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Transparency and 
Community Benefi t-Sharing

The title above is a bit misleading. It is misleading in that while transparency 
and community benefit-sharing are the two main topics that are the subject 
of this editorial, they are not meant to be discussed together or in relation to 
each other. Transparency relates to the articles by Sotoya on Artificial Insemi-
nation by Donor and by Matsui on Non-Specific Consent to Unforeseen 
Uses of Biobanked Materials while community benefit-sharing relates to the 
contribution by Chen on the challenges of legislating community-sharing of 
benefits from genetic research.
 Sotoya calls attention to current AID-related practices in Japan that raise 
questions about the ability of children to access their origins. He puts the 
responsibility on the government to provide a legal mechanism respecting the 
children’s right to know about their conception and reproductive background, 
citing AID-related problems that they have been shown to suffer from. He 
argues for an opportunity to re-examine the concept of autonomy that takes 
into account the perspective of children conceived using reproductive techno-
logies. Current practice gives higher consideration to the autonomy of sperm 
donors, treating their preference for anonymity with respect. 
 It is not easy to see how the conflict between the two autonomy perspec-
tives ought to be resolved but the introduction of transparency (truth-telling) 
into the equation offers an important window of opportunity. The relationship 
between government and the public ought to be founded on transparency. 
When government fails in this regard, it opens itself to criticism and public 
mistrust. Can the lack of transparency regarding the identity of sperm donors 
be justified? Should it be regarded as a justifiable exception to the commit-
ment to transparency? Is the preference for anonymity on the part of the 
sperm donor sufficient justification? 
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 The problem with protecting this type of anonymity is that the information 
that is being treated confidentially has to do not only with the sperm donor 
but also, perhaps more importantly, with the children who are born as a result 
of the procedure. In a way, that information has to do with the children’s 
personality. Truly, keeping that information away from them is to hide infor-
mation about their own being. Should that information be withheld from 
the children when they seek it? And should government be an instrument to 
systematically keep truthful information from such children? 
 This editorial suggests that Sotoya has every right to be concerned — 
withholding the truth should always require strong and consistent justification. 
And as he says, “these social, legal and empirical questions can be better 
addressed in bioethics and wider society with a revised understanding of auto-
nomy in the application of such medical technologies.” Perhaps the revised 
understanding of autonomy suggested by Sotoya should also give proper regard 
for transparency as a central virtue in bioethics governance. 
 Transparency has taken a back seat relative to considerations of autonomy 
and informed consent in bioethics policy deliberations. This is not to say that 
transparency has been valued less but merely that it has not been given the 
priority that it deserves. Theoretical discussions have paid a lot of attention 
to the centrality of autonomy while operational procedures have centred on 
the importance of informed consent. Thus, transparency has effectively been 
a secondary consideration that ensures the validity of information on which 
consent is based or enhances the expression of one’s autonomy by providing 
truthful foundations for decision-making. From the perspective of governance, 
however, transparency deserves independent recognition. Even when there is 
no (or before there is any) occasion to talk about autonomy or even when 
there is no procedure that calls for informed consent to be sought, the need 
for transparency is present. Transparency is its own excuse for being. 
 What this means is that transparency deserves to be highlighted as a prin-
ciple of bioethics governance on its own, contrary to what bioethics discourse 
occasionally tends to portray. For example, transparency about the origins of 
AID children ought to be valued independently of autonomy considerations. 
This is not the same as saying that transparency ought to be valued higher 
than autonomy or that it ought to be observed with reference to the identity 
of the sperm donor regardless of the preferences of the latter. But transparency 
can be taken to entail the presence of a mechanism to access that identity 
under certain circumstances so that the sperm donors’ preferences do not com-
pletely override a child’s exercise of the right to know when the time comes. 
This editorial is not about to propose a precise policy for implementation in 
a country like Japan. It is quite content to assert that transparency deserves 
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recognition as an independent principle of bioethics governance while, as 
Sotoya says, “the issues raised by AID offer …  an opportunity [for bioethics] 
to better articulate itself in society.”
 Questions regarding transparency also arise in the case of unforeseen uses 
of biobanked materials. Referring to the results of an empirical study carried 
out among Japanese subjects, Matsui concludes that “a conditionally broad 
consent that allows the subsequent use of materials in unforeseen future 
research can be rendered highly acceptable during initial recruitment, as has 
been obtained successfully in practice, provided there is a guarantee of ethics 
approval by the governing REC.” However, Matsui also observes that while 
this view is quite dominant among the great majority of actual donors, it is 
still at odds with “current policy recommendations promoted by a number 
of ethics councils.” As may be expected, the conflicts with current policy 
arise in relation to informed consent requirements. Matsui’s view is that “the 
non-specific consent approach  …  cannot satisfy the requirement of informed 
consent, and may thus be considered completely meaningless.” He goes on 
to say, “it is misleading to use the term informed consent for participation 
in unforeseen research that has not been specified in a research protocol and 
should therefore be avoided.” 
