� VRFLDO� FRVWV��7KHVH�DGYDQ-

WDJHV�VKRXOG�EH�HPSKDVL]HG�LQ�,%'�SDWLHQWV�EHFDXVH�
WKH\�DUH�JHQHUDOO\�\RXQJ��DFWLYH�DQG�RIWHQ�UHTXLUH�UH-
SHDWHG�RSHUDWLRQV��DOO�YDOLG� UHDVRQV� WR�PD[LPL]H� WKH�
HIIRUWV�RI �DQ�HQKDQFHG�UHFRYHU\�ZLWK�UHGXFHG�VWUHVV�

,Q�FRQFOXVLRQ��)7�VXUJHU\�LV�D�YDOLGDWHG�FRPELQDWLRQ�
of  multimodal and integrated perioperative care pro-

JUDPPHV�WKDW�PD\�UHGXFH�VXUJHU\�UHODWHG�VWUHVVHV��UH-
VXOWLQJ�LQ�DQ�HQKDQFHG�UHFRYHU\�ZLWK�VKRUWHU�KRVSLWDO�
VWD\�� ,WV� DSSOLFDWLRQ� KDV� EHHQ� H[SHULHQFHG� SUHGRPL-
QDQWO\�LQ�SDWLHQWV�ZKR�XQGHUZHQW�FRORUHFWDO�UHVHFWLRQ�
IRU� FDQFHU��ZKLOH� WKHUH� LV� VWLOO� D� ODFN� RI � GDWD� IRFXV-
LQJ�RQ�ODSDURVFRS\�WUHDWHG�,%'��QHYHUWKHOHVV�WKH�IHZ�
DYDLODEOH�FOLQLFDO�VWXGLHV�DQG�WKH�H[SHULHQFH�RI �FHQWHUV�
DOUHDG\�XVLQJ�VXFK�SURWRFROV�KDYH�VKRZQ�YHU\�JRRG�
UHVXOWV�� GHPRQVWUDWLQJ� LWV� VDIHW\�� IHDVLELOLW\� DQG� HQ-

couraging a spread development of  this innovative 

model of  perioperative management in this subset of  

SDWLHQWV��6RPH�FRQGLWLRQV��KRZHYHU��PXVW�EH�UHVSHFW-
HG�WR�JXDUDQWHH�ÀQDO�VXFFHVV��)7�ODSDURVFRSLF�VXUJHU\�
IRU�,%'�QHHGV�D�PXOWLGLVFLSOLQDU\�WHDP�RI �VXUJHRQV��
anesthesiologists and dedicated nurses having under-

JRQH�D�VSHFLÀF�HGXFDWLRQ�DQG� LW� LV�HVVHQWLDO� WKDW�SD-
tients are strongly motivated to be actively involved in 

their recovery. 



39

Medical  review corner

$V�PDQ\�RI �XV�XQIRUWXQDWHO\�NQRZ��IDWLJXH�LV�VDLG�WR�EH�RQH�RI �WKH�¶ELJ�
WKUHH·�V\PSWRPV�RI �,%'��SDLQ��IDWLJXH��DQG�XUJHQWO\�QHHGLQJ�WKH�WRLOHW���
(YHQ� WKRXJK� WKLV� LV� FRPPRQ�NQRZOHGJH�� WKH� ,03$&7�VXUYH\�KHOSHG�
WR� TXDQWLI\� MXVW� KRZ�PDQ\� SHRSOH� FRQVLGHU� WKDW� WKHLU� IDWLJXH� SHUVLVWV��
HYHQ�ZKHQ�WKH\�DUH�UHODWLYHO\�ZHOO��5HPDUNDEO\������RI �WKH������VXUYH\�
UHVSRQGHQWV�VWLOO�IHOW�VLJQLÀFDQW�IDWLJXH��HYHQ�ZKHQ�WKH\·UH�QRW�H[SHULHQF-
LQJ�D�ÁDUH�XS��

6HYHUDO� LPSRUWDQW� DUWLFOHV�QRWH� WKDW� DQDHPLD�PD\�EH�HVSHFLDOO\� VLJQLÀ-

FDQW� LQ�SHRSOH�ZLWK�,%'�� �,Q�SDUWLFXODU�� VRPH�SHRSOH�ZLWK�,%'�PLJKW�
QRW�DEVRUE�DV�PXFK�LURQ�IURP�WKHLU�GLHW�DV�RWKHU�SHRSOH��GXH�WR�GLHWDU\�
SUREOHPV��GXH� WR� LQÁDPPDWLRQ� LQ� WKH�GLJHVWLYH�V\VWHP��RU�GXH� WR� ORVV�
of  blood through the digestive system. One article stated that amongst 
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3KDUPDFHXWLFDOV��RQ�D�VKRUW��IRFXVVHG�IROORZ�XS�VXUYH\��ZKLFK�DLPV�WR�
ÀQG�RXW�

�� 7KH�HIIHFWV�RI �DQDHPLD� LQ� ,%'�IURP�WKH�SDWLHQW·V�SHUVSHFWLYH��
DQG�KRZ�V\PSWRPV�RI �ERWK�,%'�DQG�DQDHPLD�PD\�EH�UHODWHG�
�� 7KH�HIIHFW�RI �IDWLJXH�RQ�D�YDULHW\�RI �DFWLYLWLHV�LQ�GDLO\�OLIH�
�� 7KH�OHYHO�RI �NQRZOHGJH�RI �DQDHPLD�LQ�,%'�ZLWKLQ�WKH�FRPPX-
QLW\�RI �SDWLHQWV��DQG�KRZ�KHDOWKFDUH�SURIHVVLRQDOV�DSSURDFK�DQG�FRP-

PXQLFDWH�DQDHPLD�LQ�,%'�
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FRXOG�KHOS�XV�EHWWHU�XQGHUVWDQG�WKH�SUREOHP��UDLVH�DZDUHQHVV��DQG�FDS-

WXUH�WKH�DWWHQWLRQ�RI �WKRVH�LQ�D�SRVLWLRQ�WR�KHOS�XV�ZLWK�WKH�DVSHFWV�RI �
daily life that are affected.
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Anaemia in IBD – an important 
cause of fatigue
by Ben Wilson

�� &RQÀUP�the diagnosis of  

LURQ�GHÀFLHQF\�DQDHPLD�
�� Assess the person to de-

termine the cause and severity 

of  anaemia.

�� Refer (from family doc-

WRUV��RU�WR�RWKHU�GHSDUWPHQWV��
�� Treat the underlying 

FDXVH�²�LQFOXGLQJ�,%'�
�� Treat the anaemia.

�� Monitor as appropriate.
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HGJH�ZLWK�WKH�NQRZOHGJH�ZH�FRXOG�
gain from the survey could help 

XV�WR�WDFNOH�WKLV�V\PSWRP�LQ�ERWK�
WKH�PHGLFDO�DQG�UHDO�OLIH�FRQWH[W�
7KH�VXUYH\�ZLOO�EH�ODXQFKHG�LQ�WKH�
QH[W� FRXSOH� RI � PRQWKV� ²� FKHFN�
WKH�()&&$�ZHEVLWH�IRU�PRUH�LQ-

IRUPDWLRQ� RQ� KRZ� WR� WDNH� SDUW��
DQG�KRZ�WR�DFFHVV�WKH�UHVXOWV�
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