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0.5. Science, Technology and Bioethics

Wataru Mori
Cabinet Council on Science and Technology, JAPAN

Recently we have developed a policy to make Japan a Science and Technology based Creative
Nation and enacted the Science and Technology Basic Law, then instituted a Science and Technology Basic
Plan. As part of this, while calling for favoured budget status for science and technology, we have
instigated the necessity for vigorous assessment and evaluation, as well as raising the total budget for
Science and Technology. Along these lines, "Evaluation guidelines for commonly use for Research and
Development" have been decided. In the course of this process, | thought we must consider ethical
aspects when setting up the standards of evaluation, but this turned out to be very difficult.

Most people around me seem to think it is enough for the few selected individuals to perform the
evaluation, and that its main purpose is to justify the usage of a tax. Nevertheless | recognize that the
true purpose of evaluation is not the above but rather to explain in plain language to the general public
the present state of Research and Development promoted with governmental funds as exactly as possible,
so that people can make a sound overall judgement for themselves, inclusive of the ethical aspects.
Needless to say, we must assess results not only in the field of Research and Development in Science and
technology but also in other fields. | believe such "accountability" of itself will lead naturally to the
appropriate usage of tax.
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0.6. UNESCO’s International Bioethics Committee and the
Declaration on the Human Genome

David Shapiro, Executive Secretary, Nuffield Council on Bioethics, and Consultant, Wellcome Trust, UK

1 What makes UNESCO the appropriate organisation to develop such an international instrument?

First, UNESCO is the only UN agency with specific responsibility for scientific research,
including the promotion of cooperation. Second, UNESCO's involvement in bioethics follows logically,
given that it is impossible to imagine a concept of science that does not include an ethical dimension that

requires society to take into account individual and collective responsibilities.

2 UNESCOQ's draft Declaration on the Human Genome can make three claims:

1. The text prepared by IBC falls within the tradition of the landmark founding texts of the universal
rights of mankind such as the US Declaration of Independence of July 1776, the French Declaration of
the Rights of Man and Citizens of 26 August 1789, and the UN Universal Declaration of Human Rights of
10 December 1948. o

2. Public debate on the ethical, social, and human implications of life sciences has been deliberately
incorporated in the process of drafting the declaration.

3. The content of the declaration has a twofold purpose. It protects the rights and liberties of individuals
and also enshrines the role of science and knowledge in helping civilization to progress. The declaration
is also designed to remind the international community of its duty of solidarity towards poorer

countries, which risk being excluded from the benefits of biomedical progress.
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1.1. Human Rights and Health: Some Global Perspectives

Sev S. Fluss,
Programme Manager for Human Rights, Office of Health Policy in Development, WHO, SWITZERLAND

(Note: Any views expressed are not necessarily those of the World Health Organization)

This presentation, which will be illustrated by a series of overhead transparencies, will outline
the remarkable growth of international and regional human rights treaties that include substantive
provisions addressing health and health-related issues, commencing with the Universal Declaration of
Human Rights, adopted in December 1948, and focusing particularly on instruments adopted under the
auspices of the United Nations. The contributions of the United Nations system, including the
Commission on Human Rights and its subsidiary entities as well as of the United Nations treaty bodies
and of WHO, will be described as will that of such regional organizations as the Council of Europe, the
Organization of African Unity, and the Organization of American States.

Particular reference will be made to the provisions on human rights as they relate to health
contained in the final texts adopted by the World Conference on Human Rights (Vienna, June 1993), the
International Conference on Population and Development (Cairo, September:1 994), the World Summit
for Social Development (Copenhagen, Mafch 1995), and the Fourth World Conference on Women
(Beijing, September 1995). Information will likewise be provided on the contributions of certain
academic centres and nongovernmental organinations to the global discourse on health and human rights.
Special mention will be made of the growing attention focussd on violence against women, as a human
rights and as a public health issue, the linkages between human rights and bioethics, and ongoing efforts
to ensure that human rights are safeguarded in HIV/AIDS prevention and control programmes (including
the development of prospective anti-HIV vaccines) as well as in advances in the biomedical sciences and

health technologies.
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1.2. Legislative Challenges of the Human Genome

Michael Yesley
Los Alamos National Laboratory, New Mexico, USA
Email: msy@lanl.gov

Advances in genetics will produce substantial medical benefits but may also result in genetic
discrimination and loss of privacy. Concern about these downside risks of genetics has led to many
legislative proposals and laws in the United States to prohibit genetic discrimination and control
disclosure of genetic information. Unfortunately, much of this genetics legislation is narrow,
impracticable, and counterproductive. This presentation will discuss the challenges of legislating to
control nonmedical uses of genetics.
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1.3. A Map to a New Treasure Island: The Human Genome and

the Concept of Common Heritage

Judge Christian Byk, International Association of Law, Ethics and Science, FRANCE

Whereas the 70s were the environmental years during which international awareness of global
environmental issues led United Nations Organizations to adopt declarations and prepare programmes in this field,
the 90s would seem to be the genome years. While the challenge to map and sequence the human genome has
greatly mobilized the scientific community, the potential of the information that would derive from this project and its
possible uses have also raised fears and anxieties about risks of misusing such information. Such an attitude is
however not specific to genetics. New scientific developments and extension of human knowledge have always
had social and political impact. The discovery of the laws of heredity drew attention to the transmission of some
traits - such as alcoholism - from parents to their offspring. But the role of heredity was also exaggeratd when, for
example, it was asserted that criminality was a consequence of some inherited factors. The social and political
consequences of scientific development and its application were, obviously, even greater with nuclear evergy.
More recently, the biomedical sciences have emerged as a leading area of new mastery by man and the human
species. Where advances in the areas of procreation, heredity and the brain are concerned, and in all there
consequent applications, genetic technologies play an importnat role.

Therefore what is new is not the social aspect of the science and technology development but rather the
will shown to consider it properly through public discussion and the elaboration of legislative policy, especially at the
international level. It appears then quite legitimate and natural that the international 'governmental organization in
charge of science and education within the United Nations system should decide to tackle the difficuit task of
reconciling the scientific community with public opinion. But in doing so UNESCO had to find a proper approach
which would emphasize the scientific importance of genetics and would also contribute positively to the
reinforcement of human rights.

This is the purpose of the future universal Declaration on the human genome and human rights presently
being drawn up by the Organization. The 1996 version of the preliminary draft is of great interest for those who
would like to examine the impact of the genetic issue on international regulations both methodologically and
substantially. In fact, in this text all the principles that should govern research on the human genome (Ii) proceed
from a fundamental declarration that the human genome is the common heritage of humanity (1).
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1.4. The human genome: metaphysical object and political icon

Alex Mauron
Centre Medical Universitaire, CH-1211 Geneve 4, Switzerland
Email:

In recent years, the Human Genome Project has generated many questions on the ethical value of
the human genome as such. Is there a right to an "non manipulated" genome ? Should the genome be
protected 7 From what and in what sense ? Is genetic diversity in humans a value to be treasured ? if so,
what is its ethical relevance ? What connection does it have (if any) with the value of genetic diversity
in animals and plants ? To dispel some of the bewilderment raised by these questions, one must address a
set of more basic conceptual problems: how do we understand the relationship between the genome of a
cell, the genome of a person and "the Human Genome" ? What stakes can one legitimately have in one's
genome ? What stakes can humankind have in "the Human Genome"?

In Switzerland, a specific and rather unique context is given to these debates because there is a
special "genetics and reproductive technology" article in the Constitution, which specifies that gene
technology must respect "the dignity of creatures"”. Not surprisingly, this article can be interpreted in
contradictory ways, but it provides an interesting focal point for the dilemmas of "genomic
metaphysics". '&
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1.5. Legal limitations on research and its results? The cloning
paradigm

Carlos M. Romeo Casabona,
Director, Inter-University Chair in Law and the Human Genome, BBV Foundation -Provincial
Government of Biscay, Universities of Deusto and the Basque Country (Bilbao, Spain)

Speculation concerning possible applications of cloning is by no means new. Back in 1993 Jerry
Hall and Robert Stiliman (George Washington University, Baltimore, US) announced at a scientific
conference in Montreal that they had obtained human embryos from other embryos (blastomers) using
cloning. The technique had already been in use for some decades experimentally, having been applied
successfully in plants and superior animals. Thus, from the scientific standpoint, the news did not
represent anything new in the way of biotechnology, save that human embryos had been obtained.
However, the authors stressed that the embryos in their experiment were non-viable.

Early in 1997 lan Wilmut from the Roslin Institute in Edimburg (UK) published the results of a
scientific experiment in which, for the first time ever, a sheep (known as Dolly) was cloned from the
nucleus of a 6-year old adult -and hence differentiated (epithelial mammalian) - cell. Of great
concern at present is precisely this possibility that humans might be cloned, given the developments
achieved with the use of the technique in anmals. These techniques may be perfected and subsequently
easily extended to humans. The real debate on cloning has just begun, although when everything was
purely speculative years ago such a possibility was rejected virtually to a man .
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1.6. Bioethics and New European Abortion Legislation

NenadHlaca
Law School University of Rijeka, Hahlic 6, HR - 51 00O Rijeka, Croatia

From comparative research on the situation in Europe in the field of abortion we can conclude
that liberal abortion laws have not caused an increase in the incidence of abortions, especially not in
those countries with successful family planning activities. Countries with rather restrictive abortion
laws do not have lower abortion rates. Restrictive legislation usually causes undesirable results such as
traveling abroad for abortion, the insecurity of doctors and women, illegal abortions and lack of
reporting of abortions. Perhaps changes in the philosophical approaches to the value and importance of
human lives in this biologically destructive civilization will lead to a consensus on the secular ethical
standards at a European level which will be determinate with similar demographic trends. On the global
level the situation is far away from a consensus. Until consensus is reached on the values to be used as a
cornerstone for the effective enforcement of human rights on the international level, debates and
medical tourism will flourish. The situation concerning abortion is a clear example that family
behavior and ideas about marriage and procreation have undergone constant fluctuations while never
exactly corresponding to the set of official norms.
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1.7. The Law of "Life Units" as a New Legal Order

Zentaro Kitagawa,
Meijo University, JAPAN

Controversial issues closely connected with the fundamental values and premises of our modern
society are shaking the very foundation of the modern legal system.

Technological innovations require us to re-examine fundamental legal concepts of man and nature
which have formed the premises of the modern law up until now. For example, the impact of our
knowledge of DNA (deoxyribonucleic acid) and the development of biotechnology have both affected our
contemporary legal system.

New methods are required for evaluating these impacts upon the law. The pure legal approach
under existing law is ineffective in evaluating these issues. The impacts of innovative biotechnologies
upon law cannot appropriately be understood without resorting to comprehensive studies which include
an examination of these biotechnologies and related specialized fields. One possibility is to encourage
studies which could result in the construction of a new legal model based upon the concept of the "life
unit". '

Modern law categorizes the world into the two categories of "person's'; and "things." The modern
law recognizes the "person" as having the capacity to hold rights. "Things" are the object of such
rights. In order to deal with new legal issues such as those concerning fertilized eggs, genetics, organ
transplants, etc., | have proposed the interdisciplinary study of a new concept called the "life unit"
which is a fundamental element of a third legal order and an addition to the existing legal dichotomy of
"person" and "thing."



1.8. Human Genome as Common Heritage of Mankind

—with a proposal—

Ryuichi IDA, UNESCO IBC*
Kyoto University Law School, Yoshida, Sakyo-ku, Kyoto 606
Email: ida@law.kyoto-u.ac.jp

The Draft Universal Declaration on Human Genome and Human Rights recognises in its article 1
that, in a symbolic sense, the human genome is the heritage of humanity. This provision originated in
fact from article 1 of the Preliminary Draft Declaration elaborated by UNESCO's IBC, with a slightly
different wording; it provided: "the human genome is common heritage of humanity." The present
article 1 is the result of a compromise between the countries who are anxious about the collective and
financial impression this concept of "common heritage of humanity" might give and those who emphasise
its symbolic meaning of unity and solidarity of the humanity. The author of this paper has been sharing
the latter view and tried to maintain the original version in the Government Experts Meeting in last
July but without success. However, the present formula does not lose its basic conception. We will

examine here what will be the implication of this new concept of international law.
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*The opinion presented in this paper is his own and does not necessarily reflect the position of Japanese
Government.
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2.1. The Relevance of Bioethics in Malaysian Society

Chee Heng Leng, Ph.D.

Fakulti Ekologi Manusia, Universiti Pertanian Malaysia
43400 UPM Serdang, Selangor Darul Ehsan, MALAYSIA
Email: hengleng@eco?2.upm.edu.my

In the last several years, Malaysia has, in common with other countries in Asia, experienced
phenomenal economic growth and a concomittant rise in per capita income, which has led to increasing
private expenditure in the health care sector. As a result, the private health care sector has expanded
rapidly, fuelled in part by the government's privatisation policy. In the latest development plan, the
government has announced that it will retreat from the provision of health care, and that a national
health security fund will be set up. The rapid growth of the private medical care sector, increasing
incomes and health expenditures, and a disease pattern with a predominance of chronic illnesses, will
make feasible the increasing utilisation of expensive medical technology, including genetic technology.
Furthermore, the proposed National Health Security Fund will lead to an expansion of the health
insurance industry. These developments will hasten the need for Malaysian society to confront
bioethical questions raised by the utilisation of genetic technologies, and by the availability of genetic
information. This calls for a national effort,‘ but for it to be broad-based and representative of various
sectors of society, it should necessarily incorporate an educational component.
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2.2. Asian/Indian Man : An agonising appraisal
R. N. Sharma, Deputy Director, National Chemical Laboratory, Pune 411 008, India

The multiregional evolution of man has not only influenced external characteristic such as
anatomy, physigonomy etc. but also probably psychological, emotional and intellectual traits of the more
distinct ethnic groups. These have undergone modification in response to social and environmental
pressures, resulting in sometimes inexplicable, contradictory, insane and even suicidial behaviour.
Certain selected distinctive traits and the overall ethos of modern man in Asia, particularly in India,
have been discussed. It has been deduced that despite socio-economic and environmental conditions,
intrinsic biological singularities specific to given regional populations seem to be more predominant in
shaping the ultimate psycho-social and attitudinal moulds. In-depth analysis reveals disquieting
contradictions in several dimensions of the Asian/Indian personality. Thus, the much vaunted proclivity
for and preoccupation with the spiritual in Asia compares very poorly in humanistic terms with
Western civilisations' manifest practice of social responsibility. A similar situation seems to be
emerging with respect to ethics, despite the label of unabashed materialism Western societies are
saddled with. Impersonal humanism, and cynical pursuit of the material afﬂiqt the latter. Correction of
disturbing and disruptive human traits, then, is a concern which envelopes the entire human species.
Amelioration of these requires concerted social and ethical education. Absence of such conscious and
urgent persuasion can lead to the suicidical pitfalls of socio-economic and geopolitical tyranny on the
one hand, and a possible future genetic management on the other, both of which must obviously be
prevented at all costs.
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2.3 The Implications and Obligations of Self-Financing
Medical Education in a Southern Country

V. Manickavel, College of Medical Sciences Bharatpur, NEPAL

One of the problems in the developing southern countries is inadequate health care. Here we will
analyze one aspect of this and its ethical implications. Education is one of the effective ways of
transferring the modern medical technology which determines the longevity of a population and death and
live birth rates. However, this education depends upon the resources available for the health care of
that nation. But the allocation of the total pie for this social development is normally small in southern
countries, resulting in expensive and slow transformation. Further the limited available medical
education is accessible only to economically - and socially - selected students. This selection has the
potential of eliminating deserving students. To avoid this, Nepal has adopted a different type of aid
program, where both the donor and receiver benefit mutually. Self-financing Medical Colleges without
any government grants are allowed to be established. In these colleges qualified local students will
receive free education alongside other students who will be paying for their studies. In this new aid
program the southern governments hélp a northern entrepreneur to establish an enterprise in their
country on the terms and conditions laid doing by that country and shile returning some of the benefits to
that host country. The differences between the traditional aid programs and this aid to entrepreneurs

program is discussed. The ethical strain on the principle of justice is also analyzed.
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2.4. Problems of “Principlism”in WASP Bioethics

Carl B. Becker,
Integrated Human Sciences, Kyoto University, Kyoto, Japan

While there is minor disagreement in their precise wording and derivation, there is wide
agreement that some “principles” should inform proper decision-making in bioethics in the same way
that they are thought to inform proper decision-making in civil rights or environmental policy. These
principles have been taught and studied by countless university ethics centers, institutionalized in
hospital rules and procedures, enshrined in court decisions, and popularized in TV dramas and computer
software. Principlism, or the attempt to deduce and apply ethical conclusions to specific medical
quandaries, is thus rooted in the Judaeo-Christian commandment tradition, reinforced by the theoretical
training of a generation of ethicists, and espoused by a majority of Anglo-Saxon authorities and
institutions. After all, it might be argued, who could reject the importance of “respect”or “autonomy”?

However, principlism has come increasingly under question by a number of contrasting
positions and approaches. Its emphases on individualism and autonomy obscure the importance of a
nexus of human relationships indispensable to traditional decision-making in much of the world. Its
claims to objectivity also embody a legal positivism which risks ignoring ‘the motives for and even
depreciates the importance of spiritual cafring. Perspectives from cultures like Japan, which do not
subscribe to absolute value structures, cast a number of questions on the universality and applicability
of principlism to modern medical ethics.
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2.5. The Bhagavad Gita on Genetics and Behaviour

Dr K.K. Dua, Dayalbagn Educational Institute, INDIA

Our ancestors are present in the chromosomes of our body cells. They have reached down
generation by generation through the transference of the chromosomes. The genes in the latter
determine the behaviour of the organism. The Lord Sri Krishna in Bhagavad Gita (BG) has discussed in
detail about the continuity of species, the role of genes in behaviour and their relationship with the
environment and the factors leading to the formation of varied forms in nature (BGII-28, IV-3). A
living being is present in the environment as manifested form and on death disintegrates to become
formless matter. The manifested form is attained from the latter. The environment provides the
material for the benefit of the living beings. The living beings having attained life, develops ego and the
desire to survive and thrive. This brings about an urge to evolve with respect to morphological and
physiological adaptations so as to use the environmental factors in an optimal manner, leading to
evolution. Life begets life resulting in the continuity of the species (BG VII-6). Creation, preservation
and destruction are the three phases of Iife.‘ Further, in it the role of senses :;md its interaction with the

environment has also been identified (BG IlI-3).
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2.6. China and Eugenics - Preliminary remarks concerning the
structure and impact of a problem of International Bioethics

Dr. Ole Doring, Institute AsienKunde, Hamburg, GERMANY

It has been argued that the human fetus in China is traditionally not considered as a 'full human
life', but valued equal to parts of the pregnant mother's body, just like her ribs and eyes. This
corresponds with a frequent notion of Chinese moral thinkers who hold that it is chiefly the social
skills, next to rational capacities, which provides the conceptual ground for the social value of a person,
including related assertions such as human rights and a right to living, but not personal autonomy.

This line of argument has provoked various objections on all levels, reaching from harsh
criticism of moral rudeness over ignorance to cultural relativistic inspired ethical fatalism resulting
in a premature end of mutual consultation. One thing regularly ommitted in the efforts to accuse China
for alleged bad moral habis is an organized international attempt to open the lines of demarcation to get
into a constructive-critical dialogue with Chinese representatives. Although the prospects for such a
dialogue do not suggest great optimism from a political view it is both a requirement of prudence and of
fairness to check all options seriously first, if we discuss ethics.

In this paper | wish to submit some suggestions concerning the structure of a modern Chinese
Medical Ethics as part of the modern world, paying tribute to the extraordinary heritage of ethical
thought in China. | do not intend to support devotees of ethical cultural-relativism, but in contrary, |
wish to encourage an original Chinese access to the developing international debate of medical ethics.
However, the ages of national isolation, of imperialism and cultural vitalism have become obsolete and,
on balance, unproductive, because we are now facing challenges for the whole mankind. The weight of
these challenges requires that all persons and peoples invest their very best and share it, in order to
rescue peace and survival on terms of human dignity.

FEHIEBEE -- BEENOESREBOBEOBELLEICDODVWTORFS
=L - Fa-—-U>2s

ek, PETIIERICABORRIES TERAAS] LEIRAZIAT, MBPLE ERECEROAD—EBELT
FHENDEERINTE, DT &R HBHAORICHSWLEEET ., AMERE ZZBHEZAUPEAD
BEMIIHRTAEAOHSMMBEDCSIIBILE 25, LELATREDRKREBEEDEZLE—HBLET,

SOV EERBEIB2DURIVICBVWTHREAEZEL. ENANOREMNEERCHTIHL VLRI SHBEST.
HEBRERPHRICRDOE S CEICAAXENAEY TEORBHEGRE T, HENTHWET, ME-T
WHBEFONTUAREMBRICDOVWTHEEEDHAMUCODBHRIFTTVEZDE. PEAMORRSE B/t
PUSEDWMBE TS OO BERREMAL 260K LS NABBNAKATT. TOLD ExEDOTEEY
[CDONWTHARICIIRBREFRZVNOTTN, RELERHTH45E FFLTOMERERAICHLTABZZ &
B HEZIEOWOSHAPAFEILVWSENSHDLELAVET,

CORXT, WEFRKHEO—B LU TOTEOELREOEEICOVT, FEDT <Ch/-GQEBEOGHKICHK
BERLDD. HOMOREZELAVWEEVE T, REBLOXLIBMEBOIEEE T THIREHY ETHA N
ERHREBICDOVTHEINTNS BEMNAFHRAOTERBOIBAERMLUAZNEZ I TNET, LHOLENS,
RFICEIERNMIL. FEHEEOLNHMERRIBENE LY. OO TIEEN TR0 E. TENEA
HICEH>TOMBAICERLTNA NSADTYT., CHHOBBOEEMRIE. 2TOEAACEEN ABOERKE &
EUDDFEHMEEFERURTEDICENERLSTIEEERLET,



2.7.Biotechnology and Society

Dr. Amit Krishna De, Indian Science Congress Association, INDIA

With the advancement of science, genes are becoming the centre of attraction for scientists. New
methods have evolved that introduce recombinant DNA technology or biotechnology for uplifting of
society. Applications are in progrss in agriculture where more nutritious and higher yielding crops are
now being produced that are resistant to environmental stress such as insects, pests, diseases, cold and
drought. The use of biofertilisers to maintain the biological flora and combat pollution through
microbes are the latest applications of Biotechnology. Moreover, recombinant DNA products in medicine
that are widely acceptable include the like of anticoagulants, erythropoietin,growth factors, human
insulin, vaccines, etc. Recently, DNA fingerprinting has become a new identification technique for
identification of suspects in crime, sexual assault and murder. This technique is more powerful than
any other used and has found wide application in the area of Forensic Science. Human gene therapy is
now a reality. The human genome project has been able to identify most of the chromosomes that are
linked with genetic diseases. ’

However, the scientists should look before they leap for more sophisticated applications of this
new technique. It is also time for society to alert itself and take measures to stop misuse of this

potential genetic timebomb.
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2.8. Advancing Biotechnology and the Crisis of Purpose

Dr R.R. Kishore, Ministry of Health, INDIA

The world has always been under transition, but never as fast as it is today. Fast advancing
biotechnology has turned fiction into reality and humanity is on the verge of losing its identity. The increasing
quest for well-being -- and for better-beings --, higher resource conciousness, and broader institutionalisation
of health services have created a milieu in which human personhood has been taken over by considerations of
utility and quality. Medical care is no longer the sole discretion of the physician, but a collective exercise
involving the patient, family members, attorneys, administrators, and even the court of law, each with its own
philosophy and paternalistic tendencies. Erosion of the individual's autonomy and the possibilities of biological
exploitation of the human species have created new ethical dilemmas when contemplating answers to
fundamental questions like, Who is an individual? What is personhood? Who is healthy? Why should | continue?
Why should | have children? Why cure the sick? Why prolong life? What is utility? Who is useful? Why not
finish off "the Useless"? Why not sell my body? Why not recycle the dead? Why not create "better-beings"?
What constitutes quality of life? What is rationality? And many more.

The entire edifice of ethical formulations governing medicine is founded in our capability to address the
above questions candidly. The answer to these questions lies in purpose: The purpose of Universe and the
purpose of life. Science is devoid of purpose and hence it can not provide answers to these questions. The
purpose lies in human virtues. What are these virtues? They are the intrinsic human traits and have been
defined in Indian cultural thought as Dharma. These virtues are; love, trust, compassion, tolerance, fairness,
forgiveness, truthfulness, beneficence, sacrificem, and protection of the weak and they constitute the "Common
Heritage of Humanity".

The moral values -- Justive, Equality, Autonomy, Benignancy, Altruism, Human solidarity, Respect for
the dead, Respect for other forms of life, and rationality -- emerge out of above virtues. These values guide
the individual and their societal conduct and the material concepts like, "utility”, "quality”, and "economics"
reflect an attempt to uphold these values. The goals of medicine therefore are essentially the same. Only the
approaches and strategies may differ according to social, economic, cultural and religious perspectives.

The contemporary trends and the future possibilities in the realm of medical care carry enormous
potential for transgressing human life in many ways and as such it is most imperative that a fundamental ethical
paradigm is developed in order to ensure a perfect reconcillation between the individual interests and the
commmon good.
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2.9. Bioethics in Thailand

Pitak Chaichareon and Pinit Ratanakul Mahidol University, THAILAND

Bioethical activities are concentrated at Mahidol University, established in 1886, with 3 medical
faculties and 2 nursing schools. Its impetus is the replacement of traditional medicine by Western (modern)
medicine, which leads to.. separation of medicine from morality; predominance of hospital-oriented medicine,
research and specialized training over primary health care and communal health services; The rise of the cult
of individualism and free market ideology which values wealth over persons and human needs; Emergence of new

moral problems e.g. euthanasia, reproductive intervention, human experimentation. )

Bioethical activities consist of: teaching bioethics to medical and nursing students to encourage ethical
reflection on moral issues in modern medicine; Publicizing bioethical issues to raise public and professional
awareness of these issues; Encouraging the application of moral insights and principles in Thai culture
underunderlaid by Buddhism to the solutions of bioethical problems. Buddhist Ethical Principles include:
Veracity: Truth-telling is one's social and moral duty. No exception for lying in any circumstance.

Non-Ilnjury To Life: All human lives are precious regardless of their stages of development and/or condition.
IVF techniques, abortion, suicide and active euthanasia are unacceptable. Passive euthanasia is an ethical
challenge.

Interdependence (Conditionality): Individual autonomy is limited by duties and obligations arisen from
interdependent relationships.

Compassion: Doing all in one's power to enhance the well-being of others, to benefit them, to increase the
values of their lives. Not doing further harm (increase suffering) to them. Self-sacrifice

Conjoined with justice: Recognizing others as moral equals, in giving and cIameg for each other what is
due as a fellow human being. Fairness or proportionate treatment.

Conjoined with knowledge: Allowing the hopelessly ill patient to meet the end naturally. Giving care,
comfort and companion to the dying.

Important Bioethical Issues include: Lack of creative coordination of traditional medicine, Buddhist
compassion and modern medicine and thus the inability to provide the most relevant and most effective health
care. Need to foster greater conscientiousness and integrity in the practice of medicine. Fair distribution of
scarce medical resources, the Imbalance of resource allocation between the urban and the rural sectors. The
abuse of the poor and violation of their human rights in human experimentation. Boundaries of intervention in
reproduction. Prevention of possible harm to the individual, the family and society. Humane and holistic care in
AIDS, and confidentiality of testing and test results. Issues in gray areas include abortion for rape, incest,
severely defective and/or HIV positive fetuses; and euthanasia for a patient in a persistent vegetative state,
organ transplantation, and seriously defective infants.
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3.1. Doing Bioethics in the Philippines: Challenges and

Intersections of Culture(s) and Medicine(s)

Peter Sy

Department of Philosophy , University of the Philippines, Diliman, Quezon City 1104, Philippines
Email: psy@kssp.upd.edu.ph

The Philippines' unique history and culture offer a complex of opportunities and challenges to
the theory and practice of bioethics. Centuries of colonialism have brought about assimilation in the
country of among others, Western ethical values. Many Filipinos hold Eurocentric views and ethical
principles like autonomy of persons and human rights. In practice, however, some patterns suggest
conflicts between these Western values and peculiar Filipino views: for instance, organ donation as a
way of saving lives versus the populist view that the human body is sacred and therefore no
humanitarian/utilitarian considerations can possibly override it; and traditional medical practice
versus Western “technological' medicine. On the other hand, other practices suggest open
"intersections" for Filipino culture and Western medicine: it is, for instance, not uncommon for people
to consult both the doctor and the albulario (medicine man), or even for some doctors both to prescribe
drugs and to allow the manghihilot (traditional "physical therapist"?) to take care of the patient; for
faith healers to advice their "patients" to see the doctor. '

These complexities can provide bioethicists with opportunities to test their theories and sharpen
their cultural sensitivity. Certain controversies in bioethics like abortion can have new twists in the
light of certain Filipino linguistic categories and cultural views. Perhaps even the ways these
controversies are addressed in the Philippines can be mirrors on doing bioethics in Asia.
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3.2. Truth Telling to the Patient: Cultural Diversity and the

East Asian Perspective
Ruiping Fan, Rice University, USA/CHINA Email: ruiping@owlnet.rice.edu

In the JAMA Editorial entitled "Is truth telling to the patient a cultural artifact?" (JAMA 268 (1992),
1734-5), Edmund Pellegrino argues that truth telling to the patient is not a cultural artifact. This paper intends
to illustrate that Pellegrino's argument ignores a significant fact: there are fundamental differences in the
conceptions of truthfulness held by patients living in different cultures. The paper further argues that the
crucial issue involved in the practice of truth telling in culturally diverse society is how the physician respects
a patient's conception of truthfulness while maintaining his/her own moral integrity with regard to truth telling.
Pellegrino argues that truth telling is morally required in general because "human capability for autonomous
choices cannot function if truth is withheld, falsified, or otherwise manipulated." Furthermore, he believes that
the fact that "the patient may draw [his/her] values from the circumambient culture does not make autonomy or
medical ethics a cultural artifact." Instead, he contends that "autonomy is ... a valid and universal principle
because it is based on what it is to be human." This argument overlooks a crucial factor. It disregards the fact
that people living in different cultures hold different, incommensurable conceptions of truthfulness which in turn
shape their respective ways of exercising truth telling. It is these specific conceptions of truthfulness, rather
than an apparently universally applicable notion of autonomy, that are at the core of the bioethical issue of truth
telling. Indeed, each culture possesses its own particular, canonical, and content-full understandings regarding
how to provide appropriate information to the right person in the right place at the right time in the right way.
For instance, as Alasdair Maclntyre points out, "Lutheran priests brought up their children to believe that one
ought to tell the truth to everybody at all times, whatever the circumstances or consequences, and Kant was
one of their children. Traditional Bantu parents brought up their children not to tell the truth to unknown
strangers, since they believe that this could render the family vulnerable to witchcraft. In our culture many of
us have been brought up not to tell the truth to elderly great-aunts who invite us to admire their new hats. But
each of these codes embodies an acknowledgment of the virtue of truthfulness" (After Virtue, pp. 192-3). Such
distinct conceptions of truthfulness reflect themselves saliently in clinical practice in the contemporary morally
and culturally diverse world. Accordingly, the crucial issue of truth telling to the patient in cultural diversity is
how the physician, when belonging to a different culture from the patient's, respects the patient’s conception of
truthfulness while, at the same time, being able to preserve his/her own moral integrity with regard to truth
telling. For instance, in the East Asian culture, truthfulness first and foremost requires the physician to tell a
terminal diagnosis or prognosis to a representative of the patient's family, rather than to the patient directly.
How should Western physicians deal with patients with such an East Asian cultural background? In short, the
final part of this paper will address the crucial issue of truth telling by contextualizing it into particular clinical
encounters of the physician and the patient with different understandings of truthfulness.
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3.3. Are Physicians Reluctant to Withdraw Life Sustaining

Treatment?
Arelene A Ricalde, Lorene Siaw & S.Y. Tan
St. Francis Medical Center, University of Hawaii John A. Burns School Medicine, Honolulu, Hawaii, USA

Clinical practice suggests that many physicians are reluctant to
withdraw but not to withhold treatment, despite legal and ethical
consensus that there is no difference between these two acts. In
order to determine the prevalence of these attitudes in Hawaii, we
analyzed the responses of 1,028 physicians and medical trainees who
were asked (using questionnaires) about life-sustaining treatment in
a terminally-ill patient. First, we asked if they would intubate a
competent terminally-ill patient with lung cancer who has decided to
forego mechanical ventilation. Secondly, we asked if they would take
such a patient off a ventilator if already intubated. We found that
192 physicians and medical trainees (18.7%) would withhold
intubation but would not extubate. The most common reasons were:
1) if they were to discontinue the ventilator, they would be Kkilling
the patient; 2) such actions would constitute physician-assisted
suicide; and 3) their actions would not be supported by society or
the courts. We also found that these attitudes were significantly
(p<0.05) more common among medical students, medical specialists,
Hawaiian/Polynesian and Asian physicians. CONCLUSIONS: A
significant number of physicians and physicians-in-training would
withhold but would not withdraw life-sustaining support because
they misconstrue the latter action to represent euthanasia. An
intensive educational effort at all physician levels is necessary to
remedy this ethical misconception.
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3.4. Ethical Issues in the Generation and Utilisation of
Knowledge in Biotechnology

S. Visalakshi
National Institute of Science Technology and Dveleopment Studies
K.S. Krishnan Marg, New Delhi -110012, INDIA

It is an accepted fact that the next century is going to be of Biotechnology and Information
technology. The commercial prospects of and ubiquitous use of Biotechnology has made it a item in the
priority list of both developed and developing countries. There is a lot of investment from both public
and private parties in the generation and lot of interest in the utilisation of their results. While this
has brought the traditionally isolated academia and industry closer at times too closer it has spinned
some issues of ethical concern. The concerns relate to selection of projects and sharing of benefits and
utilisation of information created by there efforts. This paper looks into the various concerns from both
the developed nations with certain amount of awareness of these issues by various strata of society to
developing countries which have a lack and indifference as of now. The implications of this status for the
future is also analysed.
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3.5. Ethical problems and clinical trials. The problem of AZT

trials for vertical transmission in developing countries.

Ms. Deborah Zion, University of Tokyo, JAPAN

"When we gaze at the sky at night" writes the novelist Margaret Atwood "we are looking at
fragments of the past." So too when we see the results of clinical trials we look unwittingly at a dramain
which the desperation and hopes of the research subjects are only present in the codification of the
results. Consequently, it is easy to overlook the suffering of those involved, and to feel little sympathy
for them. However, the advent HIV/AIDS has meant that many aspects of medical practice, including the
way in which clinical trials are conducted, are being scrutinised with renewed vigour.

It is, unfortunately, easy to see the history of clinical trials in an unfavourable light. The
Tuskagee experiment in which poor Black sharecroppers were deliberately left untreated for syphilis
has recently become the object of public memory, and its victims have belatedly received an apology.
But it is too easy to apply the unethical problems of one trial to others. It is undeniable that the Tuskagee
syphilis: study was marked by the worst excesses of paternalism and ego‘ti'sm. Subjects were kept in
ignorance about their condition, and about the treatment that they were being offered. No consent was
sought, and none was given. Trials that are taking place now, especially in the area of HIV medicine, are
beset with ethical problems, that need detailed analysis, as informed consent has been given by the

trial subjects, although the manner in which this consent was obtained is ethically questionable.



3.6. HIV/AIDS and Prostitution: Feminist Perspective

Wang Jin-ling
Zhejiang Academy of Social Sciences, Hangzhou 310025, CHINA

The spread of HIV/AIDS has become a worldwide trend in recent years. There is a common view
that the commercial sex trade, and especially the women’'s commercial sex trade and that is one of the
main ways that HIV/AIDS is spread and a high risk behaviour, women sex workers are a high risk group
for infection with of HIV/AIDS., Therefore the women sex workers are seen easily to be condemned.
There are mistakes in the view.

It is my conclusion that the commercial sex trade has a shortage of precautions but all of
commercial sex trade is high risk behaviour for spread of HIV/AIDS, and all persons in the commercial
sex trade, including the women who exchange sex service for money and the men who exchange money for
sex service belong to a high risk group. So we should control more strictly the commercial sex trade
that has a shortage of precautions, and place the group of sex service customer and sex server under
surveillance to protect them from HIV/AIDS effectively. '

Furthermore, there is a social backgfound behind the spread of HIV/AIDS. | think that these are
essential to improve the social existance of women's life and reduce the factors which force women to be
engaged in high risk commercial sex trade. The equality between genders and women's betterment will be

extremely helpful to prevent and control the HIV/AIDS spread.
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3.7. AIDS Vaccine Test and Ethics

Dr Ann Boyd, Hood College, USA & Dr Pinit Ratanakul, Mahidol University, THAILAND

The World Health Organization estimates that 22.8 million persons are infected with Human
Immunodeficiency Virus (HIV) which causes progressive failure of the immune system and the disease
known as Acquired Immunodeficiency Syndrome (AIDS). Thailand is a nation with 60 million people and
over 700,000 of them are HIV positive. The prevalence of heterosexual transmission with clade E HIV
escalated from less than 1% to almost 40% among commercial sex workers in Bangkok and Chiang Mai
within two years. The American and Thai army have collaborated since 1961 in order to monitor
infectious diseases in Southeast Asia. Serum samples are taken from all military conscripts each year.
The analysis of these sera provide documentation of the HIV epidemic. Mobility of people for economic
and career motives removes them from standard familial influences and exposes them to new cultural
and social norms which affect social behavior and may affect their risk of exposure to HIV. Long term
protection of future generations can best be achieved with a protective HIV vaccine. A clinical trial is
in developmental stages in Thailand using a recombinant DNA vaccine which was rejected by the Federal
Drug Administration of the United States. This paper offers an ethical analysis based on the scientific
merit of the proposed HIV vaccine trial in Thailand as well as the way in which ethical principles and
standards are interpreted in an international context.

The paradigm vaccine strategy, exemplified by the polio vaccine, is to produce a safe, harmless,
derivative of the pathogenic virus and entice the immune system into producing resistance so that the
host is protected against future exposure to the virus. In the case of HIV, research data show that
antibody alone does not entirely prevent virus infection or transmission to others. The vaccine
scheduled for clinical trial in Bangkok is a recombinant DNA generated glycoprotein, gp120, the outer
 most surface protein on the intact virus and the most prominent viral antigen. The plan is to immunize
persons with gp120, so that antibody to gp120 would protect the host from future exposure to
infectious HIV. However, persons who are infected with HIV have antibody to gp120 and remain infected
and infectious. There is scientific reason to question the efficacy of this vaccine and ethical concerns
about the proposed clinical trial.

A Bioethics class at Mahidol University in Bangkok evaluated this case using the Utilitarian and
Respect for Persons ethical standards. The students decided that the government ought to proceed with
the vaccine trial because AIDS is such a serious problem that any effort to help is better than none. This
case provides an opportunity to evaluate how ethical standards derived by Western Philosophy apply in a
world context and how students of primarily Buddhist philosophy use Western-based standards. The
case also encompasses the primary issues of ethical reasoning including autonomy in obtaining informed
consent, justice in the allocation of scarce resources, and beneficence or nonmaleficence used to obtain a
risk - benefit analysis of the vaccine.

Thailand is only one nation among many that must deal with the current HIV epidemic. AIDS is
only one of many health concerns but it is one with significant media visibility and public interest.
Therefore, the AIDS crisis is an opportunity to encourage ethical debate in the creation of public
policies.
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3.8. Breakaway From The Medical Misunderstanding of
Approaching Life-End

Li Lu
Zhejiang Medical University, China

Brain death has always been one of the most focused on, yet the toughést issues in medicine is
approaching life’s-end. Because most of the issues relate with the essence of life, which involves
conventional conception, scientific knowledge, moral perspectives and individual and social value. That
is the main reason why there are so many different opinions about the phenomena and problems in this
area between the clinical medicine and theoretical medicine. Furthermore, it is also the core, yet
difficult part , to solve the problem. Therefore, we need re-discuss many of the existing medical issues
of approaching life’s-end with a scientific attitude, in order to break away from all the

misunderstandings.
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3.9. Development of Bioethics in China

Cao Kai Bin, Shanghai Medical University, China

In Chinna, development of Bioethics began in 1980°s. It has been sixteen
years since academic exchanges and study about Bioethics were launched in
1981 During these years of development there has been eight nation—wide acad—
emic conferences {(not including symposiums on certain issues).In July 1987,
Research Associntion of Chinese Higher Medical Institution for Medical Ethics
was founded in Shandong.sponsored by Shanghai Medical University and other
institutions. In Oct. 1988, Chinese Association for Medical Ethics was estab—
lished during the Hth academic conference held in Xian and Professor Du Zhi
Zhen was voted as Chief Council Member. This association is divided into Sec—
retary Departinent. Committee for Academic Exchange. Committee for Education
Commiitee for Counseling. Committee for Fthics Law and Committee for Young
and Middle—aged Member.

Bioethics takes on a fast development in China as a new edge science. Fi—
stly, Bioethics course is offered to undergraduates and students for second—
ary education in medical institutions for higher education . hyg'iéne and nurse
schools for secondary education and a series of tenching materials have been
published. Thanks to teaching of Bioethics, the study of Bioethics in China
is deepeened. Secondly, various kinds of academic exchanges are widely laun—
ched and give impetus Lo study and development of Bioethics in China. A series
of symposiums have been held during the short period. In July 1988, The 1st
Chinese Symposium discussing influwence of Enthanasia in society. ethics and
law was held in Shanghai Medical University. ITn March 1990, Chinese Morality
Symposium was held in Shanghai NO.2 Army Medical University and had a wide
discussion on such issues as concept of morality. content of morality e.t.c.
In Oct.1994, The Second Chinese Symposium about Ethanasia and Bed—time Care
was held in Shanghaisponsored by Shanghai M edical University. Shanghai Ass—
ociation for Medical Ethics and other institutions.

Since 1987. a number of books about Bioethics and medical ethics have
been published in C'hina. The important works includes: {Bioehics) (by Qiu Ren
Zheng)s  {History of Medics]l Morality in Chinad ( by HeZbaoXiong. CaolaiRin
et.c.)s {Good Morality? (by HouLianYuan. LiEnChang et.c.)s {Ethical Con—
troversy in Medicine? (by ShiDalPu).

After Chinese Association for Medical Ethics is founded,it strengthens
ties with related ncndemic groups at home and abroad and carries out academic
exchanges with other countries. It enhances relationship with related associ—
ations in Japan. US.A. and signed an agreement about enhancing cooperation
and exchange with Japanese association. Furthermore, the association makes
much achievements in establishing relationship with other international gro—
ups. Now Chinese Association for Medical Ethics has been accepted offically
into International Bioehics Tinited Association.

At present, Bioethics in China faces Tour subjects of study: (1) Medical
morality in hygiene reform; (2) Kthical morality in clinical treatment; (3)
Some issues in eontem porary Rioethies; (4) lssnes on goal of Medine.



3.10. Confucian Perspectives on Suicide and Euthanasia

Lo Ping-Cheung (Not coming)
Centre for Applied Ethics, Hong Kong Baptist University, HONG KONG
Email: pclo@hkbu.edu.hk

Chinese ethical culture is by no means monolithic. Even within Confucian ethics there have been
different schools. Hence when East Asians draw on the resources of their cultures for contemporary
bioethical reflection they need to note the variety and multiplicity of traditional ethical perspectives.

In this paper | shall explain that, in traditional Chinese Confucian ethics, there have been four
dominant perspectives or theses on suicide. Two of them are in favor of some kind of suicide, whereas
the other two are reaction to them. (1) Confucian Thesis I: one should give up one's life, if necessary,
either passively or actively, for the sake of upholding the cardinal moral values of ren and yi. (2)
Confucian Thesis ll: One should actively terminate one's life for the sake of avoiding humiliation or
upholding one's dignity. (3) Confucian Antithesis I: One should broaden the scope of one's commitment;
instead of dying for a rather limited cause, one should live and die for an object of a higher order. (4)
Confucian Antithesis ll: When there is no threat to one's life, and when the calling in life is clear, one
should live on to fulfill one's vocation in spite of personal tragedy and undignif:ied treatments.

The implications of these four theses on the contemporary bioethical issue of euthanasia will
then be spelled out. Their agreements with and disagreements from the western discussions will also be
noted.
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4.1. Culture and Community in Bioethics: The Case for an

International Education Programme

Dr. Francis P. Crawley, UNAIDS Ethical Review Committee, University of Brussels, BELGIUM

In its response to the wonders and challenges of biomedicine and biotechnology,
bioethics joins the values of culture and community with the promise of science. While
the underlying science of medicine is nearly universal today, distinct and important
differences in medical practice continue to be based on tradition and culture. Similarly,
while ethics is concerned with the dignity of all human beings, without exception and
without discrimination, bioethics must also recognise and give a place to the values of
specific cultures and local communities) At the heart of bioethics is education: a cross-
disciplinary and cross-sectorial education that takes into account the requirements of
the universal and the demands of the local and particular. While science requires
specific expertise in order to address the complexity of the challenges to improving the
human situation, bioethics needs to incorporate the understandings of many
perspectives, giving prominence to the general, lay understanding. Only through a bold
international education programme will bioethics be able to address responsibly the
specific needs of cultures and communities in the growing complexity of biomedicine
and biotechnology. The intellectual, humanistic, and ethical concerns of science need
to be situated within the values of specific cultures and communities. An international
education programme in bioethics is needed to ensure that the knowledge achieved
through science and the values engendered through culture and community are joined
without prejudice or discrimination.
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4.2. Teaching Bioethics in Medical Genetics

Mikio Hirayama, Shigeaki Nakazaki*, Kazuo Mano** & Norio Fujiki
Second Dept. Internal Medicine, Fukui Medical School, Fukui, JAPAN

*Kunitaka Clinic **Neurology Dept. First Nagoya Red Cross Hospital

As was presented at the Japanese Association of Bioethics meeting in Tsukuba, we have carried out
opinion surveys of the recent level of knowledge of the Japanese Public concerning medical genetics and also
handicaps and extended these to Asian countries, with the kind assistance of WHO, UNESCO and JHGP.

In order to develop cross-cultural ethics, we have examined the ethical views that people hold. Most of the
respondents in each country have misunderstandings and prejudices, even in modern societies. Education of the
general public through the mass media and especially televisions seems to be effective and have impact.
Differences in bioethical decisions were investigated along with the differences in religion, economics and
cultures, and while the ethical and emotional conclusions, reached are common to all the countries, the degree of
dependence on society varied.

We should discuss very carefully our moral norms and reach our decision on based a common
understanding of both newly-developed and traditional value judgments. A curriculum on medical genetics and
bioethics for medical students and related professionals is becoming more and more necessary. in order for them to
be able to educate the general public.
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4.3. Medical Education and Japanese Bioethics

Michio Miyasaka,* Haruo Yamanouchi, Koji Dewa (Department of Legal Medicine,
Niigata University School of Medicine), Koji Sakurai (College of Biomedical
Technology, Niigata University), Niigata City 951, Japan

Many Japanese medical schools are not teaching bioethics or medical ethics as an independent
subject, and seldom offer it as practical training during clinical education. We subpose this is due to 1)
general problems that relate to Japanese medical education; too much stress on acquisition of knowledge,
a lack of theoretical and organizational basis of interdisciplinary fields extending over medicine,
humanities, and the social sciences, and to 2) the specific problem for Japanese bioethics as
epistemological knowledge rather than practical knowledge.

In regard to the first point, three strategies tried by medical schools in other countries can be
applied to integrate medical ethics education into medical curriculum; 1) the formation of a core
organization of study and information exchange, 2) the formation of an academic network extending over
medical fields, humanities, social sciences, and natural sciences, 3) the promotion of understanding and
support for bioethics education of the dean and the college.

The solution for the second problem seems to be hard to address because the tradition of Japanese
philosophy is attached to epistemology, and has kept its distance from applied ethics and social sciences.
We need to develop educational sources mediating between medical practice, the understanding of natural
sciences and moral philosophy. The "four principles" popular in American bioethics can be a cue to
methodological reformation, but we believe that refinement of the theoretical system is essential by
means of communication between classroom and bedside.



4.4, The Clinical Ethics Education in Saga Medical School,
Japan

Masashi Shirahama

Director, Mitsuse National Health Insurance Clinic; Lecturer, Saga Medical School, Mituse 842-03

- | spoke about "Medical ethics Education in Saga Medical School in Japan" in the 1st ABC in
Beijing. This time | would like to speak about the elective course "Clinical Ethics". In Saga Medical
School, of the mandatory 40 lectures of introductory course to clinical medicine for the 4th year
medical students, 2 lectures are allotted to "clinical ethics". In this course, first one lecture (90
minutes), students are taught about the history of clinical ethics and one way of ethical thinking of the
case using 4-Box (Medical Indication, Patient Preference, QOL, Contextual Features) analysis by AR
Jonsen (Univ. of Washington) et.al.

In the second lecture(also 90 minutes), students are to discuss about the clinical case such as
"The 40 years old man who had back pain owing to bone metastasis from tumor of unknown origin" What
should we do first for this patient as a doctor? "To examine for the tumor origin?","Informed
consent?","Pain Control?" There is no one absolute answer. It depends on the case.

For the future education of clinical ethics: 1) We hope to widen this discussion not only to
western but also to Asian people. The people who have interest in this discussion, please send us E-mail
(HQCO0330@niftyserve.or.jp). We will send new ethical case we want to discuss. Perhaps our
Japanese culture and feeling is similar to other Asian people. 2) Now we use the ethical analysis (4 box
theory) by western people. | think it is also useful to analyze Japanese case. But | think there are some
differences between Japanese and western culture. So we hope to revise this way of thinking to fit

Japanese cases more easily.
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4.5. High School Bioethics Education Network in Japan
Yukiko Asada, Email: asada@bombyx.biol.tsukuba.ac.jp
Darryl Macer, Email: macer@biol.tsukuba.ac.jp
Institute of Biological Sciences, University of Tsukuba, Tsukuba Science City 305

Bioethics education is essential to satisfy one of the goals in bioethics, how to develop a broader
picture for inclusion of science and technology in democratic discussions. The International Bioethics
Education Survey conducted in 1993 supported this notion: over 80% of the biology and social studies
teachers from Japanese high schools who responded thought bioethics education is needed. In response to
call from teachers to begin or deepen bioethics education, in 1994 we developed teaching materials and
distributed these to about 500 teachers, who had requested summary of the survey. Based on the
follow-up survey for the material use and several interviews with teachers, we revised the teaching
materials in 1996. Announcing the revised teaching materials for all high schools in Japan (over
5000) by fax and post, we have dispersed them to over 800 teachers
(http://www.biol.tsukuba.ac.jp/~macer/ TM.html). The materials are also available in English, and
were distributed in Australasia.

With the hope that teachers will be encouraged by exchanging ideas and information with each
other, we formed a High School Bioethics Education Network in 1996. About 30 teachers from 14
different prefectures have joined in the network. The network has bimonthly meetings since the end of
1996, and 15-20 teachers participate each time. Applying some skills in environmental education and
development education, the teachers now actively exchange opinions, exploring the roles of education in
bioethics, and the roles of bioethics in education. The results of these meetings, and the potential for
this activity to promote bioethics education in this and other settings, for example among groups of
different ages, and within society will be discussed.
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4.6. Internationalization in Japanese Bioethics

Masahiro Morioka
Email: PBIO1055@niftyserve.or.jp

In this presentation | am going to give a brief outline of the development of Japan's bioethics since the
1970s, and show how they have thought about the "internationalization" of Japanese bioethics. After that
three similar concepts, namely, "internationalization,” "
distinguished from one another.

modernization,” and "westernalization" are
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4.7.Survey of Portuguese Physicians, Medical Students and
Other Health Professionals on the Impact of Science and
Biotechnology in Society

M.C.Rosamond Pinto*., M. Pires Bicho*., D. Macer**
* Chair of Genetics, Faculty of Medicine of Lisbon, Portugal
** Institute of Biological Sciences, University of Tsukuba, Japan

A national survey to probe the attitudes of physicians, medical students and health staff viewing
"Advances in Biotechnology and Modern Sciences" was conducted in Portugal. This survey was based on
the principle that ethics is considered to extend a duty on the part of medical practioners and health
workers to re-contact when and if new developments modify the perspective on problems connected to
bioethics.

The survey was conducted through the medical scientific publication "ANAMNESIS" from July
1996 to March 1997. ANAMNESIS is a member of the International Federation of Audit Bureaux of
Circulation (I.F.A.B.C.) with an average circulation of 12900 issues per edition distributed freely and
nation-wide in Portugal, mainly to general practitioners through mail sent to.Health Centres and to the
physicians home addresses. The survey was published at a monthly rate and in separate issues always
preceded by an editorial according to the subject focused. These subjects in order of publication were:
Impact of Sciences and Technology, Screening and Attitudes Towards Diseases, Genetics Engineering,
Prenatal Diagnosis, Patents in Biotechnology, The Human Genome, Gene Therapy and Ethics in Genetics.
The first issue also displayed an Editorial about the purposes of the Questionnaire, emphasising
advantages and disadvantages of these types of surveys, and the generally positive feedback obtained in
other countries where the survey was conducted (Macer, 1994).

Surveys No. | to lll generated a response of 1070. The majority of answers were from physicians
ranging from 30-66 years old being general practitioners with a moderate knowledge of genetic
pathology, meaning non-geneticists. About 300 of the answers were from medical students who were
provided with photocopies of the surveys. As the Genetics Course is taught in the third year of the
medical curriculum covering a total of 6 years, these medical students have a fair knowledge of medical
genetics although lacking clinical experience.

Surveys No. IV to VIl had a lower feedback response (around 600 answers) as the responses did
not include medical students (Genetics is considered as a first trimester course). However, survey No.
VIl dedicated to ethical dilemmas in Genetics generated 1000 responses meeting concerns expressed by
medical associations, communication media and political parties. Overall most of the responses favoured
reproductive genetics and genetic engineering applied to agriculture, industry and medicine. There was a
high degree of agreement regarding concerns on ethical and moral issues arising from biotechnology
approaches to medicine.

The Survey on "Medical Attitudes Towards Advances in Biotechnology and Sciences" displayed
consistency of opinions in topics as genetic engineering, prenatal diagnosis, attitudes towards diseases.
Disagreements or non approvals concerning gene therapy, progress in the Human Genome Project and
eugenics are discussed given the professional, social, age, religious and other factors of the participants.
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5.1. Women and Reproductive Health in Bangladesh

HasnaBegum
Dept of Philosophy, Dhaka University, , 6 Dhanmondi R/A, Rd. 9, Dhaka-1205, BANGLADESH

Email:

Implementation of the negative aspect of reproductive technologies to prevent the population
explosion in Bangladesh neglects the more important issue of reproductive health of the female
population in general. The controversy regarding such implementation is highlighted in this paper
citing views of women from different professions and sections of society. The discussion aims at finding
a happy synthesis between the implementation of reproductive technologies and taking care of the
reproductive health care of female clients.
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5.2. Fertility Regulation: A Feminist Perspective

Jin Yihong
Institute of Sociology, Jiangsu Academy of Social Sciences, Nanjing, CHINA

Examination of the issue of fertility regulation from a feminist perspective is a totally new
approach which is very useful and important in China. First, feminism helps us to penetrate into the
facade of "benefit all", and expose the gender difference of interests in sexuality and reproduction. The
view of "benefit all" without gender perspective is very popular in China: if a policy is good, it will
benefit all. But actually in any putatively good policy and its implementation, the distribution of
benefits and costs are not equal among different social groups. Feminism sharply reveals the inequality
between men and women in sexuality and reproduction. Sexuality and reproduction are never a natural
process, but a socio-natural one. Women's sexuality and reproduction are under the control of two
forces: one patriarchal and that from the state. The costs and risks of a population policy are
disproportionately placed on women.

Secondly, fertility regulation is not only a population issue, but an issue of gender equality. The
solution of population issues should occur in parallel with the promotion of gender equality. Fertility
regulation is not a separate, neutral and purely technical process. Provided that there is no change in
the cultural context of sexism the stronger the fertility regulation by the state is, the less beneficial it
is to the disadvantaged groups. The results of men dominating sexuality and reproduction include that
women will take the risks in reproduction, that women will be discriminated for infertility or not
giving birth a boy, and that women carry the heavy burden of caring for multiple children.

The consequences of this examination of fertility regulation from a feminist perspective are as
follows: any fertility regulation, family planning and population policy should be women-centered,
should provide quality of care and promote women's health, and should enhance women's autonomy.
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5.3. Assisted Human Reproduction In New Zealand:
The Contribution of Ethics

Ken R. Daniels
Department of Social Work, University of Canterbury, Christchurch, NEW ZEALAND

New Zealand, along with most other countries, has witnessed a rapid growth in the provision of
assisted human reproduction (AHR) services. The public response to such developments can best be
described as a mixture of excitement and anxiety. The New Zealand Government has not taken an active
role in monitoring this area, preferring to watch developments in other countries and learn from their
experiences. Only minimal legislation has been introduced, this covering the rights and responsibilities
of the various parties involved, when their party gametes have been used. Because of the focus on
legislation, the Justice Department of Government has taken the lead role in policy matters, setting up
two exercises designed to obtain public opinion on the various issues. The Ministry of Health, in 1994,
set up an Interim National Ethics Committee on Assisted Human Reproduction - later the National Ethics
Committee on Assisted Human Reproduction - and most of the paper will be devoted to exploring its
terms of reference, membership and deliberations. It will be suggested that the division of policy
(Justice Department) and ethics (Ministry of Health) has implications for government, providers and
consumers.
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5.4. The Problem of Sex Ratio in Korea

Song Sang-yong
Hallym University, KOREA
Email: de1811@sun.hallym.ac.kr

Korea was one of few developing countries that were successful in birth control. Since the
beginning of the 1960s, Korea has shown rapid decline in fertility. The total fertility rate which was
around 6.0 per woman in 1960 dropped to 1.6 by the late 1980s. The use of effective contraception has
increased tremendously due to the changing socio-economic factors affecting child-bearing and the
continuous promotion of the official family planning programme. It has long been evident that induced
abortion has also played a significant role in reducing fertility. Although the absolute number of
abortions has been declining recently, it is still at a very high level compared with most Western
countries, and when taken as a proportion of total pregnancies, the rate continues to increase. In Korea,
increasing abortion brings forth a serious problem in connection with sex ratio.
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5.5. Environmental Ethical Cost of T-shirts, Tiruppur, Tamil

Nadu, India.

C.Thomson Jacob, and Dr. Jayapaul Azariah, Department of Zoology, University of Madras, INDIA

The Coimbatore-Tiruppur-Erode belt is one of the fastest growing industrial regions in Tamil Nadu, India.
Coimbatore and Tiruppur are major industrial towns in Tamil Nadu. The major constraint on the development of
this area is the non-availability of fresh water, both for drinking and for industrial use. Improper disposal of
sewage and industrial effluent damage the whole ecology of Tiruppur. The untreated effluent from bleaching and
dyeing units is released into the Noyyal river, thus creating major environmental problems, particularly with
regards to ground water depletion and deterioration of water-quality. The export of T-shirts fetches a revenue
in foreign exchange to the turn of 30 billion Rupees a year, but who will pay for the ecological degradation of
this town? Demands placed by the textile industry and individual households have led to the conversion of
agricultural wells to commercial use for selling water. There is a flourishing private water-market involving
transport of water by tankers and bullock carts to users in the Tiruppur area. All users, including the poor,
have to pay if they wish to use this source of water. In Tiruppur 30-60 million liters of water are transported

to and sold in the private markets daily. The private supply accounts for 50-70% of water used.

The fast depleting water table in the Coimbatore district has forced some farmers to quit agriculture
and become either farm or non-farm laborers. They have been pushed to this extreme step because their
efforts to deepen wells or change the crop pattern have failed. There was a steep rise in the number of
abandoned wells from 4000 in 1960 to 20,000 in 1996. A conservative estimate has put the cost of digging
wells at Rs.50,000 a well and hence, the capital loss amount to Rs. 1 billion. In Coimbatore a large number of
open wells have become dry and recently the drilling of borewells upto a depth of 750 feet has become a common
feature. The heavy withdrawal of ground water for irrigation purposes has resulted in a marked lowering of the
water table.

It has been reported that in many parts of the Coimbatore district the water table had fallen to nearly
200 ft during the last 20 years. In the last 10 years the mean water table has declined significantly. The
figures(in meters) for the depth of decline are as follows. Avanashi(9), Coimbatore (6), Palladam (5), Pollachi
(4) and Vdamalpet (3). The number of wells has doubled from 900,000 in 1996. The area under well-irrigation
had increased from 600,000 ha. to 1.4 million ha. during the same period. Owing to competition for water among
irrigators by the year 2025, it is predicted that 34 countries will face water scarcity and reduction in per-
capita water availability between 1990 and 2025, and that for a country like India, this will reach about 39%.
This paper discusses certain remedial measures for the preservation of this ecosystem.
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5.6. Need for Ground Water Laws and Water Abstraction

Ethics For Industrial Use
Jayapaul Azariah and C. Thomson Jacob, Department of Zoology, University of Madras, INDIA

The rapid growth of industrialization and excessive mining of ground water threaten the very
availability and quality of ground water. The depletion of ground water resources and ground water poliution
has brought about a scarcity in ground water resources in Tiruppur. Tiruppur is a special grade municipality in
the Coimbatore district, Tamil Nadu, India with 400,000 inhabitants. It extends to a total area of 27.19 sq.km.
The main industries of the town are hosiery and knitting garments. There are about 187 bleaching and 526
dyeing units making a total of 713 water intensive industrial units which consume a total amount of 91.7 mld of
water. Phenomenal industrial growth has generated a huge annual foreign exchange of more than 30 billion Rs
per year.

As members of the current generation we may wish to brighten our own welfare, improving during our
own lifetime, and treating the needs of the future as less important. As the extent of the general damage
increases the question of water rights becomes more urgent. Should future people be treated as if they were
already dead? Should this generation care about its actions that will result in a degraded environment in the
distant future? If we do care then what should be done? A great deal of thinking and research need to be done to
come up with appropriate legal measures with regard to mining and the use of available ground water.

Ground water was not mentioned in any of the lists in the seventh schedule of the constitution of India.
This could be because the farmers in their infinite wisdom did not envisage such a water crisis as we are facing
today. The fact remains that we are faced with this water crisis. Furthermore all the attempts at action made
by the various legislators have only tried to address extraction. None of the bills’ or acts have sought to deal
with the inequity and inequality inherent in the very conceptualisation of ground water. Water should not have
been handed out to the regulatory states at the time of the framing of our constitution. The reason why these
bills and acts have failed is because the focus of regulation was merely extraction, and the authority vested
with this power was based on a political or linguistic divisions of the state.

For an efficient regulatory regime, perhaps we require ecological, and more specifically aquifer-based
divisions. The question of rights, those of the landed and those of the landless, need to be addressed within this
framework. All attempts that ignore this question remain inadequate, and perhaps we need to look at water and
water management more holistically: understanding surface water, ground water and rain water as a common
pool of resource or a common world heritage. Segregating/dissecting does not make water management
efficient. There is a need to develop a universal bioethics regarding the abstraction of ground water.
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5.7. Genes, Sex and Ethics

(Not coming)
Prof. Yaman Ors, Dept. Medical Deonotology, Ankara University, TURKEY

The distinction between the non-reproducing individual body or soma and immortal reproductive
tissue or germ-plasm was first made by A. Weissmann at the end of the last century. Reminding us of
this point, Julian Huxley, one of the leading evolutionary biologists of our time, adds that even though
this distinction is not always so clear-cut as the former supposed, it is an important one. It begins in
metazoa, and the separation grows sharper during the latter's evolution.

In evolutionary terms, human sexual love and sex in biological systems in general can be seen as
a means for the continuation of the species. Further, in a similar "objective approach" and at such an
"objective level", the reality of sex can be scientifically studied from different points of view. This is
indeed realized, on the one hand, and from a biological and/or medical standpoint, at structural,
functional, biochemical, molecular levels; and, on the other hand, from psychological, social,
anthropological viewpoints, with their possible medical implications. :

The concept of the selfish gene might also be considered, possibly, in such a context, above alil
perhaps as regards reproduction. In additioh, the approach of evolutionary psychology provides us with
important clues as to such psychobiosocial phenomena as jealousy and sexual aggressiveness. Also our
behaviour and the subjective, phenomenological attitude underlying it in connection with human
sexuality and its reflections in social life such as family as an institution have definite ethical
implications involving different aspects of human interactions. These are certainly worth studying in

moral philosophy as well as in social or human sciences.
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6.1.

Human Genome Diversity Studies in South America

Genoveva Keyeux,
Pontificia Universidad Javieriana, COLUMBIA

Human genetic studies arc not new in South America. Even molecular genetics has already
made a long way in several independent research groups. Two main 1ssues have motivated local
scicntists to enter a characteristically European or North American scientific domain: the
understanding of health and disease is a matter of genes and environmeni, and that of history of
humankind is a matter of both social sciences and genes.

The historical context, especially of South and Central America, is the shaping and reshaping
of populations through at least 30.000 years. In this process, genes that came from the depth of Asia,
later from Europe and Africa, rmxed together. The resulting present-day populations evolved in
environments quite ditferent from those of their ancestors, thus giving origin to unique forms of
biological and cultural diversity.

During several decades, and in somc cases centuries, anmropolog'ists, archaeologists,
linguists, geneticists and other scientists h%ve been working on and with isolated communities in
South Amcrica, in an effort to unravel and interpret those forms of diversity. In more than one
occasion, Llreasures of jeopardized traditional wisdom, as well as scientific knowlodge, were
discoversd and rccovered through the eftorts of researchers, whose publications acknowledged such
achievements as part of humankind’s accomplishments.

In 1994, the Human Genomc Diversity Project created a South American Committee, which
was joined by several of the most important rcscarch groups from the region. Some others, like the
Javeriana University’s Human Genctics Institute, are still independent research teams, In a context of
growmg wternational nationalism and chauvinism, reactions in several parts of the world are due to
the way in which HGDP has given the impression that genetic research can be a commodity.
Concentration of research within a single group acting as the organization in charge of scientific and
economic ruling of investigation, is also pcrecived as negative.

This opposition has touched not only researchers in the field of genetics, but also of
anthropology, ethnobotany, medicine, etc, in many Latin American countries. Other events might also
have contributed to this clunate of distrust towards research, like political and mass media

manipulation.
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6.2. Genetic Research and Cultural Integrity

Leonardo D. De Castro
Department of Philosophy, University of the Philippines, Diliman, Quezon City 1104 Philippines
Email: Idecastr@cssp.upd.edu.ph

Some problems pertaining to the acquisition and custody of samples for the Human Genome
Diversity Project have partly been attributed to the failure of researchers properly to "educate"
research subjects coming from indigenous populations. While this assessment may be correct, it should
be noted that education, especially on matters that are culturally debatable, cannot be done instantly.
Education does not merely involve the passing on of information from the "learned" to the ignorant. The
process involves the appraisal of data within a unique framework containing values and priorities which
may differ from, and even radically conflict with those of the research proponents.

The use and transfer of technology involved in genetic research and engineering cannot be
evaluated solely from the perspective of the society from which it originates. The educational process
that it inevitably involves must proceed at a pace that does justice to the recipients' cultural integrity
and mechanisms for cultural adaptation. .

Health needs that have the highest priority for urgent genetic remedies in one society may not be
thought to deserve similar attention in others. Respect for persons requires that indigenous peoples be
given the prerogative of appreciating the value of new technologies within the framework of their own
traditions and priorities.
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6.3. Human Genome Project: Ethical Issues An Islamic
Perspective

Anwar Nasim
Advisor Science, COMSTECH Secretariat, 3 Constitution Ave., G-5/2, Islamabad-Pakistan

The sequencing of the three billion base pairs which constitute the total Human Genome has
raised a series of ethical questions. These issues have been discussed at great length and also extensively
documented. Such discussions also include consideration of the use of such techniques as Gene Therapy,
the diagnosis of diseases at an early age and of susceptibility of individuals to a given disease as a result
of their hereditary Genetic make-up. Information resulting from the HGP raises serious questions
about the limits to privacy, *Genetic discrimination used by employers to recruit individuals showing
susceptibility to occupational hazards in the workplace.

The answers to such questions will also be greatly influenced by the prevailing religious beliefs
and moral values of different societies. Nearly one billion inhabitants of the globe are Muslims and
their societies have also taken an interest in the ethical, legal and social implications of the Human

Genome project. The present paper will discuss in detail these issues from an Islamic perspective.



6.5. UNESCO IBC Report and an Ethical Oversight Committee

on Population Genetics

Darryl Macer, (with support of G. Keyeux, N. Fujiki, J. Fleming, HL. Chee),
Institute of Biological Sciences, University of Tsukuba, Tsukuba Science City, Japan.

We have just heard several perspectives on population genetics, and in particular, the Human
Genome Diversity Project (HGDP). In this paper | will summarise the conclusions of a report by a
UNESCO IBC subcommittee on population genetics, that | had the privilege to be working on, with the
support of several friends attending at the ABC, Genoveva Keyeux, Norio Fujiki, and Heng Leng Chee.

Given the transnational nature of population genetics studies, the issues raised were the subject
of a study by the UNESCO International Bioethics Committee. The report has been available on my
Internet site since completion in November 1995 <http://www.biol.tsukuba.ac.jp/~macer/index.htmi>.
Key points of the UNESCO report were: 1. no endorsement of a particular population genetic project;2.
call for establishment of a separate ethical committee that is available to all population genetics
researchers; 3. discussion of variety of ethical, ethnic and social issues.

Current population genetics research is under the oversight of different layers of control which
vary widely around the world. This oversight ranges from the discretion of individual researchers,
consent from the persons who provide the tissue samples, consent from the groups being studies, to
several layers of ethical committee. International regulations on research involving human subjects are
clear that informed consent is needed. Some funding agencies demand ethical review, such as NIH-funded
research in the USA. Some universities in the world also demand ethical review, and the trend is to have
more review. ‘ :

Some of the ethical issues of population genetics research need to be further addressed include:
Consent from individuals; Consent from population groups; How to obtain free and informed consent;
Selection and participation; Use of the knowledge gained; Return of benefits to participants; Clash of
world-views; Does the right not to know apply to communities?; Who speaks for a community?;
Ownership of genes and derived knowledge; Public understanding and racism or eugenics; Stigmatization
and genetic reductionism; International oversight of anthropologists & geneticists.
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6.6.The Visual Transcription of "Family Disease":
A Comparison of the Use of Medical Pedigrees in Canadian and

Japanese Genetic Counselling Practices

Yoshio Nukaga
Department of Social Studies of Medicine, McGill University

The focus of this paper has been on medical pedigrees as mediating devices between external and
internal, collective and individual aspects of the body, as well as between different professionals. | have
examined briefly the sequential transformation of family trees into medical pedigrees, i.e. into tools for
the production of medical evidence, or, more precisely, for the performance of family diseases and
further on, as icons of 'genetic disease.’ Medical pedigrees should not be reified: their power as clinical
tools lies less inside them than in the fact that they can be mobilized as part of an expanding network of
molecular evidence. Yet, one should also be careful not to 'oversocialize' pedigrees: objects and tools play
a mediating role in social relations, to which they cannot be reduced. '

An implication of my analysis_ is that the power of genetic knowledge resides not only in
technological developments in laboratory work, but also in clinical work where fact mobilization is
practiced in the taking of medical pedigrees. While | do agree with several aspects of the argument
according to which the application of molecular biology techniques to medicine constitute a radical
change of perspective, | hope to have shown that 'new genetics' and its clinical performance resort to
apparently 'mundane’ tools such as pedigrees, that have a longer, more complex history. This also means
that the 'new genetics' is not exclusively grounded in laboratory tools materials, but also resorts to
clinical data and records: laboratory samples will not work properly without the accompanying
pedigree. For sure, the new genetic network into which pedigrees are by now integrated is a different
~ network from the ones of which they had previously been a part. Yet, these differences should not blind
us to the presence of continuities inscribed in the very tool that are transmitted from one period to the
other.

Finally, and in relation to my previous point, | hope to have shown that a central issue in
relation to which these continuities can be explored is the notion of the family. Quite often, social
scientists have approached the topic of human and medical genetics in terms of the twin issues of race
and eugenics. The association between pedigrees and family, while certainly at first less dramatic,
appears to me as at least as decisive for any detailed exploration of the contemporary mechanisms of

'bio-power' and 'bio-sociality'.



6.7. Ethical Issues in Providing Genetic Services to the Asian

Population in New York City

Victor. P. Penchaszadeh, Beth Israel Medical Center, N.Y., USA

The Division of Medical Genetics of Beth Israel Medical Center has been providing comprehensive
genetic services to the growing Asian population of New York City for the past several years. A
bilingual-bicultural Chinese American social worker form the Chinatown community was trained as a
genetic assistant, to identify patients at increased risk of developing an inherited condition or having
offspring with birth defects. Patients attending several primary health care centers in Chinatown were
screened for increased genetic risks and offered genetic counseling and testing, including prenatal
diagnosis. The work of the genetic assistant was at all times supervised by the genetic counseling team of
the Division. Brochures in the Chinese language were developed for patient education in issues such as
the risks of advanced maternal age, the meaning of screening for maternal serum biochemical markers
and the importance of carrier screening for abnormal hemoglobins. The main ethical issues confronted
by the medical genetics team in addressing the needs of the Chinese Ameriéé}l community have been:1)
Socioeconomic barriers for patients without proper health insurance; 2) The Clash between the non-
directive genetic counseling approach followed by the providers and the expectations of patients of being
guided in their reproductive decision-making; 3) The role of sex prediction in outcomes of prenatal
diagnosis; 4) The submissive attitudes of wives towards their husbands in reproductive decision-
making; 5) The role of the extended family in decision-making and in the support network. As expected,
recent immigrants showed a greater cultural disparity with western medicine practices than families

that have been acculturated for more than one generation.
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7.1. Ethical Guidelines for Clinical Genetics in Japan

Mariko Tamai, Shinshu University School of Allied Medical Sciences, JAPAN
Email: mtamai@gipac.shinshu-u.ac.jp

Clinical genetics has mostly treated single gene disorders, which, in a narrow scope, are genetic
diseases, and congenital anomalies. However, recent research has shifted its target to include common
diseases such as cancer, diabetes and high blood pressure. In western countries rules to match the needs
of such target changes are being established.

Also in Japan several associations have begun developing guidelines such as one developed by the
Japanese Association of Family Tumor. One such attempt by this association is a set of guidelines for
genetic testing. These guidelines had a unique development process and the following characteristics,
which have never before been seen in Japan:

1) The ethics committee which developed the guidelines consists of not only association members but
non-members from outside of the medical community. As a result, academic interdisciplinary
discussions were facilitated.
2) The guidelines insist upon counseling which takes into account the fact that a strong negative bias
against individuals with genetic diseases exists in our society.
3) The guidelines distinguish between research and clinical applications, whose distinctions were
ambiguous in the past. The guidelines also refer to the fact that many techniques are still in the process
of being tested. :
4) The concerned parties were interviewed in the process of developing the guidelines.

This set of guidelines, including its unique developing process, might become an example for other
guidelines in Japan. It is possible that similar ethical guidelines will be developed at a professional
level.
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7.3. Ethical Issues in Genetics in the Next 100 Years

Glenn McGee
Center for Bioethics, University of Pennsylvania, USA

The past 100 years have seen unprecedented changes in how genetics is perceived by children and
adults, families and other social institutions. Genetic information has become important for medicine,
and scientific genetics has changed more than any other section of modern research. However, in the
next century the changes will be more profound and rapid. Some areas of genetic medicine, such as
simple genetic explanation of diseases and traits, will fall away. However, genetic diagnosis and gene
therapy will become more and more effective as partners to environmentally and nutritionally-based
medicine. One very important role of bioethics is to use imagination to plan the allocation of resources,
the writing of laws, and the course of training for our children and young professionals in this new
world. | will argue that there are three primary areas that must be studied in order that we are
prepared. Current bioethics has all but ignored these areas. First, gene therapy and preimplantation
diagnosis for 6-8 cell embryos will be thoroughly assimilated into obstetrics technologies. How much
should parents be able to use such technologies to design their offspring? What are the moral objections
to design of offspring that are most useful in initiating public conversation? Second, public health uses
of genetic testing are likely to involve some public pressures on adults and institutions to regulate both
the kind of therapy that is available and the times and manner of reproduction. What is a "heaith"
public? How should we think about society for the purpose of regulating genetic testing? Third, it is
clear that the maldistribution of public resources in health care cannot continue in the USA and other
countries. How will the redistribution of health resources affect genetic research and therapy, and how
shall we articulate an international scheme for just distribution among public health, hospitals, home
care, genetic medicine, education, and other competing social goods?
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7.4. Moral Controversies on Preimplantation Genetic Testing

Dr. Sahin Aksoy, Centre for Social Ethics and Policy, UK

Preimplantation genetic testing (PIGT) is a recent medical advance, by which embryologists can
predict many characteristics of a child-to-be-born as early as the four-cell stage. However, such
applications have been subjected to criticism by many writers for a variety of reasons. In this paper |
will examine PIGT, and elaborate on the moral dimensions of its use.

The main idea of PIGT is defined as the resolution of the question of the embryos genetic status in
high-risk couples before its implication in the endometrium. It is also proposed that it be used in the in
vitro fertilization (IVF) process to select embryos on the basis of their genetic make-up using
particular quality criteria. PIGT is evaluated as more abstract and less invasive than other prenatal
testing (PNT) techniques, and it is argued that abortion, with its ethical, religious, psychological, and
medical problems, can be avoided, and the uncertainty of the first weeks up to PNT can be minimized.

But counterposed to these advantages it is maintained that, PIGT has the potential of leading to
unjustified termination of pre-embryonic lives, eugenics, increased anti-handicap attitudes and gender
selection for "social" reasons. Although there are some other relevant ethical issues, the moral status of
the prenate is at the heart of these discussions. One writer argued that, to destroy an embryo merely
because of its genetic characteristics could signify the reduction of a human life to the sum of its genes.
In the hope of providing answers to those questions the moral status of the prenate will also be discussed

in this paper.
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7.5. Bioethical Issues in Human Genetics in India

Kailash C. Malhotra,
Indian Statistical Institute, 203 B.T. Road, Calcutta 700 035, INDIA

Indian society is an agglomeration of over 40,000 endogamous human groups displaying a rich
socio-cultural, linguistic and biological diversity. India is also a mega- biodiversity area of the world
with over 1,22000 wild species of plants and animals. This rich human and other biodiversity, as well
as the structure of human populations (variable levels of inbreeding, large families, large number of
rare genetic mutations, rare genetic disorders, etc.) continue to attract the interests of researchers
from all over the world. However, recent advances in molecular genetic technology using DNA, human
genome diversity initiatives (global and Indian), the rush for patenting human genome and other bio-
diversity by western countries have raised serious ethical issues. This paper discusses the nature of
emerging ethical issues and their likely impact on the future of genetic research in India and
international collaboration in genetic and biodiversity related research. It discusses the various
measures initiated by the Government and the debate generated by scientists, academic bodies and the
NGOs. In concludes that while in the immediate run national and international legislation is essential, as
well as value-based self-imposed ethics by all involved, in particular the scientific community, in the
long run the global community must strive for complete ban on patenting of all live-forms, and create
conditions for exchange of genetic materials, processes and technologies without royalty and fear, for
the benefit of "every men and women and humanity as a whole, without infringing the rights of any"
(George B. Kutukdjian); these have been the values pursued by human societies the world over, until
recently during the course of their short but eventful evolutionary march and must be respected.
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7.6. Recent Trends in Bioethics in Medical Genetics & Cloning

Norio Fujiki,
Fukui Medical University; Medical Advisor, TOYOBO Tsuruga Gene Analysis Laboratory;
Secretary General, UNESCO Asian Bioethics Conference

The application of new biotechnology has developed with tremendous speed, and DNA technology has
created ethi roblems requiring the development of guidelines on medical genetic practices, such as
early diagnosis, mass screening prenatal diagnosis, carrier detection of genetic disease, as well as
prediction of genetic susceptibility to common diseases, and this development is becoming more and
more important to the society we live in. Use of genetic counselling, together with such preventive
measures as prohibition of inbreeding and promotion of family planning in eugenic law, have been
mostly éf{:ctive.

Recently medically-assisted procreation, for example in vitro fertilization, embryo transfer,
reimplantation diagnosis, has been developed rapidly, and most recently, cloning embryo experiments
have been reported. These applications are still in their early stages, and ethical debate on this new
reproductive technology.

We should not open Pandora's Box, which might cause the destruction of the whole world, through the
misuse, misunderstanding and temptation of biotechnology. We should make every effort to educate the
general public, as emphasized by our MURS Campaign and in the UNESCO Declaration.
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8.1. Gene Therapy of Mitochondrial Diseases

Yasuo Kagawa, Jichi Medical School, JAPAN Email: ykagawa@jichi.ac.jp

There are large ethnic differences in the frequency of genetic diseases. Cystic fibrosis, the most
common target of genetic treatment in Caucasians, sickle cell anemia, very common in Negroids, and
thalassemia, common in the Mediterranean population, are described in many foreign textbooks.
However, these are not found among Japanese. The most frequent genetic disease caused by a single gene
in Japanese is mitochondrial. The disease of about 1-3% of the 6 million diabetics is caused by
mitochondrial mutation, and over 100,000 involve the MELAS mutation discussed below (1). This can
result in diabetic nephropathy and many other conditions. Mitochondria (mt) are the sites of oxidative
phosphorylation,and thus, the highly energy-dependent brain and muscle are often affected by mt
mutation (2). This is mt encephalomyopathy, which is often accompanied by lactic acidosis as a result
of a compensatory increase in glycolysis. In the muscle pathological mt known as "Ragged red fiber" is
found to increase, and crystalline inclusions are found in electron micrographs of mt.

There are point mutations (Leber's disease etc.),and deletions (KSS:Kearns-Sayre syndrome etc.) in
mtDNA, as in nuclear DNA, but diseases of protein synthesis caused by defective mt-tRNA arising from
point or deletion mutations are most frequent. The three major clinical types of mt-
encephalomyopathies are KSS, MELAS and MERRF. MELAS(mitochondrial myopathy, encephalopathy,
lactic acidosis and stroke like episodes) is a mutation of tRNA(Leu,UUR)and a #3243 (A to G) mutation
is the most frequent. The symptoms are poplexia, hemiplegia, partial blindness,neural deafness etc.
MERRF(myoclonus epilepsy with ragged red fibers) is caused by a mutation of tRNA(Lys) at #8,344 (A
to G), and is characterized by myoclonus epilepsy. KSS is caused by a partial deletion of mtDNA, and the
onset of trias (external ophthalmoplegia, atypical retinosis pigmentosa, and disturbance in cardiac
conductance) before 15 years old. When all the mtDNA in a cell is affected, this is known as
homoplasmy. However, in most clinical cases, both normal and mutated mtDNA are mixed in a cell
(heteroplasmy). Mt genes are maternally inherited, and the severity of symptoms depends on the degree
of heteroplasmy. Since most mt proteins are encoded by nuclear DNA, there are also many mt diseases
caused by nuclear genes.

In order to analyze mt diseases, cells devoid of mtDNA, called p° (rho zero), and cells with no nucleus
called cytoplasts are fused together, and in this way, diseases caused by mtDNA and nuclear DNA can be
differentiated. The analysis of mutant DNA promoted fetal diagnosis and gene therapy. A new type of gene
therapy using cytoplasts is also being developed (4). Since mtDNA is expressed equally in all tissues,
tissue-specificity of muscle mt etc.is determined by alternate splicing (5). A control system for the
transcription and splicing due to the signal transduction is needed for the future elucidation of mt
disease.

Since the mutation rate of mtDNA is about 10 times that of nuclear DNA, genetic diseases caused by
mtDNA mutation are on the increase, and are rapidly accumulating in modern society where practically
no natural selection exists. However, in Japan, abortion because of genetic diseases discovered by fetal
diagnosis is officially forbidden by the Gynecological Society. However the parents cannot take care of
the child to be born to the end of the later's life. If this irresponsible attitude of the Gynecological
Society continues, genetic diseases will accumulate in a society with no natural selection, and at some
point in the future the consensus against abortion will breakdown. In Japan, the cost of fetal diagnosis is
not paid for by public insurance. This has th paradoxical result of increasing the burden on society and
leading to the present state where we face a shortage of resources. Unfortunately, many Japanese
scholars of bioethics insist on a “social consensus" consistent with their own views and "fetal rights".
Thus, the prevention of genetic disease by prenatal diagnosis called for by public opinion is not discussed
openly. As a result, patients and their families cannot receive proper consultation, and their health and
life may be threatened.

Finally, while human cloning is promising as a solution to regeneration and aging, its ELSI (ethical,
legal, social issue) need to be discussed. The present cloning technology depends on an oocyte, and a

human clone would not be the exact copy of their somatic cell, rather oocyte mt is involved.
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8.2. Bioethical Aspects of Medical Applications of Human
Genome and Gene Therapy Projects in Russia

Victor fvanov, Russian Academy of Medical Sciences, RUSSIA

The introduction of genomic technologies and artificial molecular devices into routine genetic
care, diagnosis and treatment calls for reconsideration of the general ethical code of professional-
patient-family-society interactions when dealing with genetic and common diseases. In addition to the
universal principles of observance of human rights and dignity, the free and informed consent of a
subject and/or his/her legal representatives when undergoing any of other features unfavourably arise
related to the nature of genetic disorders, the specific mode of communication of genes in families and
populations, the biological safety of the genomic constructs, as well as certain ethnical, cultural,
educational and other intrapopulational differences, which are to be taken into account to aboid conflicts
and to ensure the just conduct of respective cases. The outlined heterogeneity of population is peculiar
to Russia with its about 150 million inhabitants belonging to some dozens of ethnic groups and a dozen,
at Ieast, different religious confessions. Research and health care activities within the frameworks of

several national projects exemplify the above statements.

A7REBBE R/ A/BEFRETOS ) FOEFHNILAOESHENHE
BEEEHRE S — TRV OSUZ—N | (D)7

BERAEOTT. B, BRIZY / ARBEAISFEEEHATHICE, BLEE BRI NOMSICE
WT, FMR-FF -RE-HIOBECEADORBRBELROBELLELLET., ABOEN CEHOEE,
TRTCOBEILBIT BFARY /B ZORBAOBH THBICE DK RAE, BEFROLRDOTS AN —
EVD LEBMIFEMICNA., BRAOMHE. RELERMOBKAEROBEGTFH#E, 7'/ AEREDEYFEH
REM., TUTEHRZE(S, &7 —XHEBL IMTRHIZR S HICERTE, EARMOME, X, HETO
fRICHITDENCBELL. BEKOEERINEENDIZLEIRBIONERA, CTICELHEEREORAMIL.
185,000 ADERMATHORKE . BRETHTLK DHDOTRICHNLNATNS, OST7HEDHDTT,
W<DOPDERTOY 29 FORATORR/ANIVRYT7E8N,. LEEMRISTRUTHET,



8.3. Gene Therapy: Professionals go further away from Public
Opinion

Yasuko'Shirai, National Institute of Mental Health, NCNP, JAPAN
Email: shirai®ncnp-k.go.jp

Dramatic advances in the Human Genome Project may open the door to gene therapy not only for
hereditary diseases but also certain kinds of malignant tumors and AIDS. Japan's first steps towards
gene therapy took place in 1993, when the Health Science Council in Japan issued “Guidelines for Gene
Therapy Clinical Research”, and in the next year the Guidelines were authorized by the Ministry of
Health and Welfare. In 1995, the first Japanese clinical research on gene therapy was started on a five
year old boy with ADA by a group of doctors at Hokkaido University Hospital. This work came to a
tentatve conclusion in 1996. Many other Japanese medical professionals are pursuing similar plans for
gene therapy of malignant tumors and AIDS.

To ascertain differences in attitudes to gene therapy between professionals and lay persons, |
have conducted two opinion surveys. The first survey, that of experts, was carried out in July, 1994,
with the cooperation of the Japanese Society of Human Genetics and the Japanese Society of Inherited
Metabolic Diseases. 700 questionnaires were distributed by mail to members chosen from the
namelists, and a total of 358 responses were received (a response rate of 51%). The second survey,
that of lay persons, was carried out in October, 1996, with the cooperation of three parent associations
with handicapped children and a medical consumers' self-help group in Kyoto. 810 questionnaires were
distributed to members and a total of 352 responses were received (a response rate of 43.5%).
Differences in attitude among the two groups will be examined for six cases of gene therapy.
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8.4. Human Genetics and the Integrity of Self: Germline Gene
Therapy and Cloning

Maurizio Salvi,
Department of Philosophy, Maastricht University, Postbus 616, 6200 MD, Maastricht, Netheriands
Email m.Salvi@philosophy.unimaas.nl

The purpose of this script is to analyse the ethical meaning of Germ Line Gene Therapy (GLGT)
and Cloning (CL). We will found an ethical theory by linking self identity problems to the genetic
manipulations. | shall present a new explanatory model in biotech. My evaluation will be based on a kind
of approach which is new to the problems considered: analytical philosophy, more specifically the
analysis of personal identity as an interpretative key. In particular | will analyse how the genetic
identity of human pre-embryos is considered in their different development stages, following Robert
Nozick's concepts (Nozick, 1981). The relationship between genotype and phenotype will be analysed
with special regard to the degree of organic unity (Moore, G.E., 1964; Nozick, R., 1981). | intend to
address the problem of how violation of the genetic identity of the individual could involve the
destruction of his/her natural identity and the replacement of the latter with an artificial one

Abbreviations: Germ Line Gene Therapy = GLGT; Cloning = CL; Self Identity = S|
Keywords: Nozick, Embryo, Pre-Embryo, Cloning, Intrinsic Value, Organic Unity.
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8.5. Will Nature Protect Itself Against Irresponsible Genetic
Manipulation?

- Frank J. Leavitt, The Jakobovits Centre for Jewish Medical Ethics
- Ron Alexenberg , Dept. of Microbiology and Immunology
Faculty of Health Sciences, Ben-Gurion University of the Negev, Beer Sheva, Israel

Much bioethics literature has recorded fears that genetic manipulation may produce weird
monsters, or genetically modified plants which might "break loose" and dominate entire ecosystems. We
propose to explore the hypothesis that nature may have built-in integrity-preserving methods of
defence which set limits to radical tampering with an organism's genome, dooming to failure
modifications which go beyond a certain limit. There may also be natural processes by which
ecosystems repair themselves, even after profound damage. As known, major disasters cause accelerated
evolution. For example, the extinction of dinosaurs opened the niche to allow for the quick evolution of
mammals.

Mechanisms which preserve the integrity of the genomes of organisms may include DNA repair
enzymes such as the mismatch repair enzymes and loop repair enzymes. Upon fusing the nuclei of human
and murine cells, expecting to create a new monstrosity, researchers were dumbfounded to see the new
recombinant cell throw out whole human chromosomes one by one. Conversely many gene transfer
techniques are useful, such as YAC (yeast articial chromosomes) transfers into cells. Transgenic
mammals are reproductive. Ecosystems may also be protected by the as-yet not understood processes
which allowed for re-establishment of flora and fauna in the Chernobyl area.

If the hypothesis under consideration is correct then questions about the ethics of tampering with
God's nature may be irrelevant questions because nature is capable of defending itself. A cautious
optimism would then replace fears over the future effects of genetic manipulation. Legislation to
restrict genetic manipulation might then be unnecessary. But there is truth on both sides of the story.
Is humankind able to overcome natures' protection mechanisms? And even if nature will correct itself,
the suffering of individuals can be too great. If nature is capable of overcoming our tampering with it,
the ethical considerations take on a totally different perspective.
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C1. Ethics in the Age of Science and Technology

Michio Okamoto
President, Asian Bioethics Conference

One of the most serious problems in our society today is the ethical scandals of those engaged in
education and politics in the medical field.

As you know, medical science started in ancient times and developed closely connected with magic
and religion. However, in recent times it has come to be based on science and technology. Therefore, now
we have to discuss the problem of ethics in science and technology when we talk about medical ethics. |
have three points to discuss in this connection.

1. Now we think of highly advanced science and technology when we think of advanced medicine.
However, we have to have some ethical boundary between medicine, and science and technology as applied
to medicine.

2. Modern science and technology has its origins in the scientific revolution and the body mind dualism
of Bacon and Descartes. How were ideas of God, religion and ethics dealt with in their theories?

3. Having contrubuted so much to human welfare, Western science and technology has at the same time
resulted in much harm and many problems, for example the destruction of nature. When approaching
these problems we must remember that Western science is not unique and that at various times through
history other sciences differing in their cultural backgrounds such as those of China, India and the
Islamic countries have existed. These differ in their views of the relationship between Man and Nature,
and particularly now when modern Western science is being put to the question over this concern,
looking at Eastern and especially East Asian ethics in medicine is of great significance.
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P1.Bioethics Surveys and Universal Approaches To
Biotechnology

Darry! R.J. Macer
Institute of Biological Sciences, University of Tsukuba, Tsukuba Science City, 305, Japan.
Email: macer@biol.tsukuba.ac.jp

International research raises the issue of how universal bioethics are, and whether different
standards can be applied to different peoples. Results of an International Bioethics Survey conducted in
more than a dozen countries since 1993 suggest the same diversity of opinions on many issues raised by
biology is found inside each society. Some examples of the results will be discussed to illustrate this
point, and the methdology discussed. There are three ways to think of the term “bioethics”, one is as
descriptive bioethics - the way people view life and their moral interactions and responsibilities with
living organisms in life. Another is prescriptive bioethics - to tell others what is good or bad, what
principles are most important; or to say something/someone has rights and therefore others have duties
to them. Both these concepts have much older roots, which we can trace in religions and cultural
patterns that may share some universal ideals. A third type is interactive bioethics, where different
people or groups discuss the above two types of bioethics. ‘
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P2. Human Relationships with Animals in Asia Pacific

Countries and Bioethics

Kyoko Yokoyama, Darryl Macer,
Institute of Biological Sciences, University of Tsukuba, Tsukuba Science City, Ibaraki 305, JAPAN
Email: macer@biol.tsukuba.ac.jp

An analysis of comments made by respondents to the International Bioethics Survey conducted in
1993 in 10 countries of the Asia-Pacific region that mentioned animals was made. There were more
comments including animals in response to the open question on images of nature than images of life.
The proportion of the total comments that included animals ranged from 12-56% for nature, and from
5-28% for life. Russian respondents were the least likely to mention animals, and Australians most
likely.

Among the images of nature which included animals, the most common types of relationships
were: aesthetic (36%), neutralistic (27%), discussing pollution (17%), ecologistic (13%),
biocentric (9%), harmony including humans (9%), humanistic (6%), utilitarian (4%), scientific
(1%), with moralistic, negativistic and doministic comments less than 1%. Among the images of life
which included animals, the most common types of relationships were: biocentric (32%), ecologistic
(17%), aesthetic (16%), discussing pollution (11%), naturalistic (10%), humanistic (8%),
harmony including humans (7%), moralistic (6%), scientific (6%), utilitarian (2%), negativistic
(1%), and doministic (0.3%). There were few differences between countries, for example, there were
more naturalistic comments in India, Hong Kong, the Philippines and Singapore; more ecologistic in
Australia; more biocentric comments in Australia and Japan; and more comments with the idea of
harmony including humans in Thailand. In general, respondents who mentioned animals were more
supportive of the statement that “animals have rights that humans should not violate”; and less positive
and more negative in perceptions of science; and less willing to approve of genetic engineering of a
sports fish. However, there were very few differences in environmental attitudes. Rural respondents
had a tendency to express more comments about animals in their image of life, and expressed the idea of
harmony including humans more.
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P3. Attitudes toward Molecular Genetics Predictive Testing:
Case Study of Familial Amyloidotic Polyneuropathy in Kyushu
Island

Kaori Muto (The Health Care Science Institute)*

Setsu Akutsu (Japan Juvenile Education College)

Jiro Nudeshima, Ph.D (Mitsubishi Kasei Institute of Life Science)

Shohei Yonemoto (Mitsubishi Kasei Institute of Life Science)

*The Health Care Science Institute, Akasaka Noa 5F, 3-2-12 Akasaka, Minato-ku, Tokyo 107
Email: VZF11033@niftyserve.or.jp

FAP is an autosomal dominant genetic disease with prominent peripheral and autonomic nerve
involvement. We conducted a semi-structured interview study to understand the attitudes of people with
FAP and medical professions toward predictive genetic testing in Kyushu Island. As results, we have
found some differences between the patients association, who wanted to promote the test to root out the
disease, and medical professions, who have shown the reluctance to provide the service. We would like to
discuss how the difference arise from the social and cultural context.
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P4. Key lIssues in Bioethics in Japan

Jiro Nudeshima
Mitsubishi Kasei Institute of Life Sciences, 11, Minami-Ooya , Machida-shi, Tokyo 194

Email: jiron@libra.ls.m-kagaku.co.jp

The state of advanced medical procedures in Japan is riddled with some unsettling contradictions.
Some are performed without serious debate nor regulation, while others are not permitted or timidly
performed under strict scrutiny. | would like to show two fundamental problems which | think account
for this situation. One is lack of medical profession's self-governing organization, the other is lack of
regulation system covering all experimentations involving human subjects. | would also like to point out
a lack of national center in Japan for coping with international standard-setting and propose what must

bedone.
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P5. Biodiversity Conservation and Ethics: Sacred Groves and Pools

K.C.Malhotra (1), Shashi Stanley (2), N.S. Hemam (1) and Ketaki Das (1)
1. Indian Statistical Institute 203 B.T. Road, Calcutta 700 035, INDIA
2. Integrated Rural Development of Weaker-sections in India Semiliguda 764036, Orissa, INDIA

Throughout human history people have evolved cultural ethos and institutions to promote long
term persistence of biological communities.These traditional systems of conservation have taken the
form of sacred sites (sacred groves, ponds, sacred species). The objectives of the present study are: to
report sacred groves and a sacred pool from West Bengal and Orissa, India; to describe the ethical valuse
associated with these sacred sites; and to examine the bearing of such ethical pfactices in biodiversity
conservation efforts.

The materials presented in the paper comprises of field surveys carried out in sacred groves
(SG) of seven villages of West Bengal and 200 villages of Orissa. Besides, a sacred pool in Orissa has
also been described. The main findings of the present study are: (i) in all SGs there are strict cultural
taboos in harvesting of plant biomass and hunting of animals; (ii) none of the forest products in the SG
can be exploited for commercial purposes; (iii) all SGs were found undisturbed; (iv) in the sacred pool
harvesting of fishes and other aquatic fauna and flora are strictly forebidden; (v) the protection of
sacred sites is maintained by belief in powers of resident spirits and deities, and no policing or
monitoring is carried out by humans, and (vi) persons violating the established norms and values are
generally not punished, instead are punished by local spirits/deities.

In all studied villages, the communities, irrespective of ethnicity, rellglon langauge, age or
gender observe traditional values and ethics in maintaining the biological and cultural integrity of the
sacred sites. Such values and ethics related to sacred sites have a strong bearing on the conservation of
dwindling biodiversity. There is plenty to learn from such prudent cultural practices related to care and
use of natural resources.
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P6. Women and Environment

Dua Kamal Kumar

Dept. of Zoology, Dayalbagh Educational Institute, Dayalbagh, Agra, 282005, India

Women are society's most important resource managers. In some countries, they perform 80% of
the work in running the household, in supplying such essentials as water and firewood, and in farming.
Unfortunately, women have not received proper recognition due to lack of étatus in the society,
education, land property rights etc.. Traditionally, they have been by-passed when training, technology
and access to technical assistance were being passed around. Further, environmental degradation has
made their task even heavier. Deforestation has made them to walk even further, access to safe water has
sickened their children and desertification has taken their cropland. The latter has led to the migration
of the bread winner to other areas for employment, thus putting added burden on the women.
Environmental problems are social problems. The time a woman spends dealing with the ramifications of
environment declines which include searching for food, collecting drinking water helping her children
to grow and earning money. ‘

Thus there is a need to improve the social environment of women. This is only possible by
providing education to women , low cos;: technology for maintaining their hose related work and decision
making power within community. The problems of women require attention and solution has to passed on

to them. the reason is simple as the women holds the key to a sustainable environment and development.
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P7. Mulitple Authorship in Japan and the West

Michael D. Fetters, M.D., M.P.H., Lecturer, Department of Family Medicine, University of Michigan
Medical Center.

Todd S. Elwyn, J.D., Fourth-year student, University of Michigan Medical School. Fulbright Graduate
Research Fellow, Department of Law, University of Tokyo.

Objective: To assess and compare the mean number of authors per article in a Japanese and a Western
biomedical publication.

Design: The numbers of articles and authors appearing on original contrlbut|ons case studies, or
communications in Japanese Circulation Journal (JCJ) and Circulation Research (CR)for the years
1983, 1993, and 1996, were tallied and means calculated.

Main outcome measures: Mean number of authors per each article type.

Results: There were 1,590 original research contributions to JCJ by 246 Japanese authors for a mean
number of 6.5, and range of 1-13 authors per article. There were 2,022 original research
contributions by 461 non-Japanese authors to CR for a mean number of 4.4, and range of 1-16 authors
per article. There were 296 authors on 45 case reports in JCJ for a mean of 6.6 authors per case
report with a range of 2-12 authors, and 225 authors on 59 communications in CR for a mean of 3.8
authors per communication with a range of 1-11 authors per article.

Discussion: In the years 1983, 1993, and 1996 there were roughly 2-3 more Japanese authors per
article in the Japanese Circulation Journal than there were non-Japanese authors per contribution in
Circulation Research. Groupism and the hierarchical structuring of Japanese research groups arguably
account for legitimately larger number of Japanese authors per contribution than non-Japanese authors
per contribution. These data and analysis illustrate that publication of the results of scientific inquiry
is in fact the interface between the scientific method and the culture of the contributing investigators.
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P8. Interface Between Faunal Biodiversity and Cultural Heritage in

Southwest Bengal, India
Kailash C. Malhotra and Ketaki Das
Indian Statistical Institute, 203, B.T. Road, Calcutta 700 035, INDIA

This paper examines the interface between faunal biodiversity and cultural heritage among
forest dwelling communities of southwest Bengal, India. Data on species diversity, abundance, temporal
changes and the relationship between wild fauna and the local communities were gathered from 20
villages, 10 each in once degraded but presently regenerating forests and in well preserved forests. In
depth interviews were carried out among 369 households. The main findings of the study are: (i) the
number of species in preserved forest villages was substantially higher (n = 170) compared to the
regenerating forests (n = 124); (ii) the local communities hunted a variety of animals - mammals,
birds, reptiles, amphibians, fishes etc; (iii) animals species hunted were significantly higher (53%)
in preserved forest compared to regenerating forests (24%); (iv) significant inter-ethnic variation
were observed in terms of number of species hunted and their quantities; (v) besides animals being
consumed as food, the relationship between animals and local people is inti‘m‘ately connected with their
social, cultural, economic and religious aspects; (vi) the communities practice an elaborate set of
taboos, rules regulations in terms of harvesting of animals, and (vi) the persistence of faunal
biodiversity, especially the ones that are harvested, is clearly because of prudent cultural ethos

practiced by the indigenous cultures, rather than the State sponsored legislations and Acts.
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F1. Welcome address

Masakatu Sudo, President, Fukui Medical University

It is our great pleasure to welcome many distinguished participants from various countries to
the Satellite Symposium on Medical Genetic Services and Bioethics in Fukui as the 6th International
Bioethics Seminar in Fukui.

Advances in science and technology have brought about remarkable benefits to mankind. This year
is the 20th anniversary of neonatal mass screening in Japan, one type of genetic test. The purpose of
neonatal screening is to secure early identification of problems and provide prompt treatment, and
consequently, beneficial results have been obtained.

Recent progress in medicine, especially gene medicine, has opened the door to gene diagnosis,
gene therapy, and biodrugs for example. However, as everything has two sides, benefit and disadvantage,
it is causing various new problems, legal, ethical and social, which were never experienced in the
history of human evolution. Therefore, it is important to make every effort to prevent or minimize the
adverse effects.

At the UNESCO Asian Bioethics Conference in Kobe, these issues were discussed from various
points of view such as law and ethics, Asian bioethics, education, human genome project and gene
therapy. In this symposium also, the present state and perspectives of medical genetic services and
bioethics in various countries will be presented and discussed.

| hope this symposium will stimulate a multidisciplinary discussion on the compatibility of
medical genetic services and bioethics which is essential for medical genetic services that will lead to

improved life for every individual.
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F3. Welcome and Explanatory Speech

Masaru Kuriyama,
Program Committee Chairman, Dept. Internal of Medicine, Fukui Medical University, Fukui

Welcome, all participants, to our Fukui Symposium. Before starting this one day symposium in
Fukui, | as a chairman of advisory committee in Fukui Medical University, would like to explain to you
briefly the history of our International Bioethics Seminar in Fukui and the UNESCO Asian Bioethics
Conference (ABC) in Kobe, and just how we planned this symposium. UNESCO ABC '97 follows up the
International Bioethics Seminar in Fukui held in 1987. At this first meeting we welcomed Prof. Jean
Bernard, former President of the French National Academy of Science who gave a plenary lecture on
Activities of National Bioethics Committee,. At the time the symposium was little known in Japan, but it
was followed by conferences in 1990, 1992, 1993, and in 1995 a joint conference with UNESCO IBC
and MURS Japan.

We have discussed ethical, legal and social problems raised by the rapid progress of human
genome research, in order to make what we might call a hybridoma between science, technology and
humanity. We have also decided to continue cross cultural discussion on bioethics, and to strengthen
friendship between biologists, physicians and bioethiologists, philosophers, lawyers, educators,
economists and administrators as well as the general publicworld wide, with special focus in this Asian
Conference.

Almost 400 Japanese and 50 foreign panelists have joined in our ABC'97 in Kobe from Nov 4-7,
leading to its great success. Taking this excellent opportunity, we have planned to continue discussion on
the control of hereditary diseases, which has hitherto been discussed by the WHO Scientific Group in
Geneva since 1993 and was published in TRS 865 in 1996. This will take place at this WHO-assisted
Satellite Symposium on Medical Genetics Science and Bioethics, under the kind support of WHO, UNESCO
and the Japanese Society of Human Genetics, in International Convention Hall which opens here in Fukui,
today Nov.8, 1997.

After heated discussion at ABC'97 during the last 4 days in Kobe, | hope many of you enjoyed the
bus tour to Fukui and appreciated the traditional beauty and spirit of Japanese Handmade Paper and the
Eiheiji Zen Experiences.

Now, we will start our whole day of discussion. First of all after this opening session, Dr.
Bulyzhenkov, Head of the Hereditary Disease Program of WHO, will give a plenary lecture on the HD
Projects of WHQ, to be followed by Dr. Wertz, Head of Social Science, Shriver Center, who will talk on
the WHO Guidelines. After a short coffee break, we will proceed to the first panel discussion on Recent
Trends in Each Country by 7 panelists and the 2nd panel discussion on International Consensus Survey
by 4 panelists, chaired by Dr. Bulyzenkov and Dr. Fujiki, respectively. After lunch, discussion
continues by Japanese and Foreign Commentators will continue for three hours, after reading out of TRS
865 (1993) and the Guidelines on Ethical Issues in Medical Genetics and the Provision of Genetics
Science 1995, translated into Japanese in 1997, which will act as reference sources for this
Symposium. Probably, you have already received and read them carefully. After receiving any
suggestions, we are planning to publish the proceedings for further education of the general public by
the end of March 1998.

[ hope you will enjoy this meeting and the farewell party afterwards until 18:00 and will go
back to your countries bearing with you the tremendously fruitful results of this meeting. Thank you for
your attention.
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F5. Proposed WHO Guidelines on Ethical Issues in Medical
Genetics and the Provision of Genetics Services

Dorothy C. Wertz, Head, Social Sciences, Shriver Center, Watham, USA

In 1995, WHO released a 117-page draft of ethical guidelines, covering education, genetic
counseling, screening, testing, prenatal diagnosis, and DNA banking. The major recommendations were
as follows:

1. Services available to all, regardless of ability to pay

2. Non-directive genetic counseling

3. Voluntary rather than mandatory services, except when early diagnosis would benefit a newborn

4. Disclosure to patients of all clinically relevant information

5. Confidentiality maintained, except when there is high risk of serious harm to relatives at genetic
risk.

6. Protection of individual privacy from employers, insurers, schools, and government agencies.

7. Prenatal diagnosis performed only to detect genetic conditions or fetal malformations.

8. Availability of and respect for voluntary, individual choices about counseling, screening, testing,
assisted protection, and abortion following prenatal diagnosis.

9. Equal treatment for adopted children under the guidelines.

10. Established procedures for review of and informed consent to research. Preimplantation diagnosis
permitted.

11. National reviews of protocols for human gene therapy.

This draft will be revised and finalized at a December 15-16 meeting of international advisors
at WHO in Geneva.
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F6. Some Current Questions in Medical Genetics in the UK

Derek F. Roberts
University of Newcastle upon Tyne, UK.

The 1990's have seen a shift in the ethical issues encountered in the U.K. Partly this has been
associated with increased awareness of the potential applications of new knowledge deriving from
molecular investigation, and the problems which may ensue, and partly with changes in the laws
regarding the status of the child and the fetus. The emphasis has altered from questions of the ethics of
medical procedures (e.g. prenatal diagnosis, pregnancy termination) to those of confidentiality, consent,
rights and responsibilities not only of the individual concerened but also of others both which and
outside his immediate family circle. A selection of issues of current relevance in Britain and the
procedures that have evolved to deal with them are presented. These include commercial questions e.g.
the use of genetic data in insurance applications, molecular testing by private companies, patenting
genetic data, and the genetic testing of children.
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F7. Medical Genetics Services in Russia
Vladimir 1. Ivanov, Director, Research Center for Medical Genetics, Moscow, RUSSIA

Medical genetic activities in Russia include both research and clinical practice. Research covers
a wide spectrum of problems from genomics to population and ecological studies of genetic and genetics
related common diseases. Clinical genetics is aimed at diagnosis, prevention and treatment of these
diseases, including prenatal and preclinical DNA, biochemical and chromosomal studies. A number of
research institutes, universities, federal, regional and local medical genetic units are involved in the
activities. The introduction of genomic technologies and artificial molecular devices into routine genetic
care, diagnosis and treatment calls for reconsideration of general ethical code of professional-patient-
family-society interactions in dealing with genetic and common diseases. In addition to universal
principles of observance of human rights and dignity, free and informed consent of a subject and/or
his/her legal representation in undergoing any of the procedures, due privacy of relevant information,
etc., there unavoidably arises quite a number of features related to the nature of genetic disorders, the
specific mode of communication of genes in families and populations, the biological safety of the genomic
constructs, as well as certain ethical, cultural, educational and other intrapopulational differences,
which are to be taken into account to avoid conflict and to ensure just conduct of individual cases. The
outlined heterogeneity of the population is peculiar to Russia with its approximately 150 million
inhabitants belonging to some dozens of ethnic groups and a dozen, at least different religious traditions.
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F8. Genetic Services in Latin America: Issues and Challenges
Victor P. Penchaszadeh, Beth Israel Medical Center, N.Y., USA
Email: VPenchaszadeh@BETHISRAELNY.ORG

The development of medical genetics in Latin America and other third world countries has been slow and
uneven compared to the industrialized nations. The main reasons for this lag have been: 1) The large load of
morbidity and mortality due to environmental factors; 2) a lack of political will to address health problems in a
comprehensive and equitable manner, with consequent meager public health budgets; 3) the poor understanding
of genetics by health authorities, with subsequent lack of health care policies that include prevention of genetic
disease and of financial resources earmarked for genetic programs within the public health sector; 4) a
deficiency of trained clinical geneticists and laboratory genetics personnel; 5) deficient teaching of clinical
genetics in medical schools; 6) poor coordination between teaching hospitals and general medical services; 7)
the clash between “high-tech” and “primary care” services modalities; 8) a poor grasp of the intercultural
nuances of genetic counseling; 9) the criminalization of abortion. The genetic services most commonly available
are clinical genetics, cytogenetics and prenatal diagnosis of chromosome abnormalities and fetal malformations.
On the other hand, diagnosis and management of inborn errors of metabolism is poorly developed and very few
countries have sound newborn screening policies. DNA based diagnosis is even less developed. Most existing
services are concentrated in large urban centers and accessible only to the small proportion of wealthy patients
that can pay for them. Addressing the above mentioned issues is a major challenge for clinical geneticists and
health professionals in general. Steps in the right direction include: epidemiological research to determine the
distribution and impact of genetic disease and longitudinal teaching of clinical genetics; health authorities
becoming conversant in medical genetics; clinical geneticists becoming more interested in community
applications, development of cost-effective criteria for genetic services, utilizing existing resources and
coordinating with programs like prenatal care, family planning and child growth and development follow-up
clinics. Genetic services must be prioritized and regionalized, with strong links with primary care services at
the community level. These steps will require coordination at national and local levels in each country and
interaction between clinical geneticists, medical schools and public health officials. Education of the public at
large and development of voluntary patient-oriented organizations will play an important role in ensuring that
genetic services serve the needs of the population.
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F9. Primary Prevention is Better than Secondary Prevention

Istvan Dudas & Andrew E Cziezel, WHO Collaborating Center for Community Control of Hereditary
Diseases, National Institute for Public Health, HUNGARY

There are two possibilities for the prevention of a certain group of major congenital
abnormalities. After the detection of developmental defects by ultrasound scanning, the majority of
parents informed choose elective abortion. However, this secondary prevention is not the optimal
solution, and we have done our best to introduce primary preventive methods.

Periconceptional supplementation with folic acid and vitamin B12 containing multivitamins can
reduce the occurrence of neural tube defects and some other major congenital abnormalities, mainly
cardiovascular and urinary tract defects. At present, 3 approaches to supplementation with folic and
vitamin B12 exist: (I) consumption of a diet that is rich in folate and other vitamins; (ii)
periconceptional supplementation; and (iii) fortification of food to ensure appropriate folic acid and
vitamin B12 consumption for all women of childbearing age who are capable of becoming pregnant.
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F10. Background of the proposed guidelines for genetic
counselling and testing in Japan

Ichiro Matsuda
Kumamoto University, School of Medicine, Kumamoto, JAPAN
Email: ichiro@kaiju.medic.kumamoto-u.ac.jp

In 1948, three years after the end of the Second World War, the Eugenic Protection Law was
promulgated in Japan. Under this law, legal abortion is permitted only if a family member has one of
approximately 30 listed disorders, in which genetic diseases are not included. Fetal inborn error in
itself was not legal grounds for an abortion: Most abortions done after prenatal diagnosis has been
performed for socio-economical reasons. In 1996, the law was revised to become the Maternal
Protection Law, and all eugenics was excluded. However, scientific progress, such as genetic test, gene
analysis, prenatal diagnosis, in vitro fertilization and so on were given no attention, and genetic reasons
for abortion are not touched on at all. Abortion is still done only for socio-economical reasons. In 1997,
the Ministry of Health and Welfare established a committee for Advances in Medical Technology
Assessment in the section of Health Science Council where biomedical ethics, including that of
reproductive medicine, is to be discussed. Guidelines for genetic counselling and prenatal diagnosis
(1994) and guidelines for genetic testing, using DNA analysis (1995) were set up by the Japan Society
of Human Genetics. The context of the guideline is similar to that proposed by WHO(1996), as
introduced by Dr. D.Wertz et al. There are three main approaches; (1) prenatal diagnosis will be made
on a voluntary basis only, (2) disclosure of genetic information, when necessary to avoid serious
injury to other family members, must follow the judgment of the ethics committee of each institute, not
that of the individual attending physician, (3) abortion in the 3rd trimester, for genetic disorders is
illegal in Japan. The response to genetic testing at present among the general Japanese population is
most important and the issues in question should be discussed openly and in detail.



F11. The Ethical Guidelines of the “Position Paper” of the
Society of Human Genetics in Germany

Prof. Hiedemarie Neizel, Inst. Human Genetics, Humboldt University, Berlin, GERMANY

In Germany, the Human Genome Project has greatly increased the public’s fear about eugenics
and about altering human nature. The bioethical debate in Germany has to be seen in the context of the
trauma inflicted by National Socialism. On the basis of “race hygiene”, involuntary sterilization was the
first step, to be followed by involuntary euthanasia of handicapped persons. The “know how” acquired
during these activities was used in the “Final Solution” resulting in the systematic killing of more than
emillion people. Remembering the holocaust, many German oppose the new technical developments in
genetics. .

Major lessons form the Nazi era are the fundamental ethical basis of medicine, and the
importance of an informed, concerned, and engaged public and profession. In order to allay the public’s
fear about genetics and to provide guidelines for professional conduct, the first so-called define the
current ethical standpoint regarding genetic testing, human autonomy, confidentiality, non-directive
counseling, freedom of choice, and the right to know or not know.

RA4Y - E FEEZBE TR a3y R—1K—1 OREBIESH
7 AL b K Virchow-Klinikum, b MEGRSHZER, N)LY > ANTRY—-FA4 Yz

BA YT EbT/ AGEIR., BEFEARMBOREICHTIEROFTRERE<EETITELE, R4V
CHEFHEGRBOREIERESIBLL >TRADLEINFANBE LOSXRTRAZFNERY £HA, TA
BEEF) ORBO LIS, BAOXTyTEL THBIMEE, SO TREZEOBIINREESTOhELE, &
NoNFHFIC/ONL [/OND ] 3 TRERR] TRALLN., ZOEBR00FALLEMHEENICREINE
Uz, REO—XbZEELTVEZLD RS VAR, BEPOFIARBHRICIMMLTHET,

TFRX - FAVBRORELGHNI, BERORITHHREBEERTHY, BBRLUSBESE BENLZ—KT
REMPBRAOERNTY., BROBATRFICHTIFREHD, RETAOKRHERH®T IS, K4V - &
MEERZEBRFMOV DY S TR aoR—/8—1 L, BEFTIA M. ABOBEM. FREK. FHERNH D
U, BROBHE. EUTHLSEHNEMS SN MERICRT I REDREMINEOEREHAATNET,



F13. Bioethics of Sex Preference
Prof. Jai Rap. Singh, Director, Center for Genetic Disease, Guru Nanak Dev. University, INDIA

Prenatal sex determination, on a commercial basis, followed by selective female feticide was
initiated in India in 1978 at Amritsar and quickly spread to most parts of India. In 1987, we undertook
a survey of 200 individuals to ascertain their views on different aspects of prenatal sex determination.
73% were in favour of legal permission of prenatal sex determinetaion and 50% agreed that they would
abort the preganancy were the fetus of the unwanted sex.

The alarming proportion of selective female feticide led to the passing of the Prenatal Diagnostic
techniques Bill by the parliament of India on 26 July, 1994. In order to evaluate the impact of this
law, we carried out another survey in 1997 on 378 individuals. