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The Emergence of an Entitlement
Framework for Stored Tissue –

Elements and Implications of an
Escalating Conflict in Sweden

Klaus Hoeyer

In 1999, a biotech company was established in Västerbotten County, in Sweden, and
given what was termed ‘all commercial rights’ to a major research biobank contain-
ing blood samples of the majority of the adult population. It was predicted that the
company would place the otherwise rather marginalised community at the centre
of international life-science research. International investments failed to appear, how-
ever. During the spring of 2002, internal disagreements concerning dispositional
rights in the biobank resulted in court appeals, critical newspaper articles and, more
informally, mutual threats among parties with different interests in the biobank ma-
terial. In this article, it is argued that scrutiny of this conflict provides a chance to
understand the emergence of delineated entitlements in material contained in Swed-
ish biobanks.
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 “It’s the worst kind of soap opera… It’s
like pure fiction. Nobody will ever be-
lieve what’s happening!”

personhood that moderates conven-
tional commercial property claims. To
analyse the implications of the conflict
the concept of social entitlements is sug-
gested, in the sense of specified rights
recognised by other parties. The concept
of social entitlement is broader than
property rights and includes non-com-
mercial entitlements, such as the right
to informed consent or the right to fig-
ure as trustee, besides more conven-

Employee at the Medical Biobank,
spring of 2003

This article relates the story of an esca-
lating conflict over a biobank in Sweden.
At a first glance, the conflict resembles a
typical property controversy. However,
the contested object is human tissue,
which introduces a moral discourse of
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tional commercial entitlements as intel-
lectual property rights. It is the creation
of such distinctions between various
types of entitlement, which is the focus
of this paper.

The conflict concerns Medical Bio-
bank, and the start-up biotech company
UmanGenomics, in the town of Umeå
in northern Sweden. In 1999, Uman-
Genomics gained what was termed “ex-
clusive commercial rights” to a collec-
tion of blood samples from the majority
of the adult population in Västerbotten
County. By arrangement, blood samples
have been collected from subjects (aged
40, 50 and 60 years) taking part in a pub-
lic preventative healthcare project. Sam-
ples have been taken during medical
examinations and stored in what is to-
day termed Medical Biobank. The pre-
ventative healthcare project began in
one municipality in 1985. In 1986, some
researchers assisting in the implemen-
tation of the project began collecting
spare samples of blood. In 1987, such
collection was officially approved with
the stipulation that the principal inves-
tigator (PI) would find the necessary ex-
ternal funding.1 In 1991, the collection
was extended to the whole county to-
gether with a general expansion of the
healthcare project. Over the years,
78,000 blood samples have been col-
lected from 68,000 individuals.

The project continued until the mid-
1990s without public debate or major
institutional conflict. Within academia,
however, it was sometimes questioned
whether the accumulation of such huge
amounts of samples was worthwhile.
Some local academics viewed the bio-
bank as a waste of money and the PI was
occasionally referred to in derogatory
terms. He nevertheless succeeded in get-

ting grants from different organisations
– the EU, among others – and the county
council authorized the staff conducting
medical examinations to collect 20 ml.
of blood from each participant. The mat-
ter of who owned the collected blood
was not an issue of debate or discussion.
The blood was regarded simply as an
available resource and researchers who
wished to make use of it applied to a
panel of experts convened by the PI to
oversee such usage.

Two interrelated developments dis-
turbed the apparent harmony. First, ad-
vancements in gene technology, and the
belief that biotechnology was on the
brink of a revolution, made large-scale
blood-collection interesting to a great
number of researchers wanting access to
this reservoir of DNA from a whole
population. Second, the ideology of the
Free Market (Carrier, 1997) had altered
the structures of government funding for
research and placed new demands upon
universities to cooperate with private
companies (Etzkowitz & Webster, 1998;
Etzkowitz et al., 1998). Public authorities
were to facilitate profitable and cost-ef-
fective public/private interaction (cf.
Webster & Packer, 1996); and the idea of
providing a company with “exclusive
commercial rights” was seen as an effec-
tive way of meeting this responsibility.
It gradually became clear, however, that
several institutions and individuals
thought of themselves as disposing over
the stored blood and an intense strug-
gle was thereby set in motion.

The preliminary sketch of the result-
ing conflict provided in this paper dem-
onstrates how property relations as a
particular type of social entitlement
might be emerging in the field of bio-
banks: not as a consequence of rational
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calculating actors attempting to maxim-
ise their own profit, but rather as an un-
anticipated effect of other types of strug-
gle. The conflict nevertheless seems to
outline a future framework for social en-
titlements in biobanks, and we might
even begin to see the contours of this
framework. I will argue that four sources
of entitlement seem to be established
with four different forms of adjoining
rights: Trusteeship (organisational rights,
right to sign contracts); Authorship (in-
tellectual property rights, right to make
money); Funding (fund-control rights,
veto rights); Genetic originatorship
(moral rights, right to informed consent).

This paper will explicate their emer-
gence, content, and possible implica-
tions. While some of these entitlements
reflect broader national or international
trends, the emerging framework cannot
be reduced to a consequence of existing
regulations or international develop-
ments. The actual definition of deline-
ated entitlements is pending appropria-
tion by local social networks. The con-
flict is a local history infusing claims with
meaning, and it serves to test the viabil-
ity of what are still just potential entitle-
ments.

It is a feature of the conflict that the
contested biobank does not contain up-
dated medical records, though it does
hold questionnaire data from the time
of collection. Though vanguard research
has been conducted using this informa-
tion and public disease registries, up-
dated phenotypic information is central
for much of the genetic research facili-
tated by the biobank. Such information,
however, has to be procured through
other means: for example, through col-
laboration with practicing physicians.
The conflict therefore revolves around a

partly artificial object: blood, detached
from the information giving it much of
its commercial and scientific value. This
paper seeks to identify the ways in which
such specific configurations of the con-
flict seem to enable particular distinc-
tions between entitlements not previ-
ously differentiated, thus creating a fu-
ture framework for entitlements in
Swedish biobanks.

Methods and Analytical Concepts

This paper is based on ethnographic
fieldwork conducted intermittently (for
approximately 12 months between June
2000 and August 2003) primarily in and
around Umeå, as well as in two locations
in Lapland. The conflict evolved during
fieldwork, but was not its intended fo-
cus. I had set out to explore the social
implications of the UmanGenomics eth-
ics policy, using a wide range of differ-
ent methods (interviews, participant
observation, informal conversations,
lunch and dinner arrangements, partici-
pation in conferences, receptions, meet-
ings and analysis of documents ranging
from official laws and statutes to letters
and protocols) with diverse subjects and
settings (blood donors, nurses collecting
blood, the biobank, the company, fund-
ing agencies). Throughout fieldwork, I
had good relations with employees at the
biobank and in the company. As the con-
flict evolved, many informants became
eager to talk about it and gradually the
conflict became an object of study in its
own right, causing me to approach other
parties suggested by key informants (for
other briefer descriptions of the conflict
see Laage-Hellman, 2003; Lövtrup, 2003;
Rose, 2003).

Commercialisation of genetic data-
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bases is comparable to the birth of other
commodities: a process known to be sur-
rounded by intense moral conflict (Páls-
son, 2002), as originally discussed by
John Locke with relation to private land
ownership (see Witte & Have, 1997).
Commercialisation requires that differ-
ent forms of entitlement be sorted out
in order to create what is known as own-
ership, or property rights. Swedish
biobanks constitute a type of resource in
which the entitlements of different
groups have not been made legally clear.
There are no delineated social entitle-
ments agreed upon by the parties in-
volved in Swedish biobanking. The con-
flict in Umeå is helping to establish such
clarity. We should not expect, however,
that the resulting framework will ever be
permanently fixed. We are simply wit-
nessing the formation of an important
starting point for future conflicts.

Analysis of the conflict indicates that
the opposed parties are increasingly
questioning what ownership means and
implies. Clearly, the conflict revolves
around more than property rights. For
example, several informants have
claimed that tissue cannot be owned for
moral reasons, which resonates with le-
gal practices exempting the human body
from traditional property frameworks.
Also, the right to informed consent is in-
appropriate to the idiom of property,
particularly when evoked with reference
to the moral status of tissue. In order to
avoid ownership or property as key ana-
lytical terms, the broader concept of so-
cial entitlement is used to denote speci-
fied (not necessarily commercial) rights
recognised by other parties.

The element of recognition is central
and has political as well as moral as-
pects: Recognition must be obtained

from others (constituting a source of
power); and it entails having one’s per-
sonal sense of agency respected (consti-
tuting a moral issue) (cf. Taylor, 1994).
The moral aspect of recognition includes
respect for professional expertise and
can be strived for independently of
property rights or other types of entitle-
ments, though it can be expected to in-
fluence these entitlements. The concept
of power employed here reflects the later
writings of Michel Foucault (1986; 1992;
1994), where the interrelatedness of eth-
ics, knowledge and power was analysed.
When operating successfully, well-de-
fined social entitlements (such as prop-
erty rights) can be perceived as a cultur-
ally specific form of power, which serves
to install unequal vectors of distribution
upheld and respected by both dominant
and dominated parties: a structuring
principle affecting the restrictions we
impose on our conduct. It is a form of
power, however, which is not yet ad-
equately established in the field of stored
human tissue in Sweden.

In an essay on property relations,
Marilyn Strathern (1999) has observed
that no vocabulary is unbiased. No mat-
ter how terms are used, they will reveal
something and hide something else.
Hence, social entitlement is a concept
with limitations of its own. For example,
economist Lars-Peter Østerdahl (p.c.)
has pointed out that the concept of en-
titlement reflects a liberal economist tra-
dition in which entitlements reside with
individuals and reflect individual capa-
bilities. In contrast, this paper focuses on
the social processes in which not only in-
dividuals, but groups, organisations and
other entities, as well, become recog-
nised as having entitlements. It was Cris
Hann’s (1998) discussion of social enti-
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tlements that made me realise how this
concept made it possible to ask the
broad analytical question, “How are so-
cial entitlements established?”, detached
from an explicit consideration of prop-
erty rights. It seemed a new pattern was
emerging from three empirical ques-
tions with which the material had been
approached: 1) what do different actors
seek to attain?; 2) what do they do to at-
tain that?; and 3) how does that affect
their own or other people’s rights in the
biobank material? Ownership per se did
not appear to be what the involved ac-
tors were seeking to attain. Rather, prop-
erty claims were being used as leverage
in the actors’ quest for recognition. This
phenomenon does influence the way in
which social entitlements in stored tis-
sue are changing, or at least how they are
becoming explicated and entrenched,
because the introduction of a propri-
etary idiom facilitates particular distinc-
tions and specifications. The proprietary
idiom is used as people aim for other
types of social entitlements.

To support this inference I recount
selected elements of the escalating
events in Umeå. Though the events are
delivered partly as a narrative, I do not
wish to suggest a thick internal logic to
the story, but I do try to impose some
analytical order by sorting them accord-
ing to three time periods. In the first
phase, we see the emergence of two op-
posing groups. The second phase fo-
cuses on how the trust between these
two groups was eroded. This back-
ground helps us to understand the rea-
sons for the courses of actions that were
taken, which in the third phase, lead to
the establishment of delineated entitle-
ments. These entitlements are subse-
quently elaborated upon in relation to

the laws predominantly applied during
the last phase to support specific sources
of entitlement.

Phase 1 (1997- September, 2000):
Establishing Groups of Opposition

When I first arrived in Umeå, everybody
was very enthusiastic about this new
biotech adventure. The seeds of conflict,
however, were already there. The PI, who
had been head of the biobank since its
inception, had hoped to test a commer-
cial concept: the biobank was to have a
marketing branch where pharmaceuti-
cal companies could pay to access the
material. Accrued profits would be the
property of Medical Biobank and would
be used for research. Personal profit was
not a motive. Rather, the objective was
enhanced utilisation of the biobank re-
source, and thus recognition of its sci-
entific worth. Both university manage-
ment and the county council became in-
volved in planning and the decision was
made to invite someone with corporate
experience to give advice. The person
who was hired, a former research direc-
tor in a major pharmaceutical company,
was brought in from Stockholm and
made chairman of the board in Medical
Biobank. He instituted a change in the
commercial concept from a marketing
branch under the authority of the bio-
bank to an independent start-up biotech
company fully detached from the bio-
bank. He has explained to me that he
was subsequently invited by the univer-
sity to leave the biobank and become
manager of the company that became
UmanGenomics. The university’s hold-
ing company would own the majority of
company shares and the key to the com-
pany’s survival would be ‘exclusive com-
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mercial rights’. Thus, the university and
council took custody of the biobank and
assigned their own company the right to
exploit it. The biobank’s principal inves-
tigator, however, was not convinced of
the plan.

In trying to ensure a positive introduc-
tion and avoid media trouble, the com-
pany’s newly-appointed manager had
begun work on an ethics policy even
prior to the signing of contracts with the
county council and the university. For
this purpose, he contacted a respected
professor of paediatrics, who was chair
of several ethics committees, including
the Medical Research Council’s Board for
Ethics in Research. With the Professor’s
assistance, the company developed an
ethical model that was called the
“Uman-Model”, and launched the com-
pany. In 1999, both Nature and Science
referred to UmanGenomics as an ethi-
cal exemplar (Abott, 1999; Nilsson &
Rose, 1999). The Uman-Model was never
written down, but it consisted of some
descriptions of ethical safeguards at
three levels: the individual level, where
each donor would give informed con-
sent; the regional level, where Uman-
Genomics would apply to the research
ethics committee for approval of each
research project; and the national level,
where the university and the county
council would own a majority of shares
in UmanGenomics to ensure public
oversight and community benefit-shar-
ing. According to Swedish law, the
county is not allowed to make a profit.
This issue was resolved, however, by pro-
viding the county with the right to buy
shares at any time.

As part of the new arrangements, the
organisation of the biobank was trans-
ferred to the authority of the county

council. The transfer was regarded by
biobank staff as a mixed blessing. On the
one hand, they hoped this would finally
lead to secure funding; on the other
hand, the formerly free researchers were
now more regulated, or even “reduced to
a service agency”, as one employee put
it. Importantly, with regards to both the
transfer and the setup of a new biotech
company, the biobank employees felt
they had been inadequately involved in
decision-making. Other people were
equally surprised that they had not been
asked for an opinion, including mem-
bers of the Regional Research Ethics
Committee and the Chief Medical Of-
ficer managing the local university hos-
pital, who had taken over as chair of the
board at the biobank. The Research Eth-
ics Committee was invited to give com-
ments only a couple of hours before the
contract proposal was to be presented
to the county politicians, in the begin-
ning of 2000. Several ethics committee-
members were dissatisfied that the com-
mittee was being used for ethical promo-
tion of the company though they had not
been consulted earlier for ethical advice.
The biobank’s principal investigator also
began to prove an unusually difficult
employee at this time. In 1999, when the
terms of cooperation between the bio-
bank and the company were negotiated,
the PI had written an e-mail to the uni-
versity management expressing genuine
dissatisfaction with the contract pro-
posal and deploring his lack of involve-
ment with its drafting.2 Around these
events, therefore, emerged two oppos-
ing groups: those actively involved, and
those feeling merely informed, and usu-
ally too late (see Figure 1).
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Phase 2 (September, 2000- April,
2002): Erosion of Trust

The company nevertheless got started.
The sense of proximity to something big
and important for the region, perhaps
even for the nation and humanity, prob-
ably helped keep the conflict out of the
public domain. Start-up capital had
been secured from an agency working
with technology transfer from universi-
ties to private companies, researchers
and support staff was employed, and
new high-profile offices established.
With the burst of the biotech investment
bubble, however, investors and custom-
ers failed to appear. The company and
the technology transfer agency both
pointed to the agreement between
UmanGenomics and the county coun-
cil and university as the source of the
problem. Public majority ownership of
the company might look good in ethical
models, but it did not facilitate commer-
cial confidence. In addition, the con-
tract’s stipulation mandating that the
company feed back all research results
to the biobank was perceived as incom-
patible with the requirements of cus-
tomers and investors. It took two years,
however, before a proposal for a new

contract between the company and the
authorities was presented. During this
time, a number of incidents undermined
any sense of trust between the parties of
the conflict.

Two incidents adding to the hostility
in this period were of particular impor-
tance. The first related to the custody of
a diabetes registry suggested by Uman-
Genomics. The biobank group had, for
some years, tried to establish registry-
management facilities in conjunction
with the biobank, but when they imme-
diately tried to fit the diabetes registry
into these plans, UmanGenomics re-
garded this as an attempt to co-opt the
company’s idea. Thus, the PI was seen
by the company as an intellectual thief,
while the company and university man-
agement were seen by the biobank as
unfairly seizing the biobank’s research
plans. Instead, UmanGenomics under-
took collaboration with another re-
spected researcher at the university, who
accepted the offer of getting funding for
the registry and took the task of facili-
tating its construction. His choice, in a
sense, demarcated lines of disagreement
in the academy, taking the conflict be-
yond the directly involved parties and
slowly dividing the medical faculty as a

Those who were positively involved

Those feeling unfairly excluded
from decision-making

Figure 1. Two opposing groups engaged in the conflict

- the university management

- the county council

- selected academics

- the company

- the staff of Medical Biobank

   and their research partners

- the hospital manager

- the Research Ethics Committee

- a few at this stage more loosely

   related supporters



Science Studies 2/2004

70

whole into two opposing groups, as had
occurred with the academy in Iceland
(Rose, 2001).

The second incident occurred during
the autumn of 2001, when Uman-
Genomics issued new shares and offered
them to selected members of the univer-
sity and the county council, and to the
corporate elite in Umeå. The biobank
group saw this move as a particularly
obvious example of an immoral use of
power and economic influence. This
precipitated a rash of other objections
and disagreements. The staff, in turn,
with its constant opposition to practi-
cally every corporate initiative, was
probably seen by the company and au-
thorities again as unprepared for the re-
alities of business life.

At this point, the initial manager from
Stockholm left the company, and a Scot-
tish researcher took over the post as di-
rector. Concomitantly, the company
withdrew from the centre of conflict,
leaving their case to be fought by the
university and county. In April 2002, the
contractual relationship between the
company and the authorities, which was
blamed for problems with failing invest-
ments, was changed, and the intense
and toxic internal conflict became pub-
lic.

Phase 3 (April, 2002 – ): Carving out
Entitlements

The biobank’s principal investigator ob-
jected to the new proposal and sent an
email to each member of the board of
the county council prior to the vote. This
might have influenced some of them; at
least, the first proposal was rejected. The
company was under great pressure to get
the proposal through and to ensure new

capital. A slightly altered proposal was
quickly presented for another vote. This
time, it passed. Immediately after the
new contract was passed in the county
council, it was submitted to the local
appeals court for legality-testing. The
staff of Medical Biobank, though not the
PI personally, submitted several com-
plaints. Local newspapers covered the
conflict extensively. Along with articles
came letters in the correspondence col-
umn and in the newspaper’s online dis-
cussion forum. Several of the letters were
anonymous and clearly aligned with one
or the other side of the conflict. These
letters often made moral claims and
since then there has been an outburst of
public accusations in the idiom of ethics.

The invocation of ethics indicates a
testing of entitlements in a field inad-
equately governed by law, and is worth
a comment. Besides newspapers, the
conflicting parties have found several
avenues for moral vindication. The uni-
versity arranged a conference on the
ethical aspects of biobanking, where the
principal explained that the conflict was
essentially a moral conflict, and that the
action taken by the university board was
an ethical solution.3 Six weeks later, the
biobank sent a letter accusing the uni-
versity and the county of breaking nu-
merous laws. The letter also declared
that it is the duty of every citizen to place
ethics over all other concerns and even
to break the law if it conflicts with jus-
tice.4 The letter spurred the Research
Ethics Committee to write a commen-
tary on the ways in which organisational
changes of Medical Biobank might con-
flict with the Helsinki Declaration.

There are obvious reasons for refer-
ring to ethics. Biotechnology seems to be
embedded in an ethicised discursive
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environment (Hoeyer, 2002). Ethics can
be expected to awake sympathy and
thus stimulate support, which is essen-
tial for people struggling for recognition.
In this third phase it is not only ethics,
however, but also the application of law
which contributes to the demarcation of
delineated entitlements. The combina-
tion of ethics and law shows the high
level of contingency of the present
boundaries. Reference to ethics is a re-
source when interpreting laws that have
potential relevance for the entitlements
in Swedish biobanks. The analytical un-
derstanding of law that informs this
analysis basically sees it as an extension
of elements in public morality and, there-
fore, as embodying a certain amount of
legitimacy. A law’s legitimacy emerges
through the cases where the existing
sense of entitlement resonates with the
law. Law has to prove itself (Moore, 1978).
As a written document, however, law is
open to new interpretations and can be
used for purposes discordant with the le-
gitimising norms (cf. Foucault, 1986).

Each source of entitlement is estab-
lished through contestation. One party
might not initially find it relevant when
a particular law is drawn into conflict by
the other party. However, the way in
which both parties subsequently seek to
demonstrate the applicability of this law
to their own entitlements to the biobank
strengthens the legitimacy of this spe-
cific source of entitlement. At some
point, we can expect reference to law to
be a sufficient argument in most con-
flicts, because the matter of interpreta-
tion will become increasingly routine.
Entitlements, however, will never be to-
tally fixed, because any source of enti-
tlement can potentially be challenged.
Only in this very unsettled field is the

contingency plain and observable.
The formation of delineated entitle-

ments, illustrated by the following
events, relates to two areas of law: ad-
ministrative law and property law (cf.
Fleising & Smart, 1993), which will be
discussed in turn. Administrative law
particularly informs the entitlements of
trusteeship and what I above termed
genetic originatorship (i.e., the entitle-
ments of donors). Property law, in turn,
informs the formation of entitlements
particularly associated with authorship
and funding, while also having implica-
tions for the role of originatorship, as dis-
cussed in the final section of this paper.

Administrative Law and the
Entitlements of Trusteeship and
Genetic Originatorship

At the heart of the legality trial at the
appeals court was the right of the county
council to sign contracts with the com-
pany. The court found for the defend-
ant,5 though one case has been accepted
for retrial and the university and county
thus seem to have had their entitlement
to sign contracts confirmed by the case.
Parallel with the local conflict, a law was
passed to regulate biobanks in the Swed-
ish healthcare service (Socialdeparte-
mentet, 2002). This law introduces reg-
istration of trusteeship of public bio-
banks and stipulates that, in general,
trustees must be legal persons, not natu-
ral persons. This prevents principal in-
vestigators from registering material in
their own name, again supporting the
right of county and university, now as
trustees, to sign contracts concerning
biobanks. Several researchers in Umeå,
some of them members of the REC, have
reacted strongly to this, seeing it as an
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infringement of their natural dis-
positional rights in material they have
collected personally.

The biobank researchers have also
written several letters of complaint con-
cerning the biobank law in general. In
particular, they oppose what they see as
a conflation into trusteeship of three dif-
ferent sources of entitlement, namely
‘ownership’ (that they think should be-
long to the donor), dispositional rights
(belonging to the principal investiga-
tors), and day-to-day administrative
responsibility (that they would happily
transfer to the county council). Thus,
they have opposed the notion of trustee-
ship as the right of an organisation to
sign contracts conflicting with the
dispositional interests of researchers.
Simultaneously, however, they have
been trying to register the biobank with
national authorities in order to protect
their own ‘dispositional rights’. Needless
to say, the county council has filed an
application of registration of trusteeship,
as well. Both applications were originally
dismissed, however, and the two parties
asked to settle their conflict prior to reg-
istration.6 As this proved difficult, the
national authorities later ruled that trus-
teeship would rest with the county7, thus
demarcating the contours of a trustee-
ship specifically in terms of the right to
sign contracts.

The county and the university at-
tempted at once to achieve the position
of trustee and to execute the organisa-
tional power it can be expected to in-
volve. An effect of the court trial was that
the limits of diplomacy between these
two groups were clearly reached and the
conflict subsequently intensified. The
university commissioned extra auditing
of the biobank unit, which presumably

revealed faults,8 but the biobank staff
challenged the report and no one was
ever fired. Another unsuccessful attempt
to fire the PI resulted in his unwilling
transfer back to the university. Having
held the county post as biobank man-
ager for one three-year term, he was re-
placed. The PI had been offered another
term, with an increase in salary, but he
refused because the contract included a
condition that the county be given con-
trol of the biobank. Though he no longer
officially holds the post, he has contin-
ued to call himself biobank manager and
he has not given up the claim to entitle-
ments that now seem to rest with the
position of trustee. In the Spring of 2003,
the county opened up another front in
the war. It argued that, as the PI was no
longer an administrative manager em-
ployed by the county council (he was
merely a university researcher with no
obligations toward the county’s health-
care service) the research group was no
longer entitled to occupy the offices at
the university hospital. A transfer of of-
fices was proposed, but has still not been
executed, and might never be.

The university and county in turn
commissioned a report reviewing the
organisational structure of the biobank.9

The report was never published, but a
new agreement was signed on 19 March
2003, between the university and the
county, revising this structure. The revi-
sion stated that the same person could
not simultaneously be administrative
manager, member of the board of the
biobank, and member of the REC. There
was no mention of the expert groups
originally established by the PI. A man-
date as extensive as the one previously
issued to the PI would presumably not
be possible in the future. This demar-
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cated and sustained the entitlements of
trustees and clarified that they involved
the right to delegate distinct mandates
to specified office holders. The biobank
staff, as well as the REC, immediately
objected to this rearrangement, and it
too was submitted for legality testing at
the appeals court.

As the second court case demon-
strated, the demarcation of trustee enti-
tlements does not go uncontested. By
this point, the biobank group had fur-
thermore already formulated a counter
suggestion: a revised structure for the
management of the biobank involving
all parties perceived by the biobank as
being legitimately interested (in reality,
these parties were comprised of the per-
sons previously placed in the expert
groups that had been shut down with
organisational rearrangement). This
newly-proposed structure was called the
Joint Steering Committee (JSC) and just
like the board appointed by the univer-
sity and the county council, it was to dis-
pose of biobank materials. With the es-
tablishment of JSC, there were two sepa-
rate management teams and two boards
– and considerable public confusion.
Even more important for this analysis is
the fact that in opting for trusteeship
through JSC (and the applications for
registration with the national authori-
ties), the biobank researchers contrib-
uted to bringing trusteeship, as a source
of entitlement, into being.

If the county council has been using
registration and its right to appoint ad-
ministrative managers and dispose of
hospital offices to gain control of the
biobank, the university management
has been struggling to be recognised as
employer. The university attempts to
portray the conflict as an issue between

employer and employee which is exem-
plified in the following response, by the
principal, to a letter from the biobank
group:

“Parallel with your right to express pri-
vately any opinion whatsoever con-
cerning the adequacy of the decisions
of the university board, it is not toler-
able that you, as employees at the uni-
versity, act in a way that might provide
an erroneous image of the resolution
of the university board and your own
position within the respective authori-
ties. (…) In the event of further corre-
spondence concerning these issues,
you must beware of your way of expres-
sion...”10

Lines of command, however, can only
functions as such when recognised by
both superiors and inferiors. The prin-
cipal has had to realise that the power
exercised in organisations is not static or
easily defined. When a leader is not ad-
equately recognised and respected, he is
liable to experience frustration tanta-
mount to that experienced by employ-
ees, like the PI, when they find that their
work and competence are not recog-
nised as they would have wished.

During this period, all documents
have been scrutinised and no battle has
been too small to fight. Many letters have
had massive numbers of attachments
and occasionally, both parties have cir-
culated copies of the same attachments
as documentation for separate claims.
Swedish public law dictates extensive
access to all public records and old let-
ters have been procured from the ar-
chives and commented upon with new
letters. It is as if every document is per-
ceived as essential evidence of one or the
other party being right or wrong. The
meaning, even the potential meaning, of
every sign and signal has become an
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object of strife. This is a war of significa-
tion – because signs are recognition. As
a consequence, there can be no innocent
description. The conflict thus impinges
even on my work, making every sen-
tence into an act of balancing interests.

With the Biobank Act, private owner-
ship in human tissue, or at least com-
mercial exploitation of it, was banned
(Socialdepartementet, 2002). It is now
stated that human tissue cannot be
owned, though research results emanat-
ing from it may be. The biobank staff has
accordingly accused the county and uni-
versity of illegal commodification of hu-
man tissue. As a consequence, the uni-
versity and the county have had to re-
duce the amount of money they were
supposed to receive from Uman-
Genomics in exchange for the ‘exclusive
commercial rights’, making the biobank
an expense, not a possible source of in-
come. The entitlements of trustees thus
seem to crystallise as a custodianship
with organisational power incompatible
with commercial rights.

This separation of research informa-
tion from human substance follows an
international trend, but it is in no way
uncontroversial (Rose, 2001), and it has
implications for the entitlements of do-
nors, as well. Based on British material,
Tutton (2004) has termed the policy proc-
esses in this area ‘boundary work,’ where
it is the installation of new boundaries
that is at stake. The emerging boundary
between human tissue and the research
it facilitates demarcates also the emerg-
ing boundary between the social entitle-
ments of donor on the one hand and re-
searcher or research institution on the
other (Hoeyer, 2002). The Biobank Act
also ingrains the use of informed con-
sent in relation to tissue-based research

in Sweden and, consequently, estab-
lishes genetic originatorship as a source
of entitlement (cf. Strathern, 1999; No-
vas & Rose, 2000). The donor becomes
entitled to give informed consent. This
again reflects an international trend
(Tutton, 2004) given local meaning
(Hoeyer, 2004). It is the way law is used
in the conflict, however, which reveals
the practical implications of this de-
mand, as discussed below.

Property Law and the Entitlements
of Funding and Authorship

The organisation of the Joint Steering
Committee described above is the PI’s
attempt to re-establish legitimacy in the
control of the biobank, in the face of
what he perceives to be illegitimate con-
fiscation.11 The effort to gather all par-
ties with legitimate interests, of course,
is itself an exercise in the morality of so-
cial entitlement: whom does the PI rec-
ognise?12

The invited parties included univer-
sity management and county repre-
sentatives, the biobank research group
claiming to have developed the concept
of a large-scale biobank, and representa-
tives of the main funding agencies.
Whereas the first group corresponds to
the notion of trusteeship suggested by
administrative law, and is approved by
the university and the county, the latter
two find support primarily in intellectual
property law and constitute the PI’s ad-
dition. I will first discuss funding as a
source of entitlement, and then follow
with observations on researchers’ enti-
tlements.

Obviously, the university and county
have dismissed the legitimacy of the
Joint Steering Committee, as such. Still,
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in their correspondence with funding
agencies, they seem to acknowledge that
funding might provide entitlement to
approve or veto future agreements re-
garding the biobank. Even more signifi-
cantly, they have argued for their own
entitlements through documentation of
their direct and indirect funding of the
biobank (e.g. through the payment of the
nurses collecting blood). In this way,
funding is becoming established as a
source of entitlement.

The limits to this entitlement, how-
ever, are also being demonstrated. As
trusteeship may not involve commercial
rights, and as the county wishes to be
recognised both as trustee and funding
agency, the motivation to acknowledge
funding as a source of entitlement to
commercial rights is limited. Besides, in
the carving out of two groups of opposi-
tion, the county and the university have
come to be aligned with Uman-
Genomics and they are therefore in-
clined to protect the company’s pre-
sumed ‘exclusive commercial rights’
granted in contracts signed by both
county and university. Also, if they were
to moderate or abandon this concept,
they could erode their own mandate as
trustees. Therefore, the county and the
university back the granting of entitle-
ments to funding agencies while defin-
ing these entitlements narrowly in terms
of administrative rights and duties com-
patible with their emerging understand-
ing of trusteeship. Tissue (as a sub-
stance) should be administered properly
and not converted into a profitable com-
modity.

The PI has also apparently invited
funding agencies to the JSC, primarily in
acknowledgement of their entitlement
to veto presumably unlawful exploita-

tion, but not for them to share potential
profit. This interpretation is supported
by property law, which recognises fund-
ing as a source of a particular type of in-
tellectual property rights (IPR): namely,
database protection. To be acknowl-
edged, funding should be substantial
and one might expect that more than
50% of the resource should be utilised
in order for contingent rights to be le-
gally violated, though these criteria are
yet to be determined by case law. How-
ever, as Sweden exempts university
teachers from the framework of intellec-
tual ‘background’ rights of host institu-
tions and funding agencies, which ap-
plies in many countries (Webster &
Packer, 1996) and ensures university re-
searchers possession of their own pat-
entable inventions, the rights of funding
in such a case are limited to protect
against “unauthorised extraction and/or
re-utilisation of the whole or a substan-
tial part of the compilation” (Hellstadius
et al., 2003: 218). The point is that refer-
ence to property law helps to establish
funding as a source of entitlement by
explicating gradually more defined,
though weak, rights: mainly a form of
veto right to exploitation, which sub-
stantially compromises the intentions of
the project originally funded.

Concerning researchers’ contribu-
tions, lawyers have recently suggested
that a biobank structure could represent
an original intellectual contribution and
thus merit copyright (Hellstadius et al.,
2003). The work of collecting samples is
not, however, a source of entitlement in
itself. The biobank structure includes the
system of ordering samples according to
a coding system. Importantly, the PI has
control of the code key. If he did not in-
tend to transfer the key to the custody
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of the county before, he certainly has less
reason to do so after realising that this
coding system, from a civil law perspec-
tive, might be considered his personal
property. As property law does not rec-
ognise property in bodily tissue, the
‘boundary work’ described above is con-
firmed, and entitlements of researchers
relegated to original intellectual contri-
butions, which can and should be com-
mercially exploited. We thus see a further
demarcation of entitlements. Research-
ers are entitled according to the original-
ity of their intellectual contribution. I
term this authorship in acknowledge-
ment of its origin in intellectual property
law.

There is, however, a contradictory
character to the claims of property
rights. The biobank staff allows public
exposure of the biobank structure,
which they should avoid if they wanted
it to function as a for-profit institution
(Hellstadius et al., 2003). Indeed, the PI
and his supporters serve as advisers to
the Norwegian government and to a
steering group laying out new Swedish
national guidelines where they give
away what they are supposed to make
revenue from. This, they argue, is be-
cause they finally feel recognised by
somebody. Their property claim is not
stimulated by a wish for property – it is
used as leverage of recognition. It is not
recognition alone, of course, that is at
stake. Without being recognised as hav-
ing the dispositional rights to the bio-
bank, there are fewer opportunities with
funding agencies. Their jobs and careers
are therefore also at stake.

In the course of these debates, Uman-
Genomics has failed to acquire further
funding. During the Spring of 2003, the
research staff was laid off and in-house

research projects brought to a halt. The
company still exists and presumably re-
tains its exclusive commercial rights.
Should anybody else produce valuable
research on the biobank material, it is
still UmanGenomics that owns the intel-
lectual rights to its exploitation.

An Entitlement Framework for
Biobanks in Sweden?

Having identified trusteeship, originator-
ship, funding and authorship as four
sources of entitlement, we can discuss
the type of innovation they might repre-
sent, as well as its possible implications.
Had the biobank had access to electronic
patient records, as did its more famous
Icelandic counterpart, which was run by
deCODE (Merz et al., 2003), the legal
framework invoked would have been
different and GPs may have taken a more
active stance in opting for entitlements
to decide who should share the informa-
tion they convey (cf. Pálsson & Hardar-
dóttir, 2002). Had the conflict involved
active patient organisations, they could
also very well have featured (cf. Smaglik,
2000). In the following, I try to explicate
further the type of innovation entitle-
ments represent and elaborate on the
practical implications we might already
observe.

The entitlements of funding agencies
in academic research are relatively weak
and ill-defined in Sweden, due to the so-
called teacher’s exemption. The conflict,
however, with its reference to property
law, has contributed to a clarification of
what type of influence funding agencies
should expect to have. The entitlements
of donors provide a more significant in-
novation worth elaborating in some de-
tail. Though informed consent is novel
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in relation to biobank research, the ad-
dition made by conflict is not originator-
ship as a source of entitlement as such
(see Strathern, 1999), but a particular in-
terpretation and use of the resulting law.

The conflict has implied a consistent
articulation of the obligations toward
donors. The informed consent forms
used in the project have been scrutinised
and interpreted by both parties and, not
surprisingly, both sides have concluded
that the consent form has presented
them as recipients of the sample. Sub-
sequently, both parties have begun de-
veloping their own consent forms.
UmanGenomics developed one form,
which explained to donors that they
were entitled to withdraw their consent,
and mentioned that they would have no
commercial rights in research results.
Another form was developed by the
biobank and called a ’withdrawal form’.
When some donors who, after the me-
dia debate, approached Medical Bio-
bank and wanted their samples de-
stroyed, they were asked to complete this
form, which provided, as an alternative
to destruction, that their samples be des-
ignated for academic research or clini-
cal purposes only. Ironically, the PI who
initially pushed for commercialisation,
found himself increasingly in alliance
with people opposing commercial in-
volvement in medical research. In addi-
tion, some nurses, reluctant to collect
samples for commercial use, at first re-
fused to ask patients for blood, and have
since reverted to the use of an old con-
sent form developed before the launch
of UmanGenomics. These nurses have
arranged with the biobank that blood
collected by them should be treated and
used according to the former system. As
the county officials, to whom the nurses

report, have not been involved in this
process, it has remained a covert prac-
tice; a tacit opposition performed by
some nurses and disdained by others. A
united occupational group might have
been in the position to affect the out-
come of the conflict, but to do so they
should probably have aligned them-
selves with the only rhetoric that nobody
dares to oppose any longer: the donors’
entitlement to make decisions concern-
ing the use of their own blood.

The intensified interest in informed
consent emerges as it becomes clear that
the consent form might be used to clarify
who should dispose of the contested tis-
sue. This produces a surprising new un-
derstanding of informed consent among
policy makers. Though introduced in
public law through the rhetoric of re-
spect for the individual, the conflict has
entrenched the view that, from a civil law
perspective, informed consent is a con-
tract defining dispositional rights. The
moral relation established between do-
nors and their samples subsequently not
only entitles donors to information, but
also obliges them to stay informed and
distribute commercial rights they can no
longer enjoy themselves.

An equally intriguing and unexpected
innovation relates to the interplay of
authorship and trusteeship. The legiti-
macy of IPR rests partly on widely shared
notions of the relationship between peo-
ple and their ideas. If ideas can be con-
ceived of as stemming from original and
autonomous creation, they can be owned
(Foucault, 1991; see discussion in Teil-
mann, 2000; 2001). This again reflects
particular notions of human agency as
stemming from autonomous individu-
als (Mauss, 1985). In line with this cog-
nitive framework, Sweden has previ-
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ously primarily allocated IPR directly to
university researchers as their private
property. In business life, however, this
does not work. Commercial research in-
stitutions need to control the knowledge
capital generated by their employees.
Therefore, the establishment of Uman-
Genomics necessitated the introduction
of commercial entitlements, other than
direct authorship.

In the capacity of trustees, or in the
attempt to establish this capacity, the
university and the county first removed
the entitlement to sign contracts con-
cerning commercial exploitation of
biobanks from the original intellectual
contribution (authorship) of the re-
search group. This was justified partly by
the need to secure the interests of the
community as a whole, rather than those
of individual researchers. The university
and the county then used this entitle-
ment to sign a contract with their own
company. The community could expect
to benefit directly from commercial gain,
since community institutions owned
UmanGenomics. The Biobank Act then
clarified that trustees should not com-
modify tissue in their custody. Accusa-
tions from the biobank made it clear that
charging a profit-related fee for access
to the biobank might be considered
commodification. As UmanGenomics
then pressured the county and the uni-
versity to release them from public ma-
jority ownership, trustees lost the enti-
tlement to profit. The county and the
university thus had to give up both their
shares and the entitlement to receive a
precentage of the profit from Uman-
Genomics for maintenance of the bio-
bank. Original intellectual contributions
were the legitimising source of IPR and
were subsequently replaced with a com-

munity share model. Recent develop-
ments, however, have separated IPR
from the community, as well. The enti-
tlement to profit now rests with share-
holders.

This arrangement has implications
for the incentive structure. When com-
panies, funding agencies or universities
are entitled, through law, to IPR in the
research projects they host (so-called
background rights), such entitlements
are generally supposed to create a struc-
ture of incentives (Webster & Packer,
1996). With UmanGenomics, however,
those who execute or facilitate research
no longer find themselves entitled to the
IRP stemming from it. The company no
longer initiates its own research, but ba-
sically exists to retain the ‘exclusive com-
mercial rights’ to research carried out by
others (presumably academic research-
ers), whom they expect to use Medical
Biobank. Hence, a deficient incentive
structure has been established. In addi-
tion, more generally, this entitlement
framework might prove to be a problem.
If researchers are not entitled to use the
material they collect and are not entitled
to their original intellectual contribu-
tions, they will have limited future incen-
tives for constructing new biobanks and
for exploiting those biobanks where
commercial entitlements have been al-
located to private companies.

Though marketed as ‘exclusive com-
mercial rights’, it was never really clear
what these rights implied. It was prob-
ably more like a first right of refusal and,
in my understanding, this was how
UmanGenomics would have approached
the matter. They would not have liked to
run into a battle with researchers upon
whom they might later have to depend
for follow-up on the research they were
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trying to market: access, for instance, to
the essential updated phenotypic infor-
mation not contained in Medical Bio-
bank. The question remains, however,
who benefits from the insistence on in-
volving private companies in the exploi-
tation of human biobanks and from the
clear demarcation between commercial
entitlements and trusteeship. The com-
munity where authorities have obligated
themselves to provide a company with
pro bono service can hardly be regarded
as a beneficiary. Nor, indeed, can the
donors be seen as such. Even the share-
holders of UmanGenomics would prob-
ably have been better off with a more
modest business model, building on
achieved research results (authorship)
rather than first rights of refusal to as yet
imaginary research.

Conclusion

While a purely person-oriented interpre-
tation of the conflict has been avoided
in this analysis, it has been suggested to
stay aware of the role of recognition,
which does indeed work at the level of
interpersonal relations. Awareness of the
role of recognition, rather than exclusive
focus on property relations, might pro-
vide a more complete understanding of
the use of ethics in the conflict. It is
tempting to regard references to ethics
merely as a tool in the establishment of
power. Indeed, it has been shown above
how arguments of ethics are used in the
establishment of delineated entitle-
ments, including property relations.
When scrutinising the action taken by
the parties of this conflict, however, the
line of reasoning could just as well be
turned around. To some degree, tools of
power (e.g. rights of the employer/prop-

erty law) are used to fulfil people’s sense
of fairness, to achieve respect, and to
protect people’s sense of agency; that is,
moral, rather than political or financial,
goals.

It is important to note that the emerg-
ing sources of entitlement are not what
the actors involved in the conflict opted
for, nor would these sources necessarily
accommodate their future interests par-
ticularly well. Though people clearly aim
to defend their interests, the outcome is
not necessarily consistent with their in-
tentions. Rather, the entitlement frame-
work seems to emerge out of more com-
plex forms of interplay in moral and le-
gal dispute. The law has an agency of its
own, as it were, and so does moral rea-
soning. Once particular sources of enti-
tlement are launched publicly as moral
arguments, they seem to engage actors
in areas of dispute that had not been
considered relevant before. Interna-
tional trends in promoting public/pri-
vate interaction, political changes, and
moral changes leading to the establish-
ment of genetic originatorship, as well
as the international legal framework for
IPR, provide opportunities for action,
but these trends do not determine the
course of the action. The resulting social
entitlements represent a pattern in the
flow of actions, a pattern which will be
the starting point for future conflicts
rather than a permanent structure.

The entitlement framework had to be
disentangled sooner or later, because
increasing commercial involvement
with healthcare databases necessitates
legal support of entitlements. The clari-
fication of entitlements has taken a form
different from other intellectual prop-
erty disputes, in that it concerns an ob-
ject for which the usual definitions used
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in commercial relations are not entirely
appropriate. The bodily component ne-
cessitates particular forms of reasoning,
and is embedded in an ethicised envi-
ronment. The framework developed
through this conflict will have implica-
tions for other biobanks. I have already
met researchers who are considering how
it will influence their current projects and
future initiatives. Still, we might ask if
there could have been a different out-
come and whether the situation is about
to change. I would certainly argue that
the interpretation of trusteeship and the
use of informed consent could have
been settled differently. Whether these
settlements will take the form suggested
in the argument above depends upon
how people answer the following ques-
tions: Are we happy with the use of in-
formed consent as a contract? Are we
happy with the role determined for trus-
tees? Do we think that a better incentive
structure could be established? For what
purposes do we want to establish incen-
tives?

In this paper it has been argued that
the conflict contributes to the establish-
ment of a more clearly defined frame-
work for social entitlements in stored
human biological material. This frame-
work facilitates distinction between dif-
ferent sources of entitlement and differ-
ent adjoining rights. Analytical attention
has been given to the social processes of
establishing entitlements, rather than to
the personal experiences of the conflict
because in the course of the actions
taken, new vectors of inequality and con-
trol emerge that deserve critical atten-
tion.
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Notes

1 Memo by Birgitta Strandman, Väster-
botten County Council 17/11-1987, and
letter to Karl-Axel Ängkvist from Karl-Eric
Karlsson, Västerbotten County Council
13/6-1995.

2 E-mail to Jan-Erik Ögren from Göran
Hallmans, 28/12-1999. He also claimed
copyright (upphavsmannarätt) to a com-
mercial concept – a claim that was later
revived in an amended version, as dis-
cussed below.

3 Medicinsk-odontologiska fakultetens
rådgivande kommité for etikfrågor (Advi-
sory Committee on ethical issues of the
Medical-Odontological Faculty), Univer-
sity of Umeå, 17/2-2003. “Biobanker – Etik
och praksis”.

4 Letter to the Management of Umeå Uni-
versity and Management of Västerbotten
County Council, from Torgny Stigbrand
and Göran Hallmans, 7/4-2003.

5 Appeals Court (Länsrätten) in Västerbotten
County, sentence in case 668-02, 4/10-2002.
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6 Letter to Västerbotten County Council,
Umeå University and Medical Biobank
from Ingmar Hammer, Department of
Health (Hälso- och sjukvårdavdelningen),
National Board of Health and Welfare, 19/
3-2003, VCC 50-10642/02 (when a code
follows a documentary reference, the first
letters identify the registry, Västerbotten
County Council [VCC]/Medical Biobank
[MB]/ Umeå University [UU], and the
number the registry code).

7 Letter to Västerbotten County Council,
Umeå University and Medical Biobank
from Per-Anders Sunesson, Department
of Health, National Board of Health and
Welfare 10/10-2003, UU 503-948 03.

8 Gunnar Nyström, Internal Revision De-
partment, Umeå University 6/11-2002,
Granskning av Enheten för Narings-
forskning och Medicnska Blodbanken vid
Umeå Universitet.

9 Västerbotten County Council and Umeå
University. Direktiv för översyn av avtal
rörande Medicinska Biobanken vid Norr-
lands Universitetssjukhus och Umeå
universitet. 26/6-2002. UU 192-1948-02. A
similar need has been pointed out by the
biobank, as well, with reference to an au-
dit commissioned as part of the biobank
quality assurance. See Göran Hallmans to
Västerbotten County Council and Umeå
University 3/10-2002. Kvalitetsrevision vid
Medicinska biobanken. MB 67/2002.

10 Letter to Torgny Stigbrand and Göran
Hallmans from Inge-Bert Täljedal 19/8-
2003, MB 74/2003, my translation.

11 See for example, Letter to Department of
Health, National Board of Health and Wel-
fare, from Medical Biobank, 18/7-2003.

12 The meeting took place on February 13,
2003. The invitation and minutes can be
obtained from Medical Biobank.
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