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1 Introduction

In 2004, the Science and Technology Advisory Group in the Executive Branch
of Taiwan’s government made a policy recommendation, which was subsequently
adopted, that Taiwan should strive to become an “island of biomedical technology”
if it is to seek a better prospect for economic growth in the near future. Three
infrastructure objectives were put forward together with this national goal: (1) to
digitalize all health records kept by the Bureau of National Health Insurance in
Taiwan, (2) to institute a sound regulatory framework for clinical research, and (3)
to establish a Taiwan Biobank.! These are interconnected and definitely challenging
tasks. In order to pave the way for accomplishing the third objective in particular, the
National Science Council of Taiwan requested the Institute of Biomedical Sciences
(IBMS) at Academia Sinica, the highest-ranking academic institution for basic re-
search in the nation, to draft a blueprint of the envisaged large-scale human genetic
repository and to conduct pilot study on its feasibility. Well aware of the ethical,
legal and social issues (ELSI) that might be involved in this endeavor, the IBMS
invited a team of scholars, who had been conducting ELSI-related research funded
by the National Science Council, to collaborate with biomedical experts in order to
work out a regulatory framework for the Taiwan Biobank. Such a framework has
been duly recognized as essential to the success of the Taiwan Biobank Project,
which, once officially launched, is obviously in need of long-term public trust and
support.

However, the pilot project undertaken by the IBMS since 2005 has repeatedly
encountered stern criticisms in the national news media. It is noteworthy that not
only are these criticisms directed to issues about protection of genetic privacy, but
they also call for public deliberation on the acceptability of such a large-scale ge-
netic database. During the last decade, Taiwan has been undergoing a rapid process
of democratization, and nowadays a strong conviction can easily be detected in
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public discourse that such basic values in a pluralistic democratic society as personal
autonomy and social justice should be accorded moral weight to be balanced against
the familiar appeal to national prosperity or general welfare. This prevailing ethos in
Taiwan has added attractiveness to the claim that the Taiwan Biobank Project should
be scrutinized through public deliberation, especially in view of the fact that the
Project will consume a large amount of public funds and require the willingness and
long-term participation of a great number of ordinary citizens. How such delibera-
tion is supposed to be carried out and, more importantly, how the requisite delibera-
tive process is to be organized in the first place are admittedly difficult questions (the
solution to which may itself require consensus). Nevertheless, it seems safe to say
beforehand that since indigenous peoples are one of the four populations targeted
by the Taiwan Biobank, whether or not they, as a social group or community that
has long suffered various sorts of inequalities, can really (not only formally) have
an equal representation in the deliberative process in question may serve as a litmus
test for the adequacy and trustworthiness of such a process.

As will be explained later in this chapter, a recent event in which members of
an aboriginal tribe jointly requested withdrawal from a genetic research highlights
the urgency of this question, and makes it even more complicated: representatives
of the tribe argued not only that the procedure for individual informed consent had
been poorly conducted, but also that, according to the Basic Laws of Indigenous
Peoples promulgated just recently in 2005, researchers should have consulted the
tribe so as to obtain tribal consent. This event made national headline news with
a full-page report, and so far the tribe’s claim about the necessity of prior tribal
consent has not been questioned. Thus, it seems, a similar claim can also be made,
by appealing to the Basic Law, that community consent of the indigenous peoples in
Taiwan should be obtained through some form of public deliberation among them if
the Taiwan Biobank Project is to include them as one of its target populations. If this
is an acceptable claim, then in case the indigenous peoples decide through public
deliberation to give their dissent to the Taiwan Biobank Project, this will amount to
a veto over the right of their individual members to decide for themselves whether
or not to participate in the Project. Such a consequence may sound unsettling to
anyone who takes individual rights to be fundamental.

In this chapter, we will first describe how Taiwan has endeavored to move ahead
toward establishing a large human genetic repository, the Taiwan Biobank, for
research in the post-genomic era, and what ethical, legal and social issues have
been raised by this project. Against this background, we will argue that, while it
is necessary for the democratic legitimacy of the Taiwan Biobank that its ethics
and governance framework be subjected to the scrutiny of a (suitably designed)
public deliberative process, the requirement that community consent of indigenous
peoples be obtained before their individual members can exercise their right to de-
cide whether or not to participate does not have to vitiate the fundamental status of
individual rights. On the contrary, such community consent may empower members
of the indigenous communities, enabling individuals to exercise their rights more
substantively than without prior consent of the long exploited, disadvantaged and
vulnerable communities to which they belong.
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But we will argue against the need for indiscriminate prior public consent con-
cerning (what we call) internal arrangements of a biobanking project at the national
level over individual consent. In our view, while public deliberation at this level must
proceed against the background of certain institutions and public policies that must
be accountably determined and put in place to regulate the Taiwan Biobank “from
the outside,” the deliberation on internal arrangements needs only to yield reasoned
judgments, pros and cons, that may be taken into account by individual citizens
when they come to make their own decision as to whether the Taiwan Biobank
Project is worthy of their trust and participation.

2 Design of the Taiwan Biobank

Taiwan Biobank is intended primarily to be a population-based human genetic
repository for prospective cohort studies on the interaction between environmental
and genetic factors in the etiology of various chronic diseases common in Taiwan
such as cancers, cardiovascular diseases, diabetes, hepatitis, hepatocirrhosis, etc.
It aims to collect and store blood samples and lifestyle information from 200,000
participants aged 40-70, with linkage to their health records kept by the Bureau of
National Health Insurance. The target populations include: (1) people of Fu-kien,
or Hoklo, descent (immigrants of the 19th century or earlier from mainland China);
(2) people of Hakka descent (immigrants of the 19th century or earlier from the
mainland); (3) the so-called “mainlanders,” a group name coined in the mid-20th
century to refer to people who came to Taiwan when the nationalist government
took refuge in the island in 1949 after its defeat by the Chinese communists; and
finally, (4) indigenous peoples, the earliest inhabitants of Taiwan who were forced
by later settlers over the last four centuries or so to retreat to mountainous areas and
less developed eastern shores.

A survey conducted by the Council of Hakka Affairs in 2004 shows that when
asked about one’s ethnic identity, with multiple choices allowed, 80 % of those inter-
viewed regarded themselves as Hoklos, 22.4 % as Hakkas, 13.1 % as “mainlanders,”
and 5.3 % as indigenes. While this may give a good idea of the relative sizes of dif-
ferent populations in Taiwan today, it also shows considerable intermixing among
them. In order to establish a repository that is recognizably population-based, the
plan for the Taiwan Biobank is to recruit participants in the following three loca-
tions: Miao-li county in northern Taiwan, where the majority residents are of Hakka
descent; Jia-yi city in the south, a typical Hoklo area; and the Hua-lien county at
the east coast, where the indigenous population is much larger than elsewhere in
Taiwan. The mainlanders, though a minority in all three locations, are of a sufficient
size in each location to be included as a target population in the Taiwan Biobank.

In view of the highly controversial nature of such a large-scale genetic database,
Taiwan’s government decided in 2005 to explore its feasibility through an NSC-
funded pilot project, to be carried out by the IBMS of Academia Sinica. The pilot
project was aimed at recruiting 1,000 participants (in Jia-yi city) to evaluate the
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rationality and reasonableness of protocol procedures to be used when the Taiwan
Biobank Project gets officially under way. After the proposal of the pilot project
went to the Research Ethics Committee of Academia Sinica for review, a con-
spicuous commentary appeared in a national newspaper China Times in January
2006, raising several important questions about confidentiality, informed consent
and benefit sharing.? The author of the commentary demanded that the entire plan
for Taiwan Biobank be made public and subjected to open debate. The commen-
tary accused the IBMS of having been secretly taking some ethically dubious first
steps toward establishing the Taiwan Biobank by collecting as many as 3,000 blood
samples in the east coast. Such accusation proves to stem from misinformation, for,
strictly speaking, no blood sample has ever been collected so far under the name
of the Taiwan Biobank Project. While the commentary may have mistaken another,
less-noticed genetic database project of the IBMS (which is equally in need of pub-
lic scrutiny) for the Taiwan Biobank Project, it attests to the widespread distrust of
genetic research enterprises.

3 Unfavorable Circumstances

It is unfortunate that the plan for a Taiwan Biobank was proposed under cir-
cumstances that made public trust difficult to attain. First of all, there have been
high-profile incidents in which supposedly confidential personal information of
credit-card holders was leaked to people who used the information to commit fraud.
These incidents gave rise to heightened awareness on the part of the general public
about the importance of privacy protection. At the same time, dissatisfaction with
the government’s capacities to protect personal privacy has also been on the rise.
Failing to appreciate the extent of public distrust and scepticism, the Department of
Health once intended to issue an all-embracing IC version of the national health in-
surance cards that carry both personal health records and other personal information,
but eventually settled for a much truncated version because of strong opposition.3
More recently, a newly passed law authorizing the Ministry of Internal Affairs to
require citizens to leave fingerprints before getting their renewed national ID cards
was soon declared unconstitutional by the Constitutional Court on the ground that
the law infringed upon informational privacy.*

In the last two years, the Department of Health has begun to review and improve
its regulations of research involving human subjects. Though never too late to make,
this move is long overdue. The indigenes, in particular, have been persistent victims
of a long history of exploitation in which researchers often went to tribal villages
to covertly collect blood samples under the guise of “free health checks.” A news
report even quoted a villager as saying that in just one year he gave blood “eight”
times—meaning, perhaps, “several” times in his native tongue—for “free health
checks.””> Moreover, the Bureau of Health Promotion has been offering indigenous
elderly two physical examinations per year for free, but, lacking a sound monitoring
procedure, this well-intentioned health policy has unfortunately made the examinees
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vulnerable to surreptitious, unconsented extraction of more blood from them than
is necessary for the proclaimed purpose.’ Worse still, even today one still finds that
the registration form of a major hospital in an east-coast county’ requires indigenous
patients to fill in tribal origins of their parents and grandparents—something that is
absolutely unnecessary for diagnostic or therapeutic purposes.

City folks in Taiwan have not been free from worries about similar abuses be-
falling them. In 2005 the Consumers’ Foundation of Taiwan pointed out in a press
conference that “[p]atients have no obligation to act like ‘mice in the lab’ for physi-
cians and researchers.” According to the Foundation, a physician at a prestigious
military hospital in the capital city Taipei collected blood samples for research use
without going through the informed consent procedure properly. It was alleged, with
good reason we think, that the physician had failed to discern possible conflict be-
tween the role of a physician and that of a medical researcher, so that his (or her)
patients might have signed what was actually the consent form for donating their
blood samples, thinking that this was only for treatment of their illness.

Given such an atmosphere of distrust and suspicion, it seems safe to assume
that the public tend to be concerned more with the protection of their basic rights
than with the promotion of general welfare in health care through medical research.
Thus, in January 2006, the China Times was keen enough to issue a full-page special
report on ethical issues over the Taiwan Biobank Project shortly after the appearance
of the critical commentary mentioned above. The China Times ran a provocative
headline on the front page that day: “Academia Sinica Plans to Pry into People’s
Privacy.”® The special report led to follow-up coverage by major TV news channels.
Deliberating under this climate of public distrust, the Research Ethics Committee
of Academia Sinica finally approved the pilot project on the feasibility of Taiwan
Biobank, but only on the condition that there should be no actual collection of blood
samples taking place at this early stage.

4 Individual Consent is Not Enough

Critics of the Taiwan Biobank Project argue that individual consent to participa-
tion ought to be obtained by appeal to altruism, and through forthright account of
possible risks and benefits not only to individual participants but also to family
members and different social groups. Moreover, they argue for benefit sharing, and
for some form of collective or social consent that is to be obtained through an ap-
propriate deliberative process if the Taiwan Biobank Project is to proceed in any
legitimate way.

This appeal to social consent raises important questions. Inevitably, public de-
liberation can only involve a limited number of (suitably selected) representatives.
Suppose that the outcome of such deliberation is that the Taiwan Biobank Project is
in the opinion of the deliberators not worthy of public trust, or even ethically flawed,
and should therefore be rejected. This outcome will very likely influence public opin-
ion and bring about strong opposition to the Project. But why should this outcome
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be binding on those who did not participate in the deliberative process? Suppose
that there are still some individuals in the society who disagree with the outcome
of public deliberation and whose ¢onsidered judgment is that they should, despite
the outcome, be left free to decide on their own whether or not to participate in the
Project—just as they should be left free to do so even if public deliberation results
in unanimous consent to the Project. Can’t these people give their individual consent
to participate in the Taiwan Biobank Project in spite of the dissent, if any, arrived at
through public deliberation? Does public deliberation carry enough moral weight to
make an individual’s decision to act contrary to its conclusion morally unjustified? If,
after considering the case in an unobjectionably informed way, one decides to partic-
ipate, then isn’t it morally permissible for one to do so? What grounds can there be
for conferring upon public deliberation a moral veto power over individual consent?

An answer to these questions seems to be suggested by Onora O’Neill’s criticisms
of individual informed consent as it has been traditionally understood. O’ Neill first
points out a problem—a “philosophical weakness,” as she puts it—that she thinks is
inherent in individual informed consent. Consent is a “propositional attitude” that is
“referentially opaque™: a propositional attitude is a mental state with propositional
content, and it is “referentially opaque” just in case its content cannot be replaced by
its logical equivalent or any of its implications without falsely attributing the resultant
attitude to the subject of the original attitude.® For example, belief is a propositional
attitude with referentially opaque content, for supposing that I believe Mark Twain is
the author of The Adventures of Huckleberry Finn, then even though Mark Twain is
actually the pseudonym of someone known as Samuel Clemens, you cannot validly
infer that I also believe Samuel Clemens is the author of The Adventures of Huck-
leberry Finn (for I may be unaware that Mark Twain is Samuel Clemens). Consent
is like belief in this respect. Even if I give my consent to a medical treatment on the
basis of what is explicitly written in a consent form, I may be unable to compre-
hend all that is implied by the actual contents of the consent form, and it is possible
that I would have, instead, dissented if I had known some of their implications.

The upshot is that it is hard to tell whether the consent I give to a medical treat-
ment or research amounts to informed consent. Thus, even granted that informed
consent is sufficient to justify administering a medical treatment to a patient or
enlisting a human subject in a medical research, and that it is not necessary to
inform an individual of everything about a medical treatment or clinical trial in
order for his or her consent to participating in it to be valid, it is still hard to draw
a clear line between when this sufficient condition is satisfied and when it is not.
The situation may be further complicated when we move away from the clinical
setting. As traditionally conceived, informed consent is given by an individual, and
the consent procedure has been applied typically in the clinical setting. Many writers
and international guidelines have now come to conclude that individual informed
consent alone is not sufficient to justify the collection, storage and use of human
biological samples in the setting of large-scale biobanking, targeted at populations.
While individual informed consent may well be indispensable in this new context
nonetheless, serving as what may be called “the lowest common denominator,”!0 it
is now believed by some to be by itself insufficient: the so-called “public consent,”
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at least in the increasingly important setting of large-scale biobanking, seems to be
a necessary supplement.

Advocates of this idea include O’Neill, who introduces it when distinguishing
between “seeking public consent to systems for collecting, storing, using and dis-
closing [personal genetic] data” and “seeking (a necessarily limited degree of) in-
dividual consent to particular acts of collecting, storing or disclosing data about
individuals.”!! The difficulty caused by “referential opacity” in telling when an in-
dividual has really made an informed consent is aggravated by recent technological
developments: “the merger of genetic and information technologies make it possible
to assemble massive quantities of complex information that defeat individuals’ best
efforts to grasp what is at stake, or to give or withhold informed consent.”!? In
O’Neill’s view, a feasible way to overcome this difficulty is not to provide more
information but, instead, to introduce “public consent” procedures aimed at exam-
ining the adequacy and trustworthiness of systems or institutions for the protection
of personal genetic data from misuse or improper disclosure.

Before delving further into O’Neill’s proposal, we need, first of all, to clar-
ify two types of regulatory schemes and their decision-making mechanisms. On
the one hand, there are existing regulatory arrangements related but external to
a particular biobanking project. These may include, among others, governmental
policies concerning the development of science and technology, regulations of re-
search involving human subjects, legal protection of personal data in general, laws
that ensure free public access to governmental information, and even the budget-
ing mechanism. On the other hand, there are regulatory arrangements internal to a
particular biobanking project that include at least an ethics and governance frame-
work congruent with the external arrangements and specific to the design of the
proposed biobank. Since the external arrangements specify the minimal setting for
the internal arrangements of a particular biobanking project, they may in some
cases entirely foreclose a proposed biobanking project. For example, a law pro-
hibiting data linkage among different databases would prohibit the establishment
of any biobank that intends to link personal health records with genetic reposi-
tory, and a governmental policy that disallows public money to be used to fund
biobanking would make a costly project extremely difficult to carry out. While
those external arrangements have long been the focal points of struggle among
different stake-holder groups in the traditional political arena, and policy deliber-
ation is especially needed for a publicly-funded biobanking project, we take it that
by “seeking public consent to systems for collecting, storing, using and disclos-
ing data” O’Neill means the latter, internal arrangements. For her, public consent
to these arrangements is prior to individual informed consent to participation in
the project that is to be internally regulated by them; in other words, only after a
(suitably composed) deliberative body has given its public consent to arrangements
internal to a biobanking project can the project be allowed to go about seeking indi-
vidual informed consent from potential participants. To take issue with O’Neill’s
proposal, our following discussion will focus primarily on the role that differ-
ent communities may play concerning the internal arrangements of a biobanking
project.
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S Other Grounds for the Priority of Public Consent

O’Neill’s claim for the priority of public consent is chiefly grounded on the fact that
genetic and information technologies are working together to introduce new and
ever-growing powers for processing “massive quantities of complex information”
in ways that far surpass the cognitive capacities of ordinary people to comprehend
what personal information is actually at stake and, for that matter, what can serve
as trustworthy protection of their privacy. O’Neill is concerned, at bottom, about
the adequacy of the protective means used by systems of information processing
for research purposes to ensure an important value presumably held by all, i.e.,
individual privacy. So grounded, the claim does not seem to imply that the requi-
site deliberative process for the formation of public consent must incorporate equal
representation of especially vulnerable communities in such a process. That is, one
possible way to alleviate O’Neill’s specific worries under discussion here seems to
be for the deliberative process to involve no more than experts in the relevant fields
together with some lay persons acting as representatives of the “general public”
(rather than members of particular social groups). Moreover, if public deliberation
grounded in this way results in dissent to a biobanking project, it seems likely to
be considered improperly paternalistic by those who do not think that issues about
the protection of privacy matter much: they may well insist that even if such de-
liberation can legitimately provide recommendations that tend to influence peo-
ple’s decision to give or withhold consent, it ought to refrain from pronouncing
public dissent that deprives people of the opportunity to make such decision for
themselves.

However, there may be grounds other than O’Neill’s for the priority of “public
consent to systems for collecting, storing, using and disclosing [genetic] data.” For
one thing, in the context of large-scale biobanking, interests involved and values
concerned may pertain neither to individual citizens nor to their privacy. A vari-
ety of important interests of the communities implicated may be at stake. Thus,
although samples collected and stored in a biobank will be encrypted, with personal
identifiers removed, subsequent research using the samples and genetic information
derived from them will often depend on the availability of group identities—such
as ethnic, gender, and occupational identities—of sample sources. While such re-
search holds promise for enormous improvements in medicine and public health,
it also raises serious concern that publicized research results and their implications
about the genetic and environmental factors in the etiology of diseases might foster
stigmatization and unjust discrimination against vulnerable communities as a whole.
In order to protect these communities from such unjust disadvantages, we cannot
rely solely on individual informed consent, for interests of an individual (and their
priorities) do not necessarily coincide with those of the community to which he or
she belongs. As a matter of justice, public deliberation is needed to safeguard the
latter interests. Grounded in this way, the relevant deliberative process will have
to include representatives from communities whose interests are foreseeably put at
risk by a biobanking project. But can this deliberative process be allowed to issue in
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public consent or dissent that is not amenable to the kind of objection raised against
O’Neill’s proposal?

Before addressing this question, we will now consider an actual case to illustrate
how seriously the Taiwanese indigenous peoples are vulnerable to various harms in
current genetic research on them, and in which they finally find a legal basis for their
insistence that prior public consent be obtained from their community if they are to
be approached for recruitment by any academic research.

6 The Case of Kavalan Tribe

A research funded by the National Science Council was launched in 2005 by a group
of anthropologists, archaeologists, linguists and geneticists from several prestigious
academic institutions to investigate the migratory routes and the likely Austronesian
origins of indigenous peoples in Taiwan. Such an academic research is regarded
by some to be of great significance as Taiwan is eager to confirm its own distinct
identity from China, whose studies tend to suggest that indigenous peoples in the
island migrated from the mainland. On the other hand, this kind of research project
is regarded by some as highly debatable, or in need of unbiased scrutiny, since those
who claim themselves to be a distinct indigenous people have been frustrated by
alleged scientific findings that some indigenous peoples in Taiwan are either at the
verge of extinction or no longer in possession of enough genetic distinctness to be
recognized as a separate indigenous people.

The interdisciplinary research in question went under way rather inconspicu-
ously. During recruitment, the ethnic origin of parents was asked for along with
the name, gender and genetic sample of every participant. Unlike what the Taiwan
Biobank proposes to do, however, there was no acquisition of medical or other phe-
notypic or lifestyle data, and no follow-up investigation will be undertaken. Nor
does the study intend to link the information derived from the data collected with
other, more fertile databases, such as the participants’ health records kept by the
Bureau of National Health Insurance. There is apparently no intention whatsoever
on the part of the researchers to mine any further information about the participants
and their tribes. The alleged purpose of the study is straightforward, and the lim-
ited data-collection plan seems hardly to enable the researchers to engage in any
investigation other than the one avowed. All these factors may help explain why the
research did not initially encounter as much distrust, or even draw as much public
attention, as did the proposal for the Taiwan Biobank Project.

Despite the seemingly modest nature of the research, however, indigenous peo-
ples targeted by the research did not agree wholeheartedly to its apparent innocence.
When an investigator contacted a tribe elder of Kavalan (also known as Kavarawan
or Cavalan), an indigenous people with a total population of three thousand or so,
and asked him for assistance in recruiting sample donors from his scattered tribes-
people in early 2007, the elder expressed concern about collection of blood samples.
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Aware of the growing uneasiness about blood sampling among indigenous peoples,
the project’s principal investigator settled on the more costly option of collecting
saliva, in the hope that collecting something of a supposedly less sacred nature
would leave the already hostile nervés undisturbed. Twenty-nine samples of saliva
were at last collected in a small Kavalanian village.

The dispute came up when the Kavalanian Development Association, a non-
governmental organization devoted to promoting community development of the
Kavalan tribe and their fundamental rights, later objected that the research project
should have been reviewed and approved by the tribe as a whole. Without such a
public or community consent process, argued the Association, the project violated
Article 21 of the “Basic Law of Indigenous Peoples” promulgated just recently in
2005, which provides that “[t]he government or any private party shall consult in-
digenous peoples and obtain their consent or participation when undertaking land
development, resource utilization, ecological conservation, or academic research in
the lands of indigenous peoples, and shall share with indigenous people benefits
generated therefrom.” In addition to this procedural issue, the Association also ar-
gued, among other things, that the Kavalan people do not need outsiders to narrate
their tribal history. From their past experiences, they came to believe that genetic
research projects aiming to tell the origins of indigenous peoples tend to do more
harm than good to the peoples they study.

Leaving aside these objections, the research also suffered from flaws during re-
cruitment in failing to abide by familiar ethical principles endorsed by international
organizations for research involving human subjects. It turns out that the individual
consent given by the twenty-nine sample donors was obtained through a poorly
conducted process: the informed consent form is brief and meager in content (just
one short sentence in each of the entries for research purpose, method, and possible
risks and benefits), and far from meeting the ethical standards for research practice
(such as requirement of informed consent, protection from undue risks, guarantee of
the right to withdrawal, and equity in the selection of participants) that have been fol-
lowed by academic communities worldwide in keeping with basic democratic values
(such as personal autonomy, beneficence/non-maleficence, and justice). Moreover,
according to news report, an elderly woman pointed out that she was not even asked
to read the consent form before she signed it and allowed her saliva to be taken. Still
worse, the sample donors did not even receive a copy of the signed consent form
(where their pertinent rights as subjects are to be stated and explained). These flaws,
together with the aforementioned provision by Article 21 of the Basic Law, gave the
Kavalanian Development Association good reasons to file, with signed endorsement
by the sample donors, a formal request that they be withdrawn from the study and
that their biological samples be returned or destroyed.

In April 2007 the Kavalanian participants of the research had their saliva sam-
ples returned, which were then flushed away in a ditch publicly in a ceremony held
in their village. Like the controversy over the Taiwan Biobank Project, this event
also found its way to become a headline with a full-page coverage in a national
newspaper.!3 And it was hailed in the news as a “leap forward” for human-rights
protection in Taiwan.
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7 A “Leap Forward”?

Whether this is a genuine “leap forward” for human-rights protection in Taiwan
depends, in our view, on whether concrete measures for reform will be taken to
ensure that when indigenous people are approached for individual informed consent
to participate in research projects, they will be treated, to say the least, with no less
respect than has been enjoyed by members of better-off populations.

There are two importantly different arguments for such “egalitarian” measures.
One argument is equality-based in an abstract way: appealing to the ideal of equal
citizenship, to the equal status of everyone qua citizen in abstraction from the social
group(s) he or she belongs to, it insists that all citizens should be treated as “free and
equal” in a Rawlsian sense. But such an argument can by itself shed little light on
how precisely to protect legitimate interests of indigenous peoples, in particular, and
their members in the age of genetic research. The other argument is also equality-
based, but with weighted consideration of de facto inequalities that have drastically
disadvantaged minority groups: it draws special attention to long-entrenched po-
litical, economic and educational inequalities suffered by indigenous peoples, and
calls for special arrangements to enable their members to make effective use of the
right to equal respect and concern.'* The legal requirement in Taiwan that prior
community consent to academic research on indigenous peoples be obtained in the
first place may be seen as an indispensable part of such special arrangements.

This requirement is ethically justified not only in the context of genetic (or
medical) research whose expected potential for the development of new drugs or
treatments raises issues about benefit-sharing that have to be discussed and settled
through communal deliberation. It is also ethically justified in the context of genetic
research of a kind that does not have such potential, as the Kavalan case described
above sufficiently demonstrates.

The Kavalan case is reminiscent of the Genographic Project, an international
collaboration to study human origins and migratory history. In 2005, the National
Geographic Society, together with the IBM and the Waitt Family Foundation,
launched this five-year endeavor to amass at least 100,000 indigenous and tradi-
tional genetic samples from around the world."> The goal is simply to identify
genetic markers for genealogical relationships among different populations and to
chart human migratory routes thereby. This modest study-design was approved by
the Institutional Review Board (IRB) at the University of Pennsylvania, and the
Genographic Project managed to recruit some 18,000 donors from around the world
in its first 18 months. Nevertheless, the Indigenous Peoples Council on Biocolo-
nialism (IPCB), whose mission is to “assist indigenous peoples in the protection of
their genetic resources, indigenous knowledge, cultural and human rights from the
negative effects of biotechnology,” has strongly opposed this project.!S Although
it is unclear whether any of the Taiwanese indigenous peoples have been recruited
under the Genographic Project, several indigenous organizations in Taiwan have
participated in IPCB’s petition against it. It is argued that the actual risks of the study
outweigh the benefits it could bring to the sampled populations. Scientific evidence
may point to the conclusion that indigenous peoples came from elsewhere; and
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this could threaten not only indigenous peoples’ long-held beliefs that shape their
self-understanding, but also their moral basis for sovereignty and collective legal
claims, such as land rights and other benefits (the moral basis being that their an-
cestors have lived in the territory since time immemorial). As one indigenous leader
puts it, “We don’t need genetic testing to tell us who we are or where we come
from. Our creation stories and language inform us of our genealogy and ancestors.”
The Genographic Project was accused of underselling the risks to individual partic-
ipants. Eventually, in response both to pressure from indigenous groups and to the
recommendations of the United Nations Permanent Forum on Indigenous Issues,
the IRB at the University of Pennsylvania suspended its previous approval of the
project in December 2006.

Unless the kind of genetic research involved in the Kavalan case and in the Geno-
graphic Project can proceed without relying on samples collected from members of
the relevant indigenous communities, it must try to overcome the present gridlock by
negotiating with these communities, through deliberative procedure, about the ends
and acceptable ways of undertaking the research and publishing its results while
paying due respect to their already disadvantaged cultures. Moreover, the outcome
of such negotiation cannot fall short of community consent insofar as the research is
to comply with basic values in a pluralistic democracy. This may look to be a rather
controversial claim, for, as indicated earlier in this chapter, in case no community
consent was arrived at, individual members of an indigenous community would be
deprived of the opportunity to decide for themselves whether or not to participate in
the research in question.

However, as Allen Buchanan has argued, liberalism, which places fundamental
importance on individual rights, “can accommodate the legitimate concerns about
groups and their role in the good life which communitarians and advocates of group
rights for indigenous peoples rightly emphasize.”!” In supporting ascription of a col-
lective right to consent to indigenous peoples in Taiwan, we do not have to assume
that cultural identity somehow constitute individual identity. Rather, we only need
to assume that cultural membership plays an essential role of providing meaningful
choices with which individuals can shape their own identity and pursue their own
conception of the good life. Thus, given that participation in a genetic research will
give rise to significant risks to the already vulnerable indigenous groups in Taiwan,
and given that only if these groups are possessed of a collective right to consent (or
dissent) can they find adequate protection, it should not be considered detrimental
to democratic values if they are ascribed a veto power over individual consent by
their members.

The foregoing justification of the indigenous peoples’ right to community con-
sent may nonetheless leave room for worries about the tendency of this right to be
wielded paternalistically in an objectionable way. Aware of this lingering problem,
Buchanan suggests that group rights be “embedded in a framework of appropriate
individual rights.”'8 Matters may be made simpler, though perhaps not easier, in the
Taiwanese context if we assume that the right to community consent is to be wielded
by a deliberative body composed mainly of indigenous representatives, rather than
through some majoritarian decision procedure. This is a reasonable assumption if
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it turns out that the Taiwan Biobank Project can reasonably be taken, especially
in view of Article 21 of the Basic Law invoked by the Kavalan tribe, to require
a similar deliberative process to be incorporated into its regulatory framework for
specific research projects that apply for usage of data gleaned from the indigenous
population. If so, then what needs to be done is to ensure that representatives of the
deliberative body in question be selected through democratic means, and that they
follow a procedure which is sensitive to diverse opinions held by individual mem-
bers of the indigenous population, and which is properly designed to meet necessary
conditions for informed and fair-minded public deliberation. Although it is as yet
unclear how this is to be done in the Taiwanese context, it seems plausible to say
that this is the kind of approach that is worth trying out if the collective interests
of Taiwanese indigenous peoples are to be safeguarded and promoted in the age of
genetic research.

8 Public Deliberation at the National Level

Focusing on the Taiwan Biobank Project, we find that the justification suggested
above for conferring a right to community consent upon the indigenous peoples
does not seem to apply in the case of other target populations without a long-lasting
history of subordination: the indigenous peoples are the least-advantaged population
in Taiwan, and no other target population’s interests are similarly put at signifi-
cant risk. Nevertheless, at least public deliberation at the national level is called
for if such a national project is to secure public trust and support. The question
is whether O’Neill’s thesis we saw earlier about the priority of public over indi-
vidual consent holds in the Taiwanese context, or, in other words, whether public
consent, to be acquired through public deliberation at the national level, is morally
required before the Taiwan Biobank Project can go ahead with its recruitment
process.

O’Neill is primarily concerned about the complexity of “systems for collecting,
storing, using and disclosing data” that large-scale biobanking projects aim to es-
tablish. Indeed, such systems, or internal arrangements as we call them, go well
beyond an unsophisticated lay person’s ability to comprehend so that he or she is
cognitively in a poor position to determine whether such arrangements are adequate
for the purpose of privacy protection. This makes it doubtful whether individual
informed consent is really possible in this case. And there are other often-discussed
problems that also make this doubtful. For example, data stored in a biobank will
be used for a variety of research purposes which cannot be exhaustively specified
in the consent form; consequently, potential participants in the biobank cannot be
guaranteed at the time of recruitment that their conception of the good life will be
fully respected by future usage of the data they contribute to the biobank. Although
different proposals are made to tackle this indeterminacy in data usage, the problem
itself may be taken to show that individual consent in the context of large-scale
biobanking cannot amount to informed consent.
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Solution to problems like these seems to lie in the internal arrangements of a
large biobank, rather than in the contents of the individual consent form. O’Neill is
definitely right about this. And provided that the internal arrangements are beyond
ordinary lay people’s comprehension, it seems also reasonable to require that they
be subjected to the scrutiny and deliberation of a public forum to make sure that
the biobank in question will operate in ways that do not betray or exploit the good
will or altruistic motivation that is supposed to lead the (less than adequately in-
formed) individuals to participate. However, as we noted earlier in connection with
O’Neill’s priority thesis about public consent, there may be people who consider
the biobanking endeavor so important for the well-being of future generations that
they are willing to participate regardless of whether their personal privacy has been
adequately protected, or their conception of the good life fully respected. Call these
“overwhelmingly altruistic people.” It may not be difficult to find these people in the
Taiwanese society: a recent finding by the Center for Survey Research at Academia
Sinica shows that out of 1,089 interviewed in a nationwide telephone survey con-
ducted in 2005, 76.7 % stated that they would be inclined to donate blood samples
to a biobanking project if privacy protection is assured, and 51.3 % were still willing
to do so after they were alerted that leakage of personal genetic information might
be a serious concern. Now suppose public consent at the national level is required
but turns out to be withheld after the Taiwan Biobank Project has been examined by
a public forum. Then, unless overwhelmingly altruistic people belong to especially
vulnerable minority groups such as the indigenous population, there doesn’t seem
to be any good moral reason compatible with the liberal stance on the importance of
individual rights to discredit their complaint that the forum’s decision to withhold
public consent is objectionably paternalistic.

However, as noted earlier, there are concerns other than the adequacy of means
to ensuring the single end of privacy protection, and there is a distinction between
external and internal regulatory arrangements. People who challenge the justice of
spending substantial amount of public money on the search for some magic cure of
illness at the genetic level rather than on more familiar toxic-control programs may
legitimately bring their concern to the national level and seek to change externally
the current allocation of public resources. People who are worried that their sam-
ples and data might be used in ways that conflict with their conception of the good
life may push for an external policy or legislation prohibiting medical research on
certain topics.!® After these issues have been settled externally, public deliberation
on relevant internal arrangements need only to yield reasoned judgments, pros and
cons, that may enable individuals to decide for themselves as to whether the Taiwan
Biobank Project is worthy of their trust and participation. However, the institutional
capacities of public deliberation on arrangements internal to a biobanking project
are limited in scope: they can only be exercised when the kind of external arrange-
ments described above have already been put in place. That is to say, as far as (what
we hold to be non-binding) deliberative outcome at the national level is concerned,
a minimum set of settled external arrangements are a necessary background against
which public deliberation on the internal arrangements of a biobanking project can
meaningfully proceed.
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9 Conclusion: A “Two-Tiered, Double-Standard” Scheme

What we are suggesting in outline above may be called a “two-tiered, double-
standard” scheme for public deliberation in the context of the Taiwan Biobank
Project. Public deliberation at the national level is indeed necessary if the project
is to attain public trust and support, but we think it should not be put in a position
to yield an outcome taken so strongly as to amount to public consent or dissent.
For taking the deliberative outcome at the national level so strongly may usher in
dangers of paternalism incompatible with respect for individual rights, contrary to
the increasing importance placed by the Taiwanese society on such rights.

However, whereas it has been duly recognized in Taiwan that individual rights
should be equally respected for all citizens, the equal value of these rights for all
citizens has yet to be ensured in practice. The Taiwanese government has tried to
adopt policies of various sorts to rectify the long-entrenched inequalities befalling
the indigenous population, but effects of these inequalities are inevitably still caus-
ing the population familiar undeserved disadvantages besieging other indigenous
peoples elsewhere in the world. Under such circumstances, members of the popula-
tion may very likely be unable to wield their (legally recognized) individual rights
as effectively as members of other, better-off populations in Taiwan. Thus, in the
context of the Taiwan Biobank Project, it is far from enough merely to guarantee
“equality of opportunity” for every citizen to participate in the public deliberative
process at the national level or at least have an indirect influence over its outcome.

As the Kavalan case has brought to the attention of human-rights advocates and
concerned scholars in Taiwan these days, it is arguable that the indigenous popu-
lation is in fact legally entitled, according to the Basic Laws promulgated in 2005,
to demand that collective consent be obtained from local indigenous communities
before the Taiwan Biobank Project begins recruitment in them. In this chapter, we
have tried to make a moral case for this claim to community consent, namely, that
demand for such consent, to be obtained through public deliberation at the local
level, is in any case morally justifiable if the indigenous population is to safeguard
its legitimate interests against significant risks it will be particularly exposed to by
the kind of genetic and medical research that will utilize the Taiwan Biobank. As
far as we can see, no other population targeted by the project deserves a similarly
strong moral claim to such community consent.

Accordingly, a kind of public deliberation at the local level on the Taiwan
Biobank Project needs to be arranged specifically for the purpose of protecting the
indigenous population. How this is to be arranged, and whether it should engage
only the local, tribal communities where recruitment will be conducted, or the in-
digenous population at large, are matters to be worked out by the relevant indigenous
stakeholders, who must face up to the unprecedented challenge of deciding how the
collective right conferred by the Basic Law is to be wielded in democratic ways.
Nevertheless, it seems reasonable to say here that, in the order of time, this local
deliberative process for reaching community consent or dissent should be arranged
to start off prior to public deliberation at the national level on the Taiwan Biobank
Project. For not only will this provide members of the indigenous population with an
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opportunity, welcomed by indigenous non-governmental organizations, to generate
(and then accumulate) their own distinctive resources for public discourse and ratio-
cination on the ethical aspects of research involving them as subjects, but it will also
help heighten the general public’s sensitivity to issues of distributive and restorative
justice that should be taken into account by the pursuit of common good in a so-
ciety like Taiwan determined to oppose exploitation and manipulation of minority
groups. Hopefully, with additional positive actions taken by the government to assist
them in building up capacities for initiating their own issues and concerns and com-
municating with citizens from other social groups in public deliberation, members
of the Taiwanese indigenous population will then be empowered to participate in
deliberative forums at the national level more effectively as free and equal citizens.
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