Norsk
Epidemiologi
Tidsskrift for

Norsk forening for
epidemiologi

Mars 2012, argang 21,
nummer 2

Redaktor:

Trond Peder Flaten

Institutt for kjemi,

Norges teknisk-naturvitenskapelige
universitet, 7491 Trondheim

Telefon: 73 59 18 06
Telefaks: 73 55 08 77

e-post: trond.flaten@chem.ntnu.no

Abonnement: Tidsskriftet sendes
medlemmer av Norsk forening for
epidemiologi (NOFE) og
abonnerende bibliotek. For a bli
medlem eller abonnere, send e-post
til NOFE: post@nofe.no.
Medlemskontingenten er for tiden
kr. 400, det samme er prisen for
abonnement. Utenfor Norge er
prisen kr. 600.

Adresse NOFE:

Norsk forening for epidemiologi
KFF v/Olsvik, Paviljongen
Haukeland sykehus

5021 Bergen

Internettadresse for NOFE:
www.nofe.no
e-post: post@nofe.no

ISSN 0803-2491

Opplag: 820

Trykk: NTNU-trykk

Layout og typografi: Redakteren

Tidsskriftet er tilgjengelig online:
http://www.ntnu.no/ojs/index.php/
norepid

Ogsa via Directory of Open Access
Journals (www.doaj.org)

Indekseres i databasene Elsevier’s
Bibliographic Databases (omfatter
Scopus (http://www.scopus.com/
home.url) og Embase
(http://www.embase.com/); SveMed+
(http://micr.kib.ki.se/); og Norart
(http://www.nb.no/baser/norart/).
Temanumrene katalogiseres
individuelt i BIBSYS.

Utgis vanligvis med to regulere
temanummer pr. ar. I tillegg kommer
supplement med sammendrag fra
Norsk forening for epidemiologis
arlige konferanse.

Cover photo: The Biobank at the
Norwegian Institute of Public Health
(NIPH)

125

Contents

Theme: Biobanking: From vision to reality

Thank you to the referees ..........coiviiiiiiiii e 126

Jennifer R. Harris, Anita Haugan and Isabelle Budin-Ljosne:
Biobanking: from vision to reality ............cocoiiiiiiiiiiiiiiiii, 127

Camilla Stoltenberg, Isabelle Budin-Ljosne, Jennifer R. Harris
and Kristian Hveem: From Biobanks for health to Biobank Norway ....... 135

Berit Johne: Biobanks in Norway — funding by the Research Council ..... 141

M. Brandsma, F. Baas, P.1.W. de Bakker, E.P. Beem, D.I. Boomsma,
J. Bovenberg, et al: How to kickstart a national biobanking
infrastructure — experiences and prospects of BBMRI-NL .................. 143

L. Norlin, M. Fransson, S. Eaker, G. Elinder and J.-E. Litton:
Adapting research to the 21st century — the Swedish Biobank Register ... 149

Isabelle Budin-Ljosne, Jennifer R. Harris, Jane Kaye, Bartha Maria
Knoppers, Anne Marie Tassé, Elena Bravo, et al: ELSI challenges

and strategies of national biobank infrastructures ............................. 155
Kirsten Ohm Kyvik: Danish biobank legislation, a simple approach? ...... 161
B.M. Knoppers, D. Avard and K. Sénécal:

Newborn screening programmes: Emerging biobanks? ...................... 163
Jane Kaye: Embedding biobanks as tools for personalised medicine ...... 169

Jostein Halgunset, @yvind L. Mikkelsen and Haakon Skogseth:
The Regional Research Biobank of Central Norway —
“One biobank, many collections” ..........c..coeiiiiiiiiiiiiiiinniinna 177

Hilde Langseth, Randi Gislefoss, Jan Ivar Martinsen and Steinar
Tretli: Scientific scope of integrating research activities in the
Janus Serum Bank and Cancer Registry of Norway .................coeovinene 185

Wenche Reed, Sissel Jor and Roger Bjugn: How can clinical biobanks
and patient information be adapted for research — Establishing a

hospital based data warehouse solution ..............c.cocviiiiinniiin 191
Berge Solberg and Kristin Solum Steinsbekk: Managing incidental

findings in population based biobank research ......................c.o 195
M.J. Murtagh, G.A. Thorisson, S.E. Wallace, J. Kaye, I. Demir,

L Fortier, et al: Navigating the perfect [data] storm .......................... 203

Klaus Lindgaard Hoeyer: Size matters: the ethical, legal, and social
issues surrounding large-scale genetic biobank initiatives ................... 211

Dany Doiron, Parminder Raina, Vincent Ferretti, Frangois
L’Heureux and Isabel Fortier: Facilitating collaborative research:
Implementing a platform supporting data harmonization and pooling ..... 221

Liv Paltiel, Jeanette Aarem, Siri Beekken, Nina K. Stensrud and
Kari Harbak: Biospecimen quality program in the biobank of the
Norwegian Institute of Public Health ...................c.oo 225

E.M. Jones, N.A. Sheehan, N. Masca, S.E. Wallace, M.J. Murtagh
and P.R. Burton: DataSHIELD — shared individual-level analysis
without sharing the data: a biostatistical perspective ......................... 231

Astanand Jugessur, Hdkon K. Gjessing, Allen J. Wilcox, Truc Trung

Nguyen, Roy M. Nilsen, Jeffrey C. Murray and Rolv T. Lie: Assessing

the impact of nicotine dependence genes on the risk of facial clefts:

An example of the use of national registry and biobank data ............... 241

Astanand Jugessur, Oivind Skare, Jennifer Ruth Harris, Rolv Terje
Lie and Hdakon Kristian Gjessing: Using offspring-parent triads to
study complex traits: A tutorial based on orofacial clefts .................... 251

Lars @Oystein Ursin and Kristin Solum Steinsbekk: Peeking into the black
box of privacy — biobank participants on the importance of recognition ... 269