 Indeed, there is no informed consent under such circumstances. It is 
perhaps inappropriate to carry on with informed consent discourse altogether 
in such contexts. In research using biobanked materials, many alternative 
informed consent options have been offered in order to deal with the uncer-
tainties associated with unforeseen uses. This editorial suggests exploring alter-
natives to the informed consent paradigm altogether. Rather than informed 
consent, transparency could be sufficient as the operative principle of gover-
nance on the assumption that anonymity of donors is ensured and any pre-
anonymisation risks are covered by safeguards. Non-specific consent would be 
adequate because, in effect, the donors/subjects have determined that effec-
tively designated ethics committees as surrogate decision-makers. The role of 
transparency is to make sure that ethics committees are fully aware of specifi-
cities of research, that they are also aware of pertinent interests of the donors/
subjects, and that there are mechanisms for the latter to become aware of 
research carried out with their donated materials in case they develop the 
interest at some point in the future. Knowing where to find the information 
in the event that they desire to seek it would give them the means to try to 
regain control if they find it necessary. In this (or other additional ways), 
transparency would provide the donors/contributors an opportunity to exer-
cise the right to know. 
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 It is beyond the intended scope of this editorial to propose specific mecha-
nisms that may be relevant for different jurisdictions. The intention here is 
merely to highlight the importance of considering alternatives to the informed 
consent paradigm and of transparency as an operative principle of governance. 
As Matsui says, “The main goal of providing information on research with 
stored human materials may perhaps be more to cultivate trust in biobanking 
through a well-considered and respectable process, than simply to seek in-
formed consent blindly.” Transparency would be an important mechanism for 
retaining that trust.
 Chen’s article on community benefit-sharing deals with the difficulties asso-
ciated with the implications of the human genome being a “common heritage 
of humanity.” To begin with, Chen acknowledges the reasoning that “because 
the human genome is ‘a collective and vital interest of mankind’ and is analo-
gous to our other common resources on earth, the benefits resulting from 
genetic research should be shared with society as a whole  …” The author then 
goes on to make the very useful observation that “to validly support com-
munity benefit-sharing of genetic research, the rationale must address this 
question: why is genetic research particularly distinguished from other indus-
tries and human activities?” Identifying the correct rationale is important 
because the rationale provides clues as to the appropriate operationalisation of 
benefit-sharing. A misunderstanding of the correct rationale and its implica-
tions leads to distractions concerning the distribution of material benefits in 
Chen’s examples. 
 To begin with, Chen duly notes the complications arising from allowing 
diverse non-monetary manners of benefit-sharing. Legislating would be ex-
tremely complicated, the author observes, because it would be virtually impos-
sible for the law to deal with countless scenarios for each potential manner 
of benefit-sharing. As a result, Taiwan has had to adopt the simple approach 
of requiring biobank users to pay money and giving biobank contributors 
a share of the income. But even this has led to difficult questions: “Should 
operators distribute the money directly to each individual in the group? 
Should operators give the money to an organisation that represents the group? 
Should operators use the money to provide public infrastructures or public 
services to the group? Or should anyone of the above satisfy the requirement?”
 These questions indicate a confusion of community benefit-sharing founded 
on contributions to research with community benefit-sharing based on the 
common heritage of humanity rationale. As these questions reveal, the scheme 
gives importance to those who have made material contributions. The contri-
butions result in income and the income must be shared with the contri-
butors. However, the benefits from research, properly conceived, do not refer 
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to the income derived from users of the databases but to the benefits gained 
from the resulting knowledge about diseases and cures or prevention. There 
are two types of benefits here that could be distinguished from one another. 
The latter type of benefits accrues to humanity as a whole and as a totality. 
 One of the most important implications of the recognition of the common 
heritage rationale is that the benefits also redound to common heritage. In 
practical terms, that should mean, for example, equitable access to the fruits 
of research wherever and whenever these are realised. Being rich or poor and 
having developed country or developing country origins should not matter — 
access should not be denied. The preoccupation with dollars and cents relating 
to the usage of databases is important but it could also be a distraction 
when we are trying to understand the significance of the human genome as a 
common heritage of humanity. 
 It is true that the common heritage rationale includes the presumption 
that we all contribute, in a way, to the successful implementation of genetic 
research. Because of that interwoven genetic heritage that we all share, infor-
mation about others is, to varying degrees, and in various ways, information 
about ourselves. Perhaps because this is something that we tend to take for 
granted, we also easily overlook the significance of the contribution, without 
which the validity of genetic research findings would be in question. But it 
would be a mistake to reduce such contribution to dollars and cents and to 
measure the benefits that individuals or their communities must derive in 
monetary terms. As Chen’s article illustrates, that preoccupation with monetary 
benefits is turning out to be a distraction in Taiwan.

Leonardo D. de Castro
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