References

ABN (2007). Biorepository protocols. Aus-
tralasian Biospecimen Network. Available
from: http://www.iss.it/binary/ribo/cont/ABN

SOPs_Review_Mar07_final.pdf.

Aleksandrova K, Pischon T, Jenab M,
Bueno-de-Mesquita HB, Fedirko V, Norat T,
et al. (2014). Combined impact of healthy
lifestyle factors on colorectal cancer: a large
European cohort study. BMC Med. 12(1):168.
http://dx.doi.org/10.1186/s12916-014-0168-4
PMID:25319089

ARMA (2016). Brunswick Material Transfer

Agreement. Cambridge, UK: Association
of Research Managers and Administrators.

Available from: https://www.mrc.ac.uk/

Bergmann MM, Rehm J, Klipstein-Grobusch
K, Boeing H, Schitze M, Drogan D, et al.
(2013). The association of pattern of lifetime
alcohol use and cause of death in the European
Prospective Investigation into Cancer and
(EPIC) study. Int J Epidemiol.
42(6):1772-90. http://dx.doi.org/10.1093/ije/
dyt154 PMID:24415611

Nutrition

Betsou F, Gunter E, Clements J, DeSouza Y,
Goddard KA, Guadagni F, et al. (2013).
Identification of evidence-based biospecimen
quality-control tools: a report of the International
Society for Biological and Environmental
Repositories (ISBER) Biospecimen Science
Working Group. J Mol Diagn. 15(1):3-16.
http://dx.doi.org/10.1016/j.jmoldx.2012.06.008

documents/pdf/brunswick-material-transfer-

PMID:23195791

agreement/.

Ayache S, PanelliM, Marincola FM, Stroncek DF
(2006). Effects of storage time and exogenous
protease inhibitors on plasma protein levels.
Am J Clin Pathol. 126(2):174-84. http://
dx.doi.org/10.1309/3WM7XJ7RD8BCLNKX

Bravo E, Calzolari A, De Castro P, Mabile L,
Napolitani F, Rossi AM, et al. (2015). Developing
a guideline to standardize the citation of
bioresources in journal articles (CoBRA).
BMC Med. 13(1):33. http://dx.doi.org/10.1186/
$12916-015-0266-y PMID:25855867

PMID:16891190

BBMRI-ERIC (2016). BBMRI-ERIC Directory
2.0. Biobanking and BioMolecular resources
Research Infrastructure—European Research
Infrastructure Consortium. Available from:

http://bbmri-eric.eu/bbmri-eric-directory.

Brochhausen M, Fransson MN, Kanaskar NV,
Eriksson M, Merino-Martinez R, Hall RA, et al.
(2013). Developing a semantically rich ontology
for the biobank-administration domain. J
4(1):23.  http://dx.doi.
0rg/10.1186/2041-1480-4-23 PMID:24103726

Biomed Semantics.

Cambon-Thomsen A, Thorisson GA, Mabile L;
BRIF Workshop Group (2011). The role of a
Bioresource Research Impact Factor as an
incentive to share human bioresources. Nat
Genet. 43(6):503—4. http://dx.doi.org/10.1038/
ng.831 PMID:21614086

CCB (2014).
collecting,

Biobank quality standard:
storing and providing human
biological material and data for research.
UK: National
Institute Confederation of Cancer Biobanks.

London, Cancer Research
Available from: http://ccb.ncri.org.uk/wp-
content/uploads/2014/03/Biobank-quality-

standard-Version-1.pdf.

CEN (2015). European Committee for Standard-
ization (CEN) norms. Available from: https://
standards.cen.eu/index.html.

Chaigneau C, Cabioch T, Beaumont K, Betsou
F (2007). Serum biobank certification and the
establishment of quality controls for biological
fluids: examples of serum biomarker stability
after temperature variation. Clin Chem Lab
Med. 45(10):1390-5. http://dx.doi.org/10.1515/
CCLM.2007.160 PMID:17635068

Chen H, Pang T (2015). A call for global
governance of biobanks. Bull World Health
Organ. 93(2):113-7. http://dx.doi.org/10.2471/
BLT.14.138420 PMID:25883404

BCCM (2016). MOSAICC Micro-organisms

sustainable use and access regulation

international code of conduct. Belgian

Co-ordinated Collections of Micro-organisms.
Available from: http://bccm.belspo.be/projects/

Burke W, Diekema DS (2006). Ethical
issues arising from the participation of
children in genetic research. J Pediatr. 149
(1 Suppl):S34-8. http://dx.doi.org/10.1016/j.

jpeds.2006.04.049 PMID:16829241

mosaicc.

Beauchamp TL, Childress JF (2013). Principles
of biomedical ethics. 7th edition. Oxford Uni-

versity Press.

Calam RR, Cooper MH (1982). Recommended
“order of draw” for collecting blood specimens
into additive-containing tubes. Clin Chem.
28(6):1399. PMID:7074955

CIOMS (2002). International ethical guidelines

for biomedical research involving human

subjects. Geneva, Switzerland: Council
for International Organizations of Medical
Sciences and World Health Organization.
Available from: www.cioms.ch/publications/

layout_guide2002.pdf.

References E


http://dx.doi.org/10.1093/ije/dyt154
http://dx.doi.org/10.1093/ije/dyt154
https://www.ncbi.nlm.nih.gov/pubmed/24415611?dopt=Abstract
http://dx.doi.org/10.1016/j.jmoldx.2012.06.008
https://www.ncbi.nlm.nih.gov/pubmed/23195791?dopt=Abstract
https://www.ncbi.nlm.nih.gov/pubmed/23195791?dopt=Abstract
http://dx.doi.org/10.1186/s12916-015-0266-y
http://dx.doi.org/10.1186/s12916-015-0266-y
https://www.ncbi.nlm.nih.gov/pubmed/25855867?dopt=Abstract
http://dx.doi.org/10.1186/2041-1480-4-23
http://dx.doi.org/10.1186/2041-1480-4-23
https://www.ncbi.nlm.nih.gov/pubmed/24103726?dopt=Abstract
http://dx.doi.org/10.1016/j.jpeds.2006.04.049
http://dx.doi.org/10.1016/j.jpeds.2006.04.049
https://www.ncbi.nlm.nih.gov/pubmed/16829241?dopt=Abstract
https://www.ncbi.nlm.nih.gov/pubmed/7074955?dopt=Abstract
http://dx.doi.org/10.1038/ng.831
http://dx.doi.org/10.1038/ng.831
https://www.ncbi.nlm.nih.gov/pubmed/21614086?dopt=Abstract
http://ccb.ncri.org.uk/wp-content/uploads/2014/03/Biobank-quality-standard-Version-1.pdf
http://ccb.ncri.org.uk/wp-content/uploads/2014/03/Biobank-quality-standard-Version-1.pdf
http://ccb.ncri.org.uk/wp-content/uploads/2014/03/Biobank-quality-standard-Version-1.pdf
https://standards.cen.eu/index.html
https://standards.cen.eu/index.html
http://dx.doi.org/10.1515/CCLM.2007.160
http://dx.doi.org/10.1515/CCLM.2007.160
https://www.ncbi.nlm.nih.gov/pubmed/17635068?dopt=Abstract
http://dx.doi.org/10.2471/BLT.14.138420
http://dx.doi.org/10.2471/BLT.14.138420
https://www.ncbi.nlm.nih.gov/pubmed/25883404?dopt=Abstract
http://www.cioms.ch/publications/layout_guide2002.pdf
http://www.cioms.ch/publications/layout_guide2002.pdf
http://www.iss.it/binary/ribo/cont/ABN_SOPs_Review_Mar07_final.pdf
http://www.iss.it/binary/ribo/cont/ABN_SOPs_Review_Mar07_final.pdf
http://www.iss.it/binary/ribo/cont/ABN_SOPs_Review_Mar07_final.pdf
https://www.ncbi.nlm.nih.gov/pubmed/25319089?dopt=Abstract
https://www.ncbi.nlm.nih.gov/pubmed/25319089?dopt=Abstract
https://www.mrc.ac.uk/documents/pdf/brunswick-material-transfer-agreement/
https://www.mrc.ac.uk/documents/pdf/brunswick-material-transfer-agreement/
https://www.mrc.ac.uk/documents/pdf/brunswick-material-transfer-agreement/
http://dx.doi.org/10.1309/3WM7XJ7RD8BCLNKX
http://dx.doi.org/10.1309/3WM7XJ7RD8BCLNKX
https://www.ncbi.nlm.nih.gov/pubmed/16891190?dopt=Abstract
http://bbmri-eric.eu/bbmri-eric-directory
http://bccm.belspo.be/projects/mosaicc
http://bccm.belspo.be/projects/mosaicc

CLSI (2005). Collection, transport, preparation,
and storage of specimens for molecular
methods; approved guideline. CLSI document
MM13-A, Vol. 25, No. 31. Wayne (PA), USA:
Clinical and Laboratory Standards Institute.
Available from: http://shop.clsi.org/molecular-

De Jongh R, Vranken J, Vundelinckx G,
Bosmans E, Maes M, Heylen R (1997). The
effects of anticoagulation and processing on
assays of IL-6, sIL-6R, sIL-2R and soluble
transferrin receptor. Cytokine. 9(9):696-701.
http://dx.doi.org/10.1006/cyt0.1997.0217

methods-documents/MM13.html.

CLSI (2007). Procedures for the collection of
diagnostic blood specimens by venipuncture;
approved standard - sixth edition. CLSI
document GP41-A6, Vol. 27, No. 26. Wayne
(PA), USA: Clinical and Laboratory Standards
Institute. http://shop.clsi.
org/c.1253739/site/Sample_pdf/GP41A6
sample.pdf.

Available from:

Council of Europe (2006). Recommendation
Rec(2006)4 of the Committee of Ministers
to member states on research on biological
materials of human origin. Available from:
https://wcd.coe.int/ViewDoc.jsp?id=977859
&BackColorinternet=9999CC&BackColorin
tranet=FFBB55&BackColorLogged=FFACT75.

Crowe FL, Key TJ, Appleby PN, Overvad
K, Schmidt EB, Egeberg R, et al. (2012).
Dietary fibre intake and ischaemic heart
disease mortality: the European Prospective
Investigation into Cancer and Nutrition-Heart
study. Eur J Clin Nutr. 66(8):950—-6. http://dx.doi.
org/10.1038/ejcn.2012.51 PMID:22617277

Cryo Bio System (2013). Fundamentals of

cryobiology. Available from: http://www.

PMID:9325019

DGI (2016). The 9 classes of dangerous goods.

Dangerous Goods International. Available

from: http://www.dgiglobal.com/classes.

Eiseman E, Bloom G, Brower J, Clancy N,
Olmsted SS (2003). Case studies of existing
human tissue repositories: “best practices” for
a biospecimen resource for the genomic and
proteomic era. Santa Monica (CA), USA: RAND
Corporation. Available from: http://www.rand.
org/pubs/monographs/2004/RAND_MG120.

European Commission (2012b). Proposal for a
Regulation of the European Parliament and of
the Council on the protection of individuals with
regard to the processing of personal data and
on the free movement of such data (General
Data Protection Regulation). Brussels,
Belgium: European Commission. Available
from:

EN/ALL/?uri=celex%3A52012PC0011

http://eur-lex.europa.eu/legal-content/

European Commission (2016). Regulation (EU)
2016/679 of the European Parliament and of
the Council of 27 April 2016 on the protection
of natural persons with regard to the processing
of personal data and on the free movement of
such data, and repealing Directive 95/46/EC
(General Data Protection Regulation). Official
Journal L 119/1-88. Available from: http://eur-
lex.europa.eu/legal-content/EN/TXT/?uri=uri

pdf.

ESMO (2010). Improving rare cancer care in
Europe — recommendations on stakeholder
actions and public policies. European Soci-
ety for Medical Oncology. Available from:
http://www.rarecancerseurope.org/content/
download/16802/296577/file/ESMO_Rare

Cancers_recommendations_2010.pdf.

European Commission (2012a). Biobanks
for Europe: a challenge for governance.
Directorate-General for Research and

Innovation. Brussels, Belgium: European
Commission. Available from: https://ec.europa.

eu/research/swafs/pdf/pub_archive/biobanks-

cryobiosystem-imv.com/media/fundamentals
037984100_1259_18112013.

of_cryobiology
pdf.

Dash A, Maine IP, Varambally S, Shen R,
Chinnaiyan AM, Rubin MA (2002). Changes
in differential gene expression because of
warm ischemia time of radical prostatectomy
specimens. Am J Pathol. 161(5):1743-8. http:/
dx.doi.org/10.1016/S0002-9440(10)64451-3

for-europe_en.pdf.

European Commission (1995). Directive 95/46/
EC of the European Parliament and of the
Council of 24 October 1995 on the protection
of individuals with regard to the processing
of personal data and on the free movement
of such data. Official Journal L 281/31-50.
Available from: http://eur-lex.europa.eu/
LexUriServ/LexUriServ.do?uri=CELEX:3199

PMID:12414521

De Cecco L, Musella V, Veneroni S, Cappelletti
V, Bongarzone |, Callari M, et al. (2009).
Impact of biospecimens handling on biomarker
research BMC Cancer.
9(1):409. http://dx.doi.org/10.1186/1471-2407-
9-409 PMID:19930681

in breast cancer.

5L0046:en:HTML.

serv:0J.L_.2016.119.01.0001.01.ENG.

European Society of Radiology (2015). ESR
position paper on imaging biobanks. Insights
Imaging. 6(4):403-10. http://dx.doi.org/10.1007/
$13244-015-0409-x PMID:25999018

Furuta K, Schacter B (2015). Report on
status of 1SO276/WG2 on biobanks and
bioresources: international standards for
biobanking. Biopreserv Biobank. 13(6):452-3.
http://dx.doi.org/10.1089/bi0.2015.29041.kf

PMID:26697915

GA4GH (2016). Global Alliance for Genomics
and Health: about the Global Alliance. Available
from: http://genomicsandhealth.org/about-

global-alliance.

GA4GH (2015a). Global Alliance for Genomics
and Health: consent policy. Available from:
https://genomicsandhealth.org/files/public/
Consent%20Policy%20%28Final%20-%20
27%20May%202015%29.pdf.

GA4GH (2015b). Global Alliance for Genomics
and Health: privacy and security policy. Available
from: https://genomicsandhealth.org/files/public/
Privacy%20and%20Security%20Policy %20
(Final%20-%2026%20May%202015).pdf.



http://ccb.ncri.org.uk/wp-content/uploads/2014/03/Biobank-quality-standard-Version-1.pdf
https://www.ncbi.nlm.nih.gov/pubmed/9325019?dopt=Abstract
http://www.dgiglobal.com/classes
http://www.rand.org/pubs/monographs/2004/RAND_MG120.pdf
http://www.rand.org/pubs/monographs/2004/RAND_MG120.pdf
http://www.rand.org/pubs/monographs/2004/RAND_MG120.pdf
http://www.rarecancerseurope.org/content/download/16802/296577/file/ESMO_Rare_Cancers_recommendations_2010.pdf
http://www.rarecancerseurope.org/content/download/16802/296577/file/ESMO_Rare_Cancers_recommendations_2010.pdf
http://www.rarecancerseurope.org/content/download/16802/296577/file/ESMO_Rare_Cancers_recommendations_2010.pdf
https://ec.europa.eu/research/swafs/pdf/pub_archive/biobanks-for-europe_en.pdf
https://ec.europa.eu/research/swafs/pdf/pub_archive/biobanks-for-europe_en.pdf
https://ec.europa.eu/research/swafs/pdf/pub_archive/biobanks-for-europe_en.pdf
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=CELEX:31995L0046:en:HTML
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=CELEX:31995L0046:en:HTML
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=CELEX:31995L0046:en:HTML
http://eur-lex.europa.eu/legal-content/EN/ALL/?uri=celex%3A52012PC0011
http://eur-lex.europa.eu/legal-content/EN/ALL/?uri=celex%3A52012PC0011
http://eur-lex.europa.eu/legal-content/EN/TXT/?uri=uri
serv:OJ.L_.2016.119.01.0001.01.ENG
http://eur-lex.europa.eu/legal-content/EN/TXT/?uri=uri
serv:OJ.L_.2016.119.01.0001.01.ENG
http://eur-lex.europa.eu/legal-content/EN/TXT/?uri=uri
serv:OJ.L_.2016.119.01.0001.01.ENG
http://dx.doi.org/10.1007/s13244-015-0409-x
http://dx.doi.org/10.1007/s13244-015-0409-x
https://www.ncbi.nlm.nih.gov/pubmed/25999018?dopt=Abstract
http://dx.doi.org/10.1089/bio.2015.29041.kf
https://www.ncbi.nlm.nih.gov/pubmed/26697915?dopt=Abstract
http://genomicsandhealth.org/about-global-alliance
http://genomicsandhealth.org/about-global-alliance
https://genomicsandhealth.org/files/public/Consent%20Policy%20%28Final%20-%2027%20May%202015%29.pdf
https://genomicsandhealth.org/files/public/Consent%20Policy%20%28Final%20-%2027%20May%202015%29.pdf
https://genomicsandhealth.org/files/public/Consent%20Policy%20%28Final%20-%2027%20May%202015%29.pdf
https://genomicsandhealth.org/files/public/Privacy%20and%20Security%20Policy%20(Final%20-%2026%20May%202015).pdf
https://genomicsandhealth.org/files/public/Privacy%20and%20Security%20Policy%20(Final%20-%2026%20May%202015).pdf
https://genomicsandhealth.org/files/public/Privacy%20and%20Security%20Policy%20(Final%20-%2026%20May%202015).pdf
http://shop.clsi.org/molecular-methods-documents/MM13.html
http://shop.clsi.org/molecular-methods-documents/MM13.html
http://shop.clsi.org/c.1253739/site/Sample_pdf/GP41A6_sample.pdf
http://shop.clsi.org/c.1253739/site/Sample_pdf/GP41A6_sample.pdf
http://shop.clsi.org/c.1253739/site/Sample_pdf/GP41A6_sample.pdf
https://wcd.coe.int/ViewDoc.jspid=977859&BackColorInternet=9999CC&BackColorIntranet=FFBB55&BackColorLogged=FFAC75
https://wcd.coe.int/ViewDoc.jspid=977859&BackColorInternet=9999CC&BackColorIntranet=FFBB55&BackColorLogged=FFAC75
https://wcd.coe.int/ViewDoc.jspid=977859&BackColorInternet=9999CC&BackColorIntranet=FFBB55&BackColorLogged=FFAC75
http://dx.doi.org/10.1038/ejcn.2012.51
http://dx.doi.org/10.1038/ejcn.2012.51
https://www.ncbi.nlm.nih.gov/pubmed/22617277?dopt=Abstract
http://www.cryobiosystem-imv.com/media/fundamentals_of_cryobiology__037984100_1259_18112013.pdf
http://www.cryobiosystem-imv.com/media/fundamentals_of_cryobiology__037984100_1259_18112013.pdf
http://www.cryobiosystem-imv.com/media/fundamentals_of_cryobiology__037984100_1259_18112013.pdf
http://www.cryobiosystem-imv.com/media/fundamentals_of_cryobiology__037984100_1259_18112013.pdf
http://dx.doi.org/10.1016/S0002-9440(10)64451-3
http://dx.doi.org/10.1016/S0002-9440(10)64451-3
https://www.ncbi.nlm.nih.gov/pubmed/12414521?dopt=Abstract
http://dx.doi.org/10.1186/1471-2407-9-409
http://dx.doi.org/10.1186/1471-2407-9-409
https://www.ncbi.nlm.nih.gov/pubmed/19930681?dopt=Abstract

Garcia-Closas M, Egan KM, Abruzzo J,
Newcomb PA, Titus-Ernstoff L, Franklin T, et al.
(2001). Collection of genomic DNA from adults
in epidemiological studies by buccal cytobrush
and mouthwash. Cancer Epidemiol Biomarkers
Prev. 10(6):687-96. PMID:11401920

Green RC, Berg JS, Grody WW, Kalia SS,
Korf BR, Martin CL, et al.; American College
of Medical Genetics and Genomics (2013).
ACMG recommendations for reporting of
incidental findings in clinical exome and
genome sequencing. Genet Med. 15(7):565—
74. http://dx.doi.org/10.1038/gim.2013.73
PMID:23788249

Griese M (1999). Pulmonary surfactant in health
and human lung diseases: state of the art. Eur
Respir J. 13(6):1455-76. http://dx.doi.org/10.1
183/09031936.99.13614779 PMID:10445627

Gundisch S, Slotta-Huspenina J, Verderio
P, Ciniselli CM, Pizzamiglio S, Schott C,
et al. (2014). Evaluation of colon cancer
histomorphology: a comparison between
formalin and PAXgene tissue fixation by
an international ring trial. Virchows Arch.

465(5):509-19. http://dx.doi.org/10.1007/

Harris JR, Burton P, Knoppers BM, Lindpaintner
K, Bledsoe M, Brookes AJ, et al. (2012). Toward
aroadmap in global biobanking for health. Eur
J Hum Genet. 20(11):1105-11. http://dx.doi.
org/10.1038/ejhg.2012.96 PMID:22713808

ICAO (1986). Technical instructions for the
safe transport of dangerous goods by air.
Montreal, Canada: International Civil Aviation
Organization. Available from: http://www.icao.
int/safety/DangerousGoods/Pages/technical-

Heins M, Heil W, Withold W (1995). Storage
of serum or whole blood samples? Effects of
time and temperature on 22 serum analytes.
Eur J Clin Chem Clin Biochem. 33(4):231-8.
PMID:7626695

Hens K, Lévesque E, Dierickx K (2011).
Children and biobanks: a review of the ethical
and legal discussion. Hum Genet. 130(3):403-13.
http://dx.doi.org/10.1007/s00439-011-1031-8
PMID:21660506

Hu S, Loo JA, Wong DT (2007). Human
saliva proteome analysis. Ann N Y Acad Sci.
1098(1):323-9. http://dx.doi.org/10.1196/

instructions.aspx.

ISBER (2012).
repositories:

2012 Best practices for

collection, storage, retrieval,
and distribution of biological materials for
research. International Society for Biological
and Environmental Repositories. Biopreserv
Biobank. 10(2):79-161. http://dx.doi.org/

10.1089/bi0.2012.1022 PMID:24844904

ISO (2012). 1SO 15189:2012. Medical labo-

ratories — Requirements for quality and

competence. Geneva, Switzerland: Inter-

national Organization for Standardization.

Available from: http://www.iso.org/iso/

catalogue_detail?csnumber=56115.

annals.1384.015 PMID:17435138

Hubel A, Spindler R, Skubitz AP (2014).
Storage of human biospecimens: selection of
the optimal storage temperature. Biopreserv
Biobank. 12(3):165-75. http://dx.doi.org/
10.1089/bi0.2013.0084 PMID:24918763

s00428-014-1624-4 PMID:25085759

H3Africa (2013).
engagement.

H3Africa guidelines for
community
the H3Africa Working Group on Ethics and
Regulatory Issues for the Human Heredity
and Health (H3Africa) Consortium. Available
from: http://www.h3africa.org/images/
GuidelinesPolicyDocs/CE%20Guidelines

Developed by

HUPO (2015). Human Proteome Organization:
about HUPO. Available from: https://www.hupo.
org/about-hupo/.

IATA (2015a). Dangerous Goods Regulations
(DGR).
Air Transport Association. Available from:

Montreal, Canada: International

http://www.iata.org/publications/dgr/Pages/

Final.pdf.

Hainaut P, Caboux E, Bevilacqua G, Bosman F,
Dassesse T, Hoefler H, et al. (2009). Pathology
as the cornerstone of human tissue banking:

European consensus expert group report.

index.aspx.

IATA (2015b). IATA classification: Division 6.2
— Infectious substances. Montreal, Canada:
Association.

International  Air  Transport

Available from: https://www.iata.org/whatwedo/

cargo/dgr/Documents/infectious-substance-

Biopreserv Biobank. 7(3):157-60. http://dx.doi.
org/10.1089/bi0.2010.7303 PMID:24835883

Hall JA, Daidone MG, Peters GJ, Harbeck
N, Lacombe D, Sleijfer S (2011). Integrating
collection of biospecimens in clinical trials:
the approach of the European Organization for
Research and Treatment of Cancer. Biopreserv
Biobank. 9(2):181-6. http://dx.doi.org/10.1089/

classification-DGR56-en.pdf.

IATA (2015c). Packing instructions — Class
6 -

Montreal, Canada: International Air Transport

Toxic and infectious substances.
Association. Available from: https:/www.iata.
org/whatwedo/cargo/dgr/Documents/packing-

instruction-650-DGR56-en.pdf.

bi0.2011.0003 PMID:24846265

Kaye J, Hawkins N (2014). Data sharing
policy design for consortia: challenges for
sustainability. Genome Med. 6(1):4. http:/
dx.doi.org/10.1186/gm523 PMID:24475754

Kersting M, Prokein J, Bernemann |, Drobek
D, lllig T (2015). IT systems for biobanking: a
brief overview. Hannover, Germany: Hannover
United Biobank, Hannover Medical School.

Available from: http://www.markus-kersting.de/

wp-content/uploads/2014/12/Poster_Biobank
Systeme_HUB_2014_12_01_mk_b.pdf.

King IB, Satia-Abouta J, Thornquist MD, Bigler
J, Patterson RE, Kristal AR, et al. (2002).
Buccal cell DNA yield, quality, and collection
costs: comparison of methods for large-scale
studies. Cancer Epidemiol Biomarkers Prev.
11(10 Pt 1):1130-3. PMID:12376522

Knoppers BM, Chisholm RL, Kaye J, Cox D,
Thorogood A, Burton P, et al.; P3G International
Steering Committee (2013). A P3G generic
access agreement for population genomic
studies. Nat Biotechnol. 31(5):384-5. http://
dx.doi.org/10.1038/nbt.2567 PMID:23657386

References E


http://dx.doi.org/10.1038/ejhg.2012.96
http://dx.doi.org/10.1038/ejhg.2012.96
https://www.ncbi.nlm.nih.gov/pubmed/22713808?dopt=Abstract
https://www.ncbi.nlm.nih.gov/pubmed/7626695?dopt=Abstract
https://www.ncbi.nlm.nih.gov/pubmed/7626695?dopt=Abstract
http://dx.doi.org/10.1007/s00439-011-1031-8
https://www.ncbi.nlm.nih.gov/pubmed/21660506?dopt=Abstract
http://dx.doi.org/10.1196/annals.1384.015
http://dx.doi.org/10.1196/annals.1384.015
https://www.ncbi.nlm.nih.gov/pubmed/17435138?dopt=Abstract
http://dx.doi.org/10.1089/bio.2013.0084
http://dx.doi.org/10.1089/bio.2013.0084
https://www.ncbi.nlm.nih.gov/pubmed/24918763?dopt=Abstract
https://www.hupo.org/about-hupo/
https://www.hupo.org/about-hupo/
http://www.iata.org/publications/dgr/Pages/index.aspx
http://www.iata.org/publications/dgr/Pages/index.aspx
https://www.iata.org/whatwedo/cargo/dgr/Documents/infectious-substance-classification-DGR56-en.pdf
https://www.iata.org/whatwedo/cargo/dgr/Documents/infectious-substance-classification-DGR56-en.pdf
https://www.iata.org/whatwedo/cargo/dgr/Documents/infectious-substance-classification-DGR56-en.pdf
https://www.iata.org/whatwedo/cargo/dgr/Documents/packing-instruction-650-DGR56-en.pdf
https://www.iata.org/whatwedo/cargo/dgr/Documents/packing-instruction-650-DGR56-en.pdf
https://www.iata.org/whatwedo/cargo/dgr/Documents/packing-instruction-650-DGR56-en.pdf
http://www.icao.int/safety/DangerousGoods/Pages/technical-instructions.aspx
http://www.icao.int/safety/DangerousGoods/Pages/technical-instructions.aspx
http://www.icao.int/safety/DangerousGoods/Pages/technical-instructions.aspx
http://dx.doi.org/10.1089/bio.2012.1022
http://dx.doi.org/10.1089/bio.2012.1022
https://www.ncbi.nlm.nih.gov/pubmed/24844904?dopt=Abstract
http://www.iso.org/iso/catalogue_detail?csnumber=56115
http://www.iso.org/iso/catalogue_detail?csnumber=56115
http://dx.doi.org/10.1186/gm523
http://dx.doi.org/10.1186/gm523
https://www.ncbi.nlm.nih.gov/pubmed/24475754?dopt=Abstract
http://www.markus-kersting.de/wp-content/uploads/2014/12/Poster_Biobank_Systeme_HUB_2014_12_01_mk_b.pdf
http://www.markus-kersting.de/wp-content/uploads/2014/12/Poster_Biobank_Systeme_HUB_2014_12_01_mk_b.pdf
http://www.markus-kersting.de/wp-content/uploads/2014/12/Poster_Biobank_Systeme_HUB_2014_12_01_mk_b.pdf
https://www.ncbi.nlm.nih.gov/pubmed/12376522?dopt=Abstract
http://dx.doi.org/10.1038/nbt.2567
http://dx.doi.org/10.1038/nbt.2567
https://www.ncbi.nlm.nih.gov/pubmed/23657386?dopt=Abstract
https://www.ncbi.nlm.nih.gov/pubmed/11401920?dopt=Abstract
http://dx.doi.org/10.1038/gim.2013.73
https://www.ncbi.nlm.nih.gov/pubmed/23788249?dopt=Abstract
http://dx.doi.org/10.1183/09031936.99.13614779
http://dx.doi.org/10.1183/09031936.99.13614779
https://www.ncbi.nlm.nih.gov/pubmed/10445627?dopt=Abstract
http://dx.doi.org/10.1007/s00428-014-1624-4
http://dx.doi.org/10.1007/s00428-014-1624-4
https://www.ncbi.nlm.nih.gov/pubmed/25085759?dopt=Abstract
http://www.h3africa.org/images/GuidelinesPolicyDocs/CE%20Guidelines_Final.pdf
http://www.h3africa.org/images/GuidelinesPolicyDocs/CE%20Guidelines_Final.pdf
http://www.h3africa.org/images/GuidelinesPolicyDocs/CE%20Guidelines_Final.pdf
http://dx.doi.org/10.1089/bio.2010.7303
http://dx.doi.org/10.1089/bio.2010.7303
https://www.ncbi.nlm.nih.gov/pubmed/24835883?dopt=Abstract
http://dx.doi.org/10.1089/bio.2011.0003
http://dx.doi.org/10.1089/bio.2011.0003
https://www.ncbi.nlm.nih.gov/pubmed/24846265?dopt=Abstract

Kon OL (2001). Tissue banking for biomedical
research. Commissioned paper for the
Human Genetics Subcommittee of the
Bioethics Advisory Committee. National

Cancer Centre Singapore. Available from:

Mager SR, Oomen MH, Morente MM, Ratcliffe
C, Knox K, Kerr DJ, et al. (2007). Standard
operating procedure for the collection of
fresh frozen tissue samples. Eur J Cancer.
43(5):828-34. http://dx.doi.org/10.1016/j.
ejca.2007.01.002 PMID:17329097

http://www.bioethics-singapore.org/images/
uploadfile/52533%20PMHT %20AppendixB-
Dr%20Kon.pdf.

Kosseim P, Dove ES, Baggaley C, Meslin EM,
Cate FH, Kaye J, et al. (2014). Building a data

sharing model for global genomic re-
search. Genome Biol. 15(8):430. http:/

dx.doi.org/10.1186/s13059-014-0430-2
PMID:25221857

Kumari S, Ichhpujani RL (2000). Guidelines
on standard operating procedures for
microbiology. New Delhi, India: World Health
Organization Regional Office for South-East
Asia. Available from: http://apps.searo.who.int/

Makowski GS, Davis EL, Hopfer SM (1996). The
effect of storage on Guthrie cards: implications
for deoxyribonucleic acid amplification. Ann
Clin Lab Sci. 26(5):458—69. PMID:8879364

Malentacchi F, Pizzamiglio S, Verderio P,
Pazzagli M, Orlando C, Ciniselli CM, et al.
(2015). Influence of storage conditions and
extraction methods on the quantity and quality
of circulating cell-free DNA (ccfDNA): the
SPIDIA-DNAplas External Quality Assessment
experience. Clin Chem Lab Med. 53(12):1935—
42. http://dx.doi.org/10.1515/cclm-2014-1161
PMID:25883202

PDS_DOCS/B0217.pdf.

Laurie G (2011).

in biobanking: on the value of policy led

Reflexive governance

approaches and the need to recognise the
limits of law. Hum Genet. 130(3):347-56.
http://dx.doi.org/10.1007/s00439-011-1066-x

Mallette, A., Tassé AM, Knoppers BM (2013).
P3G model framework for biobank governance.
Public Population Project in Genomics and
Society. Available from: http://www.p3g.org/
system/files/biobank_toolkit_documents/
P3G %20Model%20Framework%20for%20

PMID:21766192

Lehmann S, Guadagni F, Moore H, Ashton G,
Barnes M, Benson E, et al. (2012). Standard
preanalytical coding for biospecimens:
review and implementation of the Sample
PREanalytical Code (SPREC). Biopreserv

Biobank. 10(4):366-74. http://dx.doi.

Biobank%20Governance%20FINAL%20
%281%29_0.pdf.

Matharoo-Ball B, Thomson BJ (2014).
Nottingham Health Science Biobank: a
sustainable bioresource. Biopreserv Biobank.
12(5):312-6. http://dx.doi.org/10.1089/

bio.2014.0056 PMID:25340939

0rg/10.1089/bi0.2012.0012 PMID:24849886

Lengellé J, Panopoulos E, Betsou F (2008).
Soluble CD40 ligand as a biomarker for
storage-related preanalytic variations of
Cytokine. 44(2):275-82.
http://dx.doi.org/10.1016/j.cyt0.2008.08.010

human serum.

Mayrhofer MT, Holub P, Wutte A, Litton JE (2016).
BBMRI-ERIC: the novel gateway to biobanks:
from humans to humans. Bundesgesundheits-
blatt Gesundheitsforschung Gesundheits-
schutz. 59(3):379-84. http:/dx.doi.org/10.1007/

Mendy M, Kirk GD, van der Sande M, Jeng-
Barry A, Lesi OA, Hainaut P, et al. (2005).
Hepatitis B surface antigenaemia and alpha-
foetoprotein detection from dried blood spots:
applications to field-based studies and to
clinical care in hepatitis B virus endemic
Hepat. 12(6):642—7. http://
dx.doi.org/10.1111/j.1365-2893.2005.00641.x
PMID:16255766

areas. J Viral

Mendy M, Lawlor R, Van Keppel AL, Riegman
P, Betsou F, Cohen O (2013). Biosampling and
biobanking. In: Rebbeck TR, editor. Handbook
for cancer research in Africa. Brazzaville,
World Health
Organization Regional Office for Africa; pp 77—

Republic of the Congo:

94. Available from: http://apps.who.int/iris/bit
stream/10665/100065/1/9789290232216.pdf.

Miller JM, Astles R, Baszler T, Chapin K,
Carey R, Garcia L, et al.; Biosafety Blue
Ribbon Panel; Centers for Disease Control and
Prevention (CDC) (2012). Guidelines for safe
work practices in human and animal medical
diagnostic laboratories. Recommendations of a
CDC-convened, Biosafety Blue Ribbon Panel.
MMWR Suppl. 61(1):1-102. PMID:22217667

Moore HM, Kelly AB, Jewell SD, McShane
LM, Clark DP, Greenspan R, et al. (2011).
Biospecimen reporting for improved study
quality (BRISQ). Cancer Cytopathol. 119(2):92—
101. http://dx.doi.org/10.1002/cncy.20147
PMID:21433001

Morente MM, Mager R, Alonso S, Pezzella
F, Spatz A, Knox K, et al. (2006). TuBaFrost
2: standardising tissue collection and quality
control procedures for a European virtual
frozen tissue bank network. Eur J Cancer.
42(16):2684-91. http://dx.doi.org/10.1016/j.
ejca.2006.04.029 PMID:17027255

s00103-015-2301-8 PMID:26860601

PMID:18851919

Lin DW, Coleman IM, Hawley S, Huang CY,
Dumpit R, Gifford D, et al. (2006). Influence
of surgical manipulation on prostate gene
molecular

expression: implications  for

correlates of treatment effects and di

Medical Research Council and Wellcome Trust
(2014). Framework on the feedback of health-
related findings in research. Available from:
https://www.mrc.ac.uk/documents/pdf/mrc-

MRC (2014). Human tissue and biological
samples for use in research: operational and
ethical guidelines. United Kingdom Medical
Research Council. Available from: http://www.

mrc.ac.uk/publications/browse/human-tissue-

wellcome-trust-framework-on-the-feedback-

and-biological-samples-for-use-in-research/.

of-health-related-findings-in-researchpdf.

prognosis. J Clin Oncol. 24(23):3763-70.
http://dx.doi.org/10.1200/JC0O.2005.05.1458
PMID:16822846



http://dx.doi.org/10.1016/j.ejca.2007.01.002
http://dx.doi.org/10.1016/j.ejca.2007.01.002
https://www.ncbi.nlm.nih.gov/pubmed/17329097?dopt=Abstract
https://www.ncbi.nlm.nih.gov/pubmed/8879364?dopt=Abstract
http://dx.doi.org/10.1515/cclm-2014-1161
https://www.ncbi.nlm.nih.gov/pubmed/25883202?dopt=Abstract
http://www.p3g.org/system/files/biobank_toolkit_documents/P3G%20Model%20Framework%20for%20Biobank%20Governance%20FINAL%20%281%29_0.pdf
http://www.p3g.org/system/files/biobank_toolkit_documents/P3G%20Model%20Framework%20for%20Biobank%20Governance%20FINAL%20%281%29_0.pdf
http://www.p3g.org/system/files/biobank_toolkit_documents/P3G%20Model%20Framework%20for%20Biobank%20Governance%20FINAL%20%281%29_0.pdf
http://www.p3g.org/system/files/biobank_toolkit_documents/P3G%20Model%20Framework%20for%20Biobank%20Governance%20FINAL%20%281%29_0.pdf
http://www.p3g.org/system/files/biobank_toolkit_documents/P3G%20Model%20Framework%20for%20Biobank%20Governance%20FINAL%20%281%29_0.pdf
http://dx.doi.org/10.1089/bio.2014.0056
http://dx.doi.org/10.1089/bio.2014.0056
https://www.ncbi.nlm.nih.gov/pubmed/25340939?dopt=Abstract
http://dx.doi.org/10.1007/s00103-015-2301-8
http://dx.doi.org/10.1007/s00103-015-2301-8
https://www.ncbi.nlm.nih.gov/pubmed/26860601?dopt=Abstract
https://www.mrc.ac.uk/documents/pdf/mrc-wellcome-trust-framework-on-the-feedback-of-health-related-findings-in-researchpdf
https://www.mrc.ac.uk/documents/pdf/mrc-wellcome-trust-framework-on-the-feedback-of-health-related-findings-in-researchpdf
https://www.mrc.ac.uk/documents/pdf/mrc-wellcome-trust-framework-on-the-feedback-of-health-related-findings-in-researchpdf
http://dx.doi.org/10.1111/j.1365-2893.2005.00641.x
http://dx.doi.org/10.1111/j.1365-2893.2005.00641.x
https://www.ncbi.nlm.nih.gov/pubmed/16255766?dopt=Abstract
http://apps.who.int/iris/bitstream/10665/100065/1/9789290232216.pdf
http://apps.who.int/iris/bitstream/10665/100065/1/9789290232216.pdf
https://www.ncbi.nlm.nih.gov/pubmed/22217667?dopt=Abstract
http://dx.doi.org/10.1002/cncy.20147
https://www.ncbi.nlm.nih.gov/pubmed/21433001?dopt=Abstract
http://dx.doi.org/10.1016/j.ejca.2006.04.029
http://dx.doi.org/10.1016/j.ejca.2006.04.029
https://www.ncbi.nlm.nih.gov/pubmed/17027255?dopt=Abstract
http://www.mrc.ac.uk/publications/browse/human-tissue-and-biological-samples-for-use-in-research/
http://www.mrc.ac.uk/publications/browse/human-tissue-and-biological-samples-for-use-in-research/
http://www.mrc.ac.uk/publications/browse/human-tissue-and-biological-samples-for-use-in-research/
http://www.bioethics-singapore.org/images/uploadfile/52533%20PMHT%20AppendixB-Dr%20Kon.pdf
http://www.bioethics-singapore.org/images/uploadfile/52533%20PMHT%20AppendixB-Dr%20Kon.pdf
http://www.bioethics-singapore.org/images/uploadfile/52533%20PMHT%20AppendixB-Dr%20Kon.pdf
http://dx.doi.org/10.1186/s13059-014-0430-2
http://dx.doi.org/10.1186/s13059-014-0430-2
https://www.ncbi.nlm.nih.gov/pubmed/25221857?dopt=Abstract
http://apps.searo.who.int/PDS_DOCS/B0217.pdf
http://apps.searo.who.int/PDS_DOCS/B0217.pdf
http://dx.doi.org/10.1007/s00439-011-1066-x
https://www.ncbi.nlm.nih.gov/pubmed/21766192?dopt=Abstract
http://dx.doi.org/10.1089/bio.2012.0012
http://dx.doi.org/10.1089/bio.2012.0012
https://www.ncbi.nlm.nih.gov/pubmed/24849886?dopt=Abstract
http://dx.doi.org/10.1016/j.cyto.2008.08.010
https://www.ncbi.nlm.nih.gov/pubmed/18851919?dopt=Abstract
http://dx.doi.org/10.1200/JCO.2005.05.1458
https://www.ncbi.nlm.nih.gov/pubmed/16822846?dopt=Abstract

Mulot C, Stiicker I, Clavel J, Beaune P, Loriot
MA (2005). Collection of human genomic
DNA from buccal cells for genetics studies:
comparison between cytobrush, mouthwash,
and treated card. J Biomed Biotechnol.

OECD (2001). Biological resource centres:
underpinning the future of life sciences and
biotechnology. Paris, France: Organisation for
Economic Co-operation and Development.
Available from: https://www.oecd.org/sti/bio
tech/2487422.pdf.

2005(3):291-6. http://dx.doi.org/10.1155/
JBB.2005.291 PMID:16192688

NCI (2011). Informed consent template for
cancer treatment trials. United States National
Cancer Institute. Available from: https://www.
rtog.org/LinkClick.aspx?fileticket=H5dVynC5M

OECD (2007). OECD best practice guidelines
for biological resource centres. Paris, France:
Organisation for Economic Co-operation and
Development. Available from: http://www.oecd.
org/sti/biotech/38777417.pdf.

VA%3D&tabid=347.

NCI (2016). NCI best practices for biospeci-
men resources. Biorepositories and Biospeci-
men Research Branch, United States National
Cancer Institute. Available from: http://

OECD (2009). OECD guidelines on human
biobanks and genetic research databases.
Paris, France: Organisation for Economic Co-
operation and Development. Available from:
https://www.oecd.org/sti/biotech/44054609.

biospecimens.cancer.gov/bestpractices/2016-
NCIBestPractices.pdf.

NCRI (2009). Samples and data for research:
template for access policy development.
UK: National
Institute. Available from: http://www.ncri.org.

London, Cancer Research

uk/wp-content/uploads/2013/09/Initiatives-

Biobanking-2-Access-template.pdf.

Norlin L, Fransson MN, Eriksson M, Merino-
Martinez R, Anderberg M, Kurtovic S, et al.
(2012). A minimum data set for sharing biobank
MIABIS.
Biopreserv Biobank. 10(4):343-8. http://dx.doi.
0rg/10.1089/bi0.2012.0003 PMID:24849882

samples, information, and data:

Nuffield Council on Bioethics (2002). The
ethics of research related to healthcare
in developing countries. Available from:

http://nuffieldbioethics.org/wp-content/

pdf.

P3G (2016). Public Population Project in
Genomics and Society: about P3G. Available
from: http://www.p3g.org/about-p3g.

Pilch B, Mann M (2006). Large-scale and
high-confidence proteomic analysis of human
seminal 7(5):R40.
http://dx.doi.org/10.1186/gb-2006-7-5-r40
PMID:16709260

plasma. Genome Biol.

Precision Medicine Initiative Working Group
(2015). The Precision Medicine Initiative Cohort
Program — building a research foundation for
21st century medicine. Precision Medicine
Initiative (PMI) Working Group Report to the
Advisory Committee to the Director, NIH.
United States National Institutes of Health.

Available from: https://www.nih.gov/sites/

default/files/research-training/initiatives/pmi/

uploads/2014/07/Ethics-of-research-related-

pmi-working-group-report-20150917-2.pdf.

Riegman PH, Dinjens WN, Oomen MH, Spatz
A, Ratcliffe C, Knox K, et al. (2006a). TuBaFrost
1: uniting local frozen tumour banks into a
European network: an overview. Eur J Cancer.
42(16):2678-83. http://dx.doi.org/10.1016/j.
ejca.2006.04.031 PMID:17027254

Riegman PH, Oomen MH, Dinjens WN,
Oosterhuis JW, Lam KH, Spatz A, et al.
(2006b). TuBaFrost: European virtual tumor
tissue banking. Adv Exp Med Biol. 587:65-74.
http://dx.doi.org/10.1007/978-1-4020-5133-3_6
PMID:17163156

Rohrmann S, Linseisen J, Noéthlings U,
Overvad K, Egeberg R, Tjgnneland A, et al.
(2013). Meat and fish consumption and risk of
pancreatic cancer: results from the European
Prospective Investigation into Cancer and
Nutrition. Int J Cancer. 132(3):617—-24. http://

dx.doi.org/10.1002/ijc.27637 PMID:22610753

Smith LM, Burgoyne LA (2004). Collecting,
archiving and processing DNA from wildlife
samples using FTA databasing paper. BMC
Ecol. 4(1):4. http://dx.doi.org/10.1186/1472-
6785-4-4 PMID:15072582

Steinberg K, Beck J, Nickerson D, Garcia-
Closas M, Gallagher M, Caggana M, et
al. (2002). DNA banking for epidemiologic
studies: a review of current practices.
Epidemiology. 13(3):246-54. http://dx.doi.
0rg/10.1097/00001648-200205000-00003

PMID:11964924

Tassé AM (2011). The return of results of
deceased research participants. J Law Med
Ethics. 39(4):621-30. http://dx.doi.org/10.1111/
j.1748-720X.2011.00629.x PMID:22084848

to-healthcare-in-developing-countries-I.pdf.

Ocké MC, Schrijver J, Obermann-de Boer
GL, Bloemberg BP, Haenen GR, Kromhout
D (1995). Stability of blood (pro)vitamins
during four years of storage at -20 degrees
C: consequences for epidemiologic research.
J Clin Epidemiol. 48(8):1077-85. http:/
dx.doi.org/10.1016/0895-4356(94)00232-F
PMID:7775995

RCR (2011). Management of incidental findings
detected during research imaging. London, UK:
The Royal College of Radiologists. Available
from: https://www.rcr.ac.uk/sites/default/files/
publication/BFCR%2811%298 _ethics.pdf.

Reynolds HY (2000). Use of bronchoalveolar
lavage in humans — past necessity and future
imperative. Lung. 178(5):271-93. http://dx.doi.
0rg/10.1007/s004080000032 PMID:11147312

Thorogood A, Joly Y, Knoppers BM, Nilsson
T, Metrakos P, Lazaris A, et al. (2014). An
implementation framework for the feedback
of individual research results and incidental
findings in research. BMC Med Ethics. 15:88.
http://dx.doi.org/10.1186/1472-6939-15-88
PMID:25539799

References


https://www.oecd.org/sti/biotech/2487422.pdf
https://www.oecd.org/sti/biotech/2487422.pdf
http://www.oecd.org/sti/biotech/38777417.pdf
http://www.oecd.org/sti/biotech/38777417.pdf
https://www.oecd.org/sti/biotech/44054609.pdf
https://www.oecd.org/sti/biotech/44054609.pdf
http://www.p3g.org/about-p3g
http://dx.doi.org/10.1186/gb-2006-7-5-r40
https://www.ncbi.nlm.nih.gov/pubmed/16709260?dopt=Abstract
https://www.nih.gov/sites/default/files/research-training/initiatives/pmi/pmi-working-group-report-20150917-2.pdf
https://www.nih.gov/sites/default/files/research-training/initiatives/pmi/pmi-working-group-report-20150917-2.pdf
https://www.nih.gov/sites/default/files/research-training/initiatives/pmi/pmi-working-group-report-20150917-2.pdf
https://www.rcr.ac.uk/sites/default/files/publication/BFCR%2811%298_ethics.pdf
https://www.rcr.ac.uk/sites/default/files/publication/BFCR%2811%298_ethics.pdf
http://dx.doi.org/10.1007/s004080000032
http://dx.doi.org/10.1007/s004080000032
https://www.ncbi.nlm.nih.gov/pubmed/11147312?dopt=Abstract
http://dx.doi.org/10.1016/j.ejca.2006.04.031
http://dx.doi.org/10.1016/j.ejca.2006.04.031
https://www.ncbi.nlm.nih.gov/pubmed/17027254?dopt=Abstract
http://dx.doi.org/10.1007/978-1-4020-5133-3_6
https://www.ncbi.nlm.nih.gov/pubmed/17163156?dopt=Abstract
http://dx.doi.org/10.1002/ijc.27637
http://dx.doi.org/10.1002/ijc.27637
https://www.ncbi.nlm.nih.gov/pubmed/22610753?dopt=Abstract
http://dx.doi.org/10.1186/1472-6785-4-4
http://dx.doi.org/10.1186/1472-6785-4-4
https://www.ncbi.nlm.nih.gov/pubmed/15072582?dopt=Abstract
http://dx.doi.org/10.1097/00001648-200205000-00003
http://dx.doi.org/10.1097/00001648-200205000-00003
https://www.ncbi.nlm.nih.gov/pubmed/11964924?dopt=Abstract
http://dx.doi.org/10.1111/j.1748-720X.2011.00629.x
http://dx.doi.org/10.1111/j.1748-720X.2011.00629.x
https://www.ncbi.nlm.nih.gov/pubmed/22084848?dopt=Abstract
http://dx.doi.org/10.1186/1472-6939-15-88
https://www.ncbi.nlm.nih.gov/pubmed/25539799?dopt=Abstract
http://dx.doi.org/10.1155/JBB.2005.291
http://dx.doi.org/10.1155/JBB.2005.291
https://www.ncbi.nlm.nih.gov/pubmed/16192688?dopt=Abstract
https://www.rtog.org/LinkClick.aspx?fileticket=H5dVynC5MVA%3D&tabid=347
https://www.rtog.org/LinkClick.aspx?fileticket=H5dVynC5MVA%3D&tabid=347
https://www.rtog.org/LinkClick.aspx?fileticket=H5dVynC5MVA%3D&tabid=347
http://biospecimens.cancer.gov/bestpractices/2016-NCIBestPractices.pdf
http://biospecimens.cancer.gov/bestpractices/2016-NCIBestPractices.pdf
http://biospecimens.cancer.gov/bestpractices/2016-NCIBestPractices.pdf
http://www.ncri.org.uk/wp-content/uploads/2013/09/Initiatives-Biobanking-2-Access-template.pdf
http://www.ncri.org.uk/wp-content/uploads/2013/09/Initiatives-Biobanking-2-Access-template.pdf
http://www.ncri.org.uk/wp-content/uploads/2013/09/Initiatives-Biobanking-2-Access-template.pdf
http://dx.doi.org/10.1089/bio.2012.0003
http://dx.doi.org/10.1089/bio.2012.0003
https://www.ncbi.nlm.nih.gov/pubmed/24849882?dopt=Abstract
http://nuffieldbioethics.org/wp-content/uploads/2014/07/Ethics-of-research-related-to-healthcare-in-developing-countries-I.pdf
http://nuffieldbioethics.org/wp-content/uploads/2014/07/Ethics-of-research-related-to-healthcare-in-developing-countries-I.pdf
http://nuffieldbioethics.org/wp-content/uploads/2014/07/Ethics-of-research-related-to-healthcare-in-developing-countries-I.pdf
http://dx.doi.org/10.1016/0895-4356(94)00232-F
http://dx.doi.org/10.1016/0895-4356(94)00232-F
https://www.ncbi.nlm.nih.gov/pubmed/24849882?dopt=Abstract

UK Biobank Ethics and Governance Council
(2016). Ethics and governance framework.
Available from: http://egcukbiobank.org.uk/

Ethics-and-governance-framework.

UK Biobank Ethics and Governance Council
(2015). Feedback of health related findings:
foreground principles and  background
perspectives. London, UK: Wellcome Trust.
Available from: http://egcukbiobank.org.uk/sites/

default/files/UKBEGC_FeedbackReport.pdf.

UK Biobank Ethics and Governance Council
(2009). Workshop report: involving publics in
biobank research and governance. London,
UK: Wellcome Trust. Available from: http://
egcukbiobank.org.uk/sites/default/files/

meetings/EGC%20workshop%20report.pdf.

UNECE (2015). United Nations recommenda-
tions on the transport of dangerous goods —
model regulations, 19th revised edition. United
Nations Economic Commission for Europe.

Available from: http://www.unece.org/trans/

danger/publi/unrec/rev19/19files_e.html.

van Ommen GJ, Térnwall O, Bréchot C, Dagher
G, GalliJ, Hveem K, et al. (2015). BBMRI-ERIC
as a resource for pharmaceutical and life
science industries: the development of biobank-
based Expert Centres. Eur J Hum Genet.
23(7):893-900. http://dx.doi.org/10.1038/
ejhg.2014.235 PMID:25407005

Vaught J, Kelly A, Hewitt R (2009). A review
of international biobanks and networks:

success factors and key benchmarks.
Biopreserv Biobank. 7(3):143-50. http://dx.doi.

0rg/10.1089/bi0.2010.0003 PMID:24835880

Vaught J, Rogers J, Carolin T, Compton
C (2011).
sustainable business model approach for the

Biobankonomics: developing a
formation of a human tissue biobank. J Natl
Cancer Inst Monogr. 2011(42):24-31. http://
dx.doi.org/10.1093/jncimonographs/Igr009
PMID:21672892

Viertler C, Groelz D, Glindisch S, Kashofer K,
Reischauer B, Riegman PH, et al. (2012). A new
technology for stabilization of biomolecules in
tissues for combined histological and molecular
analyses. J Mol Diagn. 14(5):458-66. http:/
dx.doi.org/10.1016/j.jmoldx.2012.05.002

WHO (2012). Guidance on

for the transport of infectious substances

regulations

2013-2014. Applicable as from 1 January
2013. Geneva, Switzerland: World Health
Organization. Available from: http://apps.who.
int/iris/bitstream/10665/78075/1/WHO_HSE

PMID:22749745

Voegele C, Alteyrac L, Caboux E, Smans M,
Lesueur F, Le Calvez-Kelm F, et al. (2010).
A sample storage management system for
biobanks. Bioinformatics. 26(21):2798-800.
http://dx.doi.org/10.1093/bioinformatics/btq502
PMID:20807837

Voegele C, Bouchereau B, Robinot N,
McKay J, Damiecki P, Alteyrac L (2013). A
universal open-source Electronic Laboratory
Notebook. 29(13):1710-2.
http://dx.doi.org/10.1093/bioinformatics/btt253
PMID:23645817

Bioinformatics.

Wallace SE, Gourna EG, Laurie G, Shoush
O, Wright J (2016). Respecting autonomy
over time: policy and empirical evidence
on re-consent in longitudinal biomedical
research. Bioethics. 30(3):210-7. http://dx.doi.

0rg/10.1111/bioe.12165 PMID:25960157

WHO (2006). Biorisk management: laboratory
biosecurity guidance. Geneva, Switzerland:
World Health Organization. Available from:
www.who.int/csr/resources/publications/bio
safety/ WHO_CDS_EPR_2006_6.pdf.

WHO (2005). Guidance on regulations for the
transport of infectious substances. Geneva,
Switzerland: World Health Organization.

Available from: http://www.who.int/csr/

resources/publications/biosafety/ WHO_CDS
CSR_LYO_2005_22r%20.pdf.

GCR_2012.12_eng.pdf.

WHO (2015). Guidance on

for the transport of infectious substances

regulations

2015-2016. Applicable as from 1 January
2015. Geneva, Switzerland: World Health
Organization. Available from: http://apps.who.
int/iris/bitstream/10665/149288/1/WHO_HSE

GCR_2015.2_eng.pdf.

WMA (2013). WMA Declaration of Helsinki —
Ethical

involving human subjects. World Medical

principles for medical research
Association. Available from: https:/www.wma.

net/policies-post/wma-declaration-of-helsinki-

ethical-principles-for-medical-research-involving-

human-subjects/

WMA (2016). WMA Declaration of Taipei
on ethical considerations regarding health
databases and biobanks. World Medication
Association. Available from: http:/www.wma.net/
en/30publications/10policies/d1/.

Yokota M, Tatsumi N, Nathalang O, Yamada T,
Tsuda | (1999). Effects of heparin on polymerase
chain reaction for blood white cells. J Clin Lab
Anal. 13(3):133-40. http://dx.doi.org/10.1002/
(SICI)1098-2825(1999)13:3<133::AIDJCLA8>
3.0.C0O;2-0 PMID:10323479

Yuille M, van Ommen GJ, Bréchot C, Cambon-
Thomsen A, Dagher G, Landegren U, et al.
(2008). Biobanking for Europe. Brief Bioinform.
9(1):14-24. http://dx.doi.org/10.1093/bib/
bbm050 PMID:17959611



http://dx.doi.org/10.1016/j.jmoldx.2012.05.002
http://dx.doi.org/10.1016/j.jmoldx.2012.05.002
https://www.ncbi.nlm.nih.gov/pubmed/22749745?dopt=Abstract
http://dx.doi.org/10.1093/bioinformatics/btq502
https://www.ncbi.nlm.nih.gov/pubmed/20807837?dopt=Abstract
http://dx.doi.org/10.1093/bioinformatics/btt253
https://www.ncbi.nlm.nih.gov/pubmed/23645817?dopt=Abstract
http://dx.doi.org/10.1111/bioe.12165
http://dx.doi.org/10.1111/bioe.12165
https://www.ncbi.nlm.nih.gov/pubmed/25960157?dopt=Abstract
http://www.who.int/csr/resources/publications/biosafety/WHO_CDS_EPR_2006_6.pdf
http://www.who.int/csr/resources/publications/biosafety/WHO_CDS_EPR_2006_6.pdf
http://www.who.int/csr/resources/publications/biosafety/WHO_CDS_CSR_LYO_2005_22r%20.pdf
http://www.who.int/csr/resources/publications/biosafety/WHO_CDS_CSR_LYO_2005_22r%20.pdf
http://www.who.int/csr/resources/publications/biosafety/WHO_CDS_CSR_LYO_2005_22r%20.pdf
http://apps.who.int/iris/bitstream/10665/78075/1/WHO_HSE_GCR_2012.12_eng.pdf
http://apps.who.int/iris/bitstream/10665/78075/1/WHO_HSE_GCR_2012.12_eng.pdf
http://apps.who.int/iris/bitstream/10665/78075/1/WHO_HSE_GCR_2012.12_eng.pdf
http://apps.who.int/iris/bitstream/10665/149288/1/WHO_HSE_GCR_2015.2_eng.pdf
http://apps.who.int/iris/bitstream/10665/149288/1/WHO_HSE_GCR_2015.2_eng.pdf
http://apps.who.int/iris/bitstream/10665/149288/1/WHO_HSE_GCR_2015.2_eng.pdf
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
http://www.wma.net/en/30publications/10policies/d1/
http://www.wma.net/en/30publications/10policies/d1/
http://onlinelibrary.wiley.com/doi/10.1002/(SICI)1098-2825(1999)13:3%3C133::AID-JCLA8%3E3.0.CO;2-0/abstract
http://onlinelibrary.wiley.com/doi/10.1002/(SICI)1098-2825(1999)13:3%3C133::AID-JCLA8%3E3.0.CO;2-0/abstract
http://onlinelibrary.wiley.com/doi/10.1002/(SICI)1098-2825(1999)13:3%3C133::AID-JCLA8%3E3.0.CO;2-0/abstract
https://www.ncbi.nlm.nih.gov/pubmed/10323479
https://academic.oup.com/bib/article-lookup/doi/10.1093/bib/bbm050
https://academic.oup.com/bib/article-lookup/doi/10.1093/bib/bbm050
https://www.ncbi.nlm.nih.gov/pubmed/17959611?dopt=Abstract
http://egcukbiobank.org.uk/Ethics-and-governance-framework
http://egcukbiobank.org.uk/Ethics-and-governance-framework
http://egcukbiobank.org.uk/sites/default/files/UKBEGC_FeedbackReport.pdf
http://egcukbiobank.org.uk/sites/default/files/UKBEGC_FeedbackReport.pdf
http://egcukbiobank.org.uk/sites/default/files/meetings/EGC%20workshop%20report.pdf
http://egcukbiobank.org.uk/sites/default/files/meetings/EGC%20workshop%20report.pdf
http://egcukbiobank.org.uk/sites/default/files/meetings/EGC%20workshop%20report.pdf
http://www.unece.org/trans/danger/publi/unrec/rev19/19files_e.html
http://www.unece.org/trans/danger/publi/unrec/rev19/19files_e.html
http://dx.doi.org/10.1038/ejhg.2014.235
http://dx.doi.org/10.1038/ejhg.2014.235
https://www.ncbi.nlm.nih.gov/pubmed/25407005
http://dx.doi.org/10.1089/bio.2010.0003
http://dx.doi.org/10.1089/bio.2010.0003
https://www.ncbi.nlm.nih.gov/pubmed/24835880?dopt=Abstract
http://dx.doi.org/10.1093/jncimonographs/lgr009
http://dx.doi.org/10.1093/jncimonographs/lgr009
https://www.ncbi.nlm.nih.gov/pubmed/21672892?dopt=Abstract



