
7KH� ODVW� IHZ� \HDUV� KDYH� ZLWQHVVHG� DQ� LPSRU�
WDQW�H[SDQVLRQ�RI�FROOHFWLRQ�DQG�SURFHVVLQJ�RI�
KXPDQ� ELRORJLFDO� VDPSOHV� DQG� RI� WKH� UHODWHG�
LQIRUPDWLRQ�GDWD��%LREDQNV�DUH�KXJH�UHSRVLWR�
ULHV�RI�KXPDQ�ELRORJLFDO�VSHFLPHQV�DQG�KDYH�D�
VWUDWHJLF�LPSRUWDQFH�IRU�JHQHWLF�UHVHDUFK��FOLQL�
FDO� FDUH� DQG� IXWXUH� WUHDWPHQWV�� 7KHUHIRUH�*H�
QH%DQ&� DLPV� WR� LQYHVWLJDWH� WKH� HWKLFDO�� OHJDO�
DQG� VRFLDO� LVVXHV� RI� WKUHH� W\SHV� RI� ELREDQNV��
FODVVLFDO� EDQNLQJ�� SRSXODWLRQ� EDQNLQJ� DQG�
IRUHQVLF�'1$�GDWDEDVHV���
3ULYDF\�DQG�FRQILGHQWLDOLW\�
7KH�ILUVW�REMHFWLYH�RI�WKH�UHVHDUFK�SURMHFW�LV�WR�
VWXG\� WKH� LVVXH� RI� SULYDF\� DQG� FRQILGHQWLDOLW\��
7KHUH�DUH�UHDVRQV�WR�EHOLHYH�WKDW�DQ�XQTXHVWL�
RQHG�WUDQVIHU�RI�WKH�WUDGLWLRQDO�FRQFHSW�RI�FRQ�
ILGHQWLDOLW\� WR� WKH� WKUHH� W\SHV� RI� ELREDQNLQJ�
GHVFULEHG� PD\� EH� SUREOHPDWLF�� DQG� WKDW� WKH�
FRQFHSW�QHHGV�WR�EH�UH�DQDO\VHG� LQ�WKHVH�QHZ�
FRQWH[WV���

/DZV�
7KH�VHFRQG�REMHFWLYH�LV�WR�LQYHVWLJDWH�WKH�H[LV�
WLQJ� UHJXODWRU\� IUDPHZRUN� RI� ELREDQNV� DFURVV�
WKH�(8�DQG�WR�IRFXV�RQ�WKH�FROOHFWLRQ�DQG�DQD�
O\VLV�RI�OHJLVODWLRQ�DQG�UHJXODWLRQ�UHJDUGLQJ�WKH�
HVWDEOLVKPHQW�� PDQDJHPHQW� DQG� IXQFWLRQLQJ�
RI�FODVVLFDO��SRSXODWLRQ�DQG�IRUHQVLF�ELREDQNV��
7KH� DQDO\VLV� RI� H[LVWLQJ� OHJLVODWLRQ� ZLOO� DOVR�
SURYLGH�VRPH�VXJJHVWLRQV�IRU�´EHVW�UXOHVµ��

'1$�DQG�FULPH�
�7KH�WKLUG�REMHFWLYH�LV�WR�LQYHVWLJDWH�WKH�HWKLFDO�
DQG� SROLF\� LVVXHV� UHODWHG� WR� IRUHQVLF� GDWDED�
VHV�� ,Q�D�SRVW������HUD� IRUHQVLF�JHQHWLF�GDWD�
EDVHV� �L�H�� IRU� WKH� SUHYHQWLRQ� RI� FULPH�� WHUUR�
ULVP�� JHQHUDWH�PDQ\�TXHVWLRQV� WKDW�KDYH�KDG�
QR�DWWHQWLRQ�XQWLO�QRZ�RQ�D�(XURSHDQ�OHYHO���
*RYHUQDQFH�
7KH�IRXUWK�REMHFWLYH�LV�WR�LQYHVWLJDWH�JRYHUQDQ�
FH� DVSHFWV� RI� ELREDQNV�� 7KH� REMHFWLYH� LV� WR�
VWXG\� WKH� VRFLDO�� HWKLFDO�� VFLHQWLILF�
WHFKQRORJLFDO�� DQG� SROLWLFDO�UHJXODWRU\� HPEHG�
GLQJ�RI�ELREDQNV��WR�KHOS�WKH�XQGHUVWDQGLQJ�RI�
WKH� HWKLFDO�� VRFLR�HFRQRPLF�� VFLHQWLILF�
WHFKQRORJLFDO� DQG� SROLWLFDO� LPSOLFDWLRQV� RI� ELR�
EDQN�GHYHORSPHQW�RQ� WKH� ORFDO�DQG� WKH�QDWLR�
QDO� OHYHO�� DQG� LQ� WKH� WUDQVQDWLRQDO� ILHOG� DQG�
WKHUHE\�WR�FRQWULEXWH�WR�D�EHWWHU�XQGHUVWDQGLQJ�
RI�ELREDQN�JRYHUQDQFH���

7KH� UHVXOWV�REWDL�
QHG� ZLWKLQ� WKH�
GLIIHUHQW� REMHFWL�
YHV� GHVFULEHG�
DERYH� ZLOO� EH� RI�
JUHDW� XVH� IRU� WKH�
GHYHORSPHQW� RI�
SROLF\� RULHQWHG�
UHFRPPHQGDWL �
RQV� FRQFHUQLQJ�
WKH� RUJDQLVDWLRQ�
DQG�PDQDJHPHQW�
RI� VPDOO� VFDOH�
ELREDQNV��SRSXOD�
WLRQ� GDWDEDQNV�
DQG�IRUHQVLF�'1$�
GDWDEDVHV�� $OVR��
ZH� DLP� WR� PDNH�
SURSRVDOV� LQ� RU�
GHU�WR�UHDFK�ZKH�
UH� DSSURSULDWH� D�
KDUPRQL]HG� UHJX�

ODWRU\�IUDPHZRUN�DFURVV�WKH�(XURSHDQ�8QLRQ���
*HQH%DQ&� LV� DQ� DFURQ\P� IRU�*HQHWLF� ELR� DQG�
GDWD%DQNLQJ��&RQILGHQWLDOLW\�DQG�SURWHFWLRQ�RI�
GDWD���7RZDUGV�D�(XURSHDQ�KDUPRQL]DWLRQ�DQG�
SROLF\�� ,W� LV� D� 6SHFLILF� 7DUJHWHG�5HVHDUFK� 3UR�
MHFW��675(3��IXQGHG�E\�WKH�(XURSHDQ�&RPPLV�
VLRQ� LQ� WKH� 6L[WK� )UDPHZRUN� 3URJUDPPH�� 7KH�
SURMHFW�QXPEHU�LV�)3�����������
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7KH�ILUVW�ZRUNSDFNDJH�LQ�WKH�*HQH%DQ&�LV�FRRU�
GLQDWHG�E\�-DQ�+HOJH�6ROEDNN��WKH�KHDG�RI�WKH�
6HFWLRQ�IRU�0HGLFDO�(WKLFV��60(��DW�WKH�8QLYHU�
VLW\�RI�2VOR��7KLV�ZRUNSDFNDJH�ZDQWV�WR�DQDO\VH�
WKH�FRQFHSW�RI�FRQILGHQWLDOLW\�LQ�UHODWLRQ�WR�WZR�
W\SHV�RI�ELREDQNV� �VPDOO� VFDOH�DQG�SRSXODWLRQ�
EDVHG��� WR� DQDO\]H� ZKDW� WKH� LPSOLFDWLRQV� RI�
FRQILGHQWLDOLW\� DUH� LQ� ELREDQNV� ZLWK� PXOWLSOH�
XVHV�� DQG� LQ� ELREDQNV� WKDW�KDYH� FKDQJHG�XVH�
VLQFH�WKHLU�HVWDEOLVKPHQW�� ,Q�DGGLWLRQ�� LW�ZDQWV�
WR�DQDO\]H�WKH�OLQNV�EHWZHHQ�FRQILGHQWLDOLW\�DQG�
D� PRUH� JHQHUDO� ULJKW� RQ� WKH� SDUW� RI� WLVVXH� RU�
'1$�GRQRUV�WR�FRQWURO�WKHLU�VDPSOH�RU�LQIRUPD�
WLRQ��H�J��DV�DQ�H[SUHVVLRQ�RI�WKHLU�ULJKW�WR�VHOI�
GHWHUPLQDWLRQ��DQG�WKH�OLQNV�EHWZHHQ�FRQILGHQ�
WLDOLW\� DQG�D�PRUH�JHQHUDO� ULJKW� RQ� WKH�SDUW� RI�
WLVVXH� RU� '1$� GRQRUV� WR� SULYDF\�� )LQDOO\�� LW�
ZDQWV�WR�DQDO\]H�WKH�PHDQLQJ�RI�FRQILGHQWLDOLW\�
LQ�UHODWLRQ�WR�GRQRUV�ZKR�DUH�GHDG�RU�XQWUDFHD�
EOH�� 7R� UHDOL]H� WKHVH� REMHFWLYHV�� WKLV� XQLW� ZLOO�
SHUIRUP�D�FRPSUHKHQVLYH�UHYLHZ�RI�WKH�OLWHUDWX�
UH� RQ� PHGLFDO� FRQILGHQWLDOLW\� ZLWK� D� VSHFLDO�
IRFXV� RQ� FRQILGHQWLDOLW\� LQ� UHVHDUFK� DQG� ZLWK�
UHJDUG�WR�GDWDEDVHV�DQG�ELREDQNV��7KLV�UHYLHZ�
DLPV� WR�SURYLGH�D� W\SRORJ\�RI� WKH� MXVWLILFDWLRQV�
RI� FRQILGHQWLDOLW\�� D� W\SRORJ\� RI� WKH� VFRSH� RI�

FRQILGHQWLDOLW\� DQG� D� W\SRORJ\� RI� SRVVLELOH� H[�
FHSWLRQV�WR�FRQILGHQWLDOLW\��$�TXDOLWDWLYH�VWXG\�LV�
DOVR�SODQQHG��7KH�UHVHDUFKHU�-DQ�5HLQHUW�.DUO�
VHQ�ZLOO�ZRUN� RQ� WKH�SURMHFW�� &XUUHQWO\� 60(� LV�
DOVR�LQYROYHG�LQ�DQRWKHU�LQWHUQDWLRQDO�UHVHDUFK�
SURMHFW� RQ� JHQHWLF� GDWD� DQG� ELREDQNLQJ� VSRQ�
VRUHG� E\� WKH� 1RUZHJLDQ� 5HVHDUFK� &RXQFLO��
�0DSSLQJ�WKH�ODQJXDJH�RI�KHDOWK�ELREDQNV�DQG�
KHDOWK�UHJLVWULHV���)URP�WUDGLWLRQQDO�ELREDQNLQJ�
WR� UHVHDUFK� ELREDQNLQJ��� 7KLV� SURMHFW� LV� SXU�
VXHG� LQ�SDUWQHUVKLS�ZLWK� WKH�1RUZHJLDQ�3XEOLF�
+HDOWK� ,QVWLWXWH� ZKLFK� LV� UHVSRQVLEOH� IRU� WKH�
ODUJHVW� 1RUZHJLDQ� ELREDQNV�� DQG� FRXQWV� SDUW�
QHUV�LQ�)UDQFH�DQG�3RUWXJDO���

Conf ident iality and privacy in biobanking 

Populat ion and small scale biobanks 

YDQWDJHV� RI� FODVVLFDO� ELREDQNV� �GLVHDVH� VSH�
FLILF� FDVH� FRQWURO� VWXGLHV�� YHUVXV� SRSXODWLRQ�
ELREDQNV��SURVSHFWLYH���WR�LQIRUP�VFLHQWLVWV�DQG�
SROLF\� PDNHUV� ZKHQ� PDNLQJ� GHFLVLRQV� DV� WR�
ZKHWKHU�WR�GHYHORS�IXWXUH�UHWURVSHFWLYH�YHUVXV�
SURVSHFWLYH� ELREDQNV�� DQG� WR� LPSURYH� JRYHUQ�
DQFH� DUUDQJHPHQWV� E\� EHWWHU� XQGHUVWDQGLQJ�
WKH� SUREOHPV� IDFHG� E\� H[LVWLQJ� ELREDQNV�� � ,Q�
WKH�*HQH%DQ&�SURMHFW�KLV�XQLW�ZLOO�XVH�TXDOLWD�
WLYH�DSSURDFK��´:H�ZLOO�FRQGXFW�LQWHUYLHZV�ZLWK�
WKH�VFLHQWLVWV�UHVSRQVLEOH�IRU�ODUJH�SURVSHFWLYH�
SRSXODWLRQ� ELREDQNV�� VPDOOHU� SURVSHFWLYH� FR�
KRUW� VWXGLHV� DQG� VPDOO� GLVHDVH� VSHFLILF� FDVH�
FRQWURO� UHJLVWHUV�� :H� ZLOO� H[DPLQH� SUDFWLFDO��
OHJDO�DQG�HWKLFDO�FRQVLGHUDWLRQV�LQ�HVWDEOLVKLQJ�
DQG� PDLQWDLQLQJ� WKH� ELREDQN� DQG�RU� UHJLVWHU��
9DULRXV� TXHVWLRQV� ZLOO� EH� DGGUHVVHG�� DV� IRU�
H[DPSOH� +RZ� DUH� VXEMHFWV� EHLQJ� UHFUXLWHG"��
+RZ� LV� LQIRUPHG� FRQVHQW� EHLQJ� VRXJKW"�� +RZ�
KDYH� WKH� IXWXUH�XVHV� RI� WKH�ELREDQN�EHHQ�GH�
ILQHG"�� +RZ� LV� FRQILGHQWLDOLW\� EHLQJ� PDLQ�
WDLQHG"��:KDW�PHDVXUHV�DUH� LQ� SODFH� IRU� GDWD�
SURWHFWLRQ"��:KR�KDV�DFFHVV�WR�WKH�GDWDEDVH"��
+RZ�KDYH� LQWHOOHFWXDO�SURSHUW\� ULJKWV�EHHQ�DG�
GUHVVHG"� 7KH� UHVHDUFKHU� 0DUFXV� *ULIILQ� ZLOO�
FDUU\�RXW�WKH�LQWHUYLHZV�DQG�WKH�GDWD�DQDO\VLV��

'DUUHQ�6KLFNOH� LV�SURIHVVRU�RI�3XEOLF�+HDOWK�DW�
WKH� ,QVWLWXWH� RI� +HDOWK� 6FLHQFHV� DQG� 3XEOLF�
+HDOWK�5HVHDUFK� �8QLYHUVLW\� RI� /HHGV���+H�KDV�
SUHYLRXVO\�FRQGXFWHG�FRQVXOWDWLRQV�IRU�8.�%LR�
EDQN� ZLWK� ERWK� WKH� JHQHUDO� SXEOLF� DQG� KHDOWK�
SURIHVVLRQDOV��+H�LV�DOVR�D�PHPEHU�RI�WKH�([H�
FXWLYH� &RPPLWWHH� IRU� WKH� )RVVH� :D\� &RKRUW��
ZKLFK� LV� WKH� ODUJHVW�RI� WKH�5HJLRQDO�&ROOHFWLRQ�
&HQWUHV�IRU�8.�%LR%DQN��+H�LV�DOVR�PHPEHU�RI�
WKH� $LUZDYH� +HDOWK� 0RQLWRULQJ� (WKLFDO� *RYHU�
QDQFH� &RPPLWWHH�� 7KH�PDLQ� REMHFWLYHV� RI� KLV�
XQLW�DUH� WR� WR�GHVFULEH� WKH�SUDFWLFDO�� OHJDO�DQG�
HWKLFDO� LVVXHV� IDFHG� E\� SRSXODWLRQV� DQG� VPDOO�
VFDOH� ELREDQNV� DQG�KRZ� WKHVH� KDYH� EHHQ� DG�
GUHVVHG��WR�H[DPLQH�WKH�DGYDQWDJH�DQG�GLVDG�
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:RUNSDFNDJH���LV�GLYLGHG�LQWR�WZR�SDUWV��VLQFH�
LW� ZLOO� VWXG\� WKH� OHJDO� IUDPHZRUN� RI� FODVVLFDO��
SRSXODWLRQ� DQG� IRUHQVLF� ELR�EDQNV� LQ� DOO� (8�
PHPEHU�VWDWHV�DV�ZHOO�DV�RQ�LQWHUQDWLRQDO�DQG�
(XURSHDQ�OHYHO��ZKLFK�PDNHV�LW�WRR�H[WHQVLYH�WR�
EH�KDQGOHG�E\�RQH�WHDP��7KH�%XGDSHVW�WHDP�LV�
OHG�E\�-XGLW�6iQGRU��SURIHVVRU�RI�ODZ�DQG�SROLWL�
FDO� VFLHQFH�� DQG� GLUHFWRU� RI� WKH� &HQWUH� IRU�
(WKLFV� DQG� /DZ� LQ� %LRPHGFLQH� �&(/$%�� DW� WKH�
&HQWUDO� (XURSHDQ� 8QLYHUVLW\� LQ� %XGDSHVW�� 6KH�
ZLOO�EH�FDUU\LQJ�RXW� WKH� UHVHDUFK� WRJHWKHU�ZLWK�
3HWUD� %iUG�� 7KH� /HXYHQ� WHDP� LV� WKH� WHDP� RI�
+HUPDQ�1\V�� SURIHVVRU� RI�0HGLFDO� /DZ� DW� WKH�
&DWKROLF�8QLYHUVLW\� /HXYHQ�DQG�'LUHFWRU� RI� WKH�
&HQWUH� IRU� %LRPHGLFDO� (WKLFV� DQG� /DZ�� +H�ZLOO�
EH�ZRUNLQJ�RQ�WKLV�SURMHFW�ZLWK�*HUDOGLQH�)REH�
OHWV��
7KH� ZRUNSDFNDJH� DLPV� WR� VWXG\� WKH� H[LVWLQJ�
UHJXODWRU\� IUDPHZRUN� RI� WKH� HVWDEOLVKPHQW��
PDQDJHPHQW� DQG� IXQFWLRQLQJ� RI� FODVVLFDO�� SR�
SXODWLRQ�DQG�IRUHQVLF�ELR�EDQNV�DFURVV�WKH�(8��
7KLV�FRQWDLQV� LVVXHV� OLNH�QRWLILFDWLRQ�� LQIRUPHG�
FRQVHQW��SULYDF\��FRQILGHQWLDOLW\��IXQGLQJ��ILQDQ�
FLDO� JDLQ�� VXSHUYLVLRQ�� UHOHDVH� RI� WLVVXH� VDP�
SOHV�DQG�ZLWKGUDZDO�RI�FRQVHQW��7KH�FRXQWULHV�
WKH� %XGDSHVW� WHDP� ZLOO� IRFXV� RQ� DUH� &\SUXV��
&]HFK� 5HSXEOLF�� (VWRQLD�� *UHHFH�� +XQJDU\��
,WDO\�� /DWYLD�� /LWKXDQLD�� 0DOWD�� 3RODQG�� 6ORYDN�
5HSXEOLF�� 6ORYHQLD� DQG� 5RPDQLD�� 7KH� /HXYHQ�
WHDP�ZLOO�DQDO\]H�WKH�ODZV�RI�$XVWULD��%HOJLXP��
%XOJDULD�� 'HQPDUN�� )LQODQG�� )UDQFH�� *HUPDQ\��
,UHODQG�� /X[HPERXUJ�� 1HWKHUODQGV�� 3RUWXJDO��
6SDLQ��6ZHGHQ�DQG�8QLWHG�.LQJGRP��
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7R� WKDW� H[�
WHQW� ERWK�
WHDPV� ZLOO�
FROOHFW� DQG�
D Q D O \ ] H�
OHJLVODW LRQ�
DQG�UHJXODWL�
RQV� LQ� IRUFH�
LQ� WKHVH�
P H P E H U�
VWDWHV�� /H�
J L V O D W L R Q�
DQG�UHJXODWL�
RQV� ZLOO� EH�
F R O O H F W H G�
WKURXJK� D�
OLWHUDWXUH� VWXG\� DQG� D� VHDUFK� RQ� WKH� ZHE� RQ�
RQH� KDQG� DQG� WKURXJK� �� TXHVWLRQQDLUHV� �RQH�
IRU�SRSXODWLRQ�DQG�FODVVLFDO�ELREDQNV��DQG�RQH�
IRU� IRUHQVLF� ELREDQNV�� WKDW�ZLOO� EH� VHQW� WR� WZR�
ORFDO�FRQWDFW�SHUVRQV�SHU�PHPEHU�VWDWH�RQ�WKH�
RWKHU� KDQG�� $IWHUZDUGV� VLPLODULWLHV� DQG� GLIIH�
UHQFHV� LQ� WKH� UHJXODWRU\� IUDPHZRUNV� ZLOO� EH�
GHVFULEHG��%\�FRPSDULQJ�WKHVH�VLPLODULWLHV�DQG�
GLIIHUHQFHV�� WKH\� ZLOO� EH� DEOH� WR� ORRN� IRU� WKH�
´EHVW�UXOHVµ��,Q�WKH�HQG��SURSRVDOV�ZLOO�EH�PDGH�
LQ�RUGHU�WR�UHDFK��ZKHUH�DSSURSULDWH��D�KDUPR�
QL]HG�UHJXODWRU\�IUDPHZRUN�DFURVV�WKH�(8��
7KLV�KDUPRQL]DWLRQ�LV�FUXFLDO��VLQFH�WKH�ODZ�WKDW�
UHJXODWHV� ELR�EDQNV� GLIIHUV� LQ� HDFK� RI� WKH� (8�
PHPEHU�VWDWHV��)RU� WKDW� UHDVRQ� LW� LV�YHU\�GLIIL�
FXOW�IRU�UHVHDUFKHUV�WR�FRRSHUDWH��1HYHUWKHOHVV�
LW� LV� LQGLVSHQVDEOH� WKDW� WKH\� FDQ� FRRSHUDWH� LQ�
WKLV� YHU\� LPSRUWDQW� EXW� H[SHQVLYH� EUDQFK� RI�
UHVHDUFK�� ZKLFK� QHHGV� WR� EH� FDUULHG� RXW� RQ� D�
ODUJH�VFDOH�DQG�LV�DOUHDG\�FDUULHG�RXW�HYHU\ZKH�
UH� LQ�(XURSH�� ,Q�DGGLWLRQ��RQ� LQWHUQDWLRQDO�DQG�
(XURSHDQ� OHYHO�� DV� ZHOO� DV� LQ� PRVW� PHPEHU�
VWDWHV� WKHUH� LV�QR�%LR�EDQN�$FW��6R��HYHQ�RQ�D�
QDWLRQDO�OHYHO��WKHUH�LV�D�ODUJH�DPRXQW�RI�GLYHU�
VH� OHJLVODWLRQ�WKDW� LV�DOO�SDUWO\�UHOHYDQW��2Q�WRS�
RI� WKDW� VHYHUDO� WRSLFV� VWD\� XQUHJXODWHG� LQ� FHU�
WDLQ�FRXQWULHV��$V�D�FRQVHTXHQFH�LW�LV�YHU\�GLIIL�
FXOW�IRU�SUDFWLWLRQHUV�WR�NQRZ�ZKLFK�UXOHV�QHHG�
WR�EH� IROORZHG�DQG� WKHUH�DUH�D� ORW�RI� LQWHUHVWV�
WKDW� DUHQ·W� ZHOO� SURWHFWHG�� OLNH� WKH� SULYDF\� RI�

7HDP�/HXYHQ�� 7HDP�%XGDSHVW��
$XVWULD�� 1HWKHUODQGV�� &\SUXV�� /LWKXDQLD��
%HOJLXP�� /X[HPERXUJ�� &]HFK�5HSXEOLF�� 0DOWD��
'HQPDUN�� 3RUWXJDO�� (VWRQLD�� 3RODQG��
)LQODQG�� 6SDLQ�� *UHHFH�� 6ORYDN�5HSXEOLF��
)UDQFH�� 6ZHGHQ�� +XQJDU\�� 6ORYHQLD��
*HUPDQ\�� 8QLWHG�.LQJGRP�� ,WDO\�� 5RPDQLD��
,UHODQG�� %XOJDULD�� /DWYLD�� �



7KH�FHQWUDO�IRFXV�RI�ZRUNSDFNJH���DUH�WKH�HWKL�
FDO�DQG�SROLF\�LVVXHV�UHODWHG�WR�WKH�IRUHQVLF�XVH�
RI�'1$�DQDO\VLV��7KH�LQWURGXFWLRQ�RI�'1$�DQDO\�
VLV�IRU�LGHQWLILFDWLRQ�SXUSRVHV�KDV�EHHQ�FRQVL�
GHUHG�WKH�PRVW�LPSRUWDQW�EUHDNWKURXJK�LQ�IR�
UHQVLF�VFLHQFH�VLQFH�WKH�LQWURGXFWLRQ�RI�ILQJHU�
SULQW�LGHQWLILFDWLRQ���7KH�HIILFLHQF\�RI�WKLV�W\SH�
RI�LGHQWLILFDWLRQ�ZDV�LQFUHDVHG�ZLWK�WKH�HVWD�
EOLVKPHQW�RI�GDWDEDVHV�FRQWDLQLQJ�ERWK�VDP�
SOHV�DQG�SURILOHV���$W�WKH�VDPH�WLPH��KRZHYHU��
VRPH�FRQFHUQV�KDYH�EHHQ�H[SUHVVHG���)ROOR�
ZLQJ�WKH�OHDG�RI�WKH�8.��PRVW�(8�0HPEHU�6WD�
WHV�KDYH�PDGH�LW�SRVVLEOH�WR�LQFOXGH�PRUH�DQG�
PRUH�FDWHJRULHV�RI�SHRSOH�LQ�WKHVH�GDWDEDVHV�
DQG�VRPH�SURSRQHQWV�KDYH�HYHQ�UHFRPPHQ�
GHG�WKH�FUHDWLRQ�RI�SRSXODWLRQ�ZLGH�IRUHQVLF�
'1$�GDWDEDVHV��&ULWLFV�VD\�WKDW�WKHVH�PHDVX�
UHV�FRXOG�SRVVLEO\�OHDG�WR�D�YLRODWLRQ�RI�VRPH�
LPSRUWDQW�LQGLYLGXDO�ULJKWV�VXFK�DV�WKH�ULJKW�WR�
SULYDF\��WKH�ULJKW�WR�OLEHUW\��WKH�ULJKW�RI�PRUDO�
DQG�SK\VLFDO�LQWHJULW\��WKH�ULJKW�WR�KHDOWK��WKH�
GLJQLW\�RI�SHUVRQV�DQG�WKH�SUHVXPSWLRQ�RI�LQQR�
FHQFH��,Q�RUGHU�WR�GHWHUPLQH�ZKDW�LV�DFWXDOO\�DW�
VWDNH�LQ�WKLV�GHEDWH��WKLV�ZRUNSDFNDJH�ZLOO�
VWDUW�ZLWK�JLYLQJ�DQ�RYHUYLHZ�RI�WKH�H[LVWLQJ�
IRUHQVLF�'1$�GDWDEDVHV�LQ�WKH�(8��6HFRQGO\��LW�
ZLOO�DQDO\]H�LI�JHQHWLF�ILQJHUSULQWLQJ��HWKLFDOO\�

VSHDNLQJ��VKRXOG�EH�FRQVLGHUHG�GLIIHUHQW�WKDQ�
RWKHU�IRUHQVLF�WHFKQLTXHV��L�H��JHQHWLF�H[FHSWLR�
QDOLVP��DQG�KRZ�VKRXOG�LQGLYLGXDO�ULJKWV�
VKRXOG�EH�EDODQFHG�DJDLQVW�WKH�ULJKW�RI�VHOI�
GHIHQFH�RI�D�VWDWH"��)LQDOO\��WKLV�ZRUNSDFNDJH�
ZLOO�DQDO\]H�WKH�LQFOXVLRQ�DQG�H[FOXVLRQ�FULWHULD�
RI�'1$�SURILOHV�ZKLFK�DUH�FXUUHQWO\�XVHG�IRU�
IRUHQVLF�'1$�GDWDEDVHV�LQ�WKH�(8�DQG�ZLOO�IRU�
PXODWH�UHFRPPHQGDWLRQV�FRQFHUQLQJ�WKHVH��
.ULV�'LHULFN[��.�8�/HXYHQ��ZLOO�EH�DVVLVWHG�E\�
UHVHDUFKHU�1DWKDQ�9DQ�&DPS�LQ�FDUU\LQJ�RXW�
WKLV�UHVHDUFK��

Forensic databases 

Governance 

RQ� ZKLFK� WKLV� ZRUNSDFNDJH� ZLOO� EXLOG� XS� LWV�
IXUWKHU� UHVHDUFK� DFWLYLWLHV�� 2Q� WKLV� EDVLV� WKLV�
XQLW� ZLOO� FRQGXFW� ILHOG� UHVHDUFK�ZLWKLQ� ILYH� GLI�
IHUHQW� ELREDQN� SURMHFWV�� 7KHVH� FDVH�� VWXGLHV�
DUH� VHOHFWHG� LQ� RUGHU� WR� JLYH� DQ� LQVLJKW�� ERWK�
LQWR�VPDOO�VFDOH�DQG�SRSXODWLRQ�ELREDQNV�ZKLFK�
GHDO�ZLWK�GLIIHUHQW�NLQGV�RI�KXPDQ�VSHFLPHQV��
´:H�DGRSW�D�TXDOLWDWLYH�DSSURDFK��LQ�ZKLFK�ZH�
ZLOO� FRQGXFW�D�VHULHV�RI� VHPL��VWUXFWXUHG� LQWHU�
YLHZV�ZLWK�PDMRU� VWDNHKROGHUV�RI� WKH�GLIIHUHQW�
FDVHV�µ� 7KH� UHVHDUFKHU� *HRUJ� /DX�� ZLOO� ZRUN�
RQ� WKDW� SURMHFW�� 7KH� FKDOOHQJH� ZLOO� EH� WR� JLYH�
VXPPDU\� RI� D� KLJKO\� GLVSHUVHG� DQG� QRQ�� XQL�
IRUP�DUUD\�RI�H[SHULHQFH��NQRZOHGJH�DQG�TXHV�
WLRQV�FRQFHUQLQJ�´JRRG�ELREDQN�JRYHUQDQFHµ����

7KH�ILIWK�ZRUNSDFNDJH�LQ�WKH�*HQH%DQ&�LV�FRRU�
GLQDWHG� E\� +HUEHUW� *RWWZHLV� SURIHVVRU� DW� WKH�
GHSDUWPHQW� RI� 3ROLWLFDO� 6FLHQFH� DQG� KHDG� RI�
WKH� /LIH� 6FLHQFH� *RYHUQDQFH� 5HVHDUFK� 3ODW�
IRUP��/�6�*��DW� WKH�8QLYHUVLW\�RI�9LHQQD��*HRUJ�
/DX��FROODERUDWHV�ZLWK�+HUEHUW�*RWWZHLV�LQ�WKLV�
ZRUNSDFNDJH�� %DVHG� RQ� FDUHIXO� HPSLULFDO� H[�
DPLQDWLRQ� RI� VHOHFWHG� ELREDQN� SURMHFWV� LQ� D�
QXPEHU� RI� FRXQWULHV� DQG�RQ� WKH� WUDQVQDWLRQDO�
OHYHO�� WKLV� ZRUNSDFNDJH� ZLOO� LGHQWLI\� VSHFLILF�
VRFLR��FXOWXUDO�DQG�HFRQRPLF�FKDOOHQJHV�IRU�WKH�
FUDIWLQJ� RI� ELREDQN� JRYHUQDQFH� VWUDWHJ\� DQG�
GHYHORSPHQW��,W�ZLOO�DQDO\VH�KRZ�ELREDQN�EXLOG�
LQJ� LV� D� FRPSOLFDWHG�� PXOWL�� IDFHWWHG� SURFHVV�
WKDW� QHHGV� WR� EH� HPEHGGHG� FDUHIXOO\� LQWR�
KLJKO\�FRPSOH[��VRFLR��HFRQRPLF��HWKLFDO��VFLHQ�
WLILF�� WHFKQRORJLFDO�� DQG� SROLWLFDO�� UHJXODWRU\�
FRQWH[WV� DQG� GHSHQGV� RQ� WKH� LQWHUSOD\� RI� D�
QXPEHU� RI� GLIIHUHQW�� LQWHUUHODWHG� SDUDPHWHUV��
7KH�UHVHDUFK�ZLOO�KHOS�WR�XQGHUVWDQG�WKH�LQWHU�
SOD\� RI� WKHVH� SDUDPHWHUV� DQG� VKDOO� OHDG� WR�
ZDUGV� D� EHWWHU� XQGHUVWDQGLQJ� RI� WKH� SRWHQWLDO�
SDUDPHWHUV� RI� VXFFHVV�DQG� IDLOXUH� RI� FRQWHP�
SRUDU\�ELREDQN�SURMHFWV��$Q� LQ�GHSWK� UHYLHZ�RI�
WKH�H[LVWLQJ�VRFLDO�VFLHQFH��QDWXUDO�VFLHQFH��DV�
ZHOO�DV�SKLORVRSKLFDO� OLWHUDWXUH� LQ� WKH� ILHOG�ZLOO�
EXLOG�D�EURDG�LQIRUPDWLRQ�DQG�NQRZOHGJH�EDVH��
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“This 

workpackage 

will analyze 

the inclusion 

and exclusion 

criteria of DNA 

profiles which 

are currently 

used for 

forensic DNA 

databases” 

“The research 

will help will 

lead towards 

a better 

understanding 

of the potential 

parameters of 

success and 

failure of 

contemporary 

biobank 

projects.” 
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0DUFXV�*ULIILQ��8QLYHUVLW\�RI�/HHGV��
WKH�SUDFWLFDO��OHJDO�DQG�HWKLFDO�
LVVXHV�IDFHG�E\�SRSXODWLRQV�DQG�
VPDOO�VFDOH�ELREDQNV��

3DVFDO� %RUU\� LV� SRVWGRFWRUDO� UH�
VHDUFKHU�DQG�UHVSRQVLEOH�IRU�ZRUN�
SDFNDJH���7KH�REMHFWLYH�RI�WKLV�:3�
LV�WR�HQKDQFH�LQWHUQDO�DQG�H[WHUQDO�
FRPPXQLFDWLRQ�� 7RJHWKHU� ZLWK� DOO�
SDUWQHUV� 3DVFDO� %RUU\� LV� UHVSRQVL�
EOH�IRU�WKH�QHZVOHWWHU��WKH�ZHEVLWH��
WKH� RUJDQL]DWLRQ� RI� WKUHH� ZRUN�
VKRSV��D�VWDNHKROGHU�FRQIHUHQFH��D�
ILQDO� FRQIHUHQFH� DQG� DQ� HGLWHG�
ERRN��

*HUDOGLQH� )REHOHWV� LQYHVWLJDWHV�
WKH� UHJXODWRU\� IUDPHZRUN� RI� ELR�
EDQNV���.�8��/HXYHQ���

*HRUJ� /DX � LQYHVWLJDWHV� WKH�
JRYHUQDQFH� DVSHFWV� RI� ELREDQNV��
�8QLYHUVLW\�RI�$XVWULD���

$�6FLHQWLILF�$GYLVRU\�%RDUG�KDV�EHHQ�LQVWDOOHG�WR�SURYLGH�IHHGEDFN�WR�WKH�UHVHDUFK�
SURMHFW��-HDQ�-DFTXHV�&DVVLPDQ��$QQH�&DPERQ�7KRPVHQ��$ODVWDLU�.HQW��&RULQQD�3RUWH�
UL�DQG�'DYLG�6KHSSDUG�DUH�RQ�WKH�SLFWXUH��-RVHSK�6HOOLQJ��'RORUHV�,EDUHWWD�DQG�+HQN�
WHQ�+DYH�DUH�DOVR�PHPEHUV��EXW�DUH�QRW�RQ�WKH�SLFWXUH��

-DQ�5HLQHUW�.DUOVHQ�VWXGLHV�WKH�
FRQFHSWV�RI�FRQILGHQWLDOLW\�DQG�SUL�
YDF\�LQ�WKH�FRQWH[W�RI�ELREDQNV
�8QLYHUVLW\�RI�2VOR��� 

1DWKDQ�9DQ�&DPS�VWXGLHV� WKH�HWKL�
FDO�DQG�SROLF\� LVVXHV� UHODWHG� WR� WKH�
IRUHQVLF�XVH�RI�'1$�DQDO\VLV��

3HWUD�%iUG�LQYHVWLJDWHV�WKH�UHJXOD�
WRU\�IUDPHZRUN�RI�ELREDQNV��
�&HQWUDO�(XURSHDQ�8QLYHUVLW\��



LQVWLWXWHV�ZKR�KDYH�DOUHDG\�JDWKHUHG�H[SHU�
WLVH�LQ�WKLV�GRPDLQ��WKH�'HSDUWPHQW�RI�3ROLWL�
FDO� 6FLHQFH� DW� WKH� 8QLYHUVLW\� RI� 9LHQQD�
�$XVWULD��� WKH� 6HFWLRQ� IRU� 0HGLFDO� (WKLFV� DW�
WKH� 8QLYHUVLW\� RI� 2VOR� �1RUZD\��� WKH� &HQWUH�
IRU� (WKLFV� DQG� /DZ� LQ� %LRPHGLFLQH� DW� WKH�
&HQWUDO�(XURSHDQ�8QLYHUVLW\��%XGDSHVW���WKH�
,QVWLWXWH�RI�+HDOWK�6FLHQFHV�DQG�3XEOLF�+HDO�
WK� 5HVHDUFK� DW� WKH� 8QLYHUVLW\� RI� /HHGV�
�8QLWHG� .LQJGRP��� %XW� ZH� KRSH� WR�PDNH� D�
EULGJH�WR�PDQ\�RWKHU�H[LVWLQJ�UHVHDUFK�LQVLWL�
WXWHV�DQG�UHVHDUFK�SURMHFWV�ZRUNLQJ�RQ�ELR�
EDQNLQJ�µ�
7KH� QH[W� LQWHUQDO� PHHWLQJ� RI� *HQH%DQF� LV�
SODQQHG� LQ� 3DULV� RQ� ���� 6HSWHPEHU� ������
.ULV� 'LHULFN[�� ´,Q� ����� ZH� SODQ� DOUHDG\� D�
VWDNHKROGHU� FRQIHUHQFH�RQ� WKH� WRSLF� RI� WKH�
SURMHFW�� ,Q������ WKHUH�ZLOO� EH�D�FRQIHUHQFH�
OLQNHG� WR� WKLV�SURMHFW�� ,�VXJJHVW�HYHU\RQH� WR�
UHDG� UHJXODUO\� WKH� SURMHFW� XSGDWHV� RQ� WKH�
ZHEVLWH� DQG� LQ� WKLV� QHZVOHWWHU�� 2QO\� RQH�
DGGUHVV��ZZZ�JHQHEDQF�HXµ�

2Q� ����'HFHPEHU� ����� WKH�5HVHDUFK� 3UR�
MHFW�*HQH%DQ&�ZDV�VXFFHVVIXOO\�ODXQFKHG�LQ�
/HXYHQ� ZLWK� DQ� HQFRXUDJLQJ� VXSSRUW� IURP�
WKH�(8�3URMHFW�2IILFHU�0DU\�)LWJHUDOG��*HQH�
%DQ&� LV� WKH� DFURQ\P� IRU� WKH� UHVHDUFK� SUR�
MHFW�*HQHWLF�ELR�DQG�GDWD%DQNLQJ��&RQILGHQ�
WLDOLW\� DQG� SURWHFWLRQ� RI� GDWD�� � 7RZDUGV� D�
(XURSHDQ� KDUPRQLVDWLRQ� DQG� SROLF\�� *HQH�
EDQF� LV� D� 6SHFLILF� 7DUJHWHG� 5HVHDUFK� 3UR�
MHFW� �675(3�� IXQGHG�E\� WKH�(XURSHDQ�&RP�
PLVVLRQ�LQ�WKH�6L[WK�)UDPHZRUN�3URJUDPPH�
DQG�ILWV�LQ�WKH�GHVLUHG�REMHFWLYHV�RI�WKH�6FL�
HQFH� DQG� 6RFLHW\� :RUN� 3URJUDPPH� �����
�������
7KH�FRRUGLQDWRU�RI�WKH�SURMHFW�LV�SURIHVVRU�RI�
PHGLFDO� HWKLFV� .ULV� 'LHULFN[�� ZKR� ZRUNV� DW�
WKH� &DWKROLF� 8QLYHUVLW\� RI� /HXYHQ�� ´2XU� UH�
VHDUFK�SURMHFW� DLPV� WR� LQYHVWLJDWH� WKH� HWKL�
FDO��OHJDO�DQG�VRFLDO�LVVXHV�RI�WKUHH�W\SHV�RI�
ELREDQNV�� FODVVLFDO� EDQNLQJ�� SRSXODWLRQ�
EDQNLQJ� DQG� IRUHQVLF� '1$� GDWDEDVHV�� 7KH�
UHIRUH� RXU� LQVWLWXWH� �&HQWUH� IRU� %LRPHGLFDO�
(WKLFV�DQG�/DZ��ZRUNV�WRJHWKHU�ZLWK�YDULRXV�

GeneBanC  

aims to investigate  

the ethical, legal and social 
issues of three types  

of biobanks: classical ban-
king, population banking and 

forensic DNA databases.  

&RRUGLQDWRU�
.ULV�'LHULFN[�
&HQWUH�IRU�%LRPHGLFDO�(WKLFV�DQG�
/DZ�
.�8��/HXYHQ�
.DSXFLMQHQYRHU������
%R[������
%(������/HXYHQ�
%HOJLXP�

3KRQH���������������������
)D[��������������������
.ULV�'LHULFN[#PHG�NXOHXYHQ�EH�

7KH� ODVW� IHZ� \HDUV� KDYH� ZLWQHVVHG� DQ� LPSRUWDQW�
H[SDQVLRQ� RI� FROOHFWLRQ� DQG� SURFHVVLQJ� RI� KXPDQ�
ELRORJLFDO� VDPSOHV� DQG� RI� WKH� UHODWHG� LQIRUPDWLRQ�
GDWD�� %LREDQNV� DUH� KXJH� UHSRVLWRULHV� RI� KXPDQ�
ELRORJLFDO� VSHFLPHQV� DQG� KDYH� D� VWUDWHJLF� LPSRU�
WDQFH�IRU�JHQHWLF�UHVHDUFK��FOLQLFDO�FDUH�DQG�IXWXUH�
WUHDWPHQWV�� *HQHEDQF� LV� D� 6SHFLILF� 7DUJHWHG� 5H�
VHDUFK� 3URMHFW� �675(3�� IXQGHG� E\� WKH� (XURSHDQ�
&RPPLVVLRQ� LQ� WKH� 6L[WK� )UDPHZRUN� 3URJUDPPH��
7KLV� UHVHDUFK�SURMHFW�DLPV� WR� LQYHVWLJDWH� WKH�HWKL�
FDO�� OHJDO� DQG� VRFLDO� LVVXHV� RI� WKUHH� W\SHV� RI� ELR�
EDQNV�� FODVVLFDO� EDQNLQJ�� SRSXODWLRQ� EDQNLQJ� DQG�
IRUHQVLF�'1$�GDWDEDVHV��

Kick-of f  meeting GeneBanC in Leuven 

ZZZ�JHQHEDQF�HX�


