








Explore issues including...

Biobanking expansion. The falling cost of

genomic technologies is expanding the
scale and scope of biobanking research. This has
already resulted in the development of several
new diagnostic tests that can improve risk
assessment and treatment decisions.

Potential for personalised medicine. Very

few personalized medicines exist, but the
creation of large sets of high-quality biosamples
should widen the clinical application of new
personalized products and services.

Legal and ethical issues. Although the

legal and ethical frameworks that govern
biobanking are still evolving, many major issues
such as ownership and commercialization are now
largely addressed during the consent process.
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Table 3.2: Population-based biobanks

“Sweden'’s LifeGene Biobank will recruit at least 500,000 people,
representing 5.5% of the country’s population. A pilot study
with 5,000 participants will start in 2009, followed by recruitment

for the main study in 2010. Startup funding has been received

from the Karolinska Institutet, Stockholm County Council and the
Swedish Research Council...”

~

Cost of national biobanks. National biobanks have been established in several countries, although their

value has been questioned. Conducting large-scale population studies requires significant investment,

due to the extremely large collections of biosamples and data involved (including relevant medical history,

lifestyle and environmental information).

Discover...

e Why are biobanks a critical resource?

*  Which types of biobank are most common?

e What are the most common disadvantages of
biobanks?

*  Which major drug developers have invested in
biobanks?

e What are the major uncertainties surrounding
the future of biobanks?

e What growing trend could boost biobanking?

e When will the benefits of biobanking be

realized?
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Sample Information

Chapter 2: Trends in biobanking

Modern biobanks

The sum of all the samples held in population-based, disease-based and commercial biobanks is
eclipsed by the number that are banked during routine medical care - which includes samples held in
clinical pathology and cytology departments, from cervical screening programs and newborn screening
of metabolic diseases - with the Swedish Health Care system alone estimated to hold at least 50m
samples. In 1999, it was estimated that 300m specimens were banked in the US, although the vast
majority of these samples are not usually available or suitable for direct research, such those held in
military, forensic and fertility biobanks.

/ Figure 2.1: Geographical distribution of biobanks \
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The number of biobanks located around the world is difficult to determine as no inventories exist, which
is a major barrier to efforts to standardize and foster cooperation between biobanks. As a guide, at least
180 disease-biobanks exist in the US and over 200 establishments are currently licensed to operate
biobanks in England, Wales and Northern Ireland (most licenses are granted to universities and hospitals;
the size and purpose of these biobanks are unclear). In addition, around 150 biobanks located in
European universities and research institutes are affiliated with the BBMRI (only two pharmaceutical
companies are members: deCODE genetics and AstraZeneca). The membership of the BBMRI
demonstrates the breadth of biobanking in Europe: members are represented from 22 countries, of
which France (52), Germany (21), The Netherlands (20) and Italy (18) are well-represented. A survey of
biobanking conducted from 1999-2000 in six EU countries (France, Germany, the Netherlands, Portugal,
Spain and the UK) identified 147 institutions with repositories: 67 in France, 42 in Spain, 12 in the UK, 11
in Portugal, 10 in Germany and 5 in the Netherlands .
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