
Giovanni Pascnzzi • Umberto Izzo
Matteo Macilotti
Editors

Comparative Issues 
in the Governance 
of Research Biobanks

Property, Privacy, Intellectual Property, 
and the Role of Technology

Springer



Contents

1 Introduction: A Law and Technology Approach to the Law
of B ioban kin g.........................................................................................................  1
U m berto  Izzo, M alteo  M acilo tti, and G iovanni Pascuzzi

Part I Property and Privacy in Biobanking

2 Research Biobanks Meet Synthetic Biology: Autonomy and
O w n ersh ip ...............................................................................................................  II
Stephen  R. M unzer

3 Regulating Biobanks: Another Triple Bottom L in e ..............................  41
R oger B row nsw ord

4 Health Insurance, Em ployment, and the Human (Jenome: Genetic
Discrimination and Biobanks in the United S ta tes .................................  63
Eric A. Feldm an and C helsea D arnell

5 Ownership of Biomedical Information in B ioban ks..............................  77
N aom i H aw kins, N adja K anellopoulou, Jane Kaye, K aren M elham ,
Paula B oddington, Liam  C urren , and H eather G ow ans

6 Human Tissues in the “Public Space” : Beyond tbe
Property/Privacy D ichotom y............................................................................ 87
M ariach iara  T allacchini

7 Should Privacy Be Abolished in Genetics and B iobanking?.............. 105
A m edeo  Sanlosuosso

8 Biobanks and Electronic Health Records: Open Issu es.......................  131
Paolo G uarda

9 Informed Consent and Research Biobanks: A Challenge in
Three D im ensions.................................................................................................  143
M alteo M acilotti

V



VI C o nten ts

Part II Intellectual Property and Biobanks

10 The Challenges of Achieving Open Source Sharing
of Biobank D a ta .....................................................................................................  165
D onna M. G itter

11 Beyond Open Source: Patents, Biobanks and S h ar in g ........................  191
E. R ichard  G old and D ianne Nicol

12 O pening Research Biobanks: An O verv iew .............................................  209
R oberto  C aso and R ossana D ucalo

13 The Roles of M aterial Transfer Agreem ents in Genetics
Databases and B io -B an k s..................................................................................  231
T hom as M argoni

14 Q uasi-Patents and Sem i-Patents in B ioban kin g ...................................... 251
G ideon  P archom ovsky  and M ichael M attioli

15 Accessing Accessions: Biobanks and B enefit-Sharing........................... 267
M ark Perry

16 Conveying Information, G enerating Trust: The Role of
Certifications in B ioban kin g ............................................................................. 2 8 1
M atteo  Ferrari

Part III Biobanks: The Perspective of B iobanker’s

17 Scientific and M anagerial Premises and Unresolved Issues
in Tum our Biobanking A ctiv ities...................................................................  301
M attia B arbaresch i, S ilv ia  F asanella , C h iara  C antalon i, 
and S ilv ia  G iuliani

18 The Italian Prototype Networks of Research B ioban ks.......................  311
G iuliano  D 'A g n o lo  and E lena B ravo

19 Governance of Biobanks for Cancer Research: Proposal for
a M aterial Transfer A greem en t......................................................................  327
B arbara Parodi, Paola V isconti, T iz iana  R uzzon, and M auro T ruin i

In d ex ....................................................................................................................................  333


