
'HDU�*HQH%DQ&�IULHQGV�
$�ZDUP�ZHOFRPH� WR� WKH� ILUVW�*HQH%DQ&�QHZV�
OHWWHU� RI� ������ � *HQH%DQ&� LV� JDWKHULQJ� PR�
PHQWXP�DV�WKH�ILUVW�VHULHV�RI�SDSHUV�KDV�EHHQ�
SXEOLVKHG� DV� D� UHVXOW� RI� UHVHDUFK� GXULQJ� WKH�
ILUVW�\HDU�RI�RXU�SURMHFW���7KH�SDUWQHUV�RI�*HQH�
%DQ&�KDYH�DOVR�EHHQ�YHU\�DFWLYH�LQ�SUHVHQWLQJ�
WKHLU� UHVXOWV� DW� LQWHUQDWLRQDO� FRQIHUHQFHV�� � $V�
*HQH%DQ&� LV� D� PXOWLGLVFLSOLQDU\� SURMHFW� WKH�
ILUVW� IUXLWV� RI� RXU� SURMHFW� FRYHU� GLIIHUHQW� GR�
PDLQV� WKDW� WRXFK� WKH� UHDOLW\�JHQHWLF�ELREDQNV��
SXEOLF� KHDOWK�� JRYHUQDQFH�� ODZ� DQG� PHGLFDO�
HWKLFV��7KLV�QHZVOHWWHU�DQG�WKH�*HQH%DQ&�ZHE�
VLWH�SURYLGH�IXOO�GHWDLOV�RI�WKHVH�DFWLYLWLHV��
)RU� �����*HQH%DQ&�ZLOO� EH� DFWLYH�ZLWK� VRPH�
ZRUNVKRSV�RQ�WKH�GLIIHUHQW�VRFLHWDO�DVSHFWV�RI�
JHQHWLF� ELREDQNLQJ�� $Q� LPSRUWDQW� VWHS� LQ� RXU�
SURMHFW�WKLV�\HDU�LV�WKH�RUJDQLVDWLRQ�RI�D�6WDNH�
KROGHUV·� &RQIHUHQFH� LQ�%UXVVHOV� LQ�1RYHPEHU��
ZKHUH� ZH� ZDQW� WR� EULQJ� WRJHWKHU� LQGLYLGXDOV�
DQG� RUJDQLVDWLRQV� WR� GLVFXVV� LVVXHV� RI� ELR�
EDQNLQJ� LQ� DQ� RSHQ� DQG� IDLU� PDQQHU�� � 7KLV�
SURFHVV� RI� VWDNHKROGHU� HQJDJHPHQW� ZLOO� EH�
SDUWLFXODUO\� LPSRUWDQW� LQ� WKH� VHFRQG� VWDJH� RI�
*HQH%DQ&� LQ� RUGHU� WR� FRQIURQW� RXU� UHVHDUFK�
ILQGLQJV� ZLWK� WKH� RSLQLRQV� RI� WKH�PDQ\� VWDNH�
KROGHUV�DQG�VHH�KRZ�WKH�FDQ�VHUYH�DV�D�EDVLV�
IRU�IXUWKHU�GHEDWH��
$V�*HQH%DQ&� LV� FRPLQJ�DW� FUXLVLQJ�VSHHG� WKH�
QXPEHU�RI�FRQWDFWV�ZLWK�RWKHU�ELREDQN�SOD\HUV�
LQ� WKH� ILHOG� LV� UDSLGO\� LQFUHDVLQJ�� �:H� UHFHQWO\�
PHW� DW� WKH� (XURSHDQ� &RPPLVVLRQ� ZLWK� WKH�
FRRUGLQDWRUV�RI�RWKHU�(�&��IXQGHG�SURMHFWV�WKDW�

DUH�IRFXVVLQJ�RQ�OLNHZLVH�WRSLFV��%HVLGHV�*HQH�
%DQ&�ZLOO�EH�UHSUHVHQWHG�DW�3�*��3XEOLF�3RSX�
ODWLRQ� 3URMHFW� LQ� *HQRPLFV�� �VHH� DUWLFOH� *HRUJ�
/DX �DQG�+HUEHUW� *RWWZHLV� LQ� WKLV� QHZVOHWWHU��
3�*�LV�D�QRQ�IRU�SURILW�LQWHUQDWLRQDO�FRQVRUWLXP�
WR�SURPRWH�FROODERUDWLRQ�EHWZHHQ�UHVHDUFKHUV�
LQ�WKH�ILHOG�RI�SRSXODWLRQ�JHQRPLFV��,W�KDV�EHHQ�
ODXQFKHG� LQ� RUGHU� WR� SURYLGH� WKH� LQWHUQDWLRQDO�
SRSXODWLRQ� JHQRPLFV� FRPPXQLW\� ZLWK� WKH� UH�
VRXUFHV�� WRROV�DQG�NQRZ�KRZ�WR� IDFLOLWDWH�GDWD�
PDQDJHPHQW� IRU� LPSURYHG�PHWKRGV� RI� NQRZO�
HGJH� WUDQVIHU� DQG� VKDULQJ�� ,WV� PDLQ� REMHFWLYH�
FRQVLVWV�LQ�WKH�FUHDWLRQ�RI�DQ�RSHQ��SXEOLF�DQG�
DFFHVVLEOH� NQRZOHGJH� GDWDEDVH�� 7KH�PRWWR� LV�
WUDQVSDUHQF\�DQG�FROODERUDWLRQ��
.ULV�'LHULFN[�

%\� .ULV� 'LHULFN[�� &R�RUGLQDWRU� *HQH%DQ&
�&HQWUH� IRU� %LRPHGLFDO� (WKLFV� DQG� /DZ��
.�8�/HXYHQ��
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2Q� WKH� IROORZLQJ� SDJHV� ZH� EULQJ� \RX� DJDLQ�
PRUH�LQIRUPDWLRQ�RQ�WKH�*HQH%DQ&�SURMHFW���
2Q� SDJH� �� *HRUJ� /DX � DQG� +HUEHUW� *RWWZHLV�
GHVFULEH� WKH� 3RSXODWLRQ� 3URMHFW� LQ� *HQRPLFV�
�3�*�� DQG� WKH� %LREDQNLQJ� DQG� %LRPROHFXODU�
5HVRXUFHV� 5HVHDUFK� ,QIUDVWUXFWXUH� �%%05,���
7KHVH�DUH�H[DPSOHV�RI�VKDULQJ�GDWD�DQG�VDP�
SOHV�RQ�DQ�LQWHUQDWLRQDO�OHYHO���
2Q�SDJH���0DUFXV�*ULIILQ� DQG�'DUUHQ�6KLFNOH�
SURYLGH�LQIRUPDWLRQ�DERXW�LQWHUYLHZV�WKH\�KDYH�
FRQGXFWHG�ZLWK�VFLHQWLVWV�UHVSRQVLEOH�IRU�HLJKW�
HHQ� ELREDQNV� LQ� VL[� FRXQWULHV�� (QJODQG�� 'HQ�
PDUN�� /DWYLD�� 7KH� 1HWKHUODQGV�� 6ZHGHQ� DQG�

:DOHV�� ,Q� DGGLWLRQ� WKH\� DOVR� FRQGXFWHG� LQWHU�
YLHZV� ZLWK� VRPH� RI� WKH� SHRSOH� LQYROYHG� ZLWK�
HWKLFV�JRYHUQDQFH�FRPPLWWHHV�DVVRFLDWHG�ZLWK�
ELREDQNV���
,I� \RX�DUH� GRLQJ� UHVHDUFK�RQ� WKH� HWKLFDO�� OHJDO�
DQG�VRFLDO�DVSHFWV�RI�ELREDQNLQJ��RU�LI�\RX�KDYH�
XVHIXO� LQIRUPDWLRQ�IRU�WKLV�QHZVOHWWHU��IHHO�IUHH�
WR�FRQWDFW�XV��*HQH%DQ&�JUHHWLQJV��

3DVFDO�%RUU\#PHG�NXOHXYHQ�EH�



6HWWLQJ� ELREDQNLQJ� VWDQGDUGV� RQ� DQ� LQWHUQD�
WLRQDO�OHYHO��7KH�FDVH�RI�3�*�
%LREDQN� JRYHUQDQFH� LV� LQFUHDVLQJO\� FKDUDFWHU�
LVHG� E\� LWV� GHWHUUHWRULDOLVHG�� WUDQVQDWLRQDO�
JOREDO� FKDUDFWHU�� 2QH� RI� WKH� ILUVW� SURPLQHQW�
H[DPSOHV� RI� HIIRUWV� IRU� LQWHUQDWLRQDOL]DWLRQ� RI�
ELREDQNV�ZDV� WKH�3XEOLF� 3RSXODWLRQ�3URMHFW� LQ�
*HQRPLFV��3�*�������
7KH� 3XEOLF� 3RSXODWLRQ� 3URMHFW� LQ� *HQRPLFV�
�3�*�� LV� D� QRQ�IRU�SURILW� LQWHUQDWLRQDO� FRQVRU�
WLXP� WR� SURPRWH� FROODERUDWLRQ� EHWZHHQ� UH�
VHDUFKHUV� LQ� WKH� ILHOG� RI� SRSXODWLRQ� JHQRPLFV��
,W� KDV� EHHQ� ODXQFKHG� LQ� RUGHU� WR� SURYLGH� WKH�
LQWHUQDWLRQDO� SRSXODWLRQ� JHQRPLFV� FRPPXQLW\�
ZLWK� WKH� UHVRXUFHV�� WRROV� DQG� NQRZ�KRZ� WR� ID�
FLOLWDWH� GDWD�PDQDJHPHQW� IRU� LPSURYHG�PHWK�
RGV� RI� NQRZOHGJH� WUDQVIHU� DQG� VKDULQJ�� ,WV�
PDLQ� REMHFWLYH� FRQVLVWV� LQ� WKH� FUHDWLRQ� RI� DQ�
RSHQ�� SXEOLF� DQG� DFFHVVLEOH� NQRZOHGJH� GDWD�
EDVH�XQGHU�WKH�PRWR�WUDQVSDUHQF\�DQG�FROODER�
UDWLRQ���
,QWHUQDWLRQDO�:RUNLQJ�*URXSV��HDFK�FRPSRVHG�
RI� D� PXOWL�GLVFLSOLQDU\� WHDP� RI� LQYHVWLJDWRUV��
KDYH� EHHQ� IRUPHG� WR� SURPRWH� NQRZOHGJH� H[�
FKDQJH� EHWZHHQ� FRUHV� UHODWHG� WR� D� VSHFLILF�
,:*� WKHPH�� LQ� RUGHU� WR� DVVXUH� WKDW� V\QHUJLHV�
DUH� FUHDWHG� EHWZHHQ� WKH� FRUHV�� 7KH� ,:*� ZLOO�
LGHQWLI\� WKH� SULPDU\� UHVHDUFK� TXHVWLRQV� WR� EH�
GHYHORSHG�E\� WKH�FRUHV��PRQLWRU�SURJUHVV�DQG�
SURYLGH� H[WHUQDO� LQIRUPDWLRQ� RU� DGYLFH� WR� WKH�
FRUHV�� ,:*V�ZLOO� IRFXV�RQ�FRUH� UHVHDUFK�DFWLYL�
WLHV�� PLOHVWRQHV�� DQG� GHOLYHUDEOHV� IRU� IXOILOOLQJ�
3�*
V� VWUDWHJLF� REMHFWLYHV� DQG� RYHUVHH� WKH�
FRQWHQW� WR�EH� LQFOXGHG� LQ� WKH�3�*�NQRZOHGJH�
EDVH��
�
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'XULQJ� WKH� ODVW� GHFDGH�� ZH� KDYH� ZLWQHVVHG� D�
VLJQLILFDQW�H[SDQVLRQ�LQ�FROOHFWLQJ�DQG�SURFHVV�
LQJ�RI�KXPDQ�ELRORJLFDO�VDPSOHV��DQG�RI�UHODWHG�
LQIRUPDWLRQDO�GDWD��,Q�WKH�OLWHUDWXUH��VXFK�SUDF�
WLFHV� DQG� WKHLU� LQVWLWXWLRQDO� HPEHGGLQJV� DUH�
ODEHOHG� ZLWK� WKH� WHUP� ELREDQN�� %LREDQNV� DUH�
UHSRVLWRULHV� RI� KXPDQ� ELRORJLFDO� VSHFLPHQV��
DQG� LW� LV� IUHTXHQWO\�FODLPHG�WKDW�WKH\�ZLOO�KDYH�
VLJQLILFDQW� VWUDWHJLF� LPSRUWDQFH� IRU� JHQHWLF�
UHVHDUFK��FOLQLFDO�FDUH�DQG�IXWXUH�WUHDWPHQWV���
)ROORZLQJ� WKH� UDSLG� SURJUHVV� LQ� JHQRPLFV� UH�
VHDUFK� RI� KXPDQV� DQG� WKHLU� DQFHVWRUV�� ELR�
PHGLFDO� DQG� KHDOWK� UHVHDUFK� KDV� H[SDQGHG�
IURP�WKH�VWXG\�RI�UDUH�PRQRJHQHWLF�GLVHDVHV�WR�
FRPPRQ�� PXOWLIDFWRULDO� GLVHDVHV�� ���� (OXFLGD�
WLRQ�RI�FRPSOH[�GLVHDVH�DHWLRORJ\�LV�FKDOOHQJLQJ�
EHFDXVH�GLVHDVHV�DUH�FDXVHG�E\�D� ODUJH�QXP�
EHU� RI� VPDOO�� RIWHQ�DGGLWLYH� HIIHFWV�� UHSUHVHQW�
LQJ� WKH� VXP� RI� WKH� FRQVHTXHQFHV� RI� JHQHWLF�
SUHGLVSRVLWLRQ�� OLIHVW\OH� DQG� WKH� HQYLURQPHQW��
7KHUHIRUH� DQ� LGHDO� %LREDQN� FRPSOHPHQWV� WLV�
VXH�PDWHULDO� ZLWK�� VHUXP� VDPSOHV�� EORRG� O\P�
SKRF\WHV��SULPDU\�FHOO�FXOWXUHV��ODERUDWRU\�GDWD��
FOLQLFDO�UHVXOWV��KLVWRSDWKRORJLFDO�UHVXOWV��IDPLO\�
DQDPQHVLV��WKHUDS\�GDWD�DQG�LWV�IROORZ�XSV�������
+RZHYHU�� HYHQ� ODUJH� FROOHFWLRQV� ZLOO� ODFN� WKH�
VWDWLVWLFDO�SRZHU�WR�VWXG\�FRPSOH[�GLVHDVHV�IRU�
WKH�QH[W�������\HDUV�LI�WKH\�ZRUN�RQ�WKHLU�RZQ�
���� 7KH� VROXWLRQ� IRU� WKLV� SUREOHP� LV� WR� IRVWHU�
VKDULQJ� RI� GDWD� DQG� H[FKDQJH� RI� VDPSOHV� RQ�
DQ� LQWHUQDWLRQDO� OHYHO�� 7KLV� FRQWULEXWLRQ� ZLOO�
UHSRUW�GHYHORSPHQWV�LQ�WKDW�ILHOG��7KH�ILUVW�VHF�
WLRQ� ZLOO� LQWURGXFH� WKH� 3RSXODWLRQ� 3URMHFW� LQ�
*HQRPLFV� �3�*��� 7KH� VHFRQG� VHFWLRQ� ZLOO� JLYH�
DQ� RYHUYLHZ� DERXW� WKH� PRVW� UHFHQW� (XURSHDQ�
LQLWLDWLYH�� 7KH� %LREDQNLQJ� DQG� %LRPROHFXODU�
5HVRXUFHV�5HVHDUFK�,QIUDVWUXFWXUH��%%05,���

Recent developments in harmonizing and standardizing internat ional biobanking act ivit ies: 
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3ò*�&RUHV�DUH�NH\�ZRUN�XQLWV�RI�3�*�� IRFXVHG�
RQ�VSHFLILF�LVVXHV�UHODWHG�WR�ELREDQNV��ZLWK�IXOO�
WLPH� SHUVRQQHO� KDYLQJ� H[SHUWLVH� RQ� VSHFLILF�
LVVXHV�UHODWHG�WR�ELREDQNV��VXFK�DV�PHWKRGROR�
JLHV� IRU�� LQWHJUDWLQJ� GDWD�� YDOLGDWLQJ�QHZ� WHFK�
QRORJLHV� IRU� ELRFKHPLFDO� DQDO\VHV� RU� JHQRW\S�
LQJ��UHVHDUFK�LQWR�SXEOLF�HQJDJHPHQW�LQWR�UHOH�
YDQW�JRYHUQDQFH�DQG�HWKLFV�TXHVWLRQV��DQDO\VLV�
PHWKRGV� LQ� SRSXODWLRQ� JHQHWLFV� UHODWHG� WR�
PHUJLQJ� GDWD� IURP� ELREDQNV� FROOHFWHG� XVLQJ�
GLIIHUHQW� VWXG\� GHVLJQV�� HWF�� 7KXV�� WKH� &RUHV�
KDYH�DQ�LPSRUWDQW�UHVHDUFK�IRFXV��DV�RSSRVHG�
WR�SURYLGLQJ�VHUYLFHV��VXFK�DV�JHQRW\SLQJ���
3ò*�LV�GHVLJQHG�WR�KDYH�D�PRGXODU�VWUXFWXUH�WR�
DOORZ�IOH[LELOLW\� LQ�DGGLQJ�PXOWLSOH�3ò*�&RUHV��,W�
LV� H[SHFWHG� WKDW� VRPH� FRXQWULHV� ZLOO� ZDQW� WR�
FUHDWH� 3ò*� &RUHV�ZLWK� VLPLODU� WKHPHV� �LH�� HSL�
GHPLRORJ\��RU��HWKLFV���JLYHQ�WKH�FRPSOH[LW\�DQG�
GLIIHUHQW�DSSURDFKHV�WKDW�FDQ�EH�GHYHORSHG�IRU�
FRQGXFWLQJ� DQDO\VHV� DFURVV� ELREDQN�FRKRUW�
VWXGLHV�� PRUH� WKDQ� RQH� &RUH� KDYLQJ� VLPLODU�
UHVHDUFK�WKHPHV�FDQ�EH�HVWDEOLVKHG��
3UHSDULQJ�D� (XURSHDQ�0RGHO� IRU� WKH� KDUPRQL�
]DWLRQ�RI�ELREDQNV�
%%05,��$LPV�DQG�3URMHFW��2UJDQLVDWLRQ�
)RU� VHYHUDO� \HDUV�� WKHUH� ZDV� GLVFXVVLRQ� DQG�
SUHSDUDWLRQ� JRLQJ� RQ� WKH� (8� OHYHO� WR� WLH� WKH�
YDULRXV� ELREDQN� SURMHFWV�� WKH� OHDGLQJ� SURWDJR�
QLVWV��LQIUDVWUXFWXUHV�DQG�VWUDWHJLHV�WRJHWKHU�LQ�
D� FRPPRQ�HIIRUW�� ���� 7KHVH�HIIRUWV� OHG� WR�3UR�
MHFW� ´%LREDQNLQJ� DQG� %LRPROHFXODU� 5HVRXUFHV�
5HVHDUFK�,QIUDVWUXFWXUHµ��%%05,�����
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%XLOGLQJ� RQ�DFKLHYHPHQWV� RI� SUHYLRXV�DQG�RQ�
JRLQJ� LQLWLDWLYHV� OLNH� WKH� 3�*� FRQVRUWLXP�� WKH�
:+2� DQG� WKH�2(&'� LQLWLDWLYH� RQ� D� JOREDO� QHW�
ZRUN� RI� %LRORJLFDO� 5HVRXUFH� &HQWHUV� %%05,�
EULQJV� WRJHWKHU� ��� LQVWLWXWLRQV� IURP� ��� (XUR�
SHDQ�FRXQWULHV� LQ�WKH�ZD\�WKDW�LV�SUHVHQWHG� LQ�
ILJXUH����
7KH�IROORZLQJ�JRDOV�ZHUH�SUHVHQWHG�DW�WKH�¶.LFN�
RI�0HHWLQJ·�IURP�)HEUXDU\��������LQ�&DPEULGJH�
8.���D��WR�GHYHORS�WKH�SODQ�WR�LQWHJUDWH�H[LVWLQJ�
TXDOLW\� FRQWUROOHG� ELREDQNV�� ELRPROHFXODU� UH�
VRXUFHV� DQG� HQDEOLQJ� WHFKQRORJLHV� LQWR� SDQ��
(XURSHDQ� ELRPHGLFDO� UHVHDUFK� LQIUDVWUXFWXUH��
�E�� WR� SURYLGH� D� FRQFHSW� IRU� LWV� RSHUDWLRQ� DQG�
FRGHV� RI� FRQGXFW� IRU� (XURSHDQ�ELREDQNV�� SDU�
WLFXODULO\� FRQVLGHULQJ� WKH� GLIIHUHQW� WHFKQLFDO�
VWDQGDUGV�DQG�W\SHV�RI�KHDOWK�FDUH� LQWHJUDWLRQ�
FXUUHQWO\�DSSOLHG�� �F�� WR�HYDOXDWH�WKH�KHWHURJH�
QRXV� (XURSHDQ� HWKLFDO� DQG� OHJDO� IUDPHZRUNV�
DQG� ILQG� VROXWLRQV� KRZ� WR� LPSOHPHQW� D� SDQ��
(XURSHDQ� LQIUDVWUXFWXUH�� �G�� WR� HODERUDWH� VXV�
WDLQHG� IXQGLQJ�DQG� ILQDQFLQJ�VROXWLRQV� IRU� WKLV�
NH\�UHVRXUFH��
%%05,�� %XLOGLQJ� D� ELREDQN�� KXE�� VWUXFWXUH� LQ�
(XURSH�
7R� RYHUFRPH� FXUUHQW� OLPLWDWLRQV� DQG� WR� FRYHU�
WKH� QHHGV� RI� WKH� VFLHQWLILF� FRPPXQLW\� D� 3DQ�
(XURSHDQ�UHVRXUFH�ZLOO�EH�FRQVWUXFWHG�E\� OLQN�
LQJ�WKH�LQGLYLGXDO�HIIRUWV�PHQWLRQHG�DERYH��.H\�
FRPSRQHQWV�RI�%%05,�DUH�WKXV�FRPSUHKHQVLYH�
FROOHFWLRQV�RI�ELRORJLFDO�VDPSOHV�IURP�GLIIHUHQW�
�VXE��� SRSXODWLRQV� RI� (XURSH��ZKLFK�VKRXOG� EH�
OLQNHG� ZLWK� FRQWLQXRXVO\� XSGDWHG� GDWD� RQ� WKH�
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“For several years, 

there was 

discussion and 

preparation going 

on the EU level to 

tie the various 

biobank projects, 

the leading 

protagonists, 

infrastructures and 

strategies together 

in a common 

effort. “  



6WDQGDUGL]LQJ� DFFHVV� WR� ELRPDWHULDO� DQG� FRQ�
QHFWHG��GDWD�
7KH� GLVWULEXWLRQ� RI� ELRPDWHULDO� DQG� VXSSOH�
PHQW�� GDWD� FUHDWHV� WKH� QHHG� WR� GHYHORS� D�
ZLGHO\� VKDUHG� DFFHVV� SROLF\� WKDW� KDV� WR� WDNH�
LQWR� DFFRXQW� GLIIHUHQW� OHJDO� IUDPHZRUNV�� ,&�
SURFHGXUHV��FRQILGHQWLDOLW\�DQG�HIILFLHQF\�VWDQ�
GDUGV��2YHU� WKH� ODVW�GHFDGHV�VFLHQWLVWV�KDG� WR�
GHFLGH� LI� WKH\� DSSURYH�RU� GLVSURYH� UHTXHVW� IRU�
VKDULQJ� VWRUHG� VDPSOHV�� RQ� D� FDVH� E\� FDVH�
EDVLV��PRUH� RU� OHVV� RQ� WKHLU� RZQ�� 6WDQGLQJ� LQ�
WKH�FROG�� LQ� IURQW�RI� WKHLU� IUHH]HUV�� WKHLU� MXGJH�
PHQW� ZDV� EDVHG� RQ� UDWKHU� VXEMHFWLYH� QRQ�
KDUPRQL]HG�FULWHULD���

KHDOWK�VWDWXV��OLIHVW\OH�DQG�HQYLURQPHQWDO�H[SR�
VXUH� RI� WKH� VDPSOH� GRQRUV�� 7KLV� FDQ� RQO\� EH�
DFKLHYHG� LQ� D� IHGHUDWHG� QHWZRUN� RI� FHQWUHV�
HVWDEOLVKHG� LQ�PRVW�� LI�QRW�DOO��(XURSHDQ�0HP�
EHU�6WDWHV� ���� 7KHUHIRUH�� WKH� IRUPDW�RI�%%05,�
VKRXOG�EH�D�GLVWULEXWHG�KXE�VWUXFWXUH� LQ�ZKLFK�
WKH�KXEV�FRRUGLQDWH�DFWLYLWLHV��LQFOXGLQJ�FROOHF�
WLRQ�� H[FKDQJH� DQG� DQDO\VLV� RI� VDPSOHV� DQG�
GDWD�IRU�WKH�PDMRU�GRPDLQV���ILJXUH�����
7KH� ELREDQNV�� ELRPROHFXODU� UHVRXUFHV� DQG�
WHFKQRORJ\� FHQWUHV�� ZKLFK� DUH� PHPEHUV� RI�
%%05,�� DUH� DVVRFLDWHG� ZLWK� WKHLU� VSHFLILF� GR�
PDLQ� KXE�� )XUWKHUPRUH�� D� YDULHW\� RI� SXEOLF� RU�
SULYDWH� SDUWQHUV� �H�J��� XQLYHUVLWLHV�� KRVSLWDOV��
FRPSDQLHV���ZKLFK�SURYLGH�ELRORJLFDO� VDPSOHV��
GDWD�� WHFKQRORJLHV�RU� VHUYLFHV��PD\�EH�DVVRFL�
DWHG�ZLWK�FHUWDLQ�%%05,�PHPEHUV�� 7KLV� VWUXF�
WXUH�SURYLGHV�JUHDW�IOH[LELOLW\�VR�WKDW�QHZ�PHP�
EHUV� DQG� SDUWQHUV� FDQ� EH� FRQQHFWHG� DW� DQ\�
WLPH� DQG� WKDW� LW� FDQ� EH� HDVLO\� DGDSWHG� WR�
HPHUJLQJ�QHHGV�LQ�ELRPHGLFDO�UHVHDUFK���
7KH� ,7�LQIUDVWUXFWXUH� ZKLFK� HPSOR\V� IHGHUDWHG�
GDWDEDVH� DUFKLWHFWXUH� DQG� JULG� FRPSXWLQJ�
WHFKQRORJ\� ZLOO� LQWHJUDWH� WKH� FRPSOH[� QHWZRUN�
RI� KXEV�� PHPEHUV� DQG� SDUWQHUV� LQWR� D� VLQJOH�
YLUWXDO� LQIUDVWUXFWXUH�� ���� +XEV� ZLOO� EH� FRRUGL�
QDWHG� DQG� GLUHFWHG� E\� DQ� H[HFXWLYH� PDQDJH�
PHQW�� ZKLFK� LV� VXSSRUWHG� E\� D� JRYHUQDQFH�
FRXQFLO� DV� ZHOO� DV� E\� D� KLJK�FDOLEUH� DGYLVRU\�
ERDUG�DQG�UHFHLYHV�LQSXW�IURP�WKH�VWDNHKROGHU�
IRUXP� WR� JXDUDQWHH� FOHDU� UHVSRQVLELOLWLHV� DV�
ZHOO� DV� RSHQ� DQG� WUDQVSDUHQW� GHFLVLRQ�ILQGLQJ�
SURFHVVHV��
�
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“Therefore, the 

format of BBMRI 

should be a 

distributed hub 

structure in which 

the hubs 

coordinate 

activities, 

including 

collection, 

exchange and 

analysis of 

samples and data 

for the major 

domains. “ 



$� UHSRUW� RQ� %LRORJLFDO� 5HVVRXUFH� &HQWHUV� LV�
VXHG�E\� WKH�2(&'�VDWHV� WKDW� ´WKH� RSHUDWLRQDO�
JXLGHOLQHV�JRYHUQLQJ�WKH�HVVHQWLDO�IXQFWLRQV�RI�
%LRORJLFDO� 5HVRXUFH� &HQWHUV� �%5&V�� DUH� GL�
YHUVH�� SDUWLFXODUO\� ZLWK� UHJDUG� WR� DFFHVV� WR�
ELRORJLFDO� GDWD� DQG� PDWHULDOV� DQG� WKHLU� H[�
FKDQJH�DQG�GLVWULEXWLRQ��7KHVH�UXOHV�DQG�UHJX�
ODWLRQV� DUH� QDWLRQDO� DQG� LQWHUQDWLRQDO�� DUH� LV�
VXHG� E\� PDQ\� GLIIHUHQW� DXWKRULWLHV�� KDYH� YHU\�
GLIIHUHQW� GHJUHHV� RI� HQIRUFHDELOLW\� DQG�SHUWDLQ�
WR� WKH�PDQ\�DQG�YDULHG� UROHV�RI� �%5&V��KHDOWK�
DQG�VDIHW\� UHTXLUHPHQWV� IRU�KXPDQV��DQLPDOV��
SODQWV��DQG�WKH�HQYLURQPHQW�HWKLFDO�FRQVLGHUD�
WLRQV�� LQWHOOHFWXDO� SURSHUW\� ULJKWV� SURWHFWLRQ��
LPSRUW�� H[SRUW� UHJXODWLRQV� DQG� WHFKQLFDO� VWDQ�
GDUGV�µ�����
2XWORRN�
+HUEHUW�*RWWZHLV�LV�PHPEHU�RI�WKH�%%05,�FRQ�
VRUWLXP�DQG�UHVSRQVLEOH�IRU�VRFLHWDO�DVSHFWV�LQ�
WKH�%%05,�(/6,�WHDP��*HRUJ�/DX��LV�LQGLYLGXDO�
PHPEHU� RI� 3�*�� 7KH� RXWFRPHV� RI� WKHVH� SUR�
MHFWV� ZLOO� KDYH� FUXFLDO� LPSDFWV� IRU� WKH� SRVW��
JHQRPLF� HUD� RI� WKH� �� J K � FHQWXU\� LQ� (XURSH� DV�
ZHOO� DV� RQ� D� JOREDO� VFDOH�� )URP� LQVLGH� WKHVH�
DUHQDV� ZH� ZLOO� IROORZ� WKH� GHYHORSPHQWV� WR�
ZDUGV� KDUPRQL]DWLRQ� DQG� VWDQGDUGL]DWLRQ� RI�
ELREDQNLQJ� DQG� ELR�� PROHFXODU� UHVRXUFH� FHQ�
WUHV��)URP�WKHVH�H[SHULHQFHV�ZH�KRSH�WR�GHULYH�
LPSRUWDQW� LQVLJKWV��ZKLFK�ZLOO�KHOS�WR�GUDZ�OHV�
VRQV� IRU� JRYHUQDQFH� LVVXH� LQ� ELREDQNLQJ� DQG�
WKH� JRYHUQDQFH� RI� WKH� ´OLIH�VFLHQFHVµ� LQ� JHQ�
HUDO��
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%\� *HRUJ� /DX � DQG� +HUEHUW� *RWWZHLV� �/LIH�
6FLHQFH�*RYHUQDQFH�� ,QVWLWXW� IwU� 3ROLWLNZLVVHQ�
VFKDIW��:LHQ��$XVWULD���
�
5HIHUHQFHV��
L ��M8,���0 0 � � ��:8� 
 :�E�
.'(� �.����:�*8
.'(� � ��"%)�� �����8)���4N>%
�'(� <#���
L $�O�O��PM 
%Q *R1�� �.� ���S+ ���	�!���T+�� �!��� �U��+V��������"	� �#�W� ��C
�&�6)D�H�&��
 QYXB)6�����H�[ZB$=$BL]\=^=�=ZBM
�`_=�Ba(CbZ5c=

L $�M(d���������0 � 9�:&*8
6)���4fe&
&g.)��!0 ����9�)�0&L $�O�O6��M 
hQ�i8���5�������
��� ��0 0 ��� �=��� ��1�����d��.";��� C�����4;'h� �=��-���-�)���9 ���;� "Wj � ��� � �
4�����'h������"/C�����4k2�� ��� �.��"/+ ��� ��������� ��
 Q;i8���%2�)��!����0 �����
$�$&���h��O�C �h��a&

L �8Mhi�)�1 ��<HC �&"	� �!�.:�'(
 :��6
�E�-�� )���� "@:��6
�j
����� ��:�*8
�l�)�� ����0 0 :
j 
&2�)�0 ";���6)���4m2�
878��� � ���nL $�O�O�a�M 
�Q '6�������!� �@����� 4.��"	� ��0 C
��� <	)���4o����-�0 � �G����)�0 �!���h��������:�� < ����:8)���4N+�� �!��� �p��� ����C
���.�#� ��
 Q�d����	j#)������ ���8\�\&�.�.Z�_�Z�C ^�_&

L Z8M='6��� � �D��� ��:(l6
8)���4fe&
8g.)��!0 ����9�)�08L($�O�O&c�M 
&Q�78� ��-�)���9
'h��1 ��� ��)��������.d�� ����4��	)���4m2���� �����.�#�!� 1����.
 Q=2�)��!����-�� ��0 ��� <
c�Z6� $�O�\hq.$6����

L a�M6j � � � ���.:�rH
 C E.
 :�r#
�>;��� 0 �;)���4Gj�
�2���0 � �������	L $�O�O&c�M 
�Q d����
+ �.4���� )�� �.4@4.)�� )�-�)�����C�)s-�)��.� �5+ ���&-�� ��-�)���9
C8-�)����.4s�����
� C
��������";�p�
�!��4�� ����:B� � � ����� )��!� ���f����������";�o)���4t��)�����";�
4.)�� )V+�� ��"P\�O�OpO�O�Ou� ��� �N��)�� � �G� �uE���� ������
 Q=E���� ������)��
l8����� ��)�0v+ ���wl6�."%)��x'6�������!� �#�y��a&�zc8�._�C c�$��6

L \�M/{(E�,6iUL $�O�O6��M 
B78� ��0 ����� �
)�0=?��������.� ���f,���� �!� ���.�BF&��C
4���� ��� ����� ���%�!���%+����!��� �s� +h0 � + �;����� ������� �%)���4V-�� � � �.��������0 C
��� < 
#d���9#<
�
��2�)�� � �.


�
ZZZ�S�JFRQVRUWLXP�RUJ�
�

Governing Biobanks – What are the challenges? Conference announcement 

)URP����WR����-XQH������DQ�LQWHUHVWLQJ�FRQIHUHQFH�LV�RUJDQL]HG�DW�WKH�6W��$QQH·V�&ROOHJH�LQ�2[�
IRUG��8QLWHG�.LQJGRP���7KH�DLP�RI�WKLV�FRQIHUHQFH�LV�WR�H[SORUH�VRPH�RI�WKH�FRPSOH[�DQG�FKDOOHQ�
JLQJ�LVVXHV�WKDW�HPHUJH�IURP�WKH�JRYHUQDQFH�RI�ELREDQNV��7KH�LQWHQWLRQ�LV�WR�UHIOHFW�RQ�WKH�LQWHU�
QDO�JRYHUQDQFH�PHFKDQLVPV�WKDW�KDYH�EHHQ�GHYHORSHG�IRU�ELREDQNV�DQG�WR�XQGHUVWDQG�WKH�UDWLR�
QDOH�DQG�SULQFLSOHV�WKDW�XQGHUSLQ�WKHP��7KHUH�LV�DOVR�D�QHHG�WR�H[SORUH�WKH�JOREDO�JRYHUQDQFH�
PHFKDQLVPV�WKDW�VKRXOG�EH�SXW�LQ�SODFH�WR�IDFLOLWDWH�KDUPRQLVHG�V\VWHPV�IRU�GDWD�VKDULQJ�DW�D�
JOREDO�OHYHO��ZKLOVW�DW�WKH�VDPH�WLPH�SURWHFWLQJ�WKH�LQWHUHVWV�RI�DOO�VWDNHKROGHUV��
6RPH�RI�WKH�TXHVWLRQV�WKDW�WKH�FRQIHUHQFH�VHHNV�WR�DGGUHVV�DUH���:KDW�DUH�WKH�DSSURSULDWH�JRYHU�
QDQFH�PHFKDQLVPV�IRU�GDWD��VKDULQJ�LQ�D�JOREDO�FLYLO�VRFLHW\"�:KDW�LV�WKH�UROH�RI�ODZ�DQG�QDWLRQDO�
UHJXODWRUV�LQ�JOREDO�UHVHDUFK"��,V�LQIRUPHG�FRQVHQW�SRVVLEOH��LQ�D�ZRUOG�ZKHUH�GDWDVHWV�DUH�VKDUHG�
RU�QHWZRUNHG�DFURVV�QDWLRQDO�ERXQGDULHV��DQG�ELREDQNV�DUH�XVHG�DV�UHVRXUFHV�E\�PDQ\�GLIIHUHQW�
UHVHDUFKHUV�IRU�PXOWLSOH�GLIIHUHQW�SURMHFWV�RYHU�PDQ\�\HDUV"�:KDW�LV�WKH�UHODWLRQVKLS�EHWZHHQ�LQGL�
YLGXDO�SULYDF\��IDPLO\�ULJKWV�RU�LQWHUHVWV�DQG�WKH�¶SXEOLF�LQWHUHVW·"�+RZ�VKRXOG�WKH�SHUVSHFWLYHV�RI�
UHVHDUFK�SDUWLFLSDQWV�EH�LQFRUSRUDWHG�LQWR�JRYHUQDQFH�VWUXFWXUHV"�+RZ�GR�WKH�GLIIHUHQW�SDUDGLJPV�
RU�UHVHDUFK�PRGHOV�RI�FOLQLFDO�DQG�VWDWLVWLFDO�UHVHDUFK�DIIHFW�WKH�ZD\V�LQ�ZKLFK�ELREDQNV�DUH��RU�
VKRXOG�EH��JRYHUQHG"�:KR�DUH�WKH�NH\�DFWRUV�LQ�WKH�UHJXODWLRQ�RI�ELREDQNV�DW�WKH�QDWLRQDO�OHYHO��
DQG�KRZ�GR�WKH\�H[HUFLVH�SRZHU"�:KDW�DFFRXQWDELOLW\�PHFKDQLVPV�FXUUHQWO\�H[LVW��RU�VKRXOG�EH�
SXW�LQ�SODFH"�+RZ�VKRXOG�WKH�EHQHILWV�RI�JHQRPLF�UHVHDUFK�EH�GLVWULEXWHG�LQGLYLGXDOO\�RU�JOREDOO\"�
0RUH�LQIRUPDWLRQ�RQ���KWWS���ZZZ�JJG�RUJ�XN�LQGH[�FIP"IXVHDFWLRQ HYHQWV�FRQWHQW	FPLG ���RU��
KWWS���ZZZ�IXQFWLRQDOJHQRPLFV�RUJ�XN�VHFWLRQV�DFWLYLWLWHV������.D\H�LQIR�KWP�SURJUDPPH�
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7KH�DLP�RI�:RUNSDFNDJH��� LV� WR� H[DPLQH� WKH�
SUDFWLFDO�� OHJDO� DQG� HWKLFDO� FRQVLGHUDWLRQV� LQ�
HVWDEOLVKLQJ� D� ELREDQN�� 7KH� IRXU� PDLQ� REMHF�
WLYHV�DUH��D��WR�GHVFULEH�WKH�SUDFWLFDO��OHJDO�DQG�
HWKLFDO� LVVXHV� IDFHG� E\� SRSXODWLRQ� DQG� VPDOO�
VFDOH�ELREDQNV�DQG�KRZ� WKHVH�KDYH�EHHQ�DG�
GUHVVHG�� �E�� WR� H[DPLQH� WKH� DGYDQWDJH� DQG�
GLVDGYDQWDJHV� RI� FODVVLFDO� ELREDQNV� �GLVHDVH�
VSHFLILF� FDVH� FRQWURO� VWXGLHV�� YHUVXV� SRSXOD�
WLRQ�ELREDQNV��SURVSHFWLYH����F��R�LQIRUP�VFLHQ�
WLVWV�DQG�SROLF\�PDNHUV�ZKHQ�PDNLQJ�GHFLVLRQV�
DV� WR�ZKHWKHU� WR� GHYHORS� IXWXUH� UHWURVSHFWLYH�
YHUVXV� SURVSHFWLYH� ELREDQNV�� DQG� �G�� WR� LP�
SURYH� JRYHUQDQFH� DUUDQJHPHQWV� E\� EHWWHU�
XQGHUVWDQGLQJ� WKH�SUREOHPV� IDFHG�E\� H[LVWLQJ�
ELREDQNV��
'DWD� LV� FROOHFWHG� YLD� LQWHUYLHZV� ZLWK� WKH� OHDG�
UHVHDUFKHU� UHVSRQVLEOH� IRU� WKH� ELREDQN�� 7KH�
LQWHUYLHZV� ZLOO� H[DPLQH� SUDFWLFDO�� OHJDO� DQG�
HWKLFDO� FRQVLGHUDWLRQV� LQ� HVWDEOLVKLQJ� DQG�
PDLQWDLQLQJ� WKH� ELREDQN�UHJLVWHU�� 7KH� IROORZ�
LQJ�TXHVWLRQV�DUH�EHLQJ�DGGUHVVHG��:KDW�HWKL�
FDO� VFUXWLQ\� KDV� EHHQ� JLYHQ� WR� WKH� ELREDQN�
ZKHQ� LW� ZDV� HVWDEOLVKHG"� :KDW� JRYHUQDQFH�
DUUDQJHPHQWV�DUH�LQ�SODFH�PRQLWRULQJ�WKH�%LR�
EDQN"�+RZ�ZHUH�WKH�SXEOLF�SDWLHQWV�FRQVXOWHG�
EHIRUH� HVWDEOLVKLQJ� WKH� ELREDQNV"� � $UH� WKH\�
LQYROYHG� LQ� WKH� RQ�JRLQJ� JRYHUQDQFH� DUUDQJH�
PHQWV"� +RZ� DUH� VXEMHFWV� EHLQJ� UHFUXLWHG"�
:KDW�KDV� WKH� UHVSRQVH� UDWH�EHHQ"�+RZ� LV� LQ�
IRUPHG� FRQVHQW� EHLQJ� VRXJKW"� +RZ� KDYH� WKH�
IXWXUH�XVHV�RI�WKH�ELREDQN�EHHQ�GHILQHG"�+RZ�
LV� FRQILGHQWLDOLW\� EHLQJ� PDLQWDLQHG"� :KDW�
PHDVXUHV� DUH� LQ� SODFH� IRU� GDWD� SURWHFWLRQ"�
:KR� KDV� DFFHVV� WR� WKH� GDWDEDVH"� +RZ� KDYH�
LQWHOOHFWXDO�SURSHUW\�ULJKWV�EHHQ�DGGUHVVHG"�
7KH�LQLWLDO�LQWHQWLRQ�ZDV�WR�FRQGXFW�XS�WR�WKLUW\�
LQWHUYLHZV� DFURVV� (XURSH�� ZLWK� D� VDPSOLQJ�
IUDPH� EDVHG� RQ� VL]H� RI� ELREDQN� DQG�ZKHWKHU�
WKH\� ZHUH� SURVSHFWLYH� FRKRUWV� RI� FDVH�FRQWURO�
VWXGLHV��DV�IROORZ��IRXU�ODUJH�SURVSHFWLYH�SRSX�
ODWLRQ�ELREDQNV��VL[�VPDOOHU�SURVSHFWLYH�FRKRUW�
VWXGLHV�� WZHQW\� VPDOO� GLVHDVH� VSHFLILF� FDVH�
FRQWURO�UHJLVWHUV��
6R� IDU� LQWHUYLHZV� KDYH� EHHQ� FRQGXFWHG� ZLWK�
WKLUWHHQ� VFLHQWLVWV� UHVSRQVLEOH� IRU� HLJKWHHQ�
ELREDQNV� LQ� VL[� FRXQWULHV�� (QJODQG�� 'HQPDUN��
/DWYLD��7KH�1HWKHUODQGV��6ZHGHQ�DQG�:DOHV��,Q�
DGGLWLRQ� ZH� DUH� DOVR� FRQGXFWLQJ� LQWHUYLHZV�
ZLWK�VRPH�RI� WKH�SHRSOH� LQYROYHG�ZLWK�HWKLFV�
JRYHUQDQFH� FRPPLWWHHV� DVVRFLDWHG� ZLWK� ELR�
EDQNV��7KHUH�DUH�D�QXPEHU�RI�KLJK�SURILOH�QD�
WLRQDO� SURVSHFWLYH� ELREDQNV� WKDW� KDYH� DW�
WUDFWHG�FRQVLGHUDEOH�PHGLD�DWWHQWLRQ�DQG�ZHUH�
VXEMHFW� WR�DQDO\VLV�E\�DFDGHPLF� ODZ\HUV��HWKL�
FLVWV� DQG� VRFLDO� VFLHQWLVWV�� 2QH� RI� WKH� PRVW�

SURPLQHQW�ELREDQNV�WKDW�ZH�KDYH�YLVLWHG�VR�IDU�
LV� 8.� %LREDQN�� 8.� %LREDQN� LV� D� SURVSHFWLYH�
ORQJLWXGLQDO�FRKRUW�VWXG\��UHFUXLWLQJ�����PLOOLRQ�
SHRSOH� DJHG������� IURP�DFURVV� WKH�8.�� ORRN�
LQJ�DW�FRPPRQ�FRPSOH[�GLVHDVHV�RI�PLGGOH�ROG�
DJH�� � ,W� LV� IXQGHG� E\� WKH� 05&� DQG� :HOFRPH�
7UXVW�DQG�KDV�������UHFUXLWV�DV�RI�-XO\�������
5HFUXLWPHQW�ZLOO� WDNH�SODFH� RYHU��� WR��� \HDUV�
DW� FHQWUHV� VHW�
XS� DFURVV� WKH�
FRXQWU\� ILUVW� LQ�
XUEDQ� DQG�
WKHQ� LQ� PRUH�
UHPRWH� DUHDV���
7KH� FHQWUHV�
ZLOO�EH�DVVHVV�
LQJ� RYHU� ����
SHRSOH� D� GD\�� 3KHQRW\SLF� PHDVXUHPHQWV� DUH�
WDNHQ�DV�ZHOO�DV�EORRG�VDPSOHV�IRU�'1$�DQDO\�
VLV�� �'DWD�ZLOO� EH� UHOHDVHG� WR�VFLHQWLVWV�DW� WKH�
DSSURSULDWH� WLPH� LQWHUYDOV� IRU� SDUWLFXODU� VWXG�
LHV�DQG�WHQGHUV�IRU�VSHFLILF�VWXGLHV�ZLOO�SXW�RXW�
DW� WKH�DSSURSULDWH� WLPH�E\� WKH�05&��%RWK�SUL�
YDWH� DQG� SXEOLF� UHVHDUFKHUV� ZLOO� EH� HQFRXU�
DJHG� WR� XWLOLVH� WKH� EDQN�� ,W� LV� HVWLPDWHG� WKDW�
WKH� EDQN� ZLOO� FRVW� ����� PLOOLRQ� HDFK� \HDU� WR�
PDLQWDLQ� DQG� VHW� XS� FRVWV� DUH� HVWLPDWHG� DW�
DURXQG�����PLOOLRQ��
$�QXPEHU�RI�FRXQWULHV�DUH�DWWHPSWLQJ�WR�HVWDE�
OLVK� QDWLRQDO� ELREDQNV�� )RU� H[DPSOH�� LQ� DGGL�
WLRQ� WR� 8.� %LREDQN�� ZH� KDYH� DOVR� YLVLWHG� WKH�
1DWLRQDO� /DWYLDQ� %LREDQN� LQ� 5LJD�� ZKLFK� LV�
RSHUDWLQJ� RQ�D� IDU� VPDOOHU� EXGJHW� WKDW� LWV�8.�
HTXLYDOHQW��+RZHYHU��WKHUH�DUH�DOVR�OHVV�SXEOL�
FLVHG�ELREDQNV�DQG�VR�ZH�ZDQWHG�WR�LQWHUYLHZ�
VFLHQWLVWV�IURP�ERWK�ODUJH�DQG�VPDOOHU�SURVSHF�
WLYH� SRSXODWLRQ� ELREDQNV�� )RU� H[DPSOH�� ZH�
KDYH� FRQGXFWHG� LQWHUYLHZV� DERXW� WZR� VXFK�
LPSRUWDQW�ELREDQNV�LQ�5RWWHUGDP��
7KH� 5RWWHUGDP� 6WXG\� LV� D� VLQJOH� FHQWUH� SUR�
VSHFWLYH� FRKRUW� VWXG\� WKDW� VWDUWHG� LQ� ����� LQ�
2PPRRUG�� D� VXEXUE� RI� 5RWWHUGDP�� DPRQJ�
�������PHQ�DQG�ZRPHQ�DJHG����DQG�RYHU�� ,Q�
�����DQRWKHU�������SDUWLFLSDQWV�����\HDUV�RI�
DJH�VLQFH�������ZHUH�DGGHG�WR�WKH�FRKRUW��7KH�
PDLQ� REMHFWLYH� RI� WKH� 5RWWHUGDP� 6WXG\� LV� WR�
LQYHVWLJDWH� WKH� SUHYDOHQFH� DQG� LQFLGHQFH� RI�
DQG� ULVN� IDFWRUV� IRU� FKURQLF� GLVHDVHV� LQ� WKH�
HOGHUO\�� 7KH� FKURQLF� GLVHDVHV� RI� LQWHUHVW� DUH�
FDUGLRYDVFXODU�� QHXURORJLFDO�� ORFRPRWRU� DQG�
RSKWKDOPRORJLF�GLVHDVHV��%DVHOLQH�GDWD�FROOHF�
WLRQ�ZDV�SHUIRUPHG�IURP�2FWREHU������WR�-XO\�
������6LQFH�WKHQ�DOO�SDUWLFLSDQWV�KDYH�EHHQ�UH�
H[DPLQHG�HYHU\�����\HDUV��0RUELGLW\�DQG�PRU�
WDOLW\� LV� UHJLVWHUHG� WKURXJK� JHQHUDO� SUDFWLWLR�
QHUV�SUDFWLFHV���

Pract ical, legal and ethical considerat ions in establishing a biobank  

'DUUHQ�6KLFNOH�

0DUFXV�*ULIILQ�



7KH�*HQHUDWLRQ�5�6WXG\�LV�D�SURVSHFWLYH�FRKRUW�
VWXG\�IURP�IHWDO� OLIH�XQWLO�\RXQJ�DGXOWKRRG�LQ�D�
PXOWL�HWKQLF� XUEDQ� SRSXODWLRQ� ZLWKLQ� 5RWWHU�
GDP�� 7KH� VWXG\� LV� GHVLJQHG� WR� LGHQWLI\� HDUO\�
HQYLURQPHQWDO� DQG� JHQHWLF� FDXVHV� RI� QRUPDO�
DQG�DEQRUPDO�JURZWK��GHYHORSPHQW�DQG�KHDOWK�
IURP� IHWDO� OLIH� XQWLO� \RXQJ� DGXOWKRRG� DQG� DOVR�
DLPV�KDYH�WR�FRQWULEXWH�WR�WKH�GHYHORSPHQW�RI�
VWUDWHJLHV�IRU�RSWLPL]LQJ�KHDOWK�DQG�KHDOWKFDUH�
IRU�SUHJQDQW�ZRPHQ�DQG�FKLOGUHQ��7KH�FKLOGUHQ�
ZLOO�EH�IROORZHG�XQWLO�\RXQJ�DGXOWKRRG��,Q�WRWDO��
�����PRWKHUV� ZLWK� D� GHOLYHU\� GDWH� IURP� $SULO�
�����XQWLO� -DQXDU\������ZHUH�HQUROOHG� LQ� WKH�
VWXG\��2I�DOO�HOLJLEOH�FKLOGUHQ�DW�ELUWK������SDU�
WLFLSDWH�LQ�WKH�VWXG\���
2XU� LQWHUYLHZ� VDPSOH� LQFRUSRUDWHV� RWKHU� ELR�
EDQNV� LQYROYLQJ� ELUWK� FRKRUWV� RU� FKLOGUHQ�� )RU�
H[DPSOH��ZH�KDYH�FROOHFWHG�GDWD�RQ�WKH�'DQLVK�
%LUWK�&RKRUW��DQG�ODWHU�LQ������ZH�ZLOO� LQFOXGH�
WKH�%RUQ�LQ�%UDGIRUG�&RKRUW���
:H� KDYH� DOVR� LQFOXGHG� D� SURVSHFWLYH� FRKRUW�
ELREDQN� WKDW� LV� ORRNLQJ� DW� ULVNV� IURP� RFFXSD�
WLRQDO� H[SRVXUHV�� 7KH� $LUZDYHV� 6WXG\� ZDV� HV�
WDEOLVKHG�WR�H[DPLQH�SRWHQWLDO�ULVNV�DVVRFLDWHG�

ZLWK�D�QHZ�FRPPXQLFDWLRQ�V\VWHP�EHLQJ�XVHG�
E\�WKH�%ULWLVK�SROLFH��
,Q� FRPSDULVRQ� GLVHDVH� VSHFLILF� FDVH� FRQWURO�
ELREDQNV�� KDYH� WHQGHG� WR� DWWUDFW� HYHQ� OHVV�
DWWHQWLRQ�E\�HWKLFLVWV��ODZ\HUV�DQG�VRFLDO�VFLHQ�

WLVWV�� &ROOHFWLYHO\� DFURVV� (XURSH� WKHUH� ZLOO� EH�
IDU�PRUH�VDPSOHV�FRQWDLQHG�ZLWKLQ�WKHVH�UHWUR�
VSHFWLYH� ELREDQNV�� WKDQ� WKH� ODUJH� SRSXODWLRQ�
FRKRUWV���
0DQ\� RI� WKHVH� FDVH�FRQWURO� ELREDQNV� VWDUWHG�
RXW�DV�VLPSO\�FDVH�VHULHV�RI�VDPSOHV�FROOHFWHG�
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E\� LQGLYLGXDO� LQVWLWXWLRQV� RU� VPDOO� JURXSV� RI�
FOLQLFLDQV�� DQG� ZHUH� JHQHUDWHG� IURP� FOLQLFDO�
LQYHVWLJDWLRQV� UDWKHU� WKDQ� DQ� LQWHQWLRQ� RI� HV�
WDEOLVKLQJ�D�UHVRXUFH�IRU�JHQHWLF�UHVHDUFK���
7KH�8.�1DWLRQDO�0DOLJQDQW�+\SHUWKHUPLD�0XV�
FOH� 7LVVXH� DQG� '1$� EDQN� LV� D� FROOHFWLRQ� WKDW�
ZDV�VWDUWHG� LQ������� �3HRSOH�ZLWK�DQ�DGYHUVH�
UHDFWLRQ� WR� DQDHVWKHVLD� VXJJHVWLYH� RI� PDOLJ�
QDQW� K\SHUWKHUPLD� DUH� UHIHUUHG� WR� WKH� FOLQLFDO�
LQYHVWLJDWLRQ�VHUYLFH�LQ�/HHGV��0XVFOH�WLVVXH�LV�
WHVWHG�DQG�EORRG� WDNHQ� IRU�'1$�DQDO\VLV�� �3D�
WLHQWV�ZLWK�D�SRVLWLYH�UHVXOW�IRU�PDOLJQDQW�K\SHU�
WKHUPLD� DUH� UHFUXLWHG� IRU� WKH� ELREDQN�� :LWK�
SHUPLVVLRQ� RWKHU� IDPLO\� PHPEHUV� DUH� LQYHVWL�
JDWHG�� � 7KH� DLP� LV� WR� GHYHORS� D� '1$� WHVW� IRU�
0DOLJQDQW� +\SHUWKHUPLD� IRU� SDWLHQWV� SULRU� WR�
UHFHLYLQJ�D�JHQHUDO�DQDHVWKHWLF���
7KH�(UDVPXV�0&�&DQFHU�%LREDQN�XVHV�UHVLGXDO�
WLVVXH� IURP� SURFHGXUHV� FDUULHG� RXW� ZLWKLQ� WKH�
(UDVPXV� 0HGLFDO� &HQWUH� LQ� 5RWWHUGDP�� WKH�
EDQN�ZDV�IRUPDOO\�LQVWLJDWHG�LQ������EXW�WKHUH�
LV� DQ� DUFKLYH� RI� PDWHULDO� GDWLQJ� EDFN� WR� WKH�
IRXQGLQJ�RI�WKH�FHQWUH�LQ�WKH�����·V��7KHUH�DUH�
EHWZHHQ� ��� DQG� ��� ���� IUR]HQ� VDPSOHV� DQG�
DQ�DUFKLYH�UHSRVLWRU\�RI������������VDPSOHV�D�
\HDU��
7KH� HWKLFV� DQG� UHJXODWRU\� IUDPHZRUNV� ZHUH�
YHU\� GLIIHUHQW� ZKHQ� VXFK� ORQJ� VWDQGLQJ� ELR�
EDQNV� ZHUH� ILUVW� HVWDEOLVKHG�� ,QWHUYLHZHHV� UH�
VSRQVLEOH�IRU�WKHVH�ROGHU�ELREDQNV�H[SODLQHG�WR�
XV�KRZ�WKH\�KDYH�WR�UHFRQFLOH�WKH� ODFN�RI�HWKL�
FDO� FRQVLGHUDWLRQ� DQG� GRQRU� SDUWLFLSDWLRQ� DW�
WKH�VWDUW�RI� WKH�FROOHFWLRQ�ZLWK�WKH�PXFK�PRUH�
ULJRURXV� HQYLURQPHQW� WRGD\�� 6RPH� LQWHUYLHZ�
HHV�ZHUH�XQFRPIRUWDEOH�ZLWK�XVLQJ�ROGHU�VDP�
SOHV�ZLWKLQ�WKHLU�FROOHFWLRQV�IRU�UHVHDUFK��
$V� SDUW� RI� WKH� SURFHVV� RI� LGHQWLI\LQJ� SRWHQWLDO�
LQWHUYLHZHHV�� ZH� DOVR� GLVFRYHUHG� H[DPSOHV� RI�
UHWURVSHFWLYH� ¶KHDOWK\·� SRSXODWLRQ� FRKRUWV��
ZKLFK� ZHUH� EDVHG� RQ� GDWD� FROOHFWHG� PDQ\�
\HDUV� SUHYLRXVO\�� )RU� H[DPSOH�� RQH� RI� WKH� ELR�
EDQNV� WKDW� ZH� H[DPLQHG� LQ� &RSHQKDJHQ�� ZDV�
EDVHG�RQ�GDWD�FROOHFWHG�E\�WKH�'DQLVK�0LOLWDU\�
'UDIW� %RDUGV� DV� IDU� EDFN� DV� ������ 3RWHQWLDO�
PLOLWDU\� UHFUXLWV� WKDW� ZHUH� H[FXVHG� EHFDXVH�
WKH\�ZHUH�RYHUZHLJKW�KDYH�VXEVHTXHQWO\�EHHQ�
FRQWDFWHG�WR�VWXG\�REHVLW\�DQG�PRUELGLW\���
:LWKLQ�RXU�LQLWLDO�WKLQNLQJ��ZH�UHFRJQLVHG�WKDW�LW�
ZRXOG� EH� LPSRUWDQW� WR� GLVWLQJXLVK� ODUJH� QD�
WLRQDO�SRSXODWLRQ�FRKRUWV�VXFK�DV� LQ�WKH�8.�RU�
/DWYLD��IURP�VPDOOHU�UHJLRQDO�FLW\�FRKRUWV��+RZ�
HYHU�� RXU� LQWHUYLHZV� KDYH� DOVR� FRYHUHG� FDVH�
FRQWURO�ELREDQNV�RI�YHU\�GLIIHULQJ�VL]H��7KH�ILUVW�
ELREDQN� WKDW�ZH� LQWHUYLHZHG� LV�H[DPLQLQJ� UDUH�
GHQWDO�PDOIRUPDWLRQV� DQG� LV� EDVHG�ZLWKLQ� RXU�
RZQ�8QLYHUVLW\� LQ�/HHGV��+RZHYHU�� RWKHU� FDVH�

“So far interviews 

have been 

conducted with 

thirteen scientists 

responsible for 

eighteen biobanks 

in six countries.”  
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FRQWURO�ELREDQNV�DUH�YHU\� ODUJH��DQG�DOVR�PD\�
QRW� EH� GLVHDVH� VSHFLILF�� IRU� H[DPSOH� VRPH�
FRYHUHG�D�UDQJH�RI�FDQFHUV��
7KH�:DOHV� &DQFHU� %DQN� DLPV� WR� FROOHFW� VDP�
SOHV�RI� WXPRXU��QRUPDO� WLVVXH�DQG�EORRG� IURP�
DOO� SDWLHQWV� LQ� :DOHV� ZKR� DUH� XQGHUJRLQJ� DQ�
RSHUDWLRQ� WR� UHPRYH� WLVVXH�ZKHUH� FDQFHU� LV�D�
SRVVLEOH� GLDJQRVLV�� 7KH� DLP� LV� WR� KHOS� XQGHU�
VWDQG� WKH� PROHFXODU� PHFKDQLVPV� LQYROYHG� LQ�
FDQFHU�DQG�ZRUN�WRZDUGV�WKH�VHOHFWLRQ�RI�RSWL�
PXP� WDUJHWHG� WUHDWPHQW� IRU� LQGLYLGXDOV�� 7KH�
:DOHV� &DQFHU� %DQN� LV� FXUUHQWO\� FROOHFWLQJ� D�
YDULHW\� RI� WXPRXU� W\SHV� IURP� VHYHQ� KRVSLWDOV�
DFURVV�:DOHV��7KH�ELREDQN�DOVR�FRQWDLQV�EORRG�
VDPSOHV�IURP�D�FRQWURO�SRSXODWLRQ��VLPLODU�DJH�
DQG�UHVLGHQW�LQ�WKH�DUHDV�DV�WKH�SDWLHQWV����
:KLOH�PDQ\�FDVH�FRQWURO�ELREDQNV�DUH�IRFXVHG�
RQ� FDQFHUV�� RWKHU� GLVHDVHV� DUH� DOVR� UHSUH�
VHQWHG�ZLWKLQ�WKH�ELREDQNV�WKDW�ZH�KDYH�LQWHU�
YLHZHG�VR�IDU���
7KH� *5,3� �5HVHDUFK� LQ� JHQHWLFDOO\� LVRODWHG�
SRSXODWLRQV�� %LREDQN� ZDV� HVWDEOLVKHG� LQ�
������7KH�ELREDQN� LV�H[DPLQLQJ�VHYHUDO� FRP�
SOH[�JHQHWLF�GLVRUGHUV�LQFOXGLQJ�GLDEHWHV�PHOOL�

WXV� W\SH� �� DQG� ��� 3DUNLQVRQ
V� GLVHDVH� DQG�
$O]KHLPHU
V� GLVHDVH� LQ� D� JHQHWLFDOO\� LVRODWHG�
SRSXODWLRQ� LQ� WKH� 6RXWKZHVW� RI� WKH� 1HWKHU�
ODQGV��8VLQJ�PXQLFLSDO�UHFRUGV�DQG�JHQHDORJL�
FDO� GDWDEDVHV� RI� WKLV� LVRODWHG� SRSXODWLRQ� RI�
�������UHVLGHQWV�� LW�KDV�EHHQ�SRVVLEOH� WR� OLQN�
PRVW�RI�WKH�SDWLHQWV�RI�HDFK�GLVRUGHU�WR�D�FRP�
PRQ�DQFHVWRU���
,W�FDQ�EH�GLIILFXOW�IRU�D�VLQJOH�LQVWLWXWLRQ�WR�FRO�
OHFW�VXIILFLHQW�VDPSOHV�WR�FRQGXFW�UHVHDUFK�RQ�
UDUH� GLVHDVHV�� 7KXV�� LQFUHDVLQJO\�� WKHUH� DUH�
LQLWLDWLYHV�WR�HVWDEOLVK�GDWDEDVHV�WR�GRFXPHQW�
ZKHUH�VDPSOHV� IRU� UDUH�FRQGLWLRQV�DUH�KHOG� LQ�
RWKHU� LQVWLWXWLRQV�� 7KHVH� QHWZRUNV� IDFLOLWDWH�
SRROLQJ�RI�VFDUH�PDWHULDO�DFURVV�D�QHWZRUN���,Q�
������ 7X%D)URVW� ZDV� VHW� XS� LQ� WKH� ILUVW� LQ�
VWDQFH� WR� SURYLGH� D� ELJJHU� UHSRVLWRU\� IRU� UH�
VHDUFK� SODWIRUPV� IURP� ZKLFK� WR� LQYHVWLJDWH�
UDUHU� FDQFHU� W\SHV� DQG� VXEW\SHV�� � ,W� ZDV� DQ�
LQLWLDWLYH� RI� WKH� (UDVPXV� 0&� 'HSDUWPHQW� RI�
3DWKRORJ\� DQG� WKH� (257&� 'DWD� &HQWUH� LQ� FRO�

ODERUDWLRQ� ZLWK� D� QXPEHU� RI� FDQFHU� UHVHDUFK�
LQVWLWXWHV�XQLWHG� LQ� WKH�2(&,� LQ�GLIIHUHQW�(XUR�
SHDQ�FRXQWULHV���7KH�REMHFWLYH�ZDV�WR�FUHDWH�D�
YLUWXDO�QHWZRUN�YLD�D�ZHE�EDVHG�GDWDEDVH�FRQ�
QHFWLQJ� WKH� FRQVWLWXHQW� LQVWLWXWHV� IUR]HQ� WX�
PRXU� EDQNV� �LQFOXGLQJ� WKH� (UDVPXV�0&� RQH����
7KH�UHVRXUFH�ZDV�WR�EH�DYDLODEOH�WR�WKH�VFLHQ�
WLILF�FRPPXQLW\�DV�D�ZKROH��
�
�
�
�
�
�
:KHUHDV�7X%D)URVW�ZDV�D�PHDQV�RI�UHVHDUFK�
HUV� ILQGLQJ� ZKR� WR� FRQWDFW� IRU� D� UHTXHVW� WR�
VKDUH� VDPSOHV�� QHWZRUNV� DUH� DOVR� IRUPLQJ�
ZKLFK� ZLOO� EULQJ� WRJHWKHU� VDPSOHV� WR� D� VLQJOH�
ORFDWLRQ�� 2Q&RUH8.� +DV� EHHQ� UXQQLQJ� IRU�
DERXW�WKUHH�\HDUV�DQG�HYROYHG�IURP�D�SUHYLRXV�
SURMHFW� UXQ� E\� 175$&� �1DWLRQDO� 7UDQVODWLRQDO�
&DQFHU�1HWZRUN��ZKLFK�ZDV�QHYHU� FRPSOHWHG���
,W�KDV�WKUHH�IXQGHUV��WKH�'HSDUWPHQW�RI�+HDOWK��
WKH� 0HGLFDO� 5HVHDUFK� &RXQFLO� DQG� &DQFHU�
5HVHDUFK�8.���,WV�DLP�LV�WR�FROOHFW�ELRSVLHV�DQG�
EORRG� VDPSOHV� IURP� SRVW�GLDJQRVLV� FDQFHU�
SDWLHQWV�IRU�IXWXUH�ELRPHGLFDO�UHVHDUFK���
$V� SDUW� RI� WKH� 1&5,� &RQIHGHUDWLRQ� RI� &DQFHU�
%LREDQNV��LW�DLPV�WR�SURYLGH�D�8.�ZLGH�VDPSOH�
EDVH� IRU� FDQFHU� UHVHDUFK�� 6DPSOHV� DUH� FRO�
OHFWHG� YLD� 7KH�1DWLRQDO� &DQFHU�5HVHDUFK�1HW�
ZRUNV� WKURXJK�ZKLFK�2Q&RUH8.� KRSHV� WR� FRO�
OHFW� D� EURDG� UDQJH� RI� FDQFHU� W\SHV� DQG� VXIIL�
FLHQW� TXDQWLWLHV� RI� VDPSOHV� WR� IDFLOLWDWH� KLJK�
TXDOLW\�UHVHDUFK��
,Q� RUGHU� WR� EXLOG� HYHQ� ODUJHU� UHVHDUFK� SODW�
IRUPV�VRPH�ELREDQNV��LQ�DGGLWLRQ�WR�H[SDQGLQJ��
WR�IRUP�QHWZRUNV��DUH�QRZ�FRPLQJ�WRJHWKHU�WR�
IRUP�LQWHUQDWLRQDO�¶QHWZRUNV�RI�QHWZRUNV·���7KLV�
KDV� EURXJKW� DERXW� XQLTXH� SUREOHPV� DQG�
XQLTXH� VROXWLRQV� WR� HWKLFV� DQG� JRYHUQDQFH�
RYHU� PXOWLSOH� MXULVGLFWLRQV�� � 7KURXJK� D� IUDPH�
ZRUN���SURMHFW�WKH�7XEDIURVW�WHDP�HPSOR\HG�D�
ODZ� ILUP� VSHFLDOL]HG� LQ� (XURSHDQ� PHGLFDO� DI�
IDLUV� WR� ORRN�DW� OHJLVODWLRQ� LQ�(8�FRXQWULHV�DQG�
VHW�XS�D�FRGH�RI�FRQGXFW�� �7KH�FRGH�EDVLFDOO\�
VWDWHG� WKDW� \RX�KDG� WR� WUHDW�ZKDWHYHU� VDPSOH�
\RX� ZHUH� XVLQJ� DFFRUGLQJ� WR� WKH� SURWRFROV� RI�
WKH�FRXQWU\�RI�RULJLQ��
7KH�UROH�RI�WKH�1DWLRQDO�%LREDQN�3URJUDPPH�LV�
6ZHGHQ�ZDV�WR�QHWZRUN�8QLYHUVLWLHV�LQ�6ZHGHQ�
E\� SURYLGLQJ� IXQGLQJ� WR� IDFLOLWDWH� VKDULQJ� RI�
H[SHUWLVH� LQ� UXQQLQJ� ELREDQNV� UDWKHU� WKDQ� WR�
H[SOLFLWO\�GHYHORS�D�QHWZRUN�WR�VKDUH�VDPSOHV��
$OWKRXJK� LQFUHDVHG� FROODERUDWLRQ� LQ� GHYLVLQJ�



SURWRFROV� IRU� KRZ� WR� SURFHVV� DQG� VWRUH� VDP�
SOHV�� IRU� H[DPSOH�� DV� ZHOO� DV� LQ� XVLQJ� VKDUHG�
H[SHUWLVH� LQ� GHYHORSLQJ� JXLGHOLQHV� RQ� HWKLFV�
DQG� JRYHUQDQFH� LVVXHV�� PD\� DOVR� OHDG� WR� LQ�
FUHDVHG�UHVHDUFK�FROODERUDWLRQ��
:KHUH� IXQGLQJ� FRPHV� IURP� DOVR� DSSHDUV� WR�
KDYH�DQ�HIIHFW� RQ� WKH� JRYHUQDQFH�DQG�HWKLFDO�
VFUXWLQ\�RI�D�ELREDQN���3URMHFWV�WKDW�DUH�JRYHUQ�
PHQW� IXQGHG� RU� WKURXJK� FKDULWLHV� VHHP� WR�
VSHQG� PRUH� WLPH� RQ� SXEOLF� FRQVXOWDWLRQ� DQG�
SD\�PRUH�DWWHQWLRQ� WR� JRYHUQDQFH� DQG� HWKLFDO�
FRQVLGHUDWLRQV�� � :KHUHDV� WKRVH� WKDW� DUH�
IXQGHG�LQ�KRXVH�DSSHDU�WR�KDYH�OHVV�FRQVXOWD�
WLRQ�ZLWK� WKH� SXEOLF�� LQ� VRPH� FDVHV� WKH\�KDYH�
QRQH�DQG�HWKLFV�DQG� JRYHUQDQFH� WHQGV�QRW� WR�
EH�E\�VHSDUDWH�DQG�LQGHSHQGHQW�ERGLHV���
6RPH� RI� WKH� PRUH� UHFHQWO\� HVWDEOLVKHG� ELR�
EDQNV� KDYH� JLYHQ� WKRXJKW� WR� LQGHSHQGHQW�
IRUPV�RI�HWKLFV�UHYLHZ�DQG�JRYHUQDQFH��LQFOXG�
LQJ� UHSUHVHQWDWLRQ� IURP� WKH� SXEOLF� RU� SDWLHQW�
JURXSV��DOWKRXJK�LQ�PDQ\�FDVHV�VXFK�RYHUVLJKW�
FRPPLWWHHV�RQO\�VHHPHG�DEOH�WR�PDNH�VXJJHV�
WLRQV�� UDWKHU� WKDQ� UHTXLUH� FKDQJHV� LQ� WKH� ZD\�
WKH� ELREDQNV� ZHUH� RSHUDWHG�� 0DQ\� ELREDQNV�
KDG� PDQDJHPHQW� FRPPLWWHHV� PDGH� XS� IURP�
WKH� VFLHQWLVWV� ZKR� ¶RZQHG·� WKH� ELREDQN�� RU� LI�
WKHUH� ZHUH� RWKHU� H[WHUQDO� PHPEHUV� WKH\� VWLOO�
KDG�D�VFLHQFH�EDFNJURXQG���
5HJXODWRU\� IUDPHZRUNV� ZLWKLQ� FRXQWULHV� RIWHQ�
UHIOHFW� WKH� UHODWLRQVKLS� EHWZHHQ� UHVHDUFKHUV��
JRYHUQPHQW��DQG�WKH�SXEOLF��)RU�H[DPSOH�LQ�WKH�
1HWKHUODQGV� DQG� LQ� 'HQPDUN�� WKH� SXEOLF� DUH�
PXFK�PRUH� WUXVWLQJ� RI� � VFLHQWLVWV� DQG� JRYHUQ�
PHQW� ZKLFK� OHDGV� WR� DFFHVV� WR� GDWD� DQG� FRQ�
VHQW�SURWRFROV�ZKLFK�ZRXOG�EH�XQDFFHSWDEOH�LQ�
PRUH� VXVSLFLRXV� HQYLURQPHQWV� ZKHUH� YDULRXV�
VFDQGDOV�DQG�KRVWLOH�PHGLD�KDYH�FRQVSLUHG� WR�
FUHDWH�PLVWUXVW� LQ� WKH�SXEOLF�DQG�PXFK� WLJKWHU�
UHJXODWLRQ�RI�UHVHDUFKHUV����
2IWHQ� ZH� REVHUYHG� IURP� UHVHDUFKHUV� LQ� OHVV�
WLJKW� UHJXODWRU\� IUDPHZRUNV� DOPRVW� D� PRUH�
UHOD[HG� DSSURDFK� WRZDUGV� SXEOLF� SDUWLFLSDWLRQ�
RU�WKH�GDQJHUV�LQYROYHG�LQ�WKH�XVH�RI�FRQILGHQ�
WLDO� LQIRUPDWLRQ� DQG� LQIRUPHG� FRQVHQW�� �:KLOH�
WKH� V\VWHP� VHHPV� WR� ZRUN� ZHOO�� DW� OHDVW� IURP�
WKH� SHUVSHFWLYH� RI� VFLHQWLVWV� DQG� UHJXODWRUV��
WKHUH�PD\�EH�SRWHQWLDO� SUREOHPV� IRU� WKH� IXQF�
WLRQLQJ� RI� ELREDQNV� LQ� VXFK� HQYLURQPHQWV� LI�
SXEOLF� WUXVW� ZDV� GDPDJHG� E\� UHVHDUFK� VFDQ�
GDOV�RU�D�IHHOLQJ�RI�EHLQJ�WDNHQ�IRU�JUDQWHG��
/DUJHU�� ZHOO�IXQGHG� DQG� PRUH� UHFHQWO\� HVWDE�
OLVKHG�ELREDQNV�ZHUH�PRUH�OLNHO\�WR�KDYH�JLYHQ�
WKRXJKW� WR� DQG� REWDLQHG� OHJDO� DGYLFH� DERXW�
LQWHOOHFWXDO� SURSHUW\� ULJKW� LVVXHV�� 0RVW� LQWHU�
YLHZHHV� ZHUH� YHU\� RSHQ� LQ� WDONLQJ� DERXW� WKH�
HWKLFV�DQG�JRYHUQDQFH�RI�WKHLU�ELREDQN��,Q�RQO\�
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RQH�FDVH��GLG�DQ�LQWHUYLHZHH�GHFOLQH�WR�GLVFXVV�
WKH�LQWHOOHFWXDO�SURSHUW\�LVVXHV�UHODWLQJ�WR�WKHLU�
ELREDQN� EHFDXVH� WKH� VXEMHFW� ZDV� FRQVLGHUHG�
WRR�VHQVLWLYH���
)RU�PRVW�RI�RXU� LQWHUYLHZHHV� LQWHOOHFWXDO�SURS�
HUW\� LVVXHV�KDYH�EHHQ�D� ORZ�SULRULW\�� � ,Q� VRPH�
FDVHV�WKH\�KDG�JLYHQ�WKRXJKW�WR�LW�DQG�GHFLGHG�
WKDW� LW� ZDV� XQOLNHO\� WKDW� WKHUH� ZRXOG� EH� DQ\�
FRPPHUFLDO� LQWHUHVW�RU�DQ\�PRQH\�WR�EH�PDGH�
RXW� RI� WKHLU� UHVHDUFK�� 2WKHUV� ZRXOG� KDYH� ZHO�
FRPHG� FRPPHUFLDO� LQWHUHVW� LQ� WKHLU� ELREDQN��
EXW�KDYH�PDQDJHG�WR�DWWUDFW�OLWWOH�RU�QRQH��7KH�
PDLQ�SULRULW\� IRU�PDQ\� LQWHUYLHZHHV�VHHPHG�WR�
EH� PHUHO\� WKH� FRQWLQXDQFH� RI� WKHLU� UHVHDUFK��
7KXV�WKH\�ZHUH�KDSS\�WR�KDYH�FRPPHUFLDO�SDUW�
QHUVKLSV�SURYLGHG�LW�KHOSHG�IXQG�WKHLU�ODERUDWR�
ULHV� DQG� VWDII�� DQG�ZHUH� QRW� RYHUO\� FRQFHUQHG�
DERXW�RZQHUVKLS�RI�SDWHQWV�HWF���
7KRVH�ELREDQNV�UHFHLYLQJ�IXQGLQJ�IURP�JRYHUQ�
PHQW�ERGLHV�GHFLGHG�WR�KDYH�WKH�ZLGHVW�SRVVL�
EOH� DFFHVV� WR� WKHLU� GDWDEDVHV� EHFDXVH� OHJDO�
DGYLFH�KDG�VDLG� WKDW� WKH\�KDYH� WR�� �&RQVLGHUD�
WLRQ� KDG� EHHQ� JLYHQ� WR� ZKHWKHU� LW� ZRXOG� EH�
IHDVLEOH� WR� UHVWULFW� RU� JLYH� SUHIHUHQWLDO� DFFHVV�
WR� ORFDO� UHVHDUFKHUV� RU� WKRVH� IURP� WKH� SXEOLF�
VHFWRU��%XW�DJDLQ��OHJDO�DGYLFH�ZDV�WKDW�LW�ZRXOG�
EH�GLIILFXOW�WR�HQIRUFH�VXFK�UHVWULFWLRQV���
$OVR�VXFK� UHVWULFWLRQV�ZRXOG�EH�GLIILFXOW� WR�SXW�
LQ�SODFH�LQ�SUDFWLFH��DV�GHFLGLQJ�ZKR�KDV�SULRU�
LW\�RU�ZKR�SD\V�PRUH�OHVV�IRU�DFFHVV�LV�D�SROLWL�
FDO�KRW�SRWDWR��6PDOOHU�ELREDQNV�RUJDQLVHG�E\�
VPDOO� JURXSV� RI� UHVHDUFKHUV�� GLG� WHQG� WR� EH�
PRUH� UHVWULFWLYH� LQ� DFFHVV� WR� WKHLU� GDWD�
VDPSOHV�� XVXDOO\� E\� UHTXLULQJ� WKDW� WKH\� ZHUH�
FROODERUDWRUV�ZLWK� DQ\� H[WHUQDO� UHVHDUFK�XWLOLV�
LQJ�WKHLU�ELREDQN�WKXV�IRUZDUGLQJ�WKH� LQWHUHVWV�
RI�WKH�IRXQGLQJ�UHVHDUFKHUV��
7KHUH�DSSHDUV�WR�EH�PRUH�HIIRUW�PDGH�WRZDUGV�
,3� LVVXHV� LQ� WKH� 8.� FRPSDUHG� ZLWK� WKH� ELR�
EDQNV� ZH� KDYH� LQWHUYLHZHG� LQ� WKH� UHVW� RI�
(XURSH�� WKLV�PD\EH�EHFDXVH�RI� WKH�PRUH�PDU�
NHW�EDVHG� FXOWXUH�� FRPSDUHG� ZLWK� WKH� UHVW� RI�
(XURSH��ZKLFK�VWLOO�VHHV�DFDGHPLF�UHVHDUFK�DV�
PRUH�RI�D�VHUYLFH�WR�WKH�FRPPXQLW\��,QWHUYLHZV�
VR�IDU�KDYH�EHHQ�KHOG�LQ�1RUWKHUQ�(XURSH��DQG�
VR� RYHU� IXWXUH�PRQWKV� WKHUH� DUH� SODQV� WR� XVH�
RXU� FRQWDFWV� LQ� 3RODQG� DQG� ,WDO\� WR� FRQGXFW�
IXUWKHU� LQWHUYLHZV� LQ� &HQWUDO�� (DVWHUQ� DQG�
6RXWKHUQ�(XURSH��
�
%\�'DUUHQ� 6KLFNOH� DQG�0DUFXV�*ULIILQ�� $FDGH�
PLF�8QLW� RI� 3XEOLF�+HDOWK�� 8QLYHUVLW\� RI� /HHGV�
�8�.����

“Projects that are 

government 

funded or through 

charities seem to 

spend more time 

on public 

consultation and 

pay more attention 

to governance and 

ethical 

considerations. “ 



,Q�WKH�UHFHQW�FRQWULEXWLRQ�WKH�DXWKRUV�SURSR�
VH� � WZR� GLIIHUHQW� LQIRUPHG� FRQVHQW� IRUPV��
7KH�ILUVW�LV�IRU�WKH�XVH�RI�ELRORJLFDO�PDWHULDOV�
ZLWKLQ� D� ZHOO�SODQQHG� VLQJOH� UHVHDUFK� SUR�
MHFW��DQG�WKH�VHFRQG�LV�ERWK�IRU�WKH�VWRUDJH�
RI�ELRORJLFDO�PDWHULDOV�LQ�D�ELREDQN�VHW�XS�DW�
D� ORFDO� OHYHO� ²� VXFK�DV�DUH� WKRVH� VHW�XS� LQ�
XQLYHUVLW\�GHSDUWPHQWV��KRVSLWDOV�DQG�VFLHQ�
WLILF� LQVWLWXWHV� ²� DQG� IRU� WKH� XVH� RI� VWRUHG�
VDPSOHV�� 7KH� SURSRVHG� PRGHO� FDQ� EH� D�
XVHIXO� JXLGHOLQH� IRU� WKH� GHYHORSPHQW� RI�
VSHFLILF�LQIRUPHG�FRQVHQW�IRUPV�WR�EH�XVHG�
E\� UHVHDUFKHUV� IRU� WKH� FROOHFWLRQ�� VWRUDJH�
DQG� XVH� RI� ELRORJLFDO�PDWHULDOV�� ,W� FDQ� DOVR�
EH� D� JRRG� WRRO� WR� OHW� WKH� SRWHQWLDO� GRQRUV�
NQRZ� ZKLFK� LQIRUPDWLRQ�� JXDUDQWHHV� DQG�
RSSRUWXQLWLHV� WKH\� FDQ� UHTXHVW� IURP� UH�
VHDUFKHUV��
%\�&RULQQD�3RUWHUL��,5&&6�¶&HQWUR�6��*LRYDQ�
QL� GL� 'LR� ²� )DWHEHQHIUDWHOOL·�� %UHVFLD�� ,WDO\��
DQG� 3DVFDO� %RUU\� �&HQWUH� IRU� %LRPHGLFDO�
(WKLFV� DQG� /DZ�� .�8�/HXYHQ�� %HOJLXP�� �� $�
SURSRVDO� IRU� D� PRGHO� RI� LQIRUPHG� FRQVHQW�
IRU�WKH�FROOHFWLRQ��VWRUDJH�DQG�XVH�RI�ELRORJL�
FDO�PDWHULDOV�IRU�UHVHDUFK�SXUSRVHV��3DWLHQW�
(GXFDWLRQ�DQG�&RXQVHOLQJ���������

7KH�FUHDWLRQ�DQG�PDQDJHPHQW�RI�ELRORJLFDO�
EDQNV� UDLVH� SURIRXQG� HWKLFDO� DQG� OHJDO� LV�
VXHV� FRQFHUQLQJ� LQIRUPHG� FRQVHQW�� FRQIL�
GHQWLDOLW\�� ELRORJLFDO� PDWHULDO� �DQG� UHODWHG�
LQIRUPDWLRQ��RZQHUVKLS��DFFHVV�WR�WKH�EDQN��
FRPPHUFLDO�LQWHUHVWV�DQG�GLVFULPLQDWRU\�XVH�
RI�UHVHDUFK�UHVXOWV�� � ,Q�D�UHFHQW�SXEOLFDWLRQ�
&RULQQD�3RUWHUL�DQG�3DVFDO�%RUU\�KDYH�IRFX�
VHG�RQ� LQIRUPHG�FRQVHQW� IRU� WKH�FROOHFWLRQ��
VWRUDJH� DQG� XVH� RI� ELRORJLFDO�PDWHULDOV� IRU�
UHVHDUFK� SXUSRVHV� LQ� WKH� KHDOWK� ILHOG�� 7KH�
PRVW�LPSRUWDQW�HWKLFDO�DVSHFW�LQ�WKH�FROOHFWL�
RQ��VWRUDJH��DQG�XVH�RI�ELRORJLFDO�PDWHULDOV�
IRU�UHVHDUFK�SXUSRVHV�LV�WKH�PDLQWHQDQFH�RI�
D�VWURQJ� OLQN�EHWZHHQ�XVH�RI�ELRORJLFDO�PD�
WHULDOV� DQG� GRQRU·V� FRQVHQW�� � 7KLV� PHDQV�
WKDW� WKH� SHUVRQ� FRQFHUQHG� VKRXOG� EH� ZHOO�
LQIRUPHG� RQ� WKH� HVVHQWLDO� HOHPHQWV� RI� WKH�
SUHVHQW�DQG�IRUHVHHDEOH�IXWXUH�XVHV�RI�KLV�
KHU� ELRORJLFDO� PDWHULDOV�� DQG� WKDW� KH�VKH�
VKRXOG�KDYH�WKH�ULJKW�WR�FKRRVH�WR�SDUWLFLSD�
WH� LQ�WKH�UHVHDUFK�SURMHFW��DV�ZHOO�DV� LQ�WKH�
FUHDWLRQ� RI� WKH� ELREDQN�� 0RUHRYHU�� KH�VKH�
VKRXOG�KDYH�WKH�SRVVLELOLW\�WR�SXW�OLPLWDWLRQV�
WR�WKH�SRWHQWLDOO\�XQOLPLWHG�XVH�RI�WKH�PDWH�
ULDOV���
�

&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��

ZZZ�JHQHEDQF�HX�

informed consent for the collection, storage and use of  biological materials 


