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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\�

7KH�PDJD]LQH�\RX�KDYH�LQ�\RXU�KDQGV�QRZ�LV�D�PLOHVWRQH���2QO\�D�IHZ�

PRQWKV�DIWHU�KDYLQJ�DQQRXQFHG�RXU�LQWHQWLRQ�WR�WUDQVIRUP�WKH�()&&$�

QHZVOHWWHU�LQWR�D�PDJD]LQH��ZH�DUH�KHUH�SUHVHQWLQJ�WKH�ÀUVW�WUDQVLWLRQDO�

SURGXFW���WKH�ÀUVW�GUDIW�RI �ZKDW�ZLOO�EH�DQ�DPD]LQJ�ÀQDO�SURGXFW�

,�DP�QRW�RQO\�WDONLQJ�DERXW�WKH�QXPEHU�RI �SDJHV��EXW�DOVR�DERXW�WKH�FRQ-

WHQW��PRUH�VSDFH�JLYHQ�WR�()&&$·V����QDWLRQDO�,%'�DVVRFLDWLRQV��%HFDXVH�

ZH�QHHG�WR�FRPPXQLFDWH�ZLWK�HDFK�DVVRFLDWLRQ��WR�OHDUQ�IURP�WKHP��EXW�

DOVR�WR�RIIHU�D�UHDO�IRUXP�LQ�ZKLFK�WR�H[FKDQJH�H[SHULHQFH�DQG�WR�EHWWHU�

NQRZ�HDFK�RWKHU���7KH�ÀUVW�UHVSRQVHV�WR�WKH�QHZ�SXEOLFDWLRQ�VXJJHVW�WKDW�

ZH�DUH�JRLQJ�LQ�WKH�ULJKW�GLUHFWLRQ�

:H�KDYH�GHYRWHG�PXFK�VSDFH� WR�RXU�SURMHFWV��$V�ZH�NQRZ��()&&$�LV�

FRPSOHWLQJ� DQ� DPELWLRXV� UHQRYDWLRQ� WKDW�ZLOO� SDVV� WKURXJK� D� VR�FDOOHG�

´VL[�VWHSVµ���WKH�VL[�SULRULWLHV�RU�IUDPHZRUNV�WKDW�FRQVWLWXWH�RXU�VWUDWHJLF�YLHZ�RI �WKH�IXWXUH��RXU�YLVLRQ��DQG�

LQ�FRQFUHWH��RXU�DQVZHU�WR�WKH�PRVW�IHOW�XQPHW�QHHG��EHDWLQJ�,%'�

%HDWLQJ�,%'�GRHV�QRW�PHDQ�RQO\�WR�ÀQG�D�FXUH��EXW�WR�OLPLW�WKH�HIIHFW�RI �WKH�GLVHDVH��WR�HUDVH�WKH�WHUULEOH�

VRFLDO�LPSDFW�DQG�WR�UHVWRUH�KRSH��5HDOL]LQJ�WKLV�SURMHFW��DW�ÀUVW�VLJKW��FRXOG�DSSHDU�WR�EH�HYHQ�PRUH�WKDQ�D�

GUHDP��PD\EH�D�XWRSLD��,W�LV�QRW��7KLV�GRHV�QRW�PHDQ�WKDW�ZH�XQGHUHVWLPDWH�KRZ�GLIÀFXOW�LW�ZLOO�EH��2Q�WKH�

FRQWUDU\��ZH�DUH�SHUIHFWO\�DZDUH�RI �KRZ�KDUG�WKLV�SURJUDPPH�ZLOO�EH�WR�PDNH�D�UHDOLW\��%XW�ZH�DUH�QRW�VFDUHG��

6WHS�E\�VWHS��ZH�ZLOO�VXFFHHG��DV�ZH�KDYH�GRQH�RYHU�WKH�SDVW����\HDUV�

,W�LV�LPSRUWDQW�WR�XQGHUVWDQG�WKDW�RXU�ZRUN�UHTXLUHV�DFWLYLWLHV�LQ�D�QXPEHU�RI �IRUXPV�DQG�DUHQDV��ZH�PXVW�EH�

SUHVHQW�ZKHUH�GHFLVLRQV�DERXW�SHRSOH�ZLWK�,%'�DUH�WDNHQ��$�FRPPRQ�VWUDS�OLQH�DPRQJVW�SDWLHQWV·�XPEUHOOD�

RUJDQL]DWLRQV�LV�´QRWKLQJ�DERXW�XV�ZLWKRXW�XVµ��,W�LV�D�JUHDW�VWDUWLQJ�SRLQW��EXW�WR�PDNH�LW�D�UHDOLW\��\RX�´KDYH�

WR�EH�WKHUHµ��<RX�KDYH�WR�EH�SUHVHQW�ZKHUH�WKH�GHFLVLRQV�DUH�WDNHQ��DQG�PRUHRYHU�\RX�KDYH�WR�EH�DEOH�WR�PDNH�

your voice clearly understandable and listened to.

6DGO\��WKHUH�LV�QRW�D�JUHDW�GHDO�RI �DZDUHQHVV�RI �,%'�DPRQJVW�JHQHUDO�VRFLHW\��2EYLRXVO\�ZH�ZLOO�QRW�UHQRXQFH�

RXU�ULJKWV�IRU�WKLV�UHDVRQ��$QG�VR�ZH�DUH�ÀQGLQJ�RWKHU�ZD\V��6,;�QHZ�ZD\V��WR�PDNH�RXU�YRLFH�ORXGHU��RXU�

EDWWOH�EHWWHU�NQRZQ��DQG�RXU�SODFH�LQ�WKH�ZRUOG�UH�DIÀUPHG�

:H�DUH�OHDUQLQJ��ZH�DUH�LPSURYLQJ��ZH�DUH�MRLQLQJ�RWKHU�RUJDQL]DWLRQV��ZH�DUH�GHYHORSLQJ�RXU�QHWZRUN��DQG�ZH�

DUH�GHYHORSLQJ�RXU�WHDP�DQG�RXU�VWDII��:H�DUH�ZRUNLQJ�KDUG��%XW�RXU�JURZWK�VKDOO�QRW�PDNH�XV�ORVH�FRQWDFW�

ZLWK�RXU�PHPEHUV�DQG�WKH�SHRSOH�ZH�UHSUHVHQW��&RPPXQLFDWLQJ�RXU�EDWWOH�LV�LPSRUWDQW��EXW�LW�LV�HYHQ�PRUH�

LPSRUWDQW�WR�FRPPXQLFDWH�ZLWK�ZKRP�ZH�UHSUHVHQW��$QG�VR��KHUH�LV�D�QHZ��SRZHUIXO�LQVWUXPHQW�WKDW�RYHU�

WKH�FRPLQJ�PRQWKV�ZLOO�FRQWLQXH�JURZLQJ�

7KLV�PDJD]LQH�LV�IRU�<28��$QG�<28�DUH�LQYLWHG�WR�XVH�LW��WR�PDNH�LW��WR�WUDQVIRUP�LW��7KLV�LV�D�ÀUVW�VWHS��DQG�

PDQ\�PRUH�ZLOO�IROORZ��D�QHZ�FRPPXQLFDWLRQ�VWUDWHJ\��QHZ�SULQWHG�PDWHULDOV�DQG�WKH�QHZ�()&&$�ZHEVLWH��

%XW�IRU�WKH�PRPHQW��SOHDVH�DOORZ�PH�WR�FHOHEUDWH�WKLV�QHZ�´QXPEHU��µ��,Q�IHZ�PRQWKV��WKDQNV�WR�WKH�FRP-

PLWPHQW�RI �RXU�QHZ�VWDII �PHPEHU��,VDEHOOD�+DDI��WKH�PDJD]LQH�KDV�EHHQ�VKDSHG��PRYLQJ�IURP�RXU�´LGHDVµ�
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NACC
www.nacc.org.uk
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Learning from each other

Training opportunities for EFCCA national member associations
E\�/XLVD�$YHGDQR��()&&$�&KLHI�([HFXWLYH�2IÀFHU

()&&$� LV� HPEDUNLQJ� RQ� DQ� H[FLWLQJ�� QHZ� LQLWLDWLYH�

DLPHG�DW�VXSSRUWLQJ�QDWLRQDO�FKLHI �H[HFXWLYH�RIÀFHUV�

�&(2V��ZLWK�WKH�PDQDJHPHQW�RI �WKHLU�QDWLRQDO�DVVR-

FLDWLRQ��:H�ZLOO�EH�RIIHULQJ�D�VHULHV�RI �WDUJHWHG�WUDLQ-

LQJ�FRXUVHV� LQFOXGLQJ�H[HFXWLYH�FRDFKLQJ�� OHDGHUVKLS�

VNLOOV�GHYHORSPHQW�DQG�RWKHU�VSHFLÀF�WUDLQLQJ��ZKLFK�

ZLOO�SURYLGH�&(2V�ZLWK�DGGLWLRQDO�WRROV�WR�HIIHFWLYHO\�

FDUU\�RXW�WKHLU�ZRUN�DW�QDWLRQDO�OHYHO��

7KLV�LQLWLDWLYH�IRUPV�SDUW�RI �WKH�VL[�GHYHORSPHQW�SUL-

orities�� HQGRUVHG� E\�()&&$·V�*HQHUDO�$VVHPEO\� LQ�

+HOVLQNL� ODVW� \HDU� DQG� UHÁHFWV�RXU�QHZ�DSSURDFK� WR�

ERRVW�D�VWURQJHU�OLQN�ZLWK�QDWLRQDO�DVVRFLDWLRQV�DQG�WR�

DFKLHYH�RXU�JRDOV�LQ�D�PRUH�HIIHFWLYH�ZD\�

$�SURYLVLRQDO�SHULRG�IRU�WKH�ÀUVW�WUDLQLQJ�FRXUVH�KDV�

EHHQ� VHW� IRU� 6HSWHPEHU�2FWREHU� WKLV� \HDU� DQG�ZLOO�

WDNH� SODFH� LQ�%UXVVHOV��7KH�SURJUDPPH�ZLOO� LQFOXGH�

1 'HYHORSPHQW�SULRULW\� $́7+(16µ���GHYHORSLQJ�WKH�

FRQFHSW�RI �WKH�¶()&&$�DFDGHP\·��FRQQHFWLQJ�DQG�WUDLQLQJ�

(XURSH·V�QDWLRQDO�,%'�DVVRFLDWLRQ�GLUHFWRUV�DQG�VWDII��6KDULQJ�

NQRZOHGJH�DQG�EHVW��SUDFWLFH�

DQ�LQIRUPDWLRQ�VHVVLRQ�RQ�WKH�(8�SROLF\�FRQWH[W�ZLWK�

UHJDUG�WR�WKH�(8�+HDOWK�6WUDWHJ\�IROORZHG�E\�DQ�H[-

change of  information amongst national member as-

VRFLDWLRQV��7KH�LGHD�LV�WR�SURYLGH�DQ�´H[FKDQJHµ�DUHQD�

RI �PXWXDO�OHDUQLQJ�SXWWLQJ�DW�GLVSRVDO�WKH�QHWZRUN�H[-

SHULHQFH�DQG�WKH�H[LVWLQJ�´LQVSLULQJµ�SUDFWLFHV�ZKLFK�

have already been implemented among our members. 

7KH�ÀQDO�VWDJH�ZLOO�VHH�WKH�GUDIWLQJ�DQG�FR�GHVLJQ�RI �D�

WUDLQLQJ�SDFNDJH��ZKLFK�ZLOO�EH�WKHQ�DYDLODEOH�WR�DOO�WKH�

SURIHVVLRQDOV�ZKR�DUH�DOUHDG\�ZRUNLQJ�ORFDOO\�

One of  the main possible themes for the autumn train-

LQJ�ZLOO�EH�RQ�GHYHORSLQJ�LQVXUDQFH�VFKHPHV�IRU�,%'�

�LQÁDPPDWRU\� ERZHO� GLVHDVH�� SDWLHQWV�� ,Q� WKLV� FDVH��

FROOHDJXHV�IURP�WKH�*HUPDQ�QDWLRQDO�DVVRFLDWLRQ�ZLOO�

VKDUH� WKHLU� H[SHULHQFH� RQ� KRZ� WKH\� KDYH� GHYHORSHG�

WKHLU�RZQ�QDWLRQDO�LQVXUDQFH�VFKHPH�IRU�,%'�SDWLHQWV��

3DUWLFLSDQWV�ZLOO�WKHQ�GLVFXVV�DQG�H[SORUH�SRVVLELOLWLHV�

for developing an insurance scheme in their respective 

FRXQWULHV�DV�ZHOO�DV�DW�D�(XURSHDQ�OHYHO��

WR�SDSHU��DQG�H�IRUPDW��DQG�,�WKLQN�\RXU�H[SHFWDWLRQV�ZLOO�EH�VXUSDVVHG�

:H�PDGH�D�GHOLEHUDWH�FKRLFH��IRU�WKLV�ÀUVW�LVVXH��WR�OLPLW�WKH�PHGLFDO�FRQWHQW�WR�RQO\�

RQH�DUWLFOH��,Q�WKH�IXWXUH��WKLV�SDUW�ZLOO�JURZ��%XW�IRU�WKLV�ÀUVW�QHZ�LVVXH��ZH�ZDQWHG�

VRPHWKLQJ�PRUH�IRFXVHG�RQ�RXU�PHPEHU�DVVRFLDWLRQV�DQG�RQ�RXU�SURMHFWV��%HFDXVH�

this is the starting point.

+HUH��ZH�DOVR�VWDUW�D�FOHDU�DQG�GLUHFW�OLQN�ZLWK�RWKHU�NH\�RUJDQL]DWLRQV��QRW�RQO\�,%'�

UHODWHG��EHFDXVH�QHWZRUNLQJ�LV�EHFRPLQJ�PRUH�DQG�PRUH�VWUDWHJLF�IRU�XV�

,�ZDQW�WR�WKDQN�DOO�WKH�SHUVRQV�WKDW�KDYH�FRQWULEXWHG�WR�WKLV�LVVXH��,�ZDQW�WR�WKDQN�

WKHP�EHFDXVH� WKH\� EHOLHYHG� LQ� RXU� SRVVLELOLW\� RI � FUHDWLQJ� VXFK� D� SURGXFW� LQ� IHZ�

PRQWKV��LI �ZH�KDYH�ZRQ�WKLV�EHW��WKH\·YH�ZRQ�ZLWK�XV��)LQDOO\��SOHDVH�DOORZ�PH�WR�

WKDQN�$)$��WKH�)UHQFK�QDWLRQDO�,%'�DVVRFLDWLRQ�IRU�DOORZLQJ�XV�WR�XVH�D�NH\�LPDJH�

IURP�WKHLU�UHFHQW�FRPPXQLFDWLRQ�FDPSDLJQ�IRU�RXU�ÀUVW�FRYHU��:H�KDYH�QHYHU�KDG�D�

´FRYHUµ�LQ�WKH�SUHYLRXV�QHZVOHWWHUV��FHUWDLQO\�QRW�DQ�LPDJH��DQG�HYHQ�OHVV�D�SURYRFD-

tive one.

$W�ÀUVW��,�ZDV�QRW�VXUH�WKDW�LW�ZRXOG�EH�D�JRRG�FKRLFH�WR�XVH�DQ�LPDJH�FRPLQJ�IURP�

D�FDPSDLJQ�IURP�D�VSHFLÀF�RQH�RI �RXU�QDWLRQDO�DVVRFLDWLRQV��EXW�WKH�LPDJH�IURP�WKH�

$)$�FDPSDLJQ�VSHDNV�YROXPHV��DQG�ZDV�SHUIHFW�WR�FRQYH\�WKH�WUXH�IHHOLQJ�RI �PDQ\�

SHRSOH�ZLWK�,%'���RXU�YRLFH�LV�QRW�KHDUG���$QG�VRPHWLPHV�ZH�ZRXOG�OLNH�WR�VKRXW��

WR�VWDQG�XS�DQG�VD\��´ZH�DUH�KHUHµ��WR�SROLWLFLDQV��WR�VRFLHW\�DQG�²�PD\EH�OHVV�WKDQ�LQ�

WKH�SDVW�²�DOVR�WR�WKH�PHGLFDO�FRPPXQLW\��:LWK�WKLV�SURMHFW�ZH�UHDIÀUP�RXU�KXPDQ-

LW\��WKH�IDFW�WKDW�ZH�DUH�SHRSOH��EHIRUH�ZH�DUH�SDWLHQWV��$QG�WKLV�LPDJH�IURP�$)$�

H[SUHVVHV�WKLV��DQG�PXFK�PRUH��6R��WR�RXU�IULHQGV�DW�$)$��ZH�RIIHU�RXU�WKDQNV��$QG�

,�KRSH�WKDW�� LQ�WKH�IXWXUH��RWKHU�DVVRFLDWLRQV�ZLOO�EH�KDSS\�WR�VKDUH�WKHLU�SURMHFWV�

DQG�FDPSDLJQV�ZLWK�XV��DV�ZH·YH�VDLG��ZH·UH�ÀJKWLQJ�WKH�VDPH�EDWWOH��DQG�WKLV�VSDFH�

LV�\RXUV��6R��DV�D�FRPSHWLWLRQ�DQG�D�FKDOOHQJH��,VDEHOOD�DQG�,�ZLOO�EH�ZDLWLQJ�IRU�\RXU�

LGHDV�IRU�WKH�QH[W�LVVXH��DQG�WKH�QH[W�FRYHU�

,I �,�FDQ�H[SUHVV�D�ZLVK�KHUH��,·G�OLNH�WR�VHH�WKLV�QHZVOHWWHU�JURZLQJ��ZLWK�HYHQ�PRUH�

DPELWLRQ�DQG�ZLWK�WKH�IUHHGRP�DQG�LQGHSHQGHQFH�WKDW�KDV�DOZD\V�EHHQ�WKH�WUDGH-

PDUN�RI �RXU�RUJDQL]DWLRQ��,�ÀUPO\�EHOLHYH� LQ�WKH�SRWHQWLDO�RI �WKLV�SURMHFW��,�WUXVW�

WKDW� WKH�UHDGHUV�ZLOO�QRW�RQO\�DSSUHFLDWH� LW��EXW�DOVR�� WKURXJK�FRPPHQWV��UHPDUNV��

FRQVWUXFWLYH�FULWLFLVP�DQG�FRQWULEXWLRQV��ZLOO�WDNH�WKH�OHDG��DQG�ZLOO�XVH�LW�

$W�()&&$��ZH�DUH�KDSS\��EXW�ZH�ZLOO�QRW�VWRS��2WKHU�JRDOV�DUH�LQ�IURQW�RI �XV��$QG�

RXU�MRXUQH\�ZLOO�EH�VXFFHVVIXO�LI �81,7('�:(�67$1'�

Marco Greco, EFCCA Chairman

“The idea is to provide an 

“exchange” arena of  mutual 

learning putting at disposal 

the network experience and the  

existing “inspiring” practices 

which have already been imple-

mented among our members.”
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'XULQJ�WKH�UHFHQW�(XURSHDQ�&URKQ·V�DQG�&ROLWLV�2UJDQLVDWLRQ��(&&2��

FRQJUHVV��()&&$�PHW�ZLWK�(&&2�FKDLUPDQ��3URIHVVRU�'DQLHO�+RPPHV��

LQ�RUGHU�WR�GLVFXVV�FRRSHUDWLRQ�EHWZHHQ�WKH�WZR�RUJDQLVDWLRQV�LQ�SDUWLFX-

ODU�DV�FRQFHUQV�WKH�,03$&7�VXUYH\�ODXQFKHG�E\�()&&$�ODWH� ODVW�\HDU�

�VHH�SDJH������$V�DQ�LQLWLDO�VWHS�LW�ZDV�DJUHHG�WR�KROG�UHJXODU�EL�DQQXDO�

PHHWLQJV�VWDUWLQJ�GXULQJ�WKH�QH[W�8(*:�PHHWLQJ�LQ�6WRFNKROP��IURP�

��QG�XQWLO���WK�2FWREHU�������DQG�D�IXUWKHU�PHHWLQJ�EHWZHHQ�PH�DQG�WKH�

(&&2�FKDLUPDQ�ZDV�VHW�XS�WR�ÀQDOLVH�GHWDLOV�RI �RXU�FRRSHUDWLRQ��

:H�DUH�NHHQ�WR�ZRUN�WRJHWKHU�ZLWK�(&&2��WKH�(XURSHDQ�RUJDQLVDWLRQ�

IRU�KHDOWKFDUH�SURIHVVLRQDOV�VSHFLDOLVHG�LQ�,%'��LQÁDPPDWRU\�ERZHO�GLV-

HDVH���DV�ZH�ZRXOG�OLNH�WR�VKDUH�WRS�OHYHO�LQIRUPDWLRQ�RI �WKHVH�RXWVWDQG-

LQJ� FOLQLFLDQV� DQG� VFLHQWLVWV� WR� D�ZLGHU�QXPEHU�RI �SDWLHQWV�� DQG� DW� WKH�

VDPH�WLPH�SURYLGH�WKH�ODWHVW�QHZV�RQ�VFLHQWLÀF�RU�FOLQLFDO�GHYHORSPHQWV��

&RRSHUDWLQJ�ZLWK�(&&2�UHPDLQV�D�VWUDWHJLF�SULRULW\�IRU�()&&$�LQ�WKH�

VFLHQWLÀF�DQG�PHGLFDO�ÀHOG�DQG�WKH�SURMHFW�UHSUHVHQWV�D�QHZ�LPSRUWDQW�

VWHS�WRZDUGV�VWUHQJWKHQLQJ�WKLV�FRRSHUDWLRQ�DQG�FRQWLQXRXV�LQWHUDFWLRQ�

7KH�(&&2�FRQJUHVV��ZKLFK�WRRN�SODFH�LQ�'XEOLQ�IURP�������)HEUXDU\�

������ZDV�DWWHQGHG�E\�RYHU������GHOHJDWHV�DQG�SURYLGHG�DFFHVV� WR� WKH�

ODWHVW� VFLHQWLÀF� LQIRUPDWLRQ�DQG�HGXFDWLRQ� LQ�JDVWURHQWHURORJ\�ZLWK� LWV�

PDMRU�IRFXV�RQ�,%'��

7KH�SURJUDPPH�ZDV�VWUXFWXUHG�LQ�EDVLF�VFLHQFH�DQG�FOLQLFDO�VHFWLRQV��,Q�

DGGLWLRQ��HGXFDWLRQDO�DFWLYLWLHV�VXFK�DV�WKH��WK�,%'�,QWHQVLYH�$GYDQFHG�

&RXUVH�IRU�-XQLRU�*DVWURHQWHURORJLVWV�ZLWK�WKH�LQWHJUDWHG�<(&&2�:RUN-

VKRS��WKH�(&&2�1XUVHV�1HWZRUN�0HHWLQJ��ZKLFK�()&&$�ZDV�SURXG�WR�

VXSSRUW�ZLWK�HGXFDWLRQDO�EXUVDULHV��VHH�SDJH�����DQG�WKH�VHFRQG�1(&&2�

6FKRRO�WRRN�SODFH�SULRU�WR�WKH�DFWXDO�VWDUW�RI �WKH�FRQJUHVV�

)RU�D�GHWDLOHG�VFLHQWLÀF�RYHUYLHZ�RI �WKH�SUHVHQWDWLRQV�PDGH�GXULQJ�WKH�

(&&2�FRQJUHVV�SOHDVH�UHDG�RXU�DUWLFOH�� LQ�WKH�0HGLFDO�5HYLHZ�&RUQHU�

RQ�SDJH�����SUHSDUHG�E\�'U��6LOYLR�'DQHVH��(&&2�PHPEHU��DQG�'U�+D-

MQDOND�6]DER��

Other themes that have been sug-

gested by national members and 

ZKLFK� ZLOO� EH� WKH� VXEMHFW� RI � IXU-

ther training courses include:

��SURYLGLQJ�EHWWHU�VHUYLFHV�IRU�

children and their families

��KRZ�WR�LQFUHDVH�DQG�NHHS�PHP-

bership

��KRZ�WR�LQYROYH�YROXQWHHUV�DQG�

keep them motivated

��IXQGUDLVLQJ�DQG�SURMHFW�PDQ��

agement

�GHYHORSLQJ�D�VWUDWHJLF�PDQDJH-

ment plan for an association

�FRPPXQLFDWLRQ�DQG�WHDP�EXLOG-

ing.

7KH� ZLGH� UDQJH� RI � WKHPHV� VXJ-

gested by the members clearly 

VKRZV�WKH�QHHG�IRU�WDUJHWHG�H[HFX-

tive leadership services as many 

professionals are acting in small 

DQG�RU� PHGLXP� VL]H� DVVRFLDWLRQV�

ZLWK� YHU\� ´OLJKWµ� LQIUDVWUXFWXUHV�

WKDW�UHTXLUH� WKH�H[HFXWLYH�GLUHFWRU�

to have high skills and output in 

PDQ\�ÀHOGV��

()&&$� KRSHV� WKDW� WKH� IRFXV� RQ�

H[HFXWLYH� GLUHFWRUV� ZLOO� OHDG� WR� D�

PRUH� PHDQLQJIXO� GHÀQLWLRQ� RI �

OHDGHUVKLS�LQ�WKH�FRQWH[W�RI �WKH�SD-

WLHQWV·�RUJDQLVDWLRQV�ZH�UHSUHVHQW��

7KH�&(2V·�WUDLQLQJ�UHSUHVHQWV�WKH�

ÀUVW� VWHS� WRZDUG� D�PRUH� FRPSUH-

hensive set of  training offers that 

()&&$�LV�ZLOOLQJ�WR�SXW�DW�GLVSRVDO�

WR�DOO�PHPEHUV�ZLWK�VRPH�VSHFLÀF�

IRFXV� RQ� YROXQWHHUV·� LQYROYHPHQW�

DQG�HPSRZHUPHQW�

)RU�PRUH�LQIRUPDWLRQ�SOHDVH�FRQ-

tact me at efcca.ceo@gmail.com

 

EFCCA consolidates 

cooperation with ECCO

by Marco Greco, EFCCA chairman

EFCCA Youth Group will meet in 

Cracow, Poland

7KH�()&&$�<RXWK�*URXS��(<*��WRJHWKHU�ZLWK�WKH�

3ROLVK� ,%'�RUJDQLVDWLRQ�´3$63,%'µ�DUH�RUJDQLVLQJ�

WKH�QH[W�DQQXDO�(<*�PHHWLQJ��ZKLFK�ZLOO� WDNH�SODFH�

LQ�&UDFRZ��3RODQG�IURP���WK�-XQH������XQWLO��UG�-XO\�

������

(<*�PHHWLQJV�DUH�GHVLJQHG�WR�EH�IXQ�DQG�LQWHUDFWLYH�

DQG�GHOHJDWHV�DUH�LQYLWHG�WR�SDUWLFLSDWH�LQ�H[SHUWV·�OHF-

WXUHV�RQ�,%'�UHODWHG�WRSLFV��ZRUNVKRSV�DQG�LQWHUDF-

WLYH�VHVVLRQV��'HOHJDWHV�DOVR�OHDUQ�DERXW�WKH�(XURSHDQ�

<RXWK�*URXS�SURMHFWV�DQG�KRZ�WKH\�FDQ�JHW�LQYROYHG�

and contribute to the community of  young people 

ZLWK�,%'�RQ�D�(XURSHDQ�OHYHO��'XULQJ�WKLV�PHHWLQJ��

IRU�WKH�ÀUVW�WLPH��UHSUHVHQWDWLYHV�DUH�LQYLWHG�WR�SUHVHQW�

WKHLU�QDWLRQDO�DVVRFLDWLRQV·�\RXWK�DFWLYLWLHV�LQ�D���WR����

minute presentation. 

“The idea of  these meetings is to have fun whilst 

learning, working together and sharing ideas as 

a friendly and understanding community” says 

&KD\LP�%HOO��&KDLUPDQ�RI �WKH�()&&$�<RXWK�*URXS��

7KLV� \HDU� WKH� (XURSHDQ� <RXWK�*URXS�PHHWLQJ� ZLOO�

WDNH�SODFH�LQ�&UDFRZ��ZKLFK�LV�WKH�VHFRQG�ODUJHVW�DQG�

one of  the oldest cities in Poland. 

7KH� 3ROLVK� SDUWQHU� ´3$63,%'µ� ZLOO� EH� RUJDQLVLQJ�

D� FLW\� JDPH� IRU� WKH�GHOHJDWHV��ZKLFK�ZLOO� FRPELQH� D�

VSRUWLQJ�HYHQW�ZLWK�D�XQLTXH�ZD\�RI �VLJKWVHHLQJ�WKH�

FLW\�RI �&UDFRZ���2WKHU�VRFLDO�DFWLYLWLHV�ZLOO� LQFOXGH�D�

ZHOFRPH�GLQQHU�DW�D�ZHOO�NQRZQ�UHVWDXUDQW�ZLWK��YLHZV�

RYHU�:DZHO�&DVWOH�DQG�D�JDOD�SDUW\�RQ�WKH�ODVW�QLJKW��

7ZR� GHOHJDWHV� IURP� HDFK�()&&$�QDWLRQDO�PHPEHU�

associations can attend this event.  

)RU� PRUH� LQIRUPDWLRQ� SOHDVH� FRQWDFW� WKH� ()&&$�

<RXWK�*URXS�DW��H\J#HIFFD�RUJ�RU�JR�WR�

�ZZZ�H\P�����NUDNRZ�SO�HQ
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EFCCA attends United European 

Gastroenterology Week

()&&$� %RDUG� PHPEHUV� SDUWLFLSDWHG� LQ� WKH� ��WK�

8QLWHG�(XURSHDQ�*DVWURHQWHURORJ\�FRQJUHVV�ZKLFK�

WRRN� SODFH� LQ� %DUFHORQD� IURP� ��UG���WK� 2FWREHU�

�����DQG�ZDV�DWWHQGHG�E\�RYHU��������GHOHJDWHV�PDN-

ing it one of  the top class gastroenterology meetings 

QRW�RQO\�LQ�(XURSH�EXW�ZRUOGZLGH��

()&&$�ZDV�DOVR�UHSUHVHQWHG�DW� WKH�H[KLELWLRQ�KDOO�

E\�6ROYHLJ�-RKDQVVRQ�*ULS��507��6ZHGHQ��DQG�'X-

VDQ�%UDJD��.9&%��6ORYHQLD��ZKLFK�SURYLGHG�DQ�H[-

FHOOHQW�RSSRUWXQLW\�IRU�()&&$�WR�FRPPXQLFDWH�LWV�

DFWLYLWLHV�WR�D�ZLGH�DXGLHQFH�FRQVLVWLQJ�RI �SK\FLVLDQV�

DQG� UHVHDUFKHUV� LQ� WKH� ÀHOGV� RI � JDVWURHQWHURORJ\��

KHSDWRORJ\�� HQGRVFRS\� DQG� JDVWURLQWHVWLQDO� VXUJHU\�

DV�ZHOO�DV�RWKHU�KHDOWKFDUH�SURIHVVLRQDOV�DQG�(XUR-

SHDQ�RUJDQLVDWLRQV�ZRUNLQJ�RQ�KHDOWK�LVVXHV��

9LVLWRUV� VKRZHG� SDUWLFXODU� LQWHUHVW� LQ� WKH� UHFHQWO\�

ODXQFKHG�,03$&7�SURMHFW��VHH�S������DV�ZHOO�DV�WKH�

´/LIH� DQG� ,%'µ� SURMHFW� �KWWS���ZZZ�OLIHDQGLEG�

RUJ����ZKLFK�KDV�EHHQ�FRQFOXGHG�� �0DQ\�GHOHJDWHV�

ZHUH�DOUHDG\�IDPLOLDU�ZLWK�()&&$�DQG�RU�WKHLU�QD-

WLRQDO�PHPEHU�DVVRFLDWLRQ��DQG�XVHIXO�FRQWDFWV� IRU�

IXWXUH�FRRSHUDWLRQ�ZHUH�VHW�XS��

()&&$�ZLOO� DOVR� SDUWLFLSDWH� LQ� WKLV� \HDU·V�8(*:�

&RQJUHVV� WR� WDNH� SODFH� LQ� 6WRFNKROP� IURP� ������

2FWREHU�������

LV� QR� FXUH�� QR� NQRZQ� FDXVH�� DQG�

little public understanding of  the 

FKURQLF� SDLQ� DQG� VXIIHULQJ� ZLWK�

ZKLFK�,%'�SDWLHQWV�FRSH�ZLWK�HYH-

ry day of  their lives. 

+HUH� LQ� (XURSH�� ()&&$� ZLOO� EH�

RUJDQLVLQJ�DQ�,%'�DZDUHQHVV�UDLV-

LQJ�FDPSDLJQ�LQ�%UXVVHOV�RQ����RI �

0D\�WDUJHWLQJ�(8�LQVWLWXWLRQV�DQG�

SROLF\�PDNHUV�ZLWK�WKH�DLP�WR�SDYH�

WKH� ZD\� IRU� JUHDWHU� FRQWDFW� ZLWK�

Members of  the European Parlia-

PHQW� DQG� WR�PDNH�()&&$�PRUH�

visible in the European arena.

)RU�VRPH�WLPH�WKH�,%'�JOREDO�FRPPXQLW\�RI �&URKQ·V�DQG�XOFHUDWLYH�FROL-

WLV�SDWLHQW�RUJDQLVDWLRQV�DQG�IRXQGDWLRQV�KDYH�EHHQ�FRQVLGHULQJ�WKH�ZLVK�

WR�ODXQFK�D�:RUOG�,%'�3DWLHQWV�'D\�WR�EULQJ�WR�LQWHUQDWLRQDO�DWWHQWLRQ�

WKH�QHHGV�RI �SHRSOH�OLYLQJ�ZLWK�,%'��DUWLFXODWHG�ZLWK�D�XQLÀHG�ZRUOGZLGH�

YRLFH��$V�D�UHVXOW�RI �GLVFXVVLRQV�LQ�HDUO\�-XQH������DPRQJ�SDWLHQW�RUJDQL-

]DWLRQ� UHSUHVHQWDWLYHV�GXULQJ�'LJHVWLYH�'LVHDVHV�:HHN� LQ�&KLFDJR� DQG�

VXEVHTXHQWO\�LQ�D�WHOHFRQIHUHQFH�LW�ZDV�GHFLGHG�WR�KROG�:RUOG�,%'�'$<�

RQ���WK�0D\�RI �HDFK�\HDU��

)ROORZLQJ�ODVW�\HDU·V�ÀUVW�VXFFHVVIXO�FHOHEUDWLRQ�SDWLHQW�JURXSV�IURP����

(XURSHDQ�FRXQWULHV� WKURXJK�()&&$�� WKH�8QLWHG�6WDWHV��&DQDGD��$XV-

WUDOLD��1HZ�=HDODQG��8UXJXD\�DQG�%UD]LO�FRQWLQXH�ZRUNLQJ� WRJHWKHU� WR�

GUDZ�DZDUHQHVV�WR�&URKQ·V�GLVHDVH�DQG�XOFHUDWLYH�FROLWLV�DQG�WR�FRQYH\�D�

VHQVH�RI �JOREDO�VROLGDULW\�IRU�,%'�SDWLHQWV�

7KHUH�DUH�PRUH�WKDQ���PLOOLRQ�SHRSOH�LQ�WKH�ZRUOG�OLYLQJ�ZLWK�,%'��WKHUH�

World IBD DAY

Annual General 

Assembly
7KLV�\HDU·V�*HQHUDO�$VVHPEO\�ZLOO�WDNH�SODFH�LQ�&RSHQKDJHQ�IURP�������

$SULO������DQG�ZLOO�DOORZ�RXU����PHPEHU�DVVRFLDWLRQV� WR�PHHW�IDFH� WR�

IDFH��WR�H[FKDQJH�WKH�ODWHVW�LQIRUPDWLRQ�DQG�EHVW�SUDFWLVH�DQG�WR�UHIUHVK�

old friendships.

'HOHJDWHV�ZLOO�HOHFW�QHZ�([HFXWLYH�%RDUG�PHPEHUV�DQG�GLVFXVV�WKH�DG-

PLVVLRQ�RI �WKUHH�QHZ�QDWLRQDO�PHPEHUV�IURP�6HUELD��3RODQG�DQG�&]HFK�

5HSXEOLF� WR� MRLQ�()&&$��'LVFXVVLRQ�ZLOO�DOVR�FHQWHU�RQ�VHYHUDO� WRSLFV�

that are of  major interest to national members and have been communi-

FDWHG�SUHYLRXVO\�WR�WKH�([HFXWLYH�%RDUG��)ROORZLQJ�RXU�QHZ�ZRUNLQJ�DS-

SURDFK��WKH�SURJUDPPH�RI �WKH�*$�KDV�EHHQ�GHVLJQHG�LQ�D�ZD\�WKDW�DOORZV�

WKH�DVVHPEO\�WR�EH�PRUH�RSHQ�IRU�GLVFXVVLRQ��WR�EH�PRUH�GHPRFUDWLF�DQG�

WR�RIIHU�PRUH� WLPH�WR� WDON� WR�HDFK�RWKHU��7KHUH�ZLOO�EH� WZR�GLVFXVVLRQ�

JURXSV��ZKLFK�ZLOO�SURYLGH�D�JUHDW�RSSRUWXQLW\�IRU�WKH�H[FKDQJH�RI �LGHDV�

DQG� H[SHULHQFHV� WR� IHHG� LQWR� WKH� VWUDWHJLF�SROLFLHV� IRU�()&&$�DQG� LWV�

ZRUN�SURJUDPPH��

7KLV� \HDU�()&&$�KDV� DOVR� LQYLWHG� H[WHUQDO� JXHVWV� VXFK� DV� WKH�(&&2�

&KDLUPDQ�DQG�WKH�'LUHFWRU�RI �WKH�(XURSHDQ�3DWLHQWV·�)RUXP���
Dusan Braga, KVCB Slovenia, outside the UEGW conference center, Barcelona 20100UV�(OV�GH�*UDDI��IRUPHU�()&-

&$�6HFUHWDU\��KDV�SDVVHG�DZD\�

RQ���0DUFK�������(OV�KDV�EHHQ�

DQ�LPSRUWDQW�ÀJXUH�ZLWKLQ�WKH�

()&&$� WHDP�� VKH� VWURQJO\�

FRQWULEXWHG� LQ� WKH� JURZWK� RI �

our organization since its early 

\HDUV��.LQG�� GHYRWHG� DQG� SDV-

VLRQDWH�DERXW�WKH�()&&$�PLV-

VLRQ��(OV�KDV�EHHQ�DQ�H[DPSOH�

of  great commitment. Many 

\RXQJVWHUV� ZLOO� UHPHPEHU� KHU�

for the key role she played in 

the organization of  the Inter-

QDWLRQDO� <RXWK� ,%'� 0HHWLQJ�

LQ� $PVWHUGDP� ������ � :H� DOO�

remember Els for her profes-

VLRQDO� VW\OH� DQG� FDSDFLW\� DQG��

SD\LQJ�KHU�RXU�ODVW�UHVSHFW��ZH�

thank her once again for shar-

LQJ� ZLWK� XV� ,%'� SHRSOH� WKH�

challenge for a better life. 

OBITUARY



10 11

EFCCA projectsEFCCA projects

,Q�'HFHPEHU�ODVW�\HDU�()&&$�ODXQFKHG�WKH�,03$&7�

VXUYH\�ZKLFK�SURYLGHV�D�XQLTXH�DQG�H[FLWLQJ�RSSRUWX-

QLW\�WR�GLVFRYHU�WKH�WUXH�,03$&7�RI �,%'��LQÁDPPD-

WRU\�ERZHO�GLVHDVH��QRW�RQO\�RQ�TXDOLW\�RI �OLIH��EXW�DOVR�

RQ� WKH� VRFLDO�� HGXFDWLRQDO�� HPSOR\PHQW�� DQG�KROLVWLF�

DVSHFWV�RI �,%'��RQ�D�(XURSHDQ�OHYHO��

7KH�VXUYH\��ZKLFK�LV�VWLOO�RSHQ��LV�DYDLODEOH�RQOLQH�LQ���

(XURSHDQ�ODQJXDJHV�LQFOXGLQJ�(QJOLVK��)UHQFK��*HU-

PDQ�� 6SDQLVK�� ,WDOLDQ�� 3RUWXJXHVH�� 'XWFK�� 6ZHGLVK�

DQG�6ORYHQLDQ��

'RZQORDG�UHVRXUFH�ZHEVLWH��

KWWS���ZZZ�HIFFD�VROXWLRQV�QHW�LPSDFW�

7KH�VSHFLÀF�DLPV�RI �WKH�VXUYH\�DUH�WR�GLVFRYHU�

��7KH�HIIHFWV�RI �,%'�RQ�D�ZLGH�UDQJH�RI �DVSHFWV�RI �

SHRSOH·V�OLIHVW\OHV�

��:KHWKHU� WKHVH� DVSHFWV� DUH� LQFOXGHG� LQ� FRQVXOWD-

WLRQV�ZLWK�KHDOWKFDUH�SURIHVVLRQDOV�

��7KH�H[WHQW�RI �DFFHVV�WKDW�SHRSOH�ZLWK�,%'�KDYH�WR�

healthcare and support facilities in various coun-

tries from the perspective and perceptions of  the 

patient

�8QGHUVWDQGLQJ� SHUFHSWLRQV� RI � WKH� TXDOLW\� RI �

+HDOWK�&DUH�SURYLGHG

��*HQHUDOO\�XQGHUVWDQGLQJ�WKH�GLIIHUHQFHV�WKDW�H[LVW�

EHWZHHQ�FRXQWULHV��DJH�JURXSV��JHQGHUV�DQG�GLIIHU-

HQW�W\SHV�RI �,%'

��7R�SURYLGH�()&&$�DQG�QDWLRQDO�SDWLHQW�DVVRFLD-

WLRQV�LPSRUWDQW�QHZ�HYLGHQFH�WR�JDLQ�DWWHQWLRQ�RQ�

WKH�QHHGV�RI �,%'�SDWLHQWV�DQG�WR�GULYH�IRU�EHWWHU�

UHVRXUFH�FRPPLWPHQWV�IURP�RIÀFLDO�SROLF\�ERGLHV��

LQFOXGLQJ�:+2�

At the closing date of  printing this magazine a total 

RI �RYHU������UHVSRQVHV�KDYH�EHHQ�FROOHFWHG�DQG�WKH�

LQLWLDO�UHVXOWV�RI �WKH�,03$&7�VXUYH\�KDYH�EHHQ�SUH-

VHQWHG�GXULQJ�WKH�(&&2�FRQJUHVV��ZKLFK�WRRN�SODFH�

LQ�'XEOLQ�IURP�������)HEUXDU\�������

0RVW�QRWHZRUWK\� VR� IDU�KDYH�EHHQ� UHVSRQVHV� WR� WKH�

First results of the IMPACT survey

TXHVWLRQ�RI � WKH� DPRXQW�RI � ORVW�ZRUNLQJ�GD\V�GXH�

WR�,%'�������RI �SHRSOH�ZLWK�,%'�KDYH�WDNHQ�PRUH�

WKDQ� ��� GD\V·� VLFN� OHDYH� LQ� WKH� SDVW� \HDU� DQG� RYHU�

�����IHOW� WKDW� WKHLU�,%'�KDV�KDG�D�QHJDWLYH�DIIHFW�

RQ� WKHLU�FDUHHU��RSSRUWXQLWLHV� IRU�DGYDQFHPHQW��RU�

HDUQLQJ�LQFRPH� SRWHQWLDO� ZKLOH� ���� FODLPHG� WR�

KDYH�ORVW�D�MRE��RU�KDG�WR�TXLW�D�MRE�EHFDXVH�RI �WKHLU�

,%'�

2Q�WKH�VXEMHFW�RI �´WKH�HIIHFW�RI �,%'�RQ�,QWLPDWH�

5HODWLRQVKLSVµ����LQ���UHVSRQGHQWV��FODLP�WKDW�WKHLU�

,%'�KDV�SUHYHQWHG�WKHP�SXUVXLQJ�LQWLPDWH�UHODWLRQ-

VKLSV�DQG�����FODLP�LW�KDV�EHHQ�WKH�FDXVH�IRU�HQGLQJ�

an intimate relationship.  

7KH� IROORZLQJ� FKDUW� VXPPDUL]HV� WKH� PDLQ� LQLWLDO�

ÀQGLQJV�RI �WKH�VXUYH\��

7KH�VXUYH\�LV�VWLOO�RSHQ�DQG�ZH�HQ-

courage everyone to participate in 

collecting valuable data to help the 

FRPPXQLW\� RI � SHRSOH� ZLWK� ,%'�

across Europe. The survey is com-

pletely anonymous. 

<RX�FDQ�FRPSOHWH�WKH�VXUYH\�DW��

ZZZ�VXUYH\VROXWLRQV�FR�XN�LEG�

survey

()&&$�ZRXOG�OLNH�WR�WKDQN�WKRVH�

ZKR� KDYH� DOUHDG\� SDUWLFLSDWHG� LQ�

the survey and appreciates your 

commitment to help raise the un-

GHUVWDQGLQJ�RI �,%'�DFURVV�VRFLHW\��

and to effect positive change in the 

FDUH�RI �SHRSOH�ZLWK�,%'�

7KH� ,03$&7� SURMHFW� KDV� EHHQ�

supported by an educational grant 

from Abbott.

Past Year Lost Working Days

Positive impact on life related to 

patient association involvement

Impact of  IBD on Intimate Relation-

ships

Impact of  IBD on Education 

& Career 

> 25 

Days 
From 10-25 Days

Patient association involvment results in 

improvement in life

Prevented me 

from pursuing 

initimate relation-

ship

Caused on intimate 

relationship to end

IBD has nega-

tively affected 

career or in-

come potential

Lost a job or 

had to quit 

a job due to 

IBD

Negatively 

affected 

potential in 

eduction
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:LWKLQ�WKH�IUDPHZRUN�RI �()&&$·V�QHZ�ZRUNLQJ�DSSURDFK�D�QHZ�SURMHFW�

KDV�EHHQ�FUHDWHG�XQGHU�WKH�FDOO�WR�DFWLRQ�́ ,*1,6µ����,*1,6�LV�RQH�RI �WKH�

VL[�SULRULWLHV�DUHDV�IRU�GHYHORSPHQW�LGHQWLÀHG�E\�()&&$��

,*1,6�ZLOO�PDNH�(8�OREE\LQJ�D�QHZ�SULRULW\�DQG�VWUHQJWKHQ�()&&$·V�

FRQQHFWLRQV�ZLWK�0(3V��0HPEHUV�RI �WKH�(XURSHDQ�3DUOLDPHQW���(8�LQ-

VWLWXWLRQV��(3)��(XURSHDQ�3DWLHQWV·�)RUXP���(')��(XURSHDQ�'LVDELOLW\�

)RUXP��DQG�(0($��(XURSHDQ�0HGLFLQHV�$JHQF\����()&&$�KRSHV�WKDW�

&DOOV�WR�$FWLRQ�PDNH�LW�HDVLHU�IRU�QDWLRQDO�,%'�DVVRFLDWLRQV�WR�EHFRPH�

PRUH�LQYROYHG�LQ�VKDSLQJ�()&&$·V�ZRUN�DQG�KHOS�DFFHVV�VNLOOV�DQG�H[-

SHUWLVH�WKURXJK�()&&$·V�ODUJH�QHWZRUN�RI �YROXQWHHUV�

7KH�ÀUVW�,*1,6�SURMHFW�WHDP�PHHWLQJ�WRRN�SODFH�LQ�'XEOLQ�RQ����)HE-

UXDU\�������7KH�REMHFWLYH�RYHU� WKH�FRPLQJ�PRQWKV�ZLOO�EH� WR�GHYHORS�

SROLF\�SDSHUV�RQ�D�ZLGH�UDQJH�RI �VXEMHFWV�VXFK�DV�IRU�H[DPSOH�,%'�DQG�

DFFHVV�WR�WKH�KHDOWKFDUH��HTXDO�RSSRUWXQLWLHV�LQ�HGXFDWLRQ�DQG�ZRUN��JRRG�

FRQGLWLRQV�ZKHQ�WUDYHOOLQJ��HWF��WDNLQJ�LQWR�DFFRXQW�WKH�́ 7RS�)LYH�,VVXHVµ�

1 /DWLQ�IRU�´ÀUHµ

-RLQ�XV�WR�GHÀQH�(8�

policy development!

The European IBD Library - all the 

information on IBD you need, in 

one place

by Ben Wilson, EFCCA treasurer

()&&$·V����QDWLRQDO� ,%'�DVVRFLDWLRQV�DUH�H[SHUW�DW�

SURGXFLQJ� KLJK�TXDOLW\�� SDWLHQW� FHQWULF� LQIRUPDWLRQ�

IRU� SHRSOH� ZLWK� ,%'�� $V� WKH� NQRZOHGJH� RI � SHRSOH�

ZLWK�,%'�LQFUHDVHV��WKHLU�IHDU�DQG�DQ[LHWLHV�DERXW�WKH�

GLVHDVH�RIWHQ�GHFUHDVH�� DQG� WKHLU� HPSRZHUPHQW� DQG�

FKRLFH�RIWHQ�LQFUHDVH��7KRVH�ZKR�KDYH�DFFHVV�WR�WKLV�

KLJK�TXDOLW\�LQIRUPDWLRQ�FDQ�EHQHÀW�IURP�LW��EXW�RI-

WHQ��WKH�H[LVWHQFH�RI �WKLV�KLJK�TXDOLW\�LQIRUPDWLRQ�LV�

QRW� NQRZQ�EHWZHHQ� WKH� ��� DVVRFLDWLRQV�� RU� E\� LQGL-

vidual association members. 

()&&$�DLPV�WR�WDFNOH�WKLV�SUREOHP��E\�JDWKHULQJ�DOO�

WKH�EHVW�LQIRUPDWLRQ�IRU�SDWLHQWV�RQ�,%'�IURP�DFURVV�

(XURSH�� DQG�SURYLGLQJ�RQH� FHQWUDO�ZHEVLWH� UHVRXUFH�

ZKHUH� WKLV� LQIRUPDWLRQ� FDQ� EH� IRXQG�� 7KH� ZHEVLWH�

ZLOO�LQFOXGH�DOO�WKH�GHWDLOV�RI �WKH�LQIRUPDWLRQ��WRJHWKHU�

ZLWK�D�OLQN�WR�WKH�LQIRUPDWLRQ�LQ�LWV�RULJLQDO�ORFDWLRQ�

�()&&$�ZLOO�QRW�FRS\�WKH�LQIRUPDWLRQ�LWVHOI �EXW�ZLOO�

SURYLGH�D�OLQN�WR�DVVRFLDWLRQ�VRXUFHV����

()&&$� ZLOO� HVWDEOLVK� DQ� ¶HGLWRULDO� VWHHULQJ� JURXS·��

ZKR�ZLOO�PDNH�VXUH�WKDW�WKH�LQIRUPDWLRQ�LQFOXGHG�LQ�

WKH� OLEUDU\� LV�RI �D�KLJK�TXDOLW\��XS�WR�GDWH�� WUXVWDEOH��

DYDLODEOH�IRU�IUHH��DQG�DYDLODEOH�RQOLQH��7KHVH�DUH�WKH�

basic criteria for including entries in the library - qual-

ity and availability.  

()&&$�ZLOO�KRVW�WKH�OLEUDU\�DW�ZZZ�HIFFD�RUJ��,W�ZLOO�

EH� DYDLODEOH� IUHH� RI � FKDUJH� DQG� LQIRUPDWLRQ�ZLOO� EH�

SUHVHQWHG�LQ�D�VW\OLVK�DQG�HDV\�WR�XVH�ZHE�SRUWDO���

)XUWKHUPRUH�� LQ� SKDVH� WZR� RI � WKH� SURMHFW�� ()&&$�

ZLOO� LQFOXGH� NH\� LQIRUPDWLRQ� IRU� KHDOWKFDUH� SURIHV-

VLRQDOV��IURP�ZKDW�LV�NQRZQ�DV�WKH�¶WRS�RI �WKH�FOLQLFDO�

NQRZOHGJH�KLHUDUFK\·���NH\�FOLQLFDO�JXLGHOLQHV�DQG�V\V-

WHPDWLF�UHYLHZV�UHODWHG�WR�,%'��

The aim of  this is to provide more detailed informa-

WLRQ� IRU� ¶H[SHUW� SDWLHQWV·�� KLJKO\� VNLOOHG� LQIRUPDWLRQ�

SURIHVVLRQDOV�ZRUNLQJ�IRU�,%'�DVVRFLDWLRQV��,%'�DV-

VRFLDWLRQ�GLUHFWRUV�DQG�VWDII��DQG�HYHQ�KHDOWKFDUH�SUR-

fessionals themselves. 

The same criteria for quality and availability of  infor-

PDWLRQ�DSSO\��1RW�HYHU\RQH�ZLWK�,%'�KDV� WKH�VDPH�

LQIRUPDWLRQ� QHHG� �� QHZO\� GLDJQRVHG� SDWLHQWV�ZRXOG�

RIWHQ� OLNH� VLPSOH�� FOHDU�� DQG� GHÀQLWLYH� VXPPDULHV��

ZKLOVW� SHRSOH� ZKR� KDYH� OLYHG� ZLWK� ,%'� IRU� PDQ\�

years might be interested in detailed summaries of  

QHZ� WUHDWPHQWV�� RU� FOLQLFDO� JXLGHOLQHV� RU� VWDQGDUGV��

()&&$�DLPV�WR�FDWHU�IRU�WKLV�YDULHW\���

7R�VXPPDUL]H��()&&$�UHDOL]HV�WKH�SRZHU�RI �WKH�LQ-

“Knowledge is like water - it 

must be pumped with energy to 

make sure it reaches those who 

need it most. 

There’s no point leaving it in 

a reservoir, hoping people will 

make their own way there with 

buckets.”

Sir Muir Gray

WHUQHW� LQ�PDNLQJ� LQIRUPDWLRQ� DFFHVVLEOH��()&&$�ZLVKHV� WR�PDNH� WKH�

EHVW�SDWLHQW�LQIRUPDWLRQ�RQ�,%'�LQ�(XURSH��ZKLFK�LV�IURP�LWV�DVVRFLD-

WLRQV��KLJKO\�YLVLEOH�VR�WKDW�SHRSOH�ZLWK�,%'�FDQ�EHQHÀW�IURP�LW��()&&$�

understands requirements for quality and availability of  information. 

SXW�IRUZDUG�SUHYLRXVO\�E\�()&&$�

PHPEHUV��VHH�ER[�EHORZ��

Policy papers are aimed at raising 

DZDUHQHVV�� SHRSOH� XQGHUVWDQGLQJ�

and communicating to European 

,QVWLWXWLRQV� RQ� ,%'� LVVXHV�� QHHGV�

DQG� SULRULWLHV�� 6LQFH� WKHVH� SROLF\�

SDSHUV�VKRXOG�EH�SUHSDUHG�IROORZ-

LQJ� D� ZLGH� FRQVXOWDWLRQ� ZLWK� QD-

WLRQDO�PHPEHU�DVVRFLDWLRQV��WDNLQJ�

LQWR�DFFRXQW�FXOWXUDO��HQYLURQPHQ-

WDO� DQG� VRFLDO� GLIIHUHQFHV�� ZH� DUH�

eager to involve people from many 

countries.

<RX� DUH� DOO� LQYLWHG� WR�EHFRPH� LQ-

volved in this important project. 

:H�DUH�DZDUH�WKDW�PRVW�RI �\RX�DUH�

ZRUNLQJ� RQ� OLPLWHG� UHVRXUFHV� EXW�

ZH�KRSH�WKDW�\RX�FDQ�VWLOO�FRQWULE-

ute – even if  only on a small scale 

- to better shape European posi-

tion papers. If  you are a member 

RI �DQ�()&&$�PHPEHU�DVVRFLDWLRQ�

and are interested in contributing 

SOHDVH� FRQWDFW� \RXU� RZQ� DVVRFLD-

tion or the project coordinator. 

6ROYHLJ�-RKDQVVRQ�*ULS��

,*1,6�SURMHFW�FRRUGLQDWRU��

solgrip@telia.com 

7RS�)LYH�,VVXHV�

Accessibility-Equal opportunities

Employment policies               

Equal treatment in insurances

&RPPXQLFDWLRQ�FDPSDLJQ

6WUHQJWKHQ�WKH�LQYROYHPHQW�LQ�WKH�

µGHFLVLRQ�PDNLQJ�SURFHVVµ
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:H�DOVR�ZDQW�WR�VWUHQJWKHQ�VHUYLFHV�WKDW�ZH�RIIHU�WR�

RXU�PHPEHUV��)LQDOO\��ZH�DUH�RUJDQLVLQJ�D�´WRXU�GH�

)UDQFHµ�ZLWK�D�PRYLH�FDOOHG�´8Q�0RQW�%ODQF�SRXU�

\�FURLUHµ��:H�ZLOO�EURDGFDVW� WKH�PRYLH� LQ����FLWLHV�

WKDQNV� WR� RXU� VWURQJ� YROXQWHHUV� QHWZRUN� DQG� ZH�

KRSH�WR�UDLVH�DZDUHQHVV��DQG�IXQGV���RQ�IRU�SHRSOH�

ZLWK�,%'�

What are the main challenges that you are fac-

ing in your work?

$�PDMRU�FKDOOHQJH�IRU�XV� LV� WR�ÀQG�D�JRRG�ZD\�RI �

EXLOGLQJ� XS� VWURQJ� DOOLDQFHV� EHWZHHQ� SK\VLFLDQV��

nurses and the patients. We need to get the message 

WR�KHDOWKFDUH�SURIHVVLRQDOV�WKDW�LW·V�HVVHQWLDO�WR�FRRS-

HUDWH�ZLWK�SDWLHQWV��1RZDGD\V��IRU�PRVW�SUDFWLWLRQ-

HUV� LW·V� XQXVXDO� WR�ZRUN�ZLWK� SDWLHQWV·� DVVRFLDWLRQV�

because they think they already have all the solutions 

for the patient.  

$QRWKHU�FKDOOHQJLQJ�WDVN�LV�WR�LPSOHPHQW�QHZ�LGHDV�RI �

KRZ�WR�EHWWHU�VXSSRUW�SHRSOH�VXIIHULQJ�IURP�,%'��)RU�

H[DPSOH�ZH�ZRXOG�OLNH�WR�RIIHU�DQ�LQVXUDQFH�VFKHPH�

FORVH�WR�WKH�PRGHO�XVHG�E\�WKH�*HUPDQ�SDWLHQWV·�DV-

VRFLDWLRQ��'&&9����:KDW�LW�ZRXOG�PHDQ�LQ�SUDFWLVH�LV�

WKDW�LQVXUDQFH�KROGHUV�ZRXOG�EH�DEOH�WR�JHW�KHOS�IURP�

our association in case they get dismissed from their 

MRE�RU�LI �WKH\�QHHG�WR�GHDO�ZLWK�OHJDO�LVVXHV��

And of  course a constant challenge is to support pa-

WLHQWV�HYHU\ZKHUH� LQ�)UDQFH��8QIRUWXQDWHO\�WKHUH�DUH�

VWLOO�SOHQW\�RI �SHRSOH�DURXQG�ZKR�GR�QRW�NQRZ�WKDW�

WKH\�KDYH� WKH�GLVHDVH�� ,W·V� D� SHUPDQHQW� FKDOOHQJH� WR�

reach them and free them from their loneliness.

Are you currently working on any new projects?

We are leading a therapeutic education program. Its 

aim is to offer patients the opportunity to talk to some-

Raising awareness on 

IBD in France

Interview with Cédric Diat, Development Of-
ÀFHU�IRU�WKH�)UHQFK�$VVRFLDWLRQ�´)UDQoRLV�
Aupetit” and EFCCA contact person

7KH�$VVRFLDWLRQ� ´)UDQoRLV� $XSHWLWµ� �$)$�� LV� WKH� )UHQFK�PHPEHU� RI �

()&&$��SURPRWLQJ�UHVHDUFK�RQ�,%'��LQÁDPPDWRU\�ERZHO�GLVHDVH��DQG�

SURYLGLQJ�VXSSRUW�WR�,%'�SDWLHQWV�DQG�WKHLU�IDPLOLHV��

What are the services you provide for your members? 

:KHQ�$ID�ZDV�FUHDWHG�QHDUO\����\HDUV�DJR�WKHUH�ZDV�KDUGO\�DQ\�UHVHDUFK�

EHLQJ�FDUULHG�RXW�LQ�WKH�ÀHOG�RI �,%'�DQG�WKH�PDLQ�SXUSRVH�RI �WKH�DV-

VRFLDWLRQ�WKHQ�ZDV�WR�VXSSRUW�UHVHDUFK�LQWR�,%'��6LQFH�WKHQ�RXU�DVVRFLD-

WLRQ�KDV�JURZQ�ZLGHO\�DQG�ZH�KDYH�GHYHORSHG�PDQ\�RWKHU�VHUYLFHV�IRU�

SDWLHQWV�RI �,%'���

5HVHDUFK�VWLOO�UHPDLQV�RQH�RI �RXU�SULRULWLHV��/DVW�\HDU��ZH�JDYH�RYHU������

����½�IRU�UHVHDUFK��ZKLFK�LQFOXGHG�DQ�H[FHSWLRQDO�JUDQW�RI ���������½�IRU�

WZR�SURMHFWV�GHDOLQJ�ZLWK�XOFHUDWLYH�FROLWLV·�SK\VLRSDWKRORJ\���6R�WKLV�LV�

a major area of  activity for our association. Apart 

IURP� WKDW�� ZH� DOVR� SURYLGH� LQIRUPDWLRQ� VHUYLFHV�

WKURXJK�OHDÁHWV��URXQG�WDEOHV��FRQIHUHQFHV�HWF��WU\-

LQJ� WR� UHDFK� ,%'�SDWLHQWV� WKURXJKRXW� )UDQFH��:H�

organise supporting activities for patients and their 

IDPLOLHV�DQG�ZH�KDYH�VHW�XS�D�VSHFLDO�DVVLVWDQFH�IXQG�

IRU�PHPEHUV�LQ�ÀQDQFLDO�GLIÀFXOWLHV��

Afa offers many services for youngsters and their 

parents. We organise each year a summer camp to 

SURYLGH� \RXQJVWHUV� ZLWK� LQIRUPDWLRQ� DQG� VXSSRUW�

they are looking for and to offer a safe environment 

IRU� KROLGD\V� DW� WKH� VDPH� WLPH�� (DFK� GD\�� D� KHDOWK�

FDUH�SURIHVVLRQDO�RU�D�VRFLDO�ZRUNHU�GHYHORSV�DQ�DFWLYLW\�WR�UDLVH�\RXQJ-

VWHUV·�XQGHUVWDQGLQJ�RI �WKHLU�GLVHDVH��7KLV�\HDU�LW�ZLOO�WDNH�SODFH�LQ�0HQGH�

�6RXWK� RI � )UDQFH�� GXULQJ� WKH� ÀUVW� ZHHN� RI �$XJXVW��:H� DOVR� RUJDQLVH�

D�PHHWLQJ�IRU�SDUHQWV�HDFK�\HDU�DQG�KRVW�D�\HDUO\�ZHHN�HQG�IRU�\RXQJ�

adults consisting of  round table discussions and activities linked to their 

OLIH�ZLWK�,%'��ÀQGLQJ�D�MRE�RU�VWXG\LQJ�ZLWK�,%'��PRYLQJ�ZLWK�,%'��KRZ�

WR�KDQGOH�D�UHODWLRQVKLS�ZLWK�,%'�

HWF��

We also offer a special social ser-

YLFH�WR�RXU�PHPEHUV��RQFH�D�ZHHN�

D� VRFLDO�ZRUNHU� LV� DYDLODEOH� LQ�RXU�

RIÀFH�WR�DQVZHUV�WHOHSKRQH�FDOOV�RU�

emails from our members helping 

WKHP�ZLWK�DQ\�FRQFHUQV�RU�ZRUULHV�

WKH\�PLJKW�KDYH��:H�KDYH�H[WHQGHG�

WKLV�VHUYLFH�ZLWK�D�QXWULWLRQLVW�ZKR�

DOVR�ZRUNV�RQFH�D�ZHHN�WR�DQVZHUV�

questions concerning dietary is-

sues. And of  course members can 

DUUDQJH� D�GLUHFW�PHHWLQJ�ZLWK� WKH�

VRFLDO�ZRUNHU�RU�QXWULWLRQLVW�DW�WKH�

´KRXVH�RI �,%'µ�ZKHUH�RXU�RIÀF-

es are located. I believe this kind 

of  permanent service is unique 

amongst our European colleagues. 

What are you priorities for 2011?

)RU������RXU�SULRULW\�LV�WR�FRQWLQ-

XH� ZLWK� WKH� ,%'� FRPPXQLFDWLRQ�

FDPSDLJQ� ZKLFK� ZH� VWDUWHG� ODVW�

\HDU� DQG� ZKLFK�

aims to raise 

DZDUHQHVV� DERXW�

,%'� WR� WKH�SXE-

lic at large. This 

is something that 

our members 

VWURQJO\� H[SHFW�

IURP� XV�� DV� SHR-

SOH�ZLWK�,%'�DUH�

VWLOO�WRR�XQNQRZQ�

in our country.  

6R� IDU� ZH� KDYH�

KDG� VRPH�SRVLWLYH� UHVXOWV� DQG�ZH�

ZLOO�FRQWLQXH�ZLWK�WKLV�ZRUN�E\��IRU�

H[DPSOH�� SXEOLFLVLQJ� LQIRUPDWLRQ�

DERXW�,%'�LQ�SXEOLF�WUDQVSRUW�DQG�

PDMRU�QDWLRQDO�QHZVSDSHUV��

“Unfortunately there 

are still plenty of  peo-

ple around who do not 

know that they have the 

disease. It’s a perma-

nent challenge to reach 

them and free them 

from their loneliness.

Poster used by Afa for its awareness raising campaign



16 17

Member NewsMember News

RQH�ZKR�DOVR�VXIIHUV�,%'��7KLV�́ H[SHUW�LQ�H[SHULHQFHµ�

KDV�EHHQ�VSHFLDOO\�WUDLQHG�IRU�DQLPDWLQJ�D�VSHFLÀF�HGX-

FDWLRQDO�SURJUDP�IRU�,%'�SDWLHQWV�FDOOHG�('8�0,&,���

7HQ�RI �RXU�YROXQWHHUV�DUH�FXUUHQWO\�IROORZLQJ�D�XQL-

YHUVLW\�GHJUHH�LQ�RUGHU�WR�ZRUN�LQ�FROODERUDWLRQ�ZLWK�

QXUVHV�DQG�JDVWURHQWHURORJLVWV��2QFH�JUDGXDWHG��WKH\�

become members of  the medical staff  and lead thera-

SHXWLF� HGXFDWLRQ� FRQVXOWDWLRQV�ZLWK� D�QXUVH��'XULQJ�

WKHVH�FRQVXOWDWLRQV�WKH\�ZLOO�GHDO�ZLWK�DOO�WRSLFV�WKDW�

DUH� FRQFHUQV� IRU� WKH�SDWLHQWV��)RU� VRPH�RI � WKHP�� LW�

FDQ�EH�VLGH�HIIHFWV�RI �WUHDWPHQWV�RU�VXUJHU\�IHDU��)RU�

RWKHUV�LW�FDQ�EH�KRZ�WR�KDQGOH�WKHLU�MRE�RU�WKHLU�VH[XDO�

OLIH�ZLWK�WKH�GLVHDVH�

This program already takes place in hospitals in Nice 

DQG�/LOOH�DV�ZHOO�DV�LQ�RXU�,%'�+RXVH��

)RU�PRUH�LQIRUPDWLRQ�SOHDVH�YLVLW�RXU�ZHEVLWH��

ZZZ�DID�DVVR�IU�

What are the advantages for working at the Eu-

ropean level? 

:H� WKLQN� WKHUH� DUH�PDQ\� DGYDQWDJHV� IRU�ZRUNLQJ� DW�

WKH�(XURSHDQ�OHYHO��)LUVW�RI �DOO�LW�JLYHV�XV�WKH�RSSRU-

WXQLW\�WR�H[FKDQJH�LQIRUPDWLRQ�DQG�WR�OHDUQ�IURP�HDFK�

RWKHU��:KHQ�ZH�UHFHLYH�LQIRUPDWLRQ�DERXW�ZKDW�RWKHU�

(XURSHDQ�FROOHDJXHV�DUH�GRLQJ�ZH�YHU\�RIWHQ�JHW�JRRG�

LGHDV�IRU�RXU�RZQ�ZRUN��VR�WKLV�H[FKDQJH�KHOSV�XV�WR�

EHWWHU�VXSSRUW�RXU�RZQ�PHPEHUV�DQG�QRW�WR�UH�LQYHQW�

WKH�ZKHHO�DOO�WKH�WLPH�

:KDW�ZH�WKLQN�FRXOG�EH�PRUH�HIIHFWLYHO\�GRQH�DW�WKH�

European level is to lobby European Institutions such 

DV�WKH�(XURSHDQ�3DUOLDPHQW�DQG�WKH�(XURSHDQ�&RP-

PLVVLRQ�LQ�RUGHU�WR�UDLVH�DZDUHQHVV�DPRQJVW�(8�RI-

ÀFLDOV�DERXW�WKH�LVVXHV�VXUURXQGLQJ�,%'��7KLV�ZRXOG�

help us at the national level in particular as concerns 

DFFHVV�WR�(8�SXEOLF�IXQGLQJ�IRU�UHVHDUFK�SURMHFWV�RU�

RWKHU�DFWLYLWLHV�UHODWHG�WR�,%'���:H�WKLQN�LW·V�LPSRUWDQW�

IRU�()&&$� WR� EULQJ� WKLV�PHVVDJH� WR� WKH�(XURSHDQ�

level.  

Croatia

Celebrating 10 years of HUCUK

+8&8.�� WKH�&URDWLDQ�&URKQ·V� DQG�8OFHUDWLYH�&ROLWLV�

$VVRFLDWLRQ�� LV� EDVHG� HQWLUHO\� RQ� YROXQWHHU� ZRUN� DQG�

ZDV� IRXQGHG�E\� ,%'�SDWLHQWV� MXVW� RYHU� ��� \HDUV� DJR��

7KH� PDLQ� REMHFWLYHV� RI � +8&8.� DUH� WR� LQIRUP� DQG�

VXSSRUW�SHRSOH�ZLWK�,%'�DQG�WR� OREE\�SXEOLF� LQVWLWX-

WLRQV�ZLWK� WKH�DLP�WR� LPSURYH�,%'�SDWLHQWV·�VWDWXV� LQ�

society.

          

7KH�QXPEHU� RI � SHRSOH�ZLWK� ,%'� LQ�&URDWLD� KDV� LQ-

FUHDVHG�VLJQLÀFDQWO\�RYHU�UHFHQW�\HDUV�DQG�ZLWK�LW�PDLQ-

WHQDQFH�RI �WKH�GLVHDVH�KDV�LPSURYHG�DQG�QHZ�WKHUDSLHV�

KDYH�EHHQ� LQWURGXFHG��+RZHYHU� WKH�SUREOHPV�ZKLFK�

SHRSOH�ZLWK�,%'�IDFH�LQ�HYHU\GD\�OLIH�VXFK�DV�DW�VFKRRO��

ZRUN�DQG�IDPLO\�OLIH�KDYH�UHPDLQHG�WKH�VDPH��

7R� WKLV� HQG��+8&8.� RUJDQLVHV� SDWLHQW�GRFWRU� VHPL-

nars and publishes information brochures on different 

DUHDV�RI �,%'��,W�DOVR�KDV�VHW�XS�DQ�,%'�KHOS�OLQH�DQG�

RUJDQLVHV� JURXS�PHHWLQJV�� DQG� ÀHOGWULSV��:H� FROODER-

UDWH� ZLWK� VLPLODU� RUJDQL]DWLRQV� IURP� RWKHU� FRXQWULHV�

DQG�ZRUN�ZLWK�SXEOLF� LQVWLWXWLRQV�� WKH�SKDUPDFHXWLFDO�

LQGXVWU\� DQG� WKH�PHGLD� LQ� UDLVLQJ� SXEOLF� DZDUHQHVV���

/DVW� \HDU�ZH� FHOHEUDWHG�RXU� ��WK� DQQLYHUVDU\�ZKHUH�

ZH�RUJDQLVHG�D�SDWLHQW�GRFWRU�V\PSRVLXP�LQ�FROODER-

UDWLRQ�ZLWK�WKH�&URDWLDQ�5HIHUUDO�&HQWUH�IRU�,%'��=D-

JUHE�+RVSLWDO�²�&OLQLFDO�+RVSLWDO�&HQWUH�5HEUR�

,YD�6DYDQRYLF��+8&8.�DQG�()&&$�([HFXWLYH�%RDUG�

member 

KWWS���ZZZ�KXFXN�KU�

Belgium
RCUH: Marking Belgian IBD Day

2Q����2FWREHU�������WKH�QHZ�%HOJLDQ�,%'�'D\��WKUHH�

%HOJLDQ�SDWLHQWV·� DVVRFLDWLRQV� �´'DUPHUHOGµ��´&&9µ�

DQG� $́VVRFLDWLRQ�&URKQ�5&8+µ��HUHFWHG�D�WRLOHW�SD-

SHU�UROO�ZDOO��WRWDO�ZHLJKW��RQH�WRQ���DW�%UXVVHOV�&HQ-

WUDO�6WDWLRQ�LQ�RUGHU�WR�FRPEDW�WDERRV�UHODWLQJ�WR�,%'·�

and to improve information to the general public and 

employers.

7KH�LQLWLDWLYH�ZDV�LQWHQGHG�WR�DWWUDFW�WKH�DWWHQWLRQ�RI �

WKRXVDQGV� RI � WUDYHOOHUV� RQ� %HOJLXP·V� QHZ� ,%'� GD\��

:H�DOVR�GLVWULEXWHG�DURXQG������Á\HUV�WR�HPSOR\HUV�

LQ�RUGHU�WR�EH�GLVSOD\HG�LQ�WKH�WRLOHWV�RI �WKHLU�ZRUN-

SODFHV��7KDQNV�WR�WKHVH�HYHQWV��ZH�JRW�D�ORW�RI �PHGLD�

FRYHUDJH�RQ�,%'�DERXW�WKH�GDLO\�SUREOHPV�IDFHG�E\�

,%'�SDWLHQWV��<RX� FDQ�ZDWFK� WKH� LQLWLDWLYH�RQ� \RX-

tube at: 

KWWS���ZZZ�\RXWXEH�FRP�ZDWFK"Y 5[I79-1�]K�

,�ZRXOG�OLNH�WR�FRQJUDWXODWH�DOO�P\�FROOHDJXHV�IRU�WKHLU�

ZRUN�LQ�RUJDQLVLQJ�WKLV�HYHQW��

;DYLHU��$VVRFLDWLRQ�&URKQ�5&8+�

�KWWS���ZZZ�PLFL�EH�

&pGULF�'LDW��'HYHORSPHQW�2IÀFHU��$ID

Delegates of  the patient-doctor symposium
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Step Up and Be Counted 

,Q�0DUFK�������DW�WKH�KRPH�RI �WKH�&KDQFHOORU�RI �WKH�

([FKHTXHU�LQ�'RZQLQJ�6WUHHW��/RQGRQ��ZH�ODXQFKHG�D�

FDPSDLJQ�FDOOLQJ�IRU�D�QDWLRQDO�8.�UHJLVWHU�IRU�DOO�,%'�

SDWLHQWV��FDOOHG��¶6WHS�8S�DQG�%H�&RXQWHG·�

6XSSRUWHG� E\� RXU� FHOHEULW\� DPEDVVDGRUV��&DUULH� DQG�

'DYLG�*UDQW��-HII �+RUGOH\�DQG�5LFN�3DUÀWW�-QU�²�WR-

JHWKHU�ZLWK� VSHHFKHV� IURP� D� UDQJH� RI � RXU� VXSSRUW-

HUV�LQFOXGLQJ�WKH�IRUPHU�'HSXW\�3ULPH�0LQLVWHU�-RKQ�

3UHVFRWW�DQG�KLV�GDXJKWHU�LQ�ODZ�5R]��ZH�ODXQFKHG�D�

VSHFLDO� LQWHUDFWLYH� ZHEVLWH� WR� FROOHFW� VLJQDWXUHV� DQG�

FRPPHQWV�IURP�WKRVH�ZLVKLQJ�WR�VXSSRUW�RXU�FDOO�WR�

¶VWHS�XS�DQG�EH�FRXQWHG·�

%\� WKH� HQG�2FWREHU� ����� DQ� DPD]LQJ� ������ SHRSOH��

registered their support - indicating the interest in the 

FDOO�IRU�D�1DWLRQDO�8.�,%'�5HJLVWHU�

2YHU� ������SHRSOH� DVNHG� DERXW�PHPEHUVKLS�RI � RXU�

FKDULW\�DV�D�UHVXOW�RI �YLVLWLQJ�WKH�VSHFLDO�VLWH��DQG�PDQ\�

ZHQW� RQ� WR� EURZVH� RXU� ZHEVLWH� WR� JHW� LQIRUPDWLRQ�

DERXW�WKH�FRQGLWLRQV�WKHPVHOYHV��DQG�DERXW�RXU�HYHQWV�

GXULQJ�WKH�\HDU�²�DOO�RI �WKLV�DFWLYLW\�KDV�UDLVHG�DZDUH-

QHVV�RI �WKH�ZRUN�ZH�GR��DQG�RXU�QHHG�IRU�PRUH�SHRSOH�

WR�MRLQ�DQG�DGG�WKHLU�YRLFHV�WR�RXUV��WR�DGG�WR�RXU�ORE-

bying strength.

7KH�UHVSRQVHV�RQ�WKH�ZHEVLWH�DUH�EHLQJ�FRPSLOHG�LQWR�

D�UHSRUW�ZKLFK�ZLOO�EH�XVHG�WR�VXSSRUW� WKH�SURJUHVV�

WRZDUGV�D�QDWLRQDO�UHJLVWHU��7KH�ÀUVW�VWHSV�WRZDUGV�WKLV�

UHJLVWHU� KDYH� DOUHDG\� EHHQ� WDNHQ�� 7KH� ,%'�5HJLVWU\�

%RDUG�KDV�EHHQ�IRUPHG�ZLWK�UHSUHVHQWDWLRQ�IURP�WKH�

relevant professional and patient organizations and 

RXU�&KLHI �([HFXWLYH�5LFKDUG�'ULVFROO� LV�9LFH�&KDLU-

PDQ�RI �WKH�%RDUG�

%XW�SHUKDSV� WKH� ODVW�ZRUG� VKRXOG� FRPH� IURP� MXVW� D�

IHZ�RI �WKRVH�WKRXVDQGV�RI �SHRSOH�ZKR�VKDUHG�WKHLU�

WKRXJKWV�RQ�WKH�6WHS�8S�VLWH

“IBD needs support and exposure. Why should those 

of  us that have IBD be the poor relatives of  the health 

world?”

“Very helpful information pack and regular updates from 

your charity help living with IBD more bearable.”

“Very close to my heart as I have had Crohn’s disease for 

16 years, it nearly killed me at University but I fought 

back and now I have 2 gorgeous children -  Wishing eve-

ryone with IBD all the best!”

CCV: New EFCCA delegates an-
nounced

7KH�%HOJLDQ�)OHPLVK��&URKQ��HQ�&ROLWLV�XFHURVD�9H-

UHQLJLQJ�Y]Z��&&9�Y]Z��ZRXOG�OLNH�WR�LQWURGXFH�WZR�

QHZ�()&&$�GHOHJDWHV��

%HWW\� 9DQGHYHOGH� KDV� EHHQ� D�

member since the beginning 

DQG�ZRUNHG�IRU�PDQ\�\HDUV�DV�

a medical secretary in one of  

WKH� ODUJHVW� KRVSLWDOV� LQ� %HO-

JLXP��:LWKLQ�WKH�RZQ�QDWLRQDO�

association and the provincial 

GHSDUWPHQW� 9ODDPV�%UDEDQW�

VKH�FRQWLQXHV�KHU�ZRUN�DV�VHF-

retary. 

)ULHGD�:LHPH� LV�RXU�QHZ�3XEOLF�5HODWLRQV�PDQDJHU��

6KH� LV� SHUIHFWO\� ELOLQJXDO� �'XWFK�)UHQFK��ZKLFK� LV� D�

JUHDW� DGYDQWDJH� LQ� %HO-

JLXP��6KH�KDV�ZRUNHG�LQ�D�

public institution for pen-

VLRQV�DQG�KDV�DOZD\V�EHHQ�

socially committed.

 

%RWK� KDYH� KDG� &URKQ·V�

GLVHDVH�VLQFH�WKH�ODWH���·V�

and therefore are best 

placed to represent our 

association. They are also 

both very motivated and 

HQWKXVLDVWLF�ZRUNHUV�ZKR�ZLOO�FHUWDLQO\�JLYH�YDOXH�WR�

RXU�SUHVHQFH�LQ�()&&$��,QWHUQDWLRQDOO\�WKH\�DOUHDG\�

SDUWLFLSDWHG�LQ�SURMHFWV�RI �,0,'�DQG�&�&RQQHFW�

We are most grateful to Marleen Reynders and Tom 

/X\FNV�ZKR�UHSUHVHQWHG�XV�GXULQJ�D�ORQJ�WLPH�EXW�

due to their illness are for the moment no longer 

DEOH�WR�SDUWLFLSDWH�LQ�WKH�()&&$�PHHWLQJV�

Poland

´-�HOLWDµ�ZDV�ODXQFKHG�LQ������DQG�JDWKHUV�DERXW�����

PHPEHUV�ZLWK� VHYHUDO� EUDQFKHV� DFURVV� 3RODQG��2XU�

PDLQ�JRDO� LV� WR�KHOS�SHRSOH�ZLWK�,%'�E\�RUJDQLVLQJ�

PHHWLQJV�ZLWK�GRFWRUV��SV\FKRORJLVWV��QXWULWLRQLVWV�HWF��

EXW� DOVR�EHWZHHQ�RXU�PHPEHUV�� �)RU� LQVWDQFH� HYHU\�

VXPPHU�ZH�RUJDQL]H� D� WZR�ZHHN� VXPPHU� FDPS� IRU�

children and their parents and a separate summer 

FDPS�IRU�WHHQDJHUV�DGXOWV��6KRUWHU��RFFDVLRQDO�PHHW-

ings take place throughout the year. 

 

Another very important aspect of  our activities is to 

UDLVH�DZDUHQHVV�RI �,%'��:H�DFFRPSOLVK�WKLV�WKURXJK�

RXU�ZHEVLWH�DQG�YDULRXV�SXEOLFDWLRQV�VXFK�DV�D�WKUHH�

PRQWKO\�PDJD]LQH�� JXLGHOLQHV� IRU�SDWLHQWV� �QXWULWLRQ�

DQG�,%'��SUHJQDQF\�ZLWK�,%'�HWF����JHQHUDO�,%'�LQ-

IRUPDWLRQ�DQG�KHDOWKFDUH�LVVXHV��FKLOGUHQ·V�FRPLF�ERRN�

and by means of  mass media. An important means 

RI �FRPPXQLFDWLRQ���QRW�RQO\�EHWZHHQ�RXU�PHPEHUV�

EXW�DOVR�EHWZHHQ�RWKHU�SHRSOH�VXIIHULQJ�IURP�,%'���

LV�RXU�RQOLQH�GLVFXVVLRQ� IRUXP�ZLWK������ UHJLVWHUHG�

XVHUV�DQG�DERXW������WRSLFV���:LWK�WKH�DLP�RI �PREL-

OL]LQJ�RXU�PHPEHUV�ZH�RUJDQL]H�PDQ\�FRQWHVWV�VXFK�

DV� OLWHUDU\�DUW� FRQWHVWV� IRU� FKLOGUHQ� RU� FRPSHWLWLRQV�

IRU�WKH�EHVW�%$�0$�3K'�WKHVLV�DERXW�,%'��)LQDOO\��

ZH�DUH�DOVR�LQ�UHJXODU�FRQWDFW�ZLWK�WKH�3ROLVK�3XEOLF�

+HDOWKFDUH�6\VWHP���

 

We are keen to further develop our association and 

WKLV�\HDU�LQ�&RSHQKDJHQ��GXULQJ�WKH�()&&$�*HQHUDO�

$VVHPEO\��ZH�ZLOO�RIÀFLDOO\�MRLQ�()&&$�LQ�WKH�KRSH�

RI �D�PXWXDO��IUXLWIXO�FRRSHUDWLRQ��)XUWKHUPRUH��ZH�DUH�

SURXG�WR�LQYLWH�WKH�UHSUHVHQWDWLYHV�RI �()&&$�WR�WKH�

��WK�()&&$�<RXWK�0HHWLQJ��ZKLFK�ZLOO�WDNH�SODFH�LQ�

&UDFRZ�IURP����������WR����������

 

0DJGDOHQD� 6WDQLHZVND�� -�HOLWD� %RDUG� 0HPEHU��

KWWS���M�HOLWD�RUJ�SO�

´-�HOLWDµ�WR�MRLQ�()&&$

‘Celebrity ambassadors 

and supporters ‘Step 

Up’ to be counted’
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7KH�PRVW�LPSRUWDQW�WDVN�IRU�'&&9��'HXWVFKH�0RU-

EXV�&URKQ���&ROLWLV�XOFHURVD�9HUHLQLJXQJ�� LV� WR�KHOS�

WKH�PRUH�WKDQ���������SHRSOH�ZLWK�,%'�LQ�*HUPDQ\�

WR�FRSH�ZLWK�WKHLU�LOOQHVV��7KH�DGYLVRU\�VHUYLFHV�RI �WKH�

'&&9�SOD\�DQ�LPSRUWDQW�UROH�LQ�WKLV�WDVN��

$ORQJVLGH� DGYLFH�RIIHUHG�E\� WHOHSKRQH�� HPDLO� DQG�DW�

LQIRUPDWLRQ�HYHQWV��'&&9�KDV�HVWDEOLVKHG�LQ������DQ�

on-line anonymous advisory service targeted at chil-

GUHQ�DQG�\RXQJ�SHRSOH�ZLWK�,%'��ZLWK�WKH�ÀQDQFLDO�

VXSSRUW�RI �D�79�VWDWLRQ��KWWS���ZZZ�GFFY�GH�QLFKW�

DOOHLQ�PLW�FHG�NLGV�WHHQV�NLGV�WHHQV����

7KLV�VHUYLFH�DOORZV�XVHUV�WR�FKDW�ZLWK�D�TXDOLÀHG�SV\-

FKRORJLVW�LQ�D�SURWHFWHG��FORVHG��YLUWXDO�DUHD�DV�ZHOO�DV�

WR�VHQG�TXHVWLRQV�E\�HPDLO��6R�IDU�GLVFXVVLRQV�KDYH�IR-

cused on problems such as accepting the disease and 

GHDOLQJ�ZLWK�LW��0DLQ�WRSLFV�LQFOXGH��VFKRRO�SUREOHPV�

connected to the disease (fear of  being different and 

VWDQGLQJ�RXW�� H[DPV�KDYH� WR�EH� UH�WDNHQ�EHFDXVH�RI �

LOOQHVV��� WKH� IHHOLQJ�RI �QRW�EHLQJ� WDNHQ� VHULRXVO\� DQG�

not being understood (teachers complain about the 

IUHTXHQW� DEVHQFH�GXH� WR� LOOQHVV�� DV�ZHOO� DV�SUREOHPV�

ZLWK�SDUHQWV��7KH�DLP�RI �WKH�RQ�OLQH�VHUYLFH�LV�WR�KHOS�

\RXQJ�SHRSOH�ZLWK�,%'�QRW�WR�UHVWULFW�WKHLU�OLYHV�GXH�

WR�WKHLU�LOOQHVV��DQG�IHHGEDFN�VKRZV�WKDW�\RXQJ�SHRSOH�

feel relieved and happy to be able to talk to someone 

else about their disease. 

:H�KDYH� DOVR� UHFHQWO\� VWDUWHG� D� UHVHDUFK�SURMHFW�� OHG�

E\�D�SV\FKRORJLVW��RQ�SDWLHQW�HGXFDWLRQ�IXQGHG�E\�WKH�

German Ministry for Education and Research. The 

DLP�LV�WR�GHYHORS�� LPSOHPHQW�DQG�HYDOXDWH�ERWK�RXW��

DQG�LQ�SDWLHQW�HGXFDWLRQ�IRU�WKRVH�DIIHFWHG�E\�,%'��:H�

ZLOO�EH�FROODERUDWLQJ�ZLWK�WKH�8QLYHUVLW\�RI �:�U]EXUJ��

D�UHKDELOLWDWLRQ�FOLQLF�DQG�PHGLFDO�H[SHUWV��7KH�HGXFD-

WLRQDO�SURJUDPPH�ZLOO�LQFOXGH�VL[�WUDLQLQJ�PRGXOHV�E\�

a gastroenterologist on information regarding medical 

Malta

New website launched

1HZ�SURMHFWV�IRU�DGYLFH�DQG�
patient information

topics such as the structure of  the gastro-intestinal 

WUDFW� DQG� V\PSWRPV�� GLDJQRVWLFV� DQG� WUHDWPHQW� RI �

&URKQ·V�GLVHDVH�DQG�XOFHUDWLYH�FROLWLV��$�IXUWKHU�WKUHH�

PRGXOHV�ZLOO�EH�SURYLGHG�E\�D�SV\FKRORJLVW�GLVFXVV-

LQJ�DVSHFWV�VXFK�DV�DFFHSWLQJ�WKH�LOOQHVV��VHOI�KHOS�DQG�

GHDOLQJ�ZLWK�VWUHVVIXO� IHHOLQJV�DQG�VLWXDWLRQV��3URMHFW�

GXUDWLRQ�LV� LQLWLDOO\�IRU���\HDUV�DQG�KRSHIXOO\�ZH�ZLOO�

EH�DEOH�WR�JLYH�\RX�IXUWKHU�LQIRUPDWLRQ�IROORZLQJ�WKH�

evaluation stage. 

7RELDV�+LOOPHU��'&&9��

KWWS���ZZZ�GFFY�GH�

This past year has been a very busy one for the Malta 

$VVRFLDWLRQ�RI �&URKQ·V�GLVHDVH�DQG�8OFHUDWLYH�&ROLWLV�

�0$&&���)ROORZLQJ�LWV�DIÀOLDWLRQ�LQ�()&&$�LQ�$SULO��

0$&&�HPEDUNHG�RQ�D�FDPSDLJQ�DLPHG�DW�UDLVLQJ�SXE-

OLF�DZDUHQHVV�DERXW�,%'��'XULQJ�WKH�ZHHN�HQGLQJ�RQ�

WKH���WK�0D\�������D�SRVWHU�H[KLELWLRQ�ZDV�VHW�XS�E\�

0$&&�DQG�LQDXJXUDWHG�E\�WKH�0LQLVWHU�IRU�+HDOWK�DW�

WKH�IR\HU�RI �0DWHU�'HL�*HQHUDO�+RVSLWDO���7KLV�DFWLY-

LW\�ZDV�YHU\�ZHOO� UHFHLYHG�E\�YLVLWRUV� WR� WKH�KRVSLWDO�

ZKR�KDG�WKH�RSSRUWXQLW\�RI �OHDUQLQJ�DERXW�,%'�DQG�

LWV�RFFXUUHQFH��DV�ZHOO�DV�DERXW�0$&&�DQG�()&&$��

$SDUW� IURP�WKLV�DFWLYLW\��0$&&�DOVR�KHOG��� OHFWXUHV�

for its members and the public. A member of  the 

FRPPLWWHH�DQG�D�PHPEHU�RI � WKH� VFLHQWLÀF�FRPPLW-

tee also participated in a phone-in radio programme 

DERXW�,%'��

0$&&�LV�DOVR�SURXG�WR�DQQRXQFH�WKDW�LWV�ZHE�VLWH�LV�

QRZ�RQ�OLQH�DW�KWWS���ZZZ�PDFF�RUJ�PW���$V�D�UHVXOW�

RI � WKH� VLJQLQJ�RI � DQ�´(QG�XVHU� OLFHQFH� DJUHHPHQWµ�

ZLWK� ()&&$�� 0$&&� KDV� LQFOXGHG� WKH� FRQWHQW� RI �

/LIH�DQG�,%'�LQ�LWV�ZHEVLWH��WKHUHE\�PDNLQJ�H[WUHPHO\�

useful information available on-line for our members 

DQG�WKH�SXEOLF��2XU�QH[W�DLP�LV�WR�DGGUHVV�D�IHZ�DF-

FHVVLELOLW\� LVVXHV� UHODWLQJ� WR� WKH�ZHE�VLWH�DQG�DOVR� WR�

eventually translate the content into Maltese in order 

to ensure that the information is available to our Mal-

tese speaking members. 

7KH�ZHE�VLWH�ZDV�VHW�XS�DQG�SURGXFHG�YROXQWDULO\�E\�

RQH�RI �0$&&·V�FRPPLWWHH�PHPEHUV�ZKR�GHGLFDWHG�

HQGOHVV� KRXUV� RI �ZRUN� WR� WKH� WDVN� RI � FRPSLOLQJ� DOO�

WKH�DYDLODEOH�LQIRUPDWLRQ���0$&&�LV�RSHQ�WR�DOO�VXJ-

JHVWLRQV� UHODWHG� WR� WKH�ZHE�VLWH�DQG�JUHDWO\�DSSUHFL-

ates any relative feed back from other associations. 

,Q�WKH�QHDU�IXWXUH��0$&&�LQWHQGV�WR�RUJDQLVH�PRUH�

LQIRUPDWLYH�VHPLQDUV�RQ�,%'�LVVXHV�IRU�LWV�PHPEHUV�

and the Maltese public.

0DU\�*UHFK�3DFH���&KDLUSHUVRQ�0$&&��

KWWS���ZZZ�PDFF�RUJ�PW�

Slovakia

New publication for children

&URKQ� &OXE�� LQ� FRRSHUDWLRQ� ZLWK�'RFWRU� &LHUQD�

IURP� WKH� FKLOGUHQ·V� KRVSLWDO� LQ� .UDPDUH�� KDV� UH-

cently published a booklet for children entitled 

´&URKQ·V�'LVHDVH��8OFHUDWLYH�&ROLWLV�DQG�&KLOGUHQµ��

The booklet provides basic information about 

,%'�DQG�XVHIXO�DGYLFH�DQG�JXLGHOLQHV�IRU�WHDFKHUV�

and parents. The main part of  the publication covers 

SHUVRQDO�VWRULHV�IURP�FKLOGUHQ�ZLWK�,%'�DV�ZHOO�DV�LQ-

IRUPDWLRQ�DERXW�RXU�&URKQ�&OXE·V�DFWLYLWLHV��

:H�KDYH�DOVR�VXFFHVVIXOO\�OREELHG�WKH�6ORYDNLDQ�0LQ-

LVWU\�RI �+HDOWK�WR�SURYLGH�PHGLFDO�VHUYLFHV�IRU�,%'�

SDWLHQWV� LQ� WKH� WRZQV�RI �0DUWLQ�DQG�7UHQFLQ�DQG� WR�

heavily reduce costs for certain medications (Anti-

71)�SHQ�GHYLFH�DQG���$6$�VDFKHW��

,YDQD�&KDUYDWRYD��&URKQ·V�&OXE

KWWS���ZZZ�FURKQFOXE�VN�

Crohn’s Disease, Ulcerative Colitis and 

Children
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Sincrohnízate”

$&&8��&RQIHGHUDFLyQ�GH�$VRFLD-

FLRQHV�GH�&URKQ�\�&ROLWLV�8OFHURVD�

GH� (VSDxD�� KDV� FDUULHG� RXW� D� QD-

WLRQ�ZLGH�VXUYH\�DPRQJVW�LWV�PHP-

bers studying the emotional affects 

RI � &URKQ·V� GLVHDVH�� 7KH� UHVXOWV�

ZHUH� IHG� LQWR� WKH� ´6LQFURKQt]DWHµ�

DZDUHQHVV�UDLVLQJ�FDPSDLJQ�LQFOXG-

LQJ� D� SDWLHQWV·� PDQLIHVWR�� ZKLFK�

highlights the needs and problems 

RI � &URKQ·V� SDWLHQWV� DQG� ZKLFK�

ZDV� IRUZDUGHG� WR� WKH�0LQLVWU\� RI �

+HDOWK��

)RU�WKLV�ZRUN�$&&8�WRJHWKHU�ZLWK�

*(7(&&8� �WKH� &URKQ·V� DQG� 8O-

FHUDWLYH� &ROLWLV� :RUNLQJ� *URXS��

UHFHLYHG�DQ�DZDUG�IRU�EHVW�LQLWLDWLYH�

on patient service organised by the 

)DUPDLQGXVWULD�)RXQGDWLRQ��Z

,Q�DQRWKHU�VWXG\�DPRQJVW�����$&&8�PHPEHUV�RQ�PHGLFDO�WUHDWPHQW�

IRU�,%'�LW�HPHUJHG�WKDW�SDWLHQWV�PDLQO\�XVH�LPPXQH�VXSSUHVVDQWV��$�

VLJQLÀFDQW�LQFUHDVH�LQ�WKH�XVH�RI �ELRORJLFDO�WUHDWPHQWV�ZDV�DOVR�QRWHG�

DQG�����RI �SDWLHQWV�VWDWHG�WKDW�WKH�ÀQDO�GHFLVLRQ�IRU�WDNLQJ�D�FHUWDLQ�

medication depended solely on the doctor. 

)LQDOO\�� ZH� KDYH� DOVR� VWDUWHG� D� SURMHFW� DLPHG� DW� DZDUHQHVV� UDLVLQJ�

DPRQJVW� VFKRRO� FKLOGUHQ�� SDUHQWV� DQG� WHDFKHUV� DOORZLQJ� FKLOGUHQ� WR�

JURZ� XS� LQ� D� VXSSRUWLYH� HQYLURQPHQW��:LWKLQ� WKLV� SURMHFW�ZH� KDYH�

SXEOLVKHG�D�IDLU\�WDOH�FDOOHG�´:KDW·V�KDSSHQLQJ�PXP"�²�VWRULHV�IURP�

$QGUpV�µ�

<RODQGD�0RGLQR��$&&8��6SDLQ��

KWWS���ZZZ�DFFXHVS�FRP

Switzerland

Donating to IBD Research

7KLV�\HDU��RQ���$SULO�������WKH�6ZLVV�&URKQ·V�DQG�&ROLWLV�$VVRFLDWLRQ�

�60&&9��FHOHEUDWHV�LWV���WK�ELUWKGD\�DQG�RQ�WKLV�RFFDVLRQ�ZLOO�GRQDWH�

&+)��������WR�WKH�,%'�5HVHDUFK�)RXQGDWLRQ�

What is the greatest wish of  a sick person?

$ERYH�DOO��D�VLFN�SHUVRQ�ZLVKHV�WR�KHDO�DQG�WR�EH�DEOH�WR�OLYH�D�QRUPDO�

OLIH�DJDLQ��ZLWKRXW�WKH�FKDOOHQJHV�RI �WKH�VLFNQHVV��8QIRUWXQDWHO\��WKLV�LV�

not possible – yet. There are drugs that can help us lead a more “nor-

PDOµ�OLIH�DQG�HDVH�WKH�SDLQ��7KH�FDXVHV�RI �DXWRLPPXQH�GLVHDVHV�VXFK�

DV�&URKQ·V�GLVHDVH�RU�XOFHUDWLYH�FROLWLV�DUH�XQNQRZQ��7KXV��WKHUH�LV�QR�

ideal treatment strategy or real cure.

,Q�6ZLW]HUODQG�WKHUH�DUH�QXPHURXV�SHRSOH�VXIIHULQJ�IURP�RQH�RI �WKH�

RYHU����NQRZQ�DXWRLPPXQH�GLVHDVHV��7KHUH�LV�D�QHHG�IRU�XUJHQW�DF-

WLRQ�� LQ� RUGHU� WR� EHWWHU� XQGHUVWDQG� WKH� LPPXQH� V\VWHPV·� SURFHVVHV��

7KH�VWXG\�RI �WKH�FDXVHV�RI �&URKQ·V�GLVHDVH�DQG�XOFHUDWLYH�FROLWLV�FDQ�

EH�DQ�LPSRUWDQW�FRQWULEXWLRQ�WR�WKLV�DLP��:KDWHYHU�KHOSV�SDWLHQWV�ZLWK�

LQÁDPPDWRU\�ERZHO�GLVHDVHV�LV�RIWHQ�DOVR�EHQHÀFLDO�IRU�SDWLHQWV�ZLWK�

other autoimmune diseases.

)RU�WKLV�YHU\�UHDVRQ�WKH�60&&9�KDV�GHFLGHG�WR�GRQDWH�&+)��������WR�

WKH�,%'�5HVHDUFK�)RXQGDWLRQ��7KXV�WKH�PRQH\�JRHV�WR�D�IRXQGDWLRQ�

UXQ�E\�SDWLHQWV�IRU�SDWLHQWV��WKH�(XURSHDQ�,%'�5HVHDUFK�)RXQGDWLRQ�

�ZZZ�LEGUHVHDUFK�RUJ���(DFK�\HDU��WKH�IRXQGDWLRQ�DZDUGV�WKUHH�JUDQWV�

WR�SURPLVLQJ�UHVHDUFK�SURMHFWV��,Q������WKHUH�ZDV�HYHQ�D�SURMHFW�IURP�

6ZLW]HUODQG��

Slovenia
Best Public Toilet 
competition

RQ�VWUHVV�DQG�KRZ�WR�GHDO�ZLWK� LW��

run by a professional psychologist. 

7KH� IROORZLQJ� �� GD\V� ZHUH� ÀOOHG�

ZLWK� VSRUWV� DFWLYLWLHV� VXFK� DV� UDIW-

LQJ�� SDLQW� EDOOLQJ� DQG� ´]RUELQJµ��

=RUELQJ�FRQVLVWV�RI �HQWHULQJ�LQWR�D�

KXJH�UXEEHU�EDOO�DQG�UROOLQJ�GRZQ-

KLOO�LQ�LW��<RX�FDQ�LPDJLQH�WKDW�WKH�

FDPS�ZDV�D�KXJH�VXFFHVV�DQG�HYHQ�

WKH� EDG� ZHDWKHU� ²� WKHUH� ZDV� UDLQ�

DQG�ÁRRGV�DFURVV�WKH�ZKROH�FRXQ-

try – did not spoil our spirits. We 

UHWXUQHG� KRPH� IXOO� RI � DGUHQDOLQH��

D�EDJ�IXOO�RI �ZHW�FORWKHV�DQG�PLV-

VLRQ�DQG�SODQV�IRU�RUJDQL]LQJ�D�QHZ�

camp.

.9&%�RUJDQL]HG� D� VXPPHU� FDPS� IRU� \RXQJ� SHRSOH�ZLWK� ,%'�QHDU� D�

EHDXWLIXO�SODFH�LQ�2VLOQLFD�QH[W�WR�WKH�.ROSD�ULYHU��7KH�ÀUVW�GD\�ZDV�GHGL-

FDWHG�WR�JHWWLQJ�WR�NQRZ�HDFK�RWKHU�DQG�WDONLQJ�DERXW�SHUVRQDO�H[SHUL-

HQFHV�RI �OLYLQJ�ZLWK�,%'��2Q�WKH�VHFRQG�GD\�ZH�RUJDQL]HG�D�ZRUNVKRS�

Summer camp
:H�DOVR�RUJDQLVHG�WKH�´%HVW�3XEOLF�

7RLOHW�FRPSHWLWLRQVµ�SURMHFW�FRLQ-

FLGLQJ�ZLWK�:RUOG�7RLOHW�'D\�RQ����

1RYHPEHU�������2XU�FRPSHWLWLRQ�

LV�PHDQW�WR�LQFUHDVH�SXEOLF�DZDUH-

QHVV�LQ�6ORYHQLD�RI �WKH�LPSRUWDQFH�

RI �SXEOLF�WRLOHWV�DV�ZHOO�DV�WHOO�RXU�

PHPEHUV� �DQG� QRQ�PHPEHUV��

ZKHUH� LQ� WKH� VHOHFWHG� WRZQV� DQG�

cities they can count on public 

WRLOHWV� WR� EH� DYDLODEOH�� /DVW� \HDU·V�

competition included estimating 

SXEOLF�WRLOHWV�DFURVV����PXQLFLSDOL-

WLHV�WKDW�ZH�KDG�H[DPLQHG�LQ������

DV� ZHOO� DV� ��� UDQGRPO\� VHOHFWHG�

additional municipalities. The pro-

MHFW�ZDV� FRPSOHWHG� LQ�1RYHPEHU��

ZKHQ� ZH� LQYLWHG� UHSUHVHQWDWLYHV�

of  all municipalities to the closing 

ceremony in Maribor. The munici-

SDOLWLHV� WKDW� IDLOHG� WR�FRPSO\�ZLWK�

WKH�FULWHULD�RI �RUGHUO\�DQG�ZHOO�DF-

The SMCCV

7KH�60&&9�ZDV�IRXQGHG�RQ���$SULO������DV�D�QRQ�SURÀW�DVVR-

ciation by 20 affected patients. The association takes a neutral 

stance with respect to politics and religion and is a member of  

EFCCA, the European Federation with 25 national Crohn’s and 

ulcerative colitis associations. The SMCCV endeavours to make 

the two diseases known by increasing their public information 

efforts. It encourages a better understanding and tolerance of  

the people affected and is convinced that these measures can 

draw them out of  their isolation.

Publication from awareness 

raising project aimed at 

school children

Youngsters of  the summer 

camp enjoying a rafting 

expedition on Kolpa river, 

Slovenia
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Member News

+DYLQJ�D�FKURQLF�LOOQHVV�GRHVQ·W�DXWRPDWLFDOO\�PHDQ�\RX�DUH�FKURQLFDOO\�

DEVHQW�IURP�ZRUN��7KLV� LV� WKH�PRWWR�RI �WKH�SURMHFW�&URKQ�RS� MH�ZHUN�

�&URKQ�DW�ZRUN��WKDW�ZDV�KHOG�IRU�WKH�VHFRQG�WLPH�LQ�������DIWHU�D�YHU\�

VXFFHVVIXO�VWDUW�LQ�������

&URKQ�RS�MH�ZHUN�LV�DQ�LQLWLDWLYH�RI �WKH�&&891��$EERWW�DQG�WKH�&DUH�

*URXS��&URKQ�RS� MH�ZHUN�ZDV� LQWURGXFHG�WR�VKRZ�SHRSOH� WKDW�GHVSLWH�

KDYLQJ�&URKQ·V�GLVHDVH�RU�FROLWLV��\RX�FDQ�VWLOO�KDYH�D�MRE�DQG�HQMR\�ZRUN-

The Netherlands
Crohn’s at work

FHVVLEOH�SXEOLF�WRLOHWV�ZHUH�DZDUGHG�D�WRLOHW�EUXVK��7KH�WRLOHW�EUXVK�LV�D�

symbol of  the efforts that the municipality still has to invest in order to 

HOLPLQDWH�WKH�REVWDFOHV�IDFLQJ�LWV�SHRSOH�ZLWK�,%'��7R�V\PEROLFDOO\�HQ-

FRXUDJH�WKH�PXQLFLSDOLWLHV�WKDW�FXUUHQWO\�KDYH�QR�SXEOLF�UHVWURRPV�\HW��

ZH�DZDUGHG�WKRVH�D�EULFN�

'XVDQ�%UDJD��.9&%��

ZZZ�NYFE.si

LQJ��,W�LVQ·W�DOO�GRRP�DQG�JORRP��

3DWLHQWV�ZHUH�LQYLWHG�WR�VKDUH�WKHLU�

H[SHULHQFH� E\� ZULWLQJ� DQ� DUWLFOH��

The best stories appeared on the 

ZHEVLWH�RI �&URKQ�RS�MH�ZHUN�DQG�

LQ�D�VSHFLDO�PDJD]LQH��7KH�ZLQQHU�

received a cash prize. 

,Q� ����� HPSOR\HHV� ZHUH� DOVR�

able to nominate the best boss. 

A manager of  Eneco Energy 

ZRQ� WKH� SUL]H� DV� VKH� KDG� PDGH�

LW�SRVVLEOH�IRU�KHU�HPSOR\HH�ZLWK�

&URKQ·V� GLVHDVH� WR� KDYH� ÁH[LEOH�

ZRUNLQJ� KRXUV� DQG� GD\V� DQG� WR�

ZRUN�DW�KRPH��6KH�QRZ�VHHV�LW�DV�

her task to be an ambassador and 

VKDUH� KHU� H[SHULHQFH� ZLWK� RWKHU�

managers. According to her “ it 

LV�DOO�DERXW�RSHQ�FRPPXQLFDWLRQ��

D�ZRUNLQJ�UHODWLRQ�EDVHG�RQ�WUXVW�

and looking at possibilities instead 

RI �REVWDFOHV�µ

 

$OVR� WKLV� \HDU�� D� GHEDWH� ZDV� RU-

JDQLVHG� LQ� 1LHXZVSRRUW�� DW� WKH�

KHDUW� RI � WKH� 'XWFK� JRYHUQPHQW�

FHQWUH��8QGHUVHFUHWDU\� IRU�:RUN��

3DXO� GH� .URP� ZDV� SUHVHQW�� DQG�

also delegates from political par-

WLHV�� WUDGH�XQLRQV��SDWLHQW�RUJDQL-

VDWLRQV�� HPSOR\HUV�� DQG� RWKHU�

RUJDQLVDWLRQV� LQYROYHG� LQ�ÀQGLQJ�

ZRUN�IRU�SHRSOH�ZLWK�D�FKURQLF�LOO-

QHVV��$W�WKH�HQG�RI �WKH�DIWHUQRRQ��

ZKLFK�ZDV�DWWHQGHG�E\�QHDUO\�����

SHRSOH�� DQ� LQVSLUDWLRQ� GRFXPHQW�

ZDV� SUHVHQWHG� WR� WKH� XQGHUVHF-

UHWDU\��ZKR�SURPLVHG�WR�NHHS�WKH�

dialogue open and to advocate the 

FDXVH�RI �SHRSOH�ZLWK�D�FKURQLF�LOO-

ness to employers. 

7��0DUNXV��&&891

�KWWS���ZZZ�FURKQ�FROLWLV�QO
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Promoting Patients’ 

Rights at European 

level

Interview with Nicola Bedlington, Director 
of the European Patients’ Forum

What were the initial reasons for setting up a Patients’ Forum at 

European level? 

:KHQ�(3)�ZDV�VHW�XS�LQ������E\����(XURSHDQ�GLVHDVH�VSHFLÀF�RUJDQLVD-

WLRQV��LW�ZDV�IHOW����WKURXJK�YDULRXV�GLVFXVVLRQV�ZLWK�WKH�(XURSHDQ�&RP-

PLVVLRQ��� WKDW�D�XQLWHG�YRLFH�FRXOG�EH�RI �H[WUHPH�YDOXH�RQ� LVVXHV�WKDW�

ZHUH� FURVV� FXWWLQJ� DQG� DIIHFWHG� DOO� SDWLHQW� RUJDQLVDWLRQV�� $W� WKDW� WLPH�

WKLV�ZDV�SDUWLFXODUO\�OLQNHG�WR�SKDUPDFHXWLFDO�SROLF\�EXW�HYHQ�WKHQ��LW�ZDV�

UHFRJQLVHG�WKDW�PDQ\�RWKHU�KHDOWK�SROLFLHV�ZRXOG�EHQHÀW�IURP�D�VWURQJ�

XQLWHG�SDWLHQWV·�YRLFH���

,Q�D�VHQVH��(3)�ZDV�FUHDWHG�DV�DQ�RIÀFLDO�DQG�FUHGLEOH�LQWHUORFXWRU�IRU�

WKH�(XURSHDQ�&RPPLVVLRQ�DQG�RWKHU�(8�LQVWLWXWLRQV�RQ�SDWLHQW�LVVXHV�

WKDW�DIIHFW�DOO�JURXSV��7KH�DGGHG�YDOXH�RI �(3)�LV�DOVR�WR�HQDEOH�GLVHDVH�

VSHFLÀF�JURXSV�WR�IRFXV�RQ�WKHLU�RZQ�GLVHDVH�DUHDV��NQRZLQJ�WKH�JHQHUDO�

LVVXHV�DUH�EHLQJ�GHDOW�ZLWK�DSSURSULDWHO\��2XU�RUJDQLVDWLRQ�KDV�GHYHORSHG�

JUHDWO\� RYHU� WKH� \HDUV� DQG� QRZDGD\V�ZH� UHSUHVHQW� DOPRVW� ���PHPEHU�

RUJDQLVDWLRQV�WKDW�DUH�(XURSHDQ�VSHFLÀF�GLVHDVH�RUJDQLVDWLRQV�DV�ZHOO�DV�

QDWLRQDO�FRDOLWLRQV�RI �SDWLHQWV·�RUJDQLVDWLRQV��

What are the main areas you are working on? 

2XU�ZRUN�SODQ�LV�TXLWH�DPELWLRXV�DQG�RXU�DSSURDFK�LV�WKDW�ZH�QHHG�WR�

LQWHUYHQH�RQ�HYHU\�VLQJOH�(8�SROLF\�DUHD�WKDW�ZLOO�KDYH�DQ�LPSDFW�RQ�SD-

WLHQWV�EXW�REYLRXVO\�WKH�GHJUHH�WR�ZKLFK�ZH�GR�WKDW�GHSHQGV�RQ�YDULRXV�

IDFWRUV��,�ZRXOG�VD\�RXU�ZRUN�FDQ�EH�GLYLGHG�LQWR�WKUHH�FRUH�DUHDV��

���,QÁXHQFLQJ�(8�+HDOWK�SROLF\�IURP�WKH�SDWLHQWV·�SHUVSHFWLYH�

���%HLQJ�LQYROYHG�DQG�RU�GHVLJQLQJ�SURMHFWV�WKDW�KHOS�XV�WR�IHHG�LQ�PRUH�

effectively to the policy environment by providing very substantial evi-

dence;

��� 3URYLGLQJ� FDSDFLW\� EXLOGLQJ� WR�

our members so that they can get 

WKH�PRVW� RXW� RI � (3)� DQG� DW� WKH�

VDPH�WLPH�HQVXUH�WKDW�ZH��DV�(3)�

VHFUHWDULDW�JRYHUQDQFH� VWUXFWXUH�

enable member organisations to 

SURSHUO\�WUDQVPLW�WKHLU�XQLTXH�H[-

SHULHQFH�DQG�H[SHUWLVH�WKXV�UHÁHFW-

ing a genuine patients agenda. 

,Q�WHUPV�RI �SULRULWLHV��LQ������(3)�

ZLOO� FRQWLQXH� WR� SOD\� D� SUR�DFWLYH�

role in promoting a patient-cen-

tred philosophy and agenda and 

FRQWLQXH� RXU� ZRUN� RQ� OHJLVODWLYH�

and non-legislative proposals on 

3DWLHQWV·� 5LJKWV� LQ� &URVV�%RUGHU�

+HDOWKFDUH�� 3DWLHQW� 6DIHW\� DQG�

4XDOLW\� RI � &DUH�� +HDOWK� /LWHUDF\��

H+HDOWK��WKH�3KDUPDFHXWLFDO�3DFN-

DJH� �$QWL�&RXQWHUIHLWLQJ�� 3KDU-

macovigilance and Information 

WR�3DWLHQWV���&OLQLFDO�7ULDOV��0HGL-

FDO� 'HYLFHV�� +HDOWK� 7HFKQRORJ\�

$VVHVVPHQW��DV�ZHOO�DV�+HDOWK�,Q-

equalities. 

:H�ZLOO�H[WHQG�RXU�DFWLYLW\�WR�QHZ�

SROLF\� VWUDQGV�� QRWDEO\� WKH� FKDO-

lenges of  older patients and access 

to healthcare for other vulnerable 

JURXSV�VXFK�DV�PLJUDQWV��LQFOXGLQJ�

XQGRFXPHQWHG�� HWKQLF�PLQRULWLHV�� UHIXJHHV� DQG� DV\-

lum seekers in order to provide equal rights to pa-

tients and provide protection against discrimination 

due to their health status. 

2XU�SROLF\�ZRUN�RQ�+HDOWK�7HFKQRORJ\�$VVHVVPHQW�

�+7$�� ZLOO� FRQWLQXH� WKURXJK�

LQYROYHPHQW� LQ� (8QHW+7$�

ODXQFKHG�LQ������DQG�D�QHZ�-RLQW�

$FWLRQ� WR� EH� ODXQFKHG� LQ� ������

WKH�ZLGH�GLVVHPLQDWLRQ�RI �(3)·V�

UHVRXUFHV� RQ� +HDOWK� 7HFKQRO-

RJ\� $VVHVVPHQW�� DQG� WKH� VHULHV�

RI � VXUYH\V� RQ� SDWLHQW�SDWLHQW�

RUJDQLVDWLRQV·� LQYROYHPHQW� LQ�

+7$��

It is also important for us to en-

sure that various legislative in-

struments that have been adopt-

HG�DW�(8�OHYHO�DUH�QRZ�FDUHIXOO\�

DQG�VWUDWHJLFDOO\�IROORZHG�XS�ZLWK�

RXU�PHPEHUV� DW� QDWLRQDO� OHYHO� VXFK� DV� IRU� H[DPSOH�

OHJLVODWLRQ�DURXQG�&URVV�%RUGHU�+HDOWK�&DUH��

,Q�WHUPV�RI �HYHQWV��DW�WKH�EHJLQQLQJ�RI �-XO\�DQG�FR-

LQFLGLQJ� ZLWK� WKH� 3ROLVK� (8� SUHVLGHQF\�� ZH� ZLOO� EH�

organising a conference in Poland on the needs and 

ULJKWV�RI �ROGHU�SDWLHQWV� WKDW�ZLOO�GLUHFWO\� OLQN� WR� WKH�

European Innovation Partnership on Active and 

+HDOWK\�$JHLQJ��7KLV�LV�D�YHU\�LPSRUWDQW�LQLWLDWLYH�DQG�

ZH�ZDQW�WR�PDNH�VXUH�WKDW�ZH�LQMHFW�D�VWURQJ�SDWLHQWV·�

perspective there. 

)LQDOO\��WKH�RWKHU�ELJ�DUHD�ZH�DUH�IRFXVLQJ�RQ�WKLV�\HDU�

�� DQG� WKDW·V�ZKHUH�ZH�ZRXOG� OLNH� WR� H[FKDQJH� LGHDV�

ZLWK� ()&&$� �� LV� LQYROYLQJ� \RXQJ� SDWLHQWV� LQ� (3)�

more effectively. We have already developed a youth 

VWUDWHJ\�DQG�ZRXOG�OLNH�WR�HPEDUN�RQ�WKDW�PRUH�VHUL-

RXVO\�GXULQJ�RXU�QH[W�$*0���

What do you see as a major 

challenge to your work?

In a broader policy envi-

URQPHQW� ZH� IHHO� WKHUH� LVQ·W�

enough collaboration yet 

EHWZHHQ� GLIIHUHQW� VHFWRUV��

:H� ZRXOG� OLNH� WR� HQFRXUDJH�

PRUH� FR�RSHUDWLRQ� EHWZHHQ�

for instance the pharmaceuti-

FDO�VHFWRU��WKH�PHGLFDO�GHYLFH�

sector or the IT sector and 

EHWZHHQ� GLIIHUHQW� VWDNHKROG-

HUV� ZKR� DGYDQFH� SDWLHQW� ²

centred chronic disease man-

agement.

&RQFHUQLQJ�WKH�ZD\�JRYHUQPHQWV�DUH�RUJDQLVHG�WKHUH�

QHHGV� WR� EH� PXFK� PRUH� FROODERUDWLRQ� EHWZHHQ� WKH�

KHDOWK�VHFWRU�DQG�WKH�VRFLDO�VHFWRU��SDUWLFXODUO\�DV�ZH�

DUH�PRYLQJ�PRUH�DQG�PRUH�WRZDUGV�DQ�DJHLQJ�SRSXOD-

WLRQ�ZLWK�FKURQLF�GLVHDVHV�WKDW�ZLOO�KDYH�RWKHU�QHHGV�

than purely healthcare. 

,Q� WHUPV� RI � RXU� IXWXUH�� ,� IHHO� WKDW� (3)� KDV� VHHQ�

PDQ\� SRVLWLYH� FKDQJHV� LQ� WKH� ODVW� IHZ� \HDUV� DQG�ZH�

“Our work plan is quite 

ambitious and our ap-

proach is that we need to 

intervene on every single 

EU policy area that will 

have an impact on patients 

but obviously the degree to 

which we do that depends 

on various factors.”

EPF at the Pharmaceutical Forum
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have achieved a strong voice in 

WKH�%UXVVHOV� DUHQD��7KH� FKDOOHQJH�

QRZ�LV�WR�PDNH�VXUH�WKDW�WKLV�DOVR�

resonates at the national level and 

WKDW�ZH�GR�HYHU\WKLQJ�ZH�FDQ�WR�DV-

sist our member organisations and 

WKHLU�OHDGHUV�WR�WDNH�WKLQJV�IRUZDUG�

DW�QDWLRQDO� OHYHO��)RU� WKLV�SXUSRVH�

(3)� LQWHQGV� WR� ODXQFK� D� PDMRU�

capacity building programme in 

������ZKLFK�ZLOO�EXLOG�RQ�WKH�RXW-

FRPHV�RI �WKH�9DOXH��SURMHFW��)RU�

PRUH�LQIRUPDWLRQ�VHH�RXU�ZHEVLWH��

KWWS���ZZZ�HX�SDWLHQW�HX

Are there any events or initia-

tives that might be of  interest 

to EFCCA members and how 

could we improve cooperation 

between EFCCA and EPF?

:H� ZLOO� EH� RUJDQLVLQJ� D� UHJLRQDO�

advocacy seminar in Romania in 

DXWXPQ�WKLV�\HDU��ZKLFK�PLJKW�EH�

interesting for some of  your mem-

bers from that region. The focus 

RI � WKH� VHPLQDU�ZLOO� EH� WZRIROG�� D�

JHQHUDO�DGYRFDF\�H[FKDQJH�WKDW�ZH�

RUJDQLVH�LQ�WHUPV�RI �KRZ�%UXVVHOV�

ZRUNV�HWF��DQG�D�VSHFLÀF�H[FKDQJH�

RQ� WKH� UHODWLRQVKLS� EHWZHHQ� SD-

WLHQWV·� RUJDQLVDWLRQV� DQG� KHDOWK�

professional organisations and 

KRZ�WKDW�GLDORJXH�FDQ�EH�VWUHQJWK-

HQHG�IRU�WKH�EHQHÀW�RI �ERWK��

Regarding more general collabora-

WLRQ�� ()&&$� LV� DOUHDG\� DQ� DFWLYH�

PHPEHU� RI � (3)� DQG� \RX� PDNH�

VXUH� WKDW� \RXU� VSHFLÀF� GLVHDVH� LV-

VXHV·�FKDOOHQJHV�DUH�LQWHJUDWHG�LQWR�

WKH� EURDGHU� (3)� DJHQGD�� 7KLV�

helps us to substantiate our policy 

LQSXW� ZLWK� YHU\� VWURQJ� DQG� FRQ-

FUHWH�H[DPSOHV��

7KHUH� DUH� RWKHU� ZD\V� \RX� FRXOG�

European disability 

movement calls for EU 

action
)ROORZLQJ�D�UHFHQW�PHHWLQJ�RI �OHDGHUV�RI �WKH�(XURSHDQ�GLVDELOLW\�PRYH-

PHQW�WR�GHEDWH�WKH�PDLQ�LVVXHV�WKDW�(XURSHDQ�8QLRQ�LQVWLWXWLRQV�ZLOO�EH�

GHDOLQJ�ZLWK�LQ�WKH�XSFRPLQJ�PRQWKV��WKH�(XURSHDQ�'LVDELOLW\�)RUXP�

�(')�� LVVXHG�D�SUHVV� UHOHDVH�FDOOLQJ�RQ� WKH�(XURSHDQ�&RPPLVVLRQ� WR�

ensure that the future proposal of  a European Accessibility Act can 

EHFRPH�DQ�HIIHFWLYH� OHJLVODWLYH�WRRO�WR� LPSURYH�WKH� OLYHV�RI ����PLOOLRQ�

SHUVRQV�ZLWK�GLVDELOLWLHV�LQ�(XURSH��

%DVLF� IUHHGRPV� DUH� HQVKULQHG� E\� WKH� (XURSHDQ� 8QLRQ� 7UHDWLHV�� IUHH�

PRYHPHQW�RI � SHUVRQV�� JRRGV� DQG� VHUYLFHV��7KH�(')�7RS�&DPSDLJQ�

IRU������DLPV�WR�UHPRYH�WKH�EDUULHUV�WR�DFWLYH�FLWL]HQVKLS��WR�WDFNOH�WKH�

EDUULHUV�WR�WKH�IUHH�PRYHPHQW�RI �JRRGV�DQG�VHUYLFHV��DQG�IDFLOLWDWH�WKH�

PRYHPHQW�RI �SHUVRQV�ZLWK�GLVDELOLWLHV��

�́ :H�QHHG�WR�VHQG�D�FOHDU�PHVVDJH�WR�WKH�(8�LQVWLWXWLRQV�DQG�WKH�JRYHUQ-

PHQWV�RI �0HPEHU�6WDWHV�WKDW�ZH�ZLOO�QRW�FRPSURPLVH�RQ�WKH�DFFHVVLELO-

LW\�RI �SHUVRQV�ZLWK�GLVDELOLWLHV�LQ�DOO�DVSHFWV�RI �VRFLHW\�GHVSLWH�WKH�EXU-

GHQ�RI �WKH�ÀQDQFLDO�FULVLV�µ��6WDWHG�(')�3UHVLGHQW�<DQQLV�9DUGDNDVWDQLV��

$V�D�UHVXOW�RI �WKH�GHEDWH�RQ�WKH�HFRQRPLF�DQG�ÀQDQFLDO�FULVLV��ZH�ZDQW�WR�

PDNH�VXUH�WKDW�LW�ZLOO�QRW�SXW�SHUVRQV�ZLWK�GLVDELOLWLHV�LQ�VLWXDWLRQV�ZKLFK�

SXW�WKHP�DW�ULVN�RI �VRFLDO�H[FOXVLRQ��SRYHUW\�DQG�XQHPSOR\PHQW��

)XUWKHU� WR� WKH� FRQFOXVLRQ� E\� WKH�(8�RI � WKH�81�&RQYHQWLRQ� RQ� WKH�

5LJKWV�RI �3HUVRQV�ZLWK�'LVDELOLWLHV��WKH�(')�ERDUG�KDV�DGRSWHG�D�SUR-

posal for a coordinating mechanism based on the creation of  a Euro-

SHDQ�'LVDELOLW\�&RPPLWWHH��(')�FDOOV�RQ�WKH�(XURSHDQ�&RPPLVVLRQ�WR�

WDNH�FRQFUHWH�DFWLRQV�EDVHG�RQ�REOLJDWLRQV�FRPLQJ�IURP�WKH�81&53'�

LQ�DUHDV�VXFK�DV�WKH�FUHDWLRQ�RI �DQ�LQGHSHQGHQW�ERG\��WKH�UHSRUWLQJ�RQ�

WKH�DFWLRQV�WDNHQ�WR�HQVXUH�FRPSOLDQFH�ZLWK�WKH�81&53'�DQG�WKH�IXOO�

$V�PDQ\�ZLOO�EH�DZDUH�WKH�,%'�5HVHDUFK�)RXQGDWLRQ�ZDV�HVWDEOLVKHG�LQ�

�����DV�D�VHSDUDWH�OHJDO�HQWLW\��UHVXOWLQJ�IURP�DQ�LQLWLDWLYH�E\�WKH�PHPEHUV�

RI �()&&$��,Q�LWV�HDUO\�\HDUV�WKH�´(XURSHDQ�SDWLHQW�SRZHUHGµ�,%'�5H-

VHDUFK�)RXQGDWLRQ�KDV�SULPDULO\�EHHQ�UDLVLQJ�IXQGV�IRU�QRYHO�&URKQ·V�DQG�

&ROLWLV�UHVHDUFK�DQG�KDV�ZHOFRPHG�IXQGV�IURP�DOO�VRXUFHV��

Although the economic recession has had a very substantial impact on 

HDUO\� IXQGUDLVLQJ� HIIRUWV�� IRUWXQDWHO\�PRQH\� KDV� FRPH� LQ� IURP� VHYHUDO�

()&&$�QDWLRQDO�PHPEHU�DVVRFLDWLRQV��:H�DUH�H[WUHPHO\�JUDWHIXO�WR�WKHP�

Supporting innovative 

research into IBD

IBD Research Foundation

for supporting the foundation in 

WKLV�ZD\��:H�DUH�SDUWLFXODUO\�WKDQN-

ful in these early years to the Irish 

6RFLHW\� ,6&&�IRU� WKHLU� VXEVWDQWLDO�

GRQDWLRQ� RI � ������� (XUR� ZKLFK�

HQDEOHG� WKH� )RXQGDWLRQ� WR� DZDUG�

LWV� ÀUVW� 0LQL� *UDQWV�� :H� DUH� GH-

lighted also to inform readers that 

LQ� WKH� SDVW� ZHHNV� ZH� KDYH� KHDUG�

WKDW� WKH� 6ZLVV� DVVRFLDWLRQ� 60&-

&9� LV� GRQDWLQJ� &+)� ������� �DS-

SUR[LPDWHO\� ������� (XUR�� WR� WKH�

,%'�5HVHDUFK�)RXQGDWLRQ�RQ� WKH�

RFFDVLRQ� RI � LWV� ��WK� DQQLYHUVDU\��

These donations secure our plans 

IRU�ÀQDQFLQJ�UHVHDUFK�IRU�WKH�WLPH�

EHLQJ�� KRZHYHU� IXUWKHU� GRQDWLRQV�

DUH�YHU\�ZHOFRPH��,Q�IDFW�WKH\�DUH�

crucial for the continuity of  our 

research initiatives. 

:H�DOVR�ZDQW�WR�WKDQN�DOO�WKH�HPL-

QHQW�(XURSHDQ� 6FLHQWLÀF�5HYLHZ-

ers for their valuable assistance in 

assessing the applications for re-

search grants. Also many thanks to 

WKH�PHPEHUV�RI �WKH�SDWLHQW�UHYLHZ�

FRPPLWWHH�� ZKR� PDGH� WKH� ÀQDO�

decision upon choosing research 

SURMHFWV� WR� EH� DZDUGHG� D� JUDQW��

The patient committee consisted 

of  representatives from both the 

()&&$� DQG� WKH� ,%'� 5HVHDUFK�

)RXQGDWLRQ�

Eight applications from across 

(XURSH� ZHUH� UHFHLYHG� DQG� DI-

WHU� IRUPDO� UHYLHZ� �� 0LQL� *UDQW�

DZDUGV�RI � ������(XUR� HDFK�ZHUH�

PDGH�WR�DVVLVW�WKH�IROORZLQJ�LQQR-

vative projects:

collaborate more actively such as becoming a direct member of  our Pol-

icy Advisory Group and be involved in our policy development on a 

regular basis.  

)LQDOO\��,�WKLQN�LW�LV�LPSRUWDQW�WR�HQVXUH�WKDW�\RXU�RZQ�PHPEHUV�NQRZ�WKH�

DGGHG�YDOXH�RI �EHLQJ�SDUW�RI �DQ�XPEUHOOD�ERG\�OLNH�(3)�DQG�WKH�VROLGDU-

ity and impact that it can actually bring about. 

SDUWLFLSDWLRQ�RI �RUJDQL]DWLRQV�RI �SHRSOH�ZLWK�GLVDELOLWLHV�LQ�WKH�LPSOH-

mentation and monitoring of  it. 

7KH�(XURSHDQ�'LVDELOLW\�)RUXP�LV�WKH�(XURSHDQ�XPEUHOOD�RUJDQLVDWLRQ�

UHSUHVHQWLQJ�WKH�LQWHUHVWV�RI ����PLOOLRQ�SHUVRQV�ZLWK�GLVDELOLWLHV�LQ�(X-

URSH��7KH�PLVVLRQ�RI �(')� LV� WR� HQVXUH�GLVDEOHG�SHRSOH� IXOO� DFFHVV� WR�

fundamental and human rights through their active involvement in pol-

LF\�GHYHORSPHQW�DQG�LPSOHPHQWDWLRQ�LQ�(XURSH��(')�LV�D�PHPEHU�RI �

WKH�6RFLDO�3ODWIRUP�DQG�ZRUNV�FORVHO\�WR�WKH�(XURSHDQ�LQVWLWXWLRQV��WKH�

&RXQFLO�RI �(XURSH�DQG�WKH�8QLWHG�1DWLRQV�

Marika Armilo and Heli 

Parjanen of  the Finnish 

patient assocation selling 

“Caps for the cure”
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6LQFH�������WKH�(XURSHDQ�&URKQ·V�DQG�&ROLWLV�2UJDQLVDWLRQ�,%'�1XUVHV�

�1�(&&2��RUJDQL]HV� DQQXDO�QHWZRUN�PHHWLQJV�� JDWKHULQJ�QXUVHV� IURP�

DFURVV�(XURSH�ZLWK�DQ�LQWHUHVW�LQ�,%'�WR�H[FKDQJH�H[SHULHQFH�DQG�YLHZV�

WRJHWKHU�ZLWK�LQYLWHG�PHGLFDO�GRFWRUV��7KH�1�(&&2�1HWZRUN�0HHWLQJ�

DLPV�WR�LPSURYH�SURIHVVLRQDO�QXUVH�HGXFDWLRQ��LQFUHDVH�QHWZRUNLQJ�RS-

SRUWXQLWLHV�IRU�VSHFLDOLVW�QXUVHV�LQ�,%'�DQG�LPSURYH�,%'�SDWLHQW�HGXFD-

tion throughout Europe.

,%'� VSHFLDOLVW� QXUVHV� SURYLGH� H[FHSWLRQDO� VXSSRUW� WR� HQDEOH� LQIRUPHG�

SDWLHQW�FKRLFH�DQG�VKDUHG�GHFLVLRQ�PDNLQJ��,Q�WKH���VW�FHQWXU\��SDWLHQWV�

PXVW�EH�LQYROYHG�LQ�WUHDWPHQW�GHFLVLRQV��ZKLFK�DIIHFW�WKHP��DV�QDWLRQDO�

and European standards and legislation are beginning to require. The 

VSHFLDOLVW�QXUVH�RIWHQ�KDV�JUHDWHU� H[SHUWLVH��XQGHUVWDQGLQJ�� DQG�H[SHUL-

HQFH��WR�HQVXUH�WKDW�SDWLHQWV�FDQ�DFFXUDWHO\�LQWHUSUHW�DQG�DSSUDLVH�WKHLU�

RSWLRQV��DQG�DUULYH�DW�WKH�EHVW�DQG�PRVW�DSSURSULDWH�GHFLVLRQ�IRU�WKHP��

7KLV�FRQWURO�RYHU�RQH·V�RZQ�WUHDWPHQW�DQG�FRQGLWLRQ�LV�RIWHQ�HPSRZHU-

ing and liberating.

���6WHIDQLD�9HWUDQR�%VF�RI �&OLQLFR�

+XPDQLWDV��0LODQ��,WDO\���7KH�SUR-

WHLQ�&� SDWKZD\�� D� QRYHO�PHGLDWRU�

LQ�LQWHVWLQDO�KRPHRVWDVLV�LQ�,%'�

��3URIHVVRU� *LXOLR� 0XFFLROL� 3K'�

RI �8QLYHUVLWH�&DWKROLTXH�GH�/RX-

YDLQ�� %HOJLXP�� ([SORULQJ� WKH�

potential of  N- palmitoyletha-

nolamine in a mouse model of  in-

ÁDPPDWRU\�ERZHO�GLVHDVHV

��� 'U�-HVVLFD�0ZLQ\L�RI �8QL-

YHUVLWDWV� 6SLWDO� =XULFK�� 6ZLW]HU-

land: Analysis of  PPAR-y hapol-

W\SH�VWUXFWXUH�DQG�LWV�LQÁXHQFH�RQ�

GLVHDVH�VXVFHSWLELOLW\��SDWKRJHQHVLV�

DQG�DFWLYLW\�RI �LQÁDPPDWRU\�ERZ-

el disease

)RU� IXUWKHU� LQIRUPDWLRQ� DERXW�

WKHVH�SURMHFWV�SOHDVH�VHH��ZZZ�LE-

dresearch.org  

,Q� WKH� GRZQORDG� VHFWLRQ� VHH�

´%UHDNLQJ�QHZVµ�DQG�UHVHDUFK�SUR-

jects selected for grants

7KH�VXFFHVV�RI �RXU�ÀUVW�FDOO�IRU�DS-

plications has inspired us. As our 

foundation represents the patients 

YRLFH� LQ� UHVHDUFK�� ZH� KDYH� EHJXQ�

WR�WKLQN�IXUWKHU�DERXW�KRZ�ZH�FDQ�

represent the patient perspective 

EHVW��IRU�LQVWDQFH�E\�JLYLQJ�WKH�DV-

VRFLDWLRQV�DQG�LQGLYLGXDOV�ZKR�GR-

nate to the foundation a vote in the 

choice of  research projects.

We are also seeking people to help 

us for instance by promoting the 

foundation or by organizing fund-

UDLVLQJ�DFWLYLWLHV��2I �FRXUVH�ZH�DOVR�

need donations to build up our Re-

VHDUFK�)XQG�DQG�VHFXUH�RXU�FRQWL-

nuity. Please note that any amount 

LV� ZHOFRPH�� DV� PDQ\� VPDOO� GRQD-

3HRSOH�ZLWK�,%'�XQLYHUVDOO\�HPSKDVL]H�WKH�UROH�RI �WKH�VSHFLDOLVW�,%'�

QXUVH��ZKHUH�SUHVHQW��DV�DQ�HVVHQWLDO�SDUW�RI �WKHLU�FDUH��DQG�WKDW�LQFOXG-

LQJ�D�VSHFLDOLVW�QXUVH�LQ�WKH�,%'�WHDP�LV�D�WDQJLEOH�DQG�SUDJPDWLF�PHDQV�

RI �LQFUHDVLQJ�TXDOLW\�RI �FDUH��DQG�XOWLPDWHO\�VXSSRUWLQJ�EHWWHU�SDWLHQW�

outcomes or reducing morbidity.

8OWLPDWHO\�� ,%'� VSHFLDOLVW� QXUVHV� GHFUHDVH� IHDU� DQG� DQ[LHW\�� LQFUHDVH�

FRQÀGHQFH�DQG�FKRLFH��DQG�RIIHU�ERWK�¶WUHDWPHQW·�DQG�¶FDUH·���DQG�WKLV�

is of  the most tremendous value to patients.

'HVSLWH�DOO�WKLV�LW�LV�RIWHQ�GLIÀFXOW�WR�SHUVXDGH�KHDOWKFDUH�FRPPLVVLRQ-

HUV��PDQDJHUV��DQG�JRYHUQPHQW�WR�IXQG�DQG�VXVWDLQ�WKH�HVVHQWLDO�ZRUN�

RI �VSHFLDOLVW�,%'�QXUVHV��HVSHFLDOO\�ZLWK�LQFUHDVLQJ�KHDOWK�VHUYLFH�GH-

PDQG�DQG�HFRQRPLF�SUHVVXUHV��()&&$�LV� WKHUHIRUH�NHHQ� WR�VXSSRUW�

WKH�DFWLYLWLHV�RI �1�(&&2��)RU�WKLV�SXUSRVH�LW�KDV�PDGH�DYDLODEOH�D�VSH-

FLDO�WUDYHO�JUDQW�ZKLFK�DOORZHG����QXUVHV�IURP�D�ZLGH�UDQJH�RI �(XURSHDQ�

FRXQWULHV�WR�DWWHQG�WKLV�\HDU·V�1�(&&2�1HWZRUN�PHHWLQJ��ZKLFK�WRRN�

SODFH�LQ�'XEOLQ�IURP�������)HEUXDU\�������

´,W�ZDV�WKH�ÀUVW�WLPH�IRU�PH�WR�KDYH�DFFHVV�WR�DQ\�IRUPDO�WUDLQLQJ�RQ�,%'�

and it gave me the opportunity to learn more about the disease itself  and 

DERXW�WKH�ODWHVW�DYDLODEOH�WUHDWPHQWVµ�VD\V�QXUVH�,OV�9DQ�GH�6FKRRW�ZKR�

KDV�EHHQ�ZRUNLQJ�IRU�WKH�ODVW�WKUHH�\HDUV�DV�VWXG\�FRRUGLQDWRU�IRU�FOLQLFDO�

WULDOV�LQ�,%'�DW�WKH�,0(/'$�KRVSLWDO�LQ�%RQKHLGHQ��%HOJLXP��

´,�VWDUWHG�P\�SURIHVVLRQDO�FDUHHU�DV�D�PLGZLIH�ZKLFK�PHDQW�WKDW�,�KDG�WR�

JDLQ�DOO�P\�NQRZOHGJH�UHODWHG�WR�,%'�WKURXJK�SUDFWLFDO�ZRUN�H[SHULHQFH�

DQG�KRPH� VWXGLHV�� ,Q� WKDW� VHQVH� WKH�1�(&&2�PHHWLQJ� LQ�'XEOLQ� KDV�

EHHQ�H[WUHPHO\�XVHIXO�WR�PH�DQG�DOORZV�PH�WR�JLYH�EHWWHU�DQG�XS�WR�GDWH�

LQIRUPDWLRQ�WR�P\�SDWLHQWV��,W�KDV�DOVR�EHHQ�KHOSIXO�WR�VKDUH�H[SHULHQFHV�

IBD nurses: an essen-

tial part of patients’ 

care

tions also add up to substantial funding opportunities.

$FFRUGLQJ� WR� WKH�FRQVWLWXWLRQ�RI � WKH� IRXQGDWLRQ� WZR�PHPEHUV�RI � WKH�

PDQDJHPHQW�ERDUG�KDYH� WR� VWDQG�GRZQ� LQ�������5RG�0LWFKHOO� �&KDLU-

PDQ��DQG�:RXWHU�0LHGHPD��6HFUHWDU\���7KH\�ZLOO�EH�FDQGLGDWHV�IRU�UHDS-

SRLQWPHQW��2QH�PDQDJHPHQW�ERDUG�PHPEHU�ZLOO� UHPDLQ� LQ� WKH�ERDUG��

+DMQDOND�6]DER��7KH�VXSHUYLVRU\�ERDUG�LV�UHVSRQVLEOH�IRU�DSSRLQWLQJ�WKH�

members of  the management board. As the management board can con-

VLVW�RI �ÀYH�PHPEHUV��IRXU�PHPEHUV�FDQ�EH�DSSRLQWHG��$Q\RQH�ZKR�LV�

interested in a position for the management board should contact the 

chairman of  the supervisory board Marco Greco.

ZLWK�RWKHU�,%'�QXUVHV�IURP�DFURVV�

(XURSH�DQG�WR�OHDUQ�KRZ�WKH\�LQ-

form and advice patients about 

their disease. 

I think it is important to offer 

nurses access to specialist courses 

RQ�,%'��ZKLFK�XOWLPDWHO\�ZLOO�DOVR�

EHQHÀW�SDWLHQWV��,Q�%HOJLXP�ZH�VWLOO�

GRQ·W�KDYH�VXFK�FRXUVHV�EXW�,�KRSH�

ZH�ZLOO�VRRQ��´

&RQWDFW�GHWDLOV�� � %DQN�GHWDLOV�

:RXWHU�0LHGHPD��� � %DQN��$%1�$052

6HFUHWDU\� � � ,%$1�1/��$%1$����������

+HPPHUEXXUW����� � %,&��$%1$1/�$

�����&0��+HP

The Netherlands

H�PDLO��ZRXWHU�PLHGHPD#LEGUHVHDUFK�RUJ

Participants of  the N-ECCO Network meeting, Dublin 24-25 February 2011

Ils Van de Schoot, study coor-

dinator for clinical trials in IBD
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Cant’ Wait

%\�-DFTXHOLQH�:DOGRUI��&URKQ�V�DQG�
Colitis Foundation of Canada’s

“I did not apply to medical school.” 

“I can’t work full-time outside the home.”  

“I stopped work because of  the travel.”  

7KRVH�DUH�ZRUGV�IURP�&DQDGLDQV�OLYLQJ�ZLWK�LQÁDPPDWRU\�ERZHO�GLVHDVH�

�,%'��ZKR� DQVZHUHG� WKH�&URKQ·V� DQG�&ROLWLV�)RXQGDWLRQ�RI �&DQDGD·V�

�&&)&·V��EDWKURRP�DFFHVV�VXUYH\�GXULQJ�WKH�VXPPHU�RI �������

7KH�UHVXOWV��EDVHG�RQ�MXVW�XQGHU�������,%'�VXIIHUHUV�DQG�VXSSRUWHUV�ZKR�

FRPSOHWHG�WKH�VXUYH\��LQGLFDWH�WKDW�GXH�WR�WKH�IHDU�RI �KDYLQJ�DQ�DFFLGHQW�

LQ�SXEOLF��DERXW�WKUHH�TXDUWHUV�RI �SHRSOH�ZLWK�,%'�VWD\�KRPH�GXULQJ�D�

ÁDUH�XS��GRQ·W�WDNH�YDFDWLRQV�DQG�KDYH�EHHQ�HPEDUUDVVHG�WR�DVN�WR�XVH�

EDWKURRP�IDFLOLWLHV��$QRWKHU����SHU�FHQW�KDYH�KDG�DQ�DFFLGHQW�LQ�SXEOLF�

due to bathroom inaccessibility.

´,�IHHO�TXLWH�FRQÀGHQW�WKDW�DQ\RQH�DURXQG�WKH�JOREH�OLYLQJ�ZLWK�LQÁDP-

PDWRU\�ERZHO�GLVHDVH�ZRXOG�DQVZHU�WKHVH�TXHVWLRQV�WKH�VDPH�ZD\�µ�VD\V�

'U��.HYLQ�*ODVJRZ��&KLHI �([HFXWLYH�2IÀFHU�RI �WKH�&URKQ·V�DQG�&ROLWLV�

)RXQGDWLRQ�RI �&DQDGD��

�´:H�KDYH�NQRZQ�IRU�D�ORQJ�WLPH�WKDW�EDWKURRP�DFFHVV�LV�OLWHUDOO\�D�YLV-

FHUDO�LVVXH�IRU�SHRSOH�OLYLQJ�ZLWK�&URKQ·V�DQG�FROLWLV�µ�KH�DGGV��´3HRSOH�

OLYLQJ�ZLWK�,%'�WRR�RIWHQ�IDFH�WKHLU�FRQGLWLRQV�LQ�VLOHQFH��DIUDLG�WR�YHQ-

WXUH�DZD\�IURP�KRPH��FXWWLQJ�RII �WKH�SRVVLELOLW\�RI �PDQ\�JUHDW�H[SHUL-

HQFHV�µ

7R�UHGXFH�WKH�IHHOLQJ�RI �LVRODWLRQ�H[SHULHQFHG�E\�SHRSOH�OLYLQJ�ZLWK�,%'��

DQG�WR�UDLVH�DZDUHQHVV�DERXW�WKLV�FKURQLF�GLVHDVH�VR�RWKHUV�ZLOO�JUDQW�DF-

FHVV�WR�WKHLU�EDWKURRPV��&&)&�ODXQFKHG�DQ�L3KRQH��$QGURLG�DQG�ZHE�

DSSOLFDWLRQ�GXULQJ�&URKQ·V�DQG�&ROLWLV�$ZDUHQHVV�0RQWK�ODVW�1RYHPEHU�

WR�KHOS�SHRSOH�ÀQG�WKH�SXEOLF�EDWKURRP�FORVHVW�WR�WKHP�LQ�D�KXUU\��7KH�

&DQ·W�:DLW�PRELOH�DSSOLFDWLRQ�ZRUNV�LQ�WZR�ZD\V��LW�XVHV�*36�WR�WUDFN�WKH�

XVHU·V�ORFDWLRQ�DQG�SRLQW�WR�WKH�FORVHVW�EDWKURRP��DQG�LW�DOORZV�XVHUV�WR�

DGG�EDWKURRPV��,W�LV�DYDLODEOH�DV�D�IUHH�GRZQORDG�WKURXJK�L7XQHV�DQG�WKH�

*RRJOH�DSS�VWRUH��E\�VHDUFKLQJ�IRU�&DQ·W�:DLW�

7KH�ZHE�EDVHG� YHUVLRQ� RI �&DQ·W�:DLW� LV� RQOLQH� DW�ZZZ�FDQWZDLW�FD�� ,W�

DOORZV� XVHUV� WR� VHDUFK� IRU� D� VSHFLÀF�

ORFDWLRQ� LQ� &DQDGD� DQG� ÀQG� SXEOLF�

bathrooms either en route or close 

E\�� 8VHUV� FDQ� DOVR� OLQN� WR� ERWK� YHU-

VLRQV� WKURXJK�RXU�ZHEVLWH�ZZZ�FFIF�

FD��%RWK�WKH�PRELOH�DQG�ZHE�DSSOLFD-

WLRQV�XVH�*RRJOH�PDSV��ZKLFK�PHDQV�

EDWKURRPV�FDQ�EH�DGGHG�DQ\ZKHUH�LQ�

WKH�ZRUOG��

6LQFH� WKH� DSS� ZDV� ODXQFKHG� LQ� 1R-

YHPEHU��XVHUV�KDYH�DGGHG�QHDUO\�������

EDWKURRPV� DFURVV� &DQDGD�� 7KH� DSS�

KDV� EHHQ� GRZQORDGHG� QHDUO\� ������

WLPHV� VR� IDU�� DQG� DYHUDJHV� ���� QHZ�

GRZQORDGV�SHU�PRQWK��7KH�FDPSDLJQ�

UHFHLYHG� VLJQLÀFDQW� QDWLRQDO� DQG� UH-

JLRQDO�PHGLD�FRYHUDJH�DFURVV�&DQDGD��

PDNLQJ� LW� &&)&·V� PRVW� VXFFHVVIXO�

DZDUHQHVV�FDPSDLJQ�WR�GDWH�²�IXUWKHU�

reducing the sense of  isolation felt by 

WKRVH�OLYLQJ�ZLWK�,%'��

About CCFC

&&)&�ZDV�VWDUWHG�LQ������E\�D�JURXS�

RI � FRQFHUQHG� SDUHQWV� ZKR� VDZ� WKH�

need to raise funds for research into 

,%'�DQG�WR�HGXFDWH�SDWLHQWV�DQG�WKHLU�

families about these diseases. The mis-

sion remains strongly focused on rais-

LQJ�PRQH\�WR�IXQG�WKH�FXUH�IRU�,%'��

EXW�HGXFDWLRQ�DQG�DZDUHQHVV�LV�DOVR�D�

FULWLFDO�SDUW�RI �&&)&·V�PLVVLRQ��

7R�GDWH��&&)&�KDV�LQYHVWHG�PRUH�WKDQ�

����PLOOLRQ�LQ�PDMRU�PHGLFDO�UHVHDUFK�

SURMHFWV� DQG� LV� RQH� RI � WKH� ZRUOG·V�

leading sources of  non-governmental 

IXQGLQJ�RI �,%'�UHVHDUFK���

What’s new under the sun?

The latest from the experts’ 6th Congress of ECCO, 24-26 February 
2011, Dublin
by S. Danese and H. Szabò1 

1 ,5&&6�+XPDQLWDV�²�,%'�8QLW��5R]]DQR��,WDO\

The annual congress of  the Euro-

SHDQ�&URKQ·V�DQG�&ROLWLV�2UJDQLVD-

WLRQ��(&&2��ZDV�KHOG�DW�WKH�HQG�RI �

)HEUXDU\������ LQ�'XEOLQ��([FLWLQJ�

QHZ� GDWD� ZHUH� SUHVHQWHG� LQ� EDVLF�

science and clinical medicine.

,W� LV�ZHOO�NQRZQ� WKDW� LQ� LQÁDPPD-

WRU\� ERZHO� GLVHDVH� �,%'�� JXW� EDF-

teria induce an abnormal innate 

immune response mediated by toll-

OLNH�UHFHSWRUV��7/5V��DQG�1RG�OLNH�

UHFHSWRUV� �1/5V��� DQG� WKDW� LQWHVWL-

QDO� ÀEURVLV� LV� FDXVHG� E\� H[FHVVLYH�

H[WUDFHOOXODU�PDWUL[�GHSRVLWLRQ��5LH-

dler and his colleagues investigated 

WKH� SRVVLEOH� FRQQHFWLRQ� EHWZHHQ�

WKHVH� WZR� SURFHVVHV� E\� HYDOXDWLQJ�

WKH�ÀEURJHQHWLF�UHVSRQVH�E\�KXPDQ�

LQWHVWLQDO�P\RÀEUREODVWV��FHOOV�SOD\-

LQJ� D� IXQGDPHQWDO� UROH� LQ� ÀEURVLV��

after TLR and NLR activation. The 

UHVXOWV� VXJJHVW�� IRU� WKH� ÀUVW� WLPH��

WKH� H[LVWHQFH� RI � D� GLUHFW� OLQN� EH-

WZHHQ�LQQDWH�LPPXQLW\�DQG�ÀEURVLV�

LQ�KXPDQ�,%'��+RSHIXOO\�WKH�EHWWHU�

XQGHUVWDQGLQJ� RI � WKH� ÀEURWLF� SUR-

FHVV�ZLOO�OHDG�WR�WKH�GHYHORSPHQW�RI �

SRWHQWLDO�DQWL�ÀEURWLF�WUHDWPHQWV�

6HYHUDO� FOLQLFDO� UHSRUWV� KDYH� EHHQ�

SUHVHQWHG� DV� ZHOO�� 1HZ� GDWD� ZHUH�

presented regarding the safety and 

HIÀFDF\� RI � DGDOLPXPDE� LQ� SDHGL-

DWULF�DJH��+\DPV�HW�DO��SUHVHQWHG�D�

PXOWL�FHQWHU�� UDQGRPL]HG�� GRXEOH�

EOLQG� VWXG\� WR� FRPSDUH� WKH� HIÀFD-

F\�DQG� VDIHW\�RI � WZR�DGDOLPXPDE�

dosage regimens for induction and 

maintenance of  clinical remission 

LQ� SHGLDWULF� SDWLHQWV� ZLWK� PRGHU-

DWH�WR�VHYHUH�&URKQ·V�GLVHDVH��&'���

7KH� UHVXOWV� VKRZ� WKDW� DGDOLPXP-

DE� LV� HIÀFDFLRXV� IRU� LQGXFLQJ� DQG�

PDLQWDLQLQJ�UHPLVVLRQ�RI �&'��ZLWK�

D�VDIHW\�SURÀOH�FRPSDUDEOH�WR�WKDW�

REVHUYHG�LQ�DGXOW�SDWLHQWV�ZLWK�&'��

*UHDWHVW�HIÀFDF\�ZDV�REVHUYHG�IRU�

patients never treated by biologic 

GUXJ� �LQÁL[LPDE�,);�� UHFHLYLQJ�

KLJK�GRVH� DGDOLPXPDE�� EXW� DGDOL-

PXPDE� WUHDWPHQW� DOVR� EHQHÀWWHG�

,);�H[SHULHQFHG�SDWLHQWV�

6HYHUDO�QRYHO�GUXJV�KDYH�EHHQ�SUH-

VHQWHG��DV�ZHOO�DV�RSWLPL]DWLRQ�RI �

WUHDWPHQW�ZLWK�VRPH�RI �WKH�GUXJV�

already available in clinical practice.

$Q� LQWHUHVWLQJ� LGHD� IURP� 9DQGH-

SDSHOLHUH� DQG� FROOHDJXHV� ZDV� WR�

VWLPXODWH� WKH� SDWLHQWV·� RZQ� LP-

mune system for creating anti-

71)� . antibodies by vaccination 

DJDLQVW� 71)�.�� ��� SDWLHQWV� ZHUH�

YDFFLQDWHG� ZLWK� GLIIHUHQW� GRVDJHV�

RI �71)�.�.LQRLG��DQ�DQWLJHQ�WKDW�

VKRXOG�LQGXFH�DQWL�71). antibody 

SURGXFWLRQ�LQ�WKH�RUJDQLVP��8S�WR�

����RI �WKH�SDWLHQWV�ZHUH�LQ�FOLQL-

cal remission. The idea is certainly 

LQQRYDWLYH��DQG�VKRZHG�SURPLVLQJ�

UHVXOWV�� EXW� IXUWKHU� HYDOXDWLRQ� LV�

necessary.

7KHUH� ZDV� JUHDW� H[SHFWDWLRQ� IRU�

WKH� QHZ� PRQRFORQDO� DQWLERG\� WR�

EORFN� ,/��� LQ�&URKQ·V� GLVHDVH�� ,Q�

a multicenter randomized double 

EOLQG�VWXG\��6LPRQ�7UDYLV�SUHVHQW-

HG� WKH� WULDO�� VKRZLQJ� ODFN�RI � HIÀ-

FDF\�RI �WKLV�QHZ�PROHFXOH�IRU�&'�

treatment.

0DQ\� QHZ� VWXGLHV� IRU� XOFHUDWLYH�

FROLWLV�ZHUH�SUHVHQWHG�� ,Q�SDUWLFX-

ODU��WKH�HIÀFDF\�RI �DGDOLPXPDE�LQ�

inducing and maintaining remis-

VLRQ� ZDV� SUHVHQWHG� LQ� D� VWXG\� E\�

6DQGERUQ�DQG�FROOHDJXHV������SD-

WLHQWV�ZLWK�PRGHUDWH�WR�VHYHUH�8&�

ZHUH� WUHDWHG�ZLWK� DGDOLPXPDE�YV��

SODFHER� LQ� D� UDQGRPL]HG��GRXEOH�

blind trial. Patients demonstrating 

LQDGHTXDWH� UHVSRQVH� FRXOG� VZLWFK�

to open-label adalimumab therapy 

DW�:HHN� ����$GDOLPXPDE�ZDV� HI-

ÀFDFLRXV� LQ� LQGXFLQJ� DQG� PDLQ-

taining clinical remission in pa-

WLHQWV�ZLWK�PRGHUDWH�WR�VHYHUH�8&�

ZKR� GLG� QRW� DGHTXDWHO\� UHVSRQG�

WR� FRQYHQWLRQDO� WKHUDS\�ZLWK� RUDO�

FRUWLFRVWHURLGV�LPPXQRVXSSUHV-

VDQWV��7KH�VDIHW\�SURÀOH�LQ�8&�ZDV�

FRQVLVWHQW� ZLWK� WKH� NQRZQ� VDIHW\�

SURÀOH�RI � DGDOLPXPDE��+RSHIXOO\�

WKHVH�UHVXOWV�ZLOO�DFFHOHUDWH�WKH�DS-

SURYDO�RI �$'$�RIIHULQJ�D�IXUWKHU�

treatment possibility for patients 

ZLWK�8&�

,Q�DGGLWLRQ��/DKDULH�DQG�FROOHDJXHV�

conducted a randomized trial com-
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SDULQJ�WKH�HIÀFDF\�RI �F\FORVSRULQH�

YHUVXV�WKH�DQWL�71)�. monoclonal 

DQWLERG\�� LQÁL[LPDE� LQ� L�Y�� VWHURLG�

UHIUDFWRU\�DFXWH�VHYHUH�8&��D�FRQ-

GLWLRQ�WKDW�LV�KLJKO\�DVVRFLDWHG�ZLWK�

colectomy. The authors found that 

ERWK� F\FORVSRULQH� DQG� LQÁL[LPDE�

DUH� HTXLYDOHQW� LQ� WKH� HIÀFDF\� DQG�

LQ�FROHFWRP\�UDWHV��VXJJHVWLQJ�WKDW�

in this clinical setting either drug 

could be used.

$QRWKHU� VWXG\�� 8&� 68&&(66� LQ�

PRGHUDWH�DQG�VHYHUH�8&�FRPSDUHG�

LQÁL[LPDE�� D]DWKLRSULQH� �$=$��

and the combination of  both in 

inducing and maintaining steroid 

free remission. The study design is 

VLPLODU�WR�WKH�SUHYLRXV�621,&�WUL-

DO�LQ�&'��$FFRUGLQJ�WR�WKH�UHVXOWV�

WKH�FRPELQHG�WKHUDS\�ZDV�VXSHULRU�

WR�$=$�PRQRWKHUDS\�LQ�LQGXFLQJ�

steroid-free remission in patients 

ZLWK�PRGHUDWH�VHYHUH�8&�� DQG� DOO�

WKH� LQÁL[LPDE�DUPV�ZHUH�VXSHULRU�

to azathioprine for inducing re-

sponse and mucosal healing. This 

VWXG\� WKHQ� VXJJHVWV� RQFH� DJDLQ��

VLPLODUO\� WR� 621,&�� WKDW� GRXEOH�

immunosuppression is more effec-

tive than one drug at the time in 

inducing disease remission.

)LQDOO\� VHVVLRQV� RQ� FDQFHU� ZHUH�

SUHVHQWHG��9HWUDQR�DQG�FROOHDJXHV�

UHSRUWHG�D�SRVVLEOH�QHZ� UHJXODWRU�

RI �FRORQ�FDUFLQRJHQHVLV��-XQFWLRQ-

DO�$GKHVLRQ�0ROHFXOH�$��-$0�$���

ZKLFK� LV� D� WLJKW� MXQFWLRQ� SURWHLQ�

H[SUHVVHG� E\� HSLWKHOLDO� DQG� HQ-

GRWKHOLDO� FHOOV�� DQG� KDV� D� FUXFLDO�

role in controlling mucosal home-

ostasis by regulating the integrity 

and permeability of  the intestinal 

epithelial barrier function. The re-

sults of  their investigation demon-

VWUDWH�WKDW�WKH�ORZ�OHYHOV�RI �-$0�$�

FRUUHODWH�ZLWK� LQFUHDVHG� LQFLGHQFH�RI � WXPRXU�GHYHORSPHQW� DQG� WXPRU�

aggressiveness.

3H\ULQ�%LURXOHW�DQG�FROOHDJXHV�SUHVHQWHG�WKH�UHVXOWV�IURP�D�)UHQFK�FRKRUW�

VWXG\� DERXW� WKH� SRVVLEOH� UROH� RI � WKLRSXULQHV� �D]DWKLRSULQH� DQG� ��PHU-

FDSWRSXULQH�� LQ� SURPRWLQJ� VNLQ� FDUFLQRPDV�� �������SDWLHQWV�ZLWK� ,%'�

ZHUH�HQUROOHG��DW�EDVHOLQH����������������RI �SDWLHQWV�ZHUH�UHFHLYLQJ��������

�������� KDG� GLVFRQWLQXHG�� DQG� ������� KDG� QHYHU� UHFHLYHG� WKLRSXULQHV��

'XULQJ�WKH�VWXG\�WKLUW\�WZR�FDVHV�RI �VNLQ�FDUFLQRPDV�ZHUH�UHFRUGHG��DQG�

SUHVHQW�RU�SDVW�H[SRVXUH� WR� WKLRSXULQHV� VLJQLÀFDQWO\� LQFUHDVHG� WKH� ULVN�

RI �VNLQ�FDUFLQRPDV� LQ�SDWLHQWV�ZLWK�,%'��7KLV� LQFUHDVHG�ULVN� LV�DOUHDG\�

SUHVHQW�EHIRUH�WKH�DJH�RI �����7KLV�UHVXOW�VWURQJO\�VXSSRUW�VXQ�SURWHFWLRQ�

and suggests dermatological screening in these patients.

2YHUDOO��WKH�VFLHQWLÀF�SDSHUV�ZHUH�H[FHOOHQW�DQG�KRSHIXOO\�PRVW�RI �WKHVH�

VFLHQWLÀF�EUHDNWKURXJKV�ZLOO� FKDQJH� WKH�ZD\�FOLQLFLDQ�SUDFWLFH�DQG�ZLOO�

raise the standards of  care.

Antibiotics increase 

risk of IBD in children

8(*)�LVVXHG�D�SUHVV�UHOHDVH�RQ�D�UHFHQW�'DQLVK�VWXG\�ZKLFK�OLQNV�DQWL-

ELRWLF�XVH�LQ�FKLOGKRRG�ZLWK�D�PDMRU�LQFUHDVH�LQ�WKH�ULVN�RI �WKH�FKLOG�GH-

YHORSLQJ�LQÁDPPDWRU\�ERZHO�GLVHDVH��,%'���5HVHDUFKHUV�KDYH�IRXQG�WKDW�

RQO\�RQH�FRXUVH�RI �DQWLELRWLFV�FRXOG�PRUH�WKDQ�WUHEOH�WKH�ULVN�RI �&URKQ·V�

GLVHDVH��ZLWK�SHQLFLOOLQ�ORRNLQJ�SDUWLFXODUO\�FXOSDEOH��

7KH�'DQLVK�VWXG\�LQYROYHG�D�FDUHIXO�H[DPLQDWLRQ�RI �WKH�XVH�RI �DOO�V\V-

WHPLF�DQWLELRWLFV�LQ�FKLOGUHQ�ERUQ�LQ�'HQPDUN�EHWZHHQ������DQG�������

7KH�FKLOGUHQ�ZHUH�IROORZHG�IRU�XS�WR����\HDUV�IRU�WKH�GHYHORSPHQW�RI �

&URKQ·V�GLVHDVH�DQG�RU�XOFHUDWLYH�FROLWLV��$OPRVW���������FKLOGUHQ�ZHUH�

IROORZHG��DQG�DOPRVW���������RI �WKHVH�������UHFHLYHG�DW�OHDVW�RQH�FRXUVH�

RI �DQWLELRWLFV�GXULQJ�WKHLU�IROORZ�XS��)LIW\�FDVHV�RI �&URKQ·V�GLVHDVH�DQG�

���FDVHV�RI �XOFHUDWLYH�FROLWLV�ZHUH�LGHQWLÀHG��

,Q�DQWLELRWLF�XVHUV��WKH�ULVN�RI �&URKQ·V�GLVHDVH�ZDV�HVSHFLDOO\�KLJK��&KLO-

GUHQ�ZKR�KDG�WDNHQ�DQWLELRWLFV�ZHUH�PRUH�WKDQ�WKUHH�WLPHV�PRUH�OLNHO\�

WR�GHYHORS�&URKQ·V�GLVHDVH�WKDQ�FKLOGUHQ�ZKR�KDG�QRW��$JDLQ��WKH�ULVN�RI �

GHYHORSLQJ�&URKQ·V�GLVHDVH�ZDV�KLJKHVW�LQ�WKH���PRQWKV�IROORZLQJ�WKH�DQ-

WLELRWLFV��DQG�KLJKHVW�ZLWK�SHQLFLOOLQ�9�DQG�H[WHQGHG�VSHFWUXP�SHQLFLOOLQ��

7R�UHDG�WKH�IXOO�SUHVV�UHOHDVH�SOHDVH�JR�WR��KWWS���ZZZ�XHJI�RUJ

Understanding 

clinical trials

What is ‘evidence based medicine’?

6LQFH�WKH�����V��GRFWRUV�LQ�(XURSH�KDYH�WKRXJKW�WKDW�

LQVWHDG�RI �XVLQJ�WUDGLWLRQDO�WUHDWPHQWV��RU�UHO\LQJ�RQ�

SHUVRQDO�H[SHULHQFH�DORQH��PHGLFLQH�VKRXOG�EH�EDVHG�

RQ�VFLHQWLÀF�HYLGHQFH�DQG�WHVWLQJ��(DFK�SDWLHQW�VKRXOG�

EH�WUHDWHG�DV�DQ�LQGLYLGXDO��ZKLOVW�OHDUQLQJ�IURP�H[SH-

rience gained in the treatment of  others — research.

 

When doctors look at the research before recom-

PHQGLQJ� D� WUHDWPHQW�� WKH\� DUH�XVLQJ� HYLGHQFH�EDVHG�

medicine. An important part of  gathering evidence is 

the clinical trial. 

 

What is a clinical trial?

$� FOLQLFDO� WULDO� FRPSDUHV� WKH� HIIHFWLYHQHVV� RI � WZR�

WUHDWPHQWV��RU�WKH�HIIHFWLYHQHVV�RI �D�WUHDWPHQW�FRP-

SDUHG�WR�QR�WUHDWPHQW�DW�DOO���,Q�WKH�WULDO��D�WUHDWPHQW�LV�

JLYHQ�WR�D�UHDO�SHUVRQ��DQG�WKH�UHVXOWV�RI �WKH�WUHDWPHQW�

UHFRUGHG��&OLQLFDO�WULDOV�FDQ�SURYLGH�JRRG�HYLGHQFH�WR�

use in the treatment of  others.

 

What types of  trials are there?

Controlled trials

7R�PDNH� VXUH� D� WULDO� LV� IDLU�� LQIRUPDWLRQ� LV� UHFRUGHG�

DERXW� WKH� WUHDWPHQW�� DV�ZHOO� DV�ZKDW� KDSSHQV� LI � QR�

WUHDWPHQW�LV�JLYHQ��7KHUH�DUH�WZR�JURXSV�RI �SHRSOH�LQ�

WKH� WULDO�� WKH� ¶LQWHUYHQWLRQ·�JURXS��ZKR�DUH�JLYHQ� WKH�

WUHDWPHQW��DQG�WKH�¶FRQWURO·�JURXS��ZKR�DUH�QRW�JLYHQ�

any treatment. 

 

Randomized trials

The type of  person chosen to take part in a trial is 

called the population. Individuals from the population 

DUH�WKHQ�VHOHFWHG�WR�EH�LQ�WKH�LQWHUYHQWLRQ��RU�FRQWURO�

JURXSV��%XW��LI �RQO\�FHUWDLQ�W\SHV�RI �SHRSOH�DUH�FKRVHQ�

WR�EH�LQ�WKHVH�JURXSV��WKHQ�WKH�UHVXOWV�RI �D�WULDO�FRXOG�

GHSHQG�PRUH�RQ�WKH�W\SH�RI �SHUVRQ�FKRVHQ��WKDQ�WKH�

effectiveness of  the treatment. 

,Q�JRRG�TXDOLW\�WULDOV��WKH�SRSXODWLRQ�DQG�UDQGRPL]D-

WLRQ�LV�H[SODLQHG�LQ�GHWDLO�

 

Single- and double-blinded trials

,I �WKH�SHRSOH�WDNLQJ�SDUW�LQ�D�WULDO�NQRZ�ZKHWKHU�WKH\�

DUH�LQ�WKH�¶LQWHUYHQWLRQ·�RU�¶FRQWURO·�JURXSV��WKHQ�WKH�

UHVXOWV� FRXOG�GHSHQG�PRUH�RQ� WKH�SHUVRQ·V� H[SHFWD-

WLRQV��WKDQ�WKH�WUHDWPHQW�LWVHOI��7R�VROYH�WKLV�SUREOHP��

LQ�D�VLQJOH�EOLQG� WULDO�� WKH�SHUVRQ� WDNLQJ�SDUW�GRHVQ·W�

NQRZ�ZKHWKHU�WKH\�DUH�LQ�WKH�LQWHUYHQWLRQ�RU�FRQWURO�

JURXS��,Q�D�GRXEOH�EOLQG�WULDO��QHLWKHU�WKH�UHVHDUFKHUV�

QRU� WKH� SHRSOH� WDNLQJ� SDUW� NQRZ�ZKLFK� JURXS� WKH\�

are in.

 

Placebo controlled trials

,Q�D� ¶SODFHER�FRQWUROOHG·� WULDO�� WKH�FRQWURO�JURXS�DUH�

JLYHQ� PHGLFDWLRQ� ZKLFK� GRHVQ·W� FRQWDLQ� DQ\� DFWLYH�

GUXJV��OLNH�VXJDU�SLOOV��7KLV�ZD\��WKH�WUXH�HIIHFWLYHQHVV�

of   the real medication can be discovered.

 

Peer reviewed trials

*RRG�TXDOLW\� FOLQLFDO� WULDOV� DUH� ¶SHHU� UHYLHZHG·��7KLV�

means other doctors and researchers read the in-

IRUPDWLRQ��ÀQG�SUREOHPV�� DQG�PDNH� VXUH� WKDW� JRRG�

methods have been used. Trials are often published 

LQ�SHHU�UHYLHZHG�MRXUQDOV��ZKHUH�HGLWRUV�UHYLHZ�HDFK�

WULDO�LQ�GHWDLO��6RPH�MRXUQDOV��OLNH�WKH�%ULWLVK�0HGLFDO�

-RXUQDO��%0-���RU�7KH�/DQFHW�DUH�YHU\�ZHOO�NQRZQ�DQG�

trusted.

 

What are ‘systematic reviews’?

6RPHWLPHV�D�VLQJOH�UDQGRPL]HG�FRQWUROOHG�WULDO�GRHVQ·W�

UHDOO\�WHOO�XV�HQRXJK�DERXW�D�WUHDWPHQW��RU�LW�PLJKW�GLV-

DJUHH�ZLWK�RWKHU�WULDOV��$�EHWWHU�DQVZHU�FDQ�EH�IRXQG�

by combining the results of  many randomized con-

WUROOHG�WULDOV� LQWR�RQH�V\VWHPDWLF�UHYLHZ��ZKLFK�KHOSV�

WR�KLJKOLJKW�FRPPRQ�ÀQGLQJV�ZKLFK�DUH�RIWHQ�PRUH�

reliable.

  
 
Further information

%0-��������%HVW�WUHDWPHQWV�ZHEVLWH���ZZZ�EHVWWUHDW-

PHQWV�FR�XN�

*UD\��-�$�0���������7KH�UHVRXUFHIXO�SDWLHQW���ZZZ�UH-

VRXUFHIXOSDWLHQW�RUJ�

7D\ORU��3���������)URP�SDWLHQW�GDWD�WR�PHGLFDO�NQRZO-

edge.

by Ben Wilson
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+HDOWK� V\VWHPV� DQG� SROLFLHV� DFURVV� WKH� (8� DUH� EH-

FRPLQJ�PRUH� LQWHUFRQQHFWHG� WKDQ� HYHU�� GXH�PDLQO\�

WR�PRYHPHQW�RI �SDWLHQWV�DQG�SURIHVVLRQDOV�� LQFUHDV-

LQJO\� VKDUHG� H[SHFWDWLRQV� RI � SHRSOH� DFURVV� (XURSH�

DQG�GLVVHPLQDWLRQ�RI �QHZ�PHGLFDO� WHFKQRORJLHV�DQG�

techniques thanks to computerisation.

,Q�-XO\�������WKH�&RPPLVVLRQ�SURSRVHG�D�QHZ�(8�GL-

UHFWLYH�RQ�WKH�DSSOLFDWLRQ�RI �SDWLHQWV·�ULJKWV�LQ�FURVV�

border healthcare to provide legal certainty over pa-

WLHQWV·�ULJKWV�WR�VHHN�KHDOWKFDUH�LQ�DQRWKHU�(8�FRXQWU\�

DQG� UHLQIRUFH� FRRSHUDWLRQ� EHWZHHQ� WKRVH� FRXQWULHV��

7KH�'LUHFWLYH��ZKLFK�KDV�EHHQ�DGRSWHG�RQ����-DQXDU\�

WKLV�\HDU��ZLOO�EHQHÀW�SDWLHQWV�DFURVV�(XURSH�E\�FODUL-

fying their rights to access safe and good quality treat-

PHQW�DFURVV�(8�ERUGHUV��DQG�EH�UHLPEXUVHG�IRU�LW��

3DWLHQWV�WUDYHOOLQJ�WR�DQRWKHU�(8�FRXQWU\�IRU�PHGL-

FDO�FDUH�ZLOO�HQMR\�HTXDO� WUHDWPHQW�ZLWK� WKH�FLWL]HQV�

RI � WKH�FRXQWU\� LQ�ZKLFK� WKH\�DUH� WUHDWHG��7KLV�QHZ�

ODZ�ZLOO� EHQHÀW� (8� SDWLHQWV� LQ� VHYHUDO� RWKHU� ZD\V��

,W�ZLOO�PDNH� LW� HDVLHU� IRU�QDWLRQDO�KHDOWK� DXWKRULWLHV�

WR� ZRUN� FORVHU� WRJHWKHU� DQG� H[FKDQJH� LQIRUPDWLRQ�

RQ�TXDOLW\�DQG�VDIHW\�VWDQGDUGV�RI �KHDOWKFDUH��,W�ZLOO�

KHOS�SDWLHQWV�ZKR�QHHG�VSHFLDOLVHG�WUHDWPHQW��IRU�H[-

DPSOH�WKRVH�ZKR�DUH�VHHNLQJ�GLDJQRVLV�RU�WUHDWPHQW�

for a rare disease. It supports the development of  

´(XURSHDQ�5HIHUHQFH�1HWZRUNVµ�EULQJLQJ�WRJHWKHU��

RQ�D�YROXQWDU\�EDVLV��VSHFLDOLVHG�FHQWUHV�RI �H[SHUWLVH�

DOUHDG\�UHFRJQLVHG�LQ�(XURSH��+HDOWK�H[SHUWV�DFURVV�

Patients’ Rights in Cross-Border 

Healthcare

Health Priorities under Hungarian 

Presidency of the EU
+XQJDU\�WRRN�RYHU�WKH�URWDWLQJ�(8�3UHVLGHQF\�IURP�

%HOJLXP�LQ�-DQXDU\�������$V�FRQFHUQV�LWV�KHDOWK�SUL-

RULWLHV� WKH�PDLQ� IRFXV�ZLOO� EH� RQ� ´3DWLHQW� DQG�3UR-

IHVVLRQDO�3DWKZD\V�LQ�(XURSHµ�ZKLFK�HPSKDVL]HV�WKH�

need to focus policy on both individuals and process-

HV��DQG� LQ�SDUWLFXODU�RQ�WKH�QHHGV�RI �WKRVH�FRPPX-

QLWLHV� WR�ZKLFK� WKH�KHDOWK�V\VWHP� LV�PRVW� LPSRUWDQW�

��WKRVH�ZKR�XVH�LW��DQG�WKRVH�ZKR�PDNH�LW�SRVVLEOH��

,W� ZLOO� JLYH� SULRULW\� WR� $́FWLRQ� IRU� 3UHYHQWLRQµ� DQG�

WR�´,QYHVWLQJ� LQ� WKH�+HDOWK�&DUH�RI � WKH�)XWXUH�DQG�

+XPDQ�5HVRXUFHV� IRU�+HDOWKµ��'XULQJ� DQ� LQIRUPDO�

KHDOWK�PLQLVWHULDO�PHHWLQJ��WKH�+XQJDULDQ�3UHVLGHQF\�

DLPV�WR�UDLVH�LVVXHV�RQ�KRZ�WKH�QHFHVVDU\�NQRZOHGJH�

EDVH�� VWRFN�RI �H[SHUWV�� LQFUHDVHG�FR�RSHUDWLRQ�� MRLQW�

UHVHDUFK��H[FKDQJH�RI �LQIRUPDWLRQ�DQG�EHVW�SUDFWLFHV�

FRXOG�EH�HVWDEOLVKHG� WR� VXSSRUW�0HPEHU�6WDWH�JRY-

ernments in their efforts to modernise their health 

care systems. 

H+HDOWK�LV�DOVR�LGHQWLÀHG�DV�D�NH\�LVVXH�IRU�PRGHUQLV-

LQJ�KHDOWKFDUH�VHUYLFHV�DQG�WKH�+XQJDULDQ�3UHVLGHQF\�

LV�NHHQ�WR�SURPRWH�WKH�UROH�RI �H�+HDOWK�LQ�FURVV�ERU-

GHU�FDUH�� LQ� UHOLHYLQJ�ZRUNIRUFH� VKRUWDJHV�DQG� LQ� ,7�

support in health policy decision making. With regard 

to elements of  the legislative Pharmaceutical Package 

WKDW�ZDV�VXEPLWWHG�E\�WKH�(XURSHDQ�&RPPLVVLRQ�WKH�

+XQJDULDQ�3UHVLGHQF\·V�REMHFWLYH�LV�WR�DFKLHYH�D�SROLWL-

cal agreement on the draft for information to patients 

on prescription medicines. 

Other key areas are injury prevention and safety pro-

PRWLRQ��PHQWDO�KHDOWK�DQG�KHDOWK�VHFXULW\��HPSKDVLV�

RQ� FKLOGKRRG� LPPXQL]DWLRQ�� DQG� WKH� IXWXUH� RI � WKH�

(8�3XEOLF�+HDOWK�3URJUDPPH��

0RUH�LQIR��KWWS���ZZZ�HX�����KX�

European Medicines 

$JHQF\�SXEOLVKHV�ÀQDO�

‘Road map to 2015’

7KH�(XURSHDQ�0HGLFLQHV�$JHQF\�KDV�SXEOLVKHG� LWV�ÀQDO� ¶5RDG�PDS�WR�

����·��ZKLFK�VHWV�RXW�WKH�$JHQF\·V�YLVLRQ�LQ�IXUWKHU�GHYHORSLQJ�LWV�UROH�DV�

D�(XURSHDQ�SXEOLF�KHDOWK�DJHQF\�LQ�WKH�ÀHOG�RI �PHGLFLQHV��%XLOGLQJ�RQ�

WKH�DFKLHYHPHQWV�PDGH�E\�WKH�SUHYLRXV�URDG�PDS�LQLWLDWLYH�EHWZHHQ������

DQG�������WKH�QHZ�URDG�PDS�SURSRVHV�WKUHH�SULRULW\�DUHDV�IRU�IXWXUH�DF-

WLRQV�WR�VWUHQJWKHQ�WKH�$JHQF\·V�UROH�LQ�SURWHFWLQJ�DQG�SURPRWLQJ�KXPDQ�

DQG�DQLPDO�KHDOWK�LQ�WKH�(XURSHDQ�8QLRQ�

��$GGUHVVLQJ�SXEOLF�KHDOWK�QHHGV�E\�� VWLPXODWLQJ�PHGLFLQHV�GHYHORS-

PHQW�LQ�DUHDV�RI �XQPHW�PHGLFDO�QHHGV��QHJOHFWHG�GLVHDVHV�DQG�UDUH�GLV-

HDVHV��DQG�IRU�DOO�W\SHV�RI �PHGLFLQHV�IRU�YHWHULQDU\�XVH��IDFLOLWDWLQJ�QHZ�

approaches to medicines development; applying a more proactive ap-

SURDFK�WR�SXEOLF�KHDOWK�WKUHDWV�ZKHUH�PHGLFLQHV�DUH�LPSOLFDWHG�

��)DFLOLWDWLQJ�DFFHVV�WR�PHGLFLQHV�E\��DGGUHVVLQJ�WKH�KLJK�DWWULWLRQ�UDWH�

GXULQJ� WKH�PHGLFLQHV�GHYHORSPHQW� SURFHVV�� UHLQIRUFLQJ� WKH� EHQHÀW�

risk-balance assessment model; continuing to improve the quality and 

WKH�UHJXODWRU\�DQG�VFLHQWLÀF�FRQVLVWHQF\�RI �WKH�RXWFRPH�RI �WKH�VFLHQ-

WLÀF�UHYLHZ�

�2SWLPLVLQJ�WKH�VDIH�DQG�UDWLRQDO�XVH�RI �PHGLFLQHV�E\��VWUHQJWKHQLQJ�

the evidence base in the post-authorisation phase to enable better regu-

latory decision-making; enhancing patient safety by avoiding unneces-

sary risks to patients as a result of  the use of  medicines; becoming a 

reference point for information on medicines evaluated by the Agency; 

improving the decision-making process by taking due account of  pa-

WLHQW�H[SHULHQFH��WKXV�FRQWULEXWLQJ�WR�WKH�UDWLRQDO�XVH�RI �PHGLFLQHV�

7KH�URDG�PDS�KDV�EHHQ�GUDIWHG� LQ�FRQVXOWDWLRQ�ZLWK�WKH�$JHQF\·V�(X-

URSHDQ�SDUWQHUV��VWDNHKROGHUV��LQFOXGLQJ�SDWLHQWV·�DQG�GRFWRUV·�RUJDQLVD-

WLRQV�DV�ZHOO�DV�SKDUPDFHXWLFDO�LQGXVWU\��DQG�WKH�SXEOLF��WR�HQVXUH�D�EURDG�

FRQVHQVXV�RQ�WKH�EHVW�DSSURDFK�WR�EH�WDNHQ�IRU�WKH�$JHQF\�WR�IXOÀO�LWV�

public mandate to protect and promote public health in the European 

8QLRQ�RYHU�WKH�FRPLQJ�\HDUV�

0RUH�LQIRUPDWLRQ��KWWS���ZZZ�HPD�HXURSD�HX

)HEUXDU\� ��WK� ����� PDUNHG� WKH�

IRXUWK� ,QWHUQDWLRQDO�5DUH�'LVHDVH�

'D\�� DQ� DQQXDO�� DZDUHQHVV�UDLVLQJ�

HYHQW�FRRUGLQDWHG�E\�(8525',6�

DQG� RUJDQLVHG� ZLWK� UDUH� GLVHDVH�

QDWLRQDO� DOOLDQFHV� LQ� ��� FRXQWULHV��

On that day hundreds of  patient 

RUJDQLVDWLRQV� IURP�PRUH� WKDQ� ���

FRXQWULHV� ZRUOGZLGH� RUJDQLVHG�

DZDUHQHVV�UDLVLQJ� DFWLYLWLHV� FRQ-

verging around the slogan “Rare 

EXW�(TXDOµ�

7KH�PDLQ� REMHFWLYH� RI � 5DUH�'LV-

HDVH� 'D\� ZDV� WR� UDLVH� DZDUHQHVV�

amongst the general public and 

decision-makers about rare dis-

HDVHV�DQG�WKHLU�LPSDFW�RQ�SDWLHQWV·�

OLYHV�� � �0RUH� VSHFLÀFDOO\�� LQ� ������

5DUH�'LVHDVH�'D\�VRXJKW� WR�GUDZ�

attention to the gaps in health that 

H[LVW� IRU� UDUH� GLVHDVH� SDWLHQWV� EH-

WZHHQ�DQG�ZLWKLQ�FRXQWULHV�DV�ZHOO�

DV�WKH�JDSV�LQ�KHDOWK�WKDW�H[LVW�IRU�

rare disease patients compared to 

others in society.

)RU� PRUH� LQIRUPDWLRQ�� KWWS���

ZZZ�UDUHGLVHDVHGD\�RUJ�

(XURSH�ZLOO� EH� DEOH� WR� VKDUH�EHVW�

practices on healthcare and pro-

YLGH�VWDQGDUGV�RI �H[FHOOHQFH��

)RU�PRUH�LQIRUPDWLRQ�SOHDVH�YLVLW��

KWWS���HF�HXURSD�HX�KHDOWK�

FURVVBERUGHUBFDUH�SROLF\�LQGH[B

en.htm

Rare 

Disease 

Day



38 39

News DigestNews Digest

New website

Policy-oriented research for public health has been 

PDLQVWUHDPHG� XQGHU� WKH� 6HYHQWK� )UDPHZRUN� 3UR-

JUDPPH��)3���IRU�5HVHDUFK������������7KLV�UHVHDUFK�

includes an activity entitled ‘Optimising the delivery 

RI �KHDOWK�FDUH�WR�(XURSHDQ�FLWL]HQV·�

7KLV�DFWLYLW\�DLPV�DW�GHYHORSLQJ�QHZ�UHVHDUFK�PHWK-

RGV�DQG�JHQHUDWLQJ� WKH�QHFHVVDU\� VFLHQWLÀF�EDVLV� WR�

underpin informed policy decisions on health sys-

WHPV��DQG�PRUH�HIIHFWLYH�DQG�HIÀFLHQW�HYLGHQFH�EDVHG�

VWUDWHJLHV� RI � KHDOWK� SURPRWLRQ�� GLVHDVH� SUHYHQWLRQ��

diagnosis and therapy. The strategy of  this part of  

WKH�+HDOWK�7KHPH� LV� WR� SXW� WKH� FLWL]HQ�ÀUVW�ZKHUH�

UHVHDUFK�RQ�KHDOWKFDUH�LV�FRQFHUQHG��DLPLQJ�DW�EULQJ-

LQJ� WKH� UHVXOWV�RI �KHDOWK� UHVHDUFK� WR� WKH�EHQHÀW�RI �

European citizens in particular through benchmark-

LQJ�� FRPSDULVRQV� DQG� DQDO\VLV� RI � PRGHOV�� V\VWHPV�

and data. 

7KH�QHZ�ZHE�VLWH� LQFOXGHV� WKUHH� VXE�DUHDV�DV�FOLQL-

FDO� UHVHDUFK� LQWR� SUDFWLFH�� KHDOWK� V\VWHPV� UHVHDUFK�

DQG� KHDOWK� SURPRWLRQ� DQG� GLVHDVH� SUHYHQWLRQ�� 6HH��

KWWS���HF�HXURSD�HX�UHVHDUFK�KHDOWK�SXEOLF�KHDOWK�

LQGH[BHQ�KWPO

Fake medicines

$�QHZ�ODZ�WR�SUHYHQW�IDNH�PHGLFLQHV�IURP�HQWHULQJ�

WKH�OHJDO�VXSSO\�FKDLQ�ZDV�DSSURYHG�E\�WKH�(XURSHDQ�

3DUOLDPHQW�RQ����)HEUXDU\�������,QWHUQHW�VDOHV�ZLOO�EH�

European Year of 

Volunteering

7KH�(8�KDV�GHVLJQDWHG������DV�WKH�´(XURSHDQ�<HDU�

RI �9ROXQWHHULQJµ��

,Q�WKH�(XURSHDQ�8QLRQ��DOPRVW�����PLOOLRQ�FLWL]HQV�RI �

DOO�DJHV�LQYHVW�WKHLU�WLPH��WDOHQWV�DQG�PRQH\�WR�PDNH�

a positive contribution to their community by vol-

XQWHHULQJ� LQ� FLYLO� VRFLHW\� RUJDQLVDWLRQV�� \RXWK� FOXEV��

KRVSLWDOV�� VFKRROV�� LQ� VSRUW� FOXEV�� HWF��)RU� WKH�&RP-

PLVVLRQ��YROXQWHHULQJ�LV�DQ�DFWLYH�H[SUHVVLRQ�RI �FLYLF�

SDUWLFLSDWLRQ��ZKLFK� VWUHQJWKHQV� FRPPRQ�(XURSHDQ�

‘Optimising the delivery of 
health care to European 
citizens’

European Parliament ap-
proves new rules to protect 
patients better

FRYHUHG�E\�WKH�ODZ��ZKLFK�DOVR�LQWURGXFHV�QHZ�VDIHW\�

DQG�WUDFHDELOLW\�PHDVXUHV��DV�ZHOO�DV�VDQFWLRQV�DJDLQVW�

FRXQWHUIHLWHUV��7KLV�ODZ�VWLOO�QHHGV�WR�EH�IRUPDOO\�DS-

SURYHG�E\�WKH�&RXQFLO�RI �0LQLVWHUV�

´)DOVLÀHG�PHGLFLQHV� DUH� VLOHQW� NLOOHUV�� HLWKHU� EHFDXVH�

WKH\�DUH�GHYRLG�RI �HIIHFW�RU�EHFDXVH�WKH\�FRQWDLQ�WR[LF�

VXEVWDQFHV�WKDW�PD\�KDUP��RU�HYHQ�NLOO��WKRVH�ZKR�WDNH�

WKHP��7KH�DEVHQFH�RI �D�OHJDO�IUDPHZRUN�HQFRXUDJHV�

FRXQWHUIHLWLQJ��DQ�RUJDQL]HG�FULPH��:H�KDYH�EHHQ�ZLW-

QHVVLQJ�D�KXJH�JURZWK�RI �WKLV�FULPLQDO�DFWLYLW\��ZLWK�

DQ�LQFUHDVH�RI ������LQ�VHL]XUHV�RI �IDNH�GUXJV�VLQFH�

������3URWHFWLQJ�SDWLHQW�VDIHW\�LV�WKH�FRUH�DLP�RI �WKLV�

GLUHFWLYHµ��VDLG�0DULVD�0DWLDV��*8(�1*/��37���ZKR�

OHG�GLVFXVVLRQV�LQ�3DUOLDPHQW��+HU�UHSRUW�ZDV�DGRSWHG�

ZLWK�����YRWHV�LQ�IDYRXU�����DJDLQVW�DQG���DEVWHQWLRQV�

$Q�HVWLPDWHG�WKDW����RI �PHGLFLQDO�SURGXFWV�FXUUHQWO\�

sold to the European public through the legal supply 

FKDLQ�DUH�IDOVLÀHG�DQG�WKH�VKDUH�LV�JURZLQJ��,Q�RWKHU�

SDUWV�RI � WKH�ZRUOG��XS� WR�����RI � WKH�PHGLFLQHV�RQ�

VDOH�PD\�EH�IDNH��,Q�SDUWLFXODU��PRUH�DQG�PRUH�LQQRYD-

tive and life-saving drugs are counterfeit.

5HDG� PRUH�� KWWS���ZZZ�HXURSDUO�HXURSD�HX�QHZV�

SXEOLF�GHIDXOWBHQ�KWP

EU Health Programme: 

Work Plan 2011

7KH�(XURSHDQ�&RPPLVVLRQ�KDV�SXEOLVKHG�WKH�:RUN�3ODQ�IRU������IRU�

WKH�LPSOHPHQWDWLRQ�RI �LWV�VHFRQG�SURJUDPPH�RI �&RPPXQLW\�DFWLRQ�LQ�

WKH�ÀHOG�RI �KHDOWK��,W�VHWV�WKH�DQQXDO�SULRULWLHV�IRU�LPSOHPHQWDWLRQ�RI �

WKH�(8�+HDOWK�3URJUDPPH��

7KH�SXEOLFDWLRQ�RI �WKH�:RUN�3ODQ�LV�IROORZHG�E\�WKH�FDOOV�IRU�SURSRVDOV�

IRU� MRLQW�DFWLRQV��RSHUDWLQJ�JUDQWV��SURMHFWV�DQG�FRQIHUHQFHV��7KH�([-

HFXWLYH�$JHQF\�IRU�+HDOWK�DQG�&RQVXPHUV��($+&��SXEOLVKHV�FDOOV�IRU�

SURSRVDOV�IRU�SURMHFWV��RSHUDWLQJ�JUDQWV��FRQIHUHQFHV�DQG�MRLQW�DFWLRQV�

7KH������:RUN�3ODQ�JLYHV�PRUH�HPSKDVLV�DQG�UHVRXUFHV�WR�D�IRFXVHG�

FRRSHUDWLRQ�ZLWK�WKH�0HPEHU�6WDWHV��7KH�DPRXQW�RI ������������HXUR�

ZLOO�EH�GHGLFDWHG�WR�WKH�IXQGLQJ�RI �ÀYH�MRLQW�DFWLRQV�

,Q�FRPSDULVRQ�WR������WKH�WRWDO�LQGLFDWLYH�DPRXQW�DYDLODEOH�IRU�RSHUDW-

LQJ�JUDQWV�IRU�QRQ�JRYHUQPHQWDO�RUJDQLVDWLRQV�RU�VSHFLDOL]HG�QHWZRUNV�

DFWLYH�LQ�WKH�ÀHOG�RI �3XEOLF�+HDOWK�KDV�LQFUHDVHG�DQG�LV�����������HXUR�

7KH�LQGLFDWLYH�DPRXQW�IRU�WKH�FDOO�IRU�SURSRVDOV�IRU�SURMHFWV�LV��������

����HXUR��7KLV�FDOO�IRU�SURSRVDOV�LV�VHHNLQJ�IRU�YHU\�VSHFLÀF�SURMHFWV�LQ�

VHYHQ�GLIIHUHQW�DUHDV��ZKHUH�RQO\�RQH�SURMHFW�SHU�FDOO�ZLOO�EH�IXQGHG��

H[FHSWLRQ�ZLOO�EH�PDGH�IRU�WKH�UDUH�GLVHDVH�QHWZRUNV��)XQGV�ZLOO�DOVR�EH�

PDGH�DYDLODEOH�IRU�JUWDQWV�IRU�FRQIHUHQFHV����������HXUR��

7KH�GHDGOLQH�IRU�VXEPLVVLRQ�RI �SURSRVDOV�LV����0D\������

)RU�PRUH�LQIR��KWWS���HF�HXURSD�HX�KHDOWK�SURJUDPPH�SROLF\�LQGH[B
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values such as solidarity and social 

cohesion. 

9ROXQWHHULQJ� DOVR� SURYLGHV� LP-

SRUWDQW� OHDUQLQJ� RSSRUWXQLWLHV��

because involvement in voluntary 

DFWLYLWLHV� FDQ�SURYLGH�SHRSOH�ZLWK�

QHZ� VNLOOV� DQG� FRPSHWHQFHV� WKDW�

can even improve their employ-

ability. This is especially important 

at this time of  economic crisis. 

9ROXQWHHULQJ� SOD\V� DQ� LPSRUWDQW�

role in sectors as varied and diverse 

DV�HGXFDWLRQ��\RXWK��FXOWXUH��VSRUW��

HQYLURQPHQW�� KHDOWK�� VRFLDO� FDUH��

FRQVXPHU� SURWHFWLRQ�� KXPDQLWDU-

LDQ� DLG�� GHYHORSPHQW� SROLF\�� UH-

VHDUFK�� HTXDO� RSSRUWXQLWLHV� DQG�

H[WHUQDO�UHODWLRQV��

2EMHFWLYHV�RI �WKH�<HDU�

7KH�(8�ZLOO�XVH�WKH�<HDU�WR�ZRUN�

WRZDUGV�IRXU�PDLQ�REMHFWLYHV�

��7R�FUHDWH�DQ�HQDEOLQJ�DQG�IDFLOL-

tating environment for volunteer-

LQJ�LQ�WKH�(8���

�� 7R� HPSRZHU� YROXQWHHU� RUJDQL-

sations and improve the quality 

of  volunteering;

��7R�UHZDUG�DQG�UHFRJQLVH�YROXQ-

teering activities; and

��7R�UDLVH�DZDUHQHVV�RI �WKH�YDOXH�

and importance of  volunteering. 

(DFK� 0HPEHU� 6WDWH� KDV� EHHQ�

DVNHG�WR�GHVLJQDWH�D�1DWLRQDO�&R-

RUGLQDWLQJ� %RG\� �1&%�� WKDW� ZLOO�

EH� UHVSRQVLEOH� IRU� WKH� SODQQLQJ��

coordination and organisation of  

events and activities in its territory 

GXULQJ� WKH� (XURSHDQ� <HDU�� 7KH�

1DWLRQDO�&RRUGLQDWLQJ�ERGLHV�ZLOO�

DOVR� FRRUGLQDWH� ZLWK� &RPPXQLW\�

level activities and the overall plan-

QLQJ�RI �WKH�<HDU��

,I �\RX�DUH�LQWHUHVWHG�LQ�FDUU\LQJ�RXW�DQ�DFWLYLW\�LQ�WKH�IUDPHZRUN�RI �WKH�

(XURSHDQ�<HDU��SOHDVH�PDNH�VXUH�\RX� LQIRUP�WKH�1DWLRQDO�FRRUGLQDW-

LQJ� ERG\� IRU� \RXU� FRXQWU\�� �KWWS���HF�HXURSD�HX�FLWL]HQVKLS�DQQH[HV�

FLWL]HQVKLS�GRF����BHQ�KWP�




