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biobanks

Biobanking in Japan and the UK

Tohru Masui

Recent deveiopments in biology and biomedical science have humed human
beings mito desirable research subjects. The revimon o the Deciarstion of
wmmmm;mmﬂnrmmmm
in medical research. Now, b science has developed to the point that
i 3 replacing clinical research with living
human subjects (HOC 2002; Masui 20023, 20042; NBAC 2001; NCBE 1995;
Umedas e ol 1998). Hﬂw\m mwnmuﬁuﬁm
thin P ure ivated to develop
[ytical agents, equip and infe ion systems for indirect medical
h. This situation is thenied by the use of human gepome
anmﬂwwwmmmm
m bie and biologically
The indirect research methods using genome information, together with the
use of biomarkers, medical records, and lifestyls dats, are powerful strategies
for understanding the human body and disesss (HOC 2002; NBAC 2001;
WMA. 2000) and have increased the value of genetic material and data For this

ru-on.ﬂu bl of biobanks (i.e. collections of genetic 1 and
jon) is & satuml of the & hmdmlm

However, m:fl”ﬂvhmmnrh i of t
lved in medical b, and this wariness could hamper participation in

clinical studies. Since major operations such as largs-scale biobanks require
huge of fi | Mnmﬁmwmﬁn
outcomes and return benefita, cooperation with P L
. Though nctivity is s the tial machi

qulmntdtmblmhmmmmﬂuﬂmfwd
human miormation and material could cavse intense scepticism among the
mwmmmwmmammummm
Mwﬂ}bﬁm- and the Icelandic state
d difficulties in hmMMmm

holders (Annas 2000; Masui 2002b; Rose 2006).
Prople are mare aware of their value to medical research, and they are
increasingly consclous that their genetic matorial and dats for medical research

68  Tohru Masui

MMIWmofhmﬂMm the Declamtion focused
ditional clinical reh with p dividual patients, Here,
MMWMNUMMMWMJMM
individua! clinical cases. However, the 1975 version incorporated changes
reflected in two instances of replacing vocabulary, ie. from ‘clinical’ to
"biomedical' and from ‘s human being’ to *human subjects’. ‘nuuhm'n
illustrate & devel in biomedical science of h that
huﬂwmﬁhmwﬂﬁ—.hnh
Wmdmmm-ﬂhamm?«

slowly as an i th H in 1998, the participation
by Celora G n _,‘ d the status of the interna-
tional collsboration. Around the same time, leeland’s parlisment started o
discuss legink th iea of deCODE Genetics, also a private

m&wnnh-um 1998. However, the planned
cessful, bocause the opt-out setting of participation and the right to withdrw
ﬁndﬂlhdmu!dﬁﬂhdhplwﬂﬂuhﬁdmhﬁiww
impact on medical profe wnd and estahl & physical
hase or biological view of human beings.

The year 2000 Declsmtion of Helainli, compared with the (975 version
("Biomedical research involving human subjects”) deleted "Bio’ from its title,
mhn’hﬁ_nﬂmmmmumwﬂhﬁ;

whhm”mhmmmmdm
methods of studying and measuring the bumnan body and discase.

Thers might be also a political reason for the revision. In the 2000 term, Dr
Eitaka Truboi, p of the J Medical fation (TMA) at that
mmmuwuumammmmmw
Joined the discussion, saserted during an interview that “since so many noo-
medical researchers have come imto the area of medical research using human
material and dam, the IMA and the WMA felt that it was our duty to protect the
imitiatives of medical doctors in medical resesrch’.’ As a maner of course, the
aﬂmmummwmmmdv
jeots. Hi within the broad of *indirect medical research methods',
wmmmnﬁmmmm.m

79

Tnm-dhmdm &7

oould be nghtly bound o fi and
geactic material contans individual geoome m-hd:sbw

tions, sach as biobanis, and some socio-political issues linked to such

collections. | will also discuss the issues of benefit sharing, risk and benefit

balsncing, and trust and the motivation for donation. These issues will be

exzmined in light of sustainable long-term policies by comparing biobanks m

Jupan and the UK. 1t will become clesr that although Japan and the UK share
i the

The impact of developments in blology and blomedical
science on medical research

The World Medical
mportant role in the
mmuww«w-mm.mumma:m
priate buman jon. Al the time, focused on
experimentation on the human . The Nuremberg Code (1947) and the
Declaration of Helainki (1964) (WMA 2000) addressed these concerns. The

practical adjustments. The
ment of medical research, and the changes in the titles of the Declamition of
Helsinki over the years clearly show that the targsts of medical resesrch have
moved from individual patients to populations and from liviag human beings
ummﬂnﬂhﬂﬁhlll

Table 4.1 Changes in the titles of the Declaration of Helsinki
1964 ‘Clinical research on 3 human being”
I Introduction
1. Clinical research combined with professional care
111, Noo-therapeutie clinical resemrch
1978 *Bimedical research Invelving human subjects”
Introduction
1. Basic principles
L w-—mmmm(am.—m
1L Neo-th subjects
blomextical resexrch)
‘Medical research involving buman subjects’
A Introdustion

B. Basic principles for all medical research
C. Addirional principles for medical resesrch combined with medical care

Trust and the creation of lobanks 69
Demand for biobanks

In the Declaration of Helsinki 2000 (WMA. 2000), section four sttes that
Mdhdmuhuaummmduhmmmunon
experimentation mvaolving humnan subjects’. Studies of the human body and
disease are closely reinted to medical practice, and medical research is closely
bound to the fiow of money created by medical practice ind care, The changes
described in the previous section are related to the following rwo develop-
ments. On the one hand, the Human Genome Project paved the way for the

comparable
mmmdummnﬂ&-mm-am
ities that the incentive for business 1o conduct
wmmmhmmum
mmmm

mmmmmmmumm
'ﬂlﬁ el for medical means that human
biobank o -dm huuun' mm

ATRNSTEDLY SeET o - machinery used by
doctors end nos-medical ressarchers alike in biomedicige.

Biobank typologies
Am-amhnﬁuaﬂh&mﬁnmmu
disease. However, the term ‘biobank’ ng different d

the context in which it is used. In this chapter, | prefer the superficial definition
of biobanic

A biobank is an ised collection of human
for medical study based on the optimal use of hum

Biobanka can be private or public, commercial or non-profit based, large or
small, etc. GeneWatchUK, » UK-based body monitoring resesrch and policy
issues of human genome research and genetically modified crops, defined
biobanics as follows:

fa] and fnfh

Bicbanks contain blood or csll sumples from large numbers of people.
Genetic information from eacH sample is linked to the individual's medical
hisiory wnd lifestyle data. There are already many small bichanks in the
UK, snd thers are plans for a national biobank called UK. Biobenk. This
would involve semples from 500,000 people and might be expandad later
to include almost the whole UK population (GeneWatch UK 2006).




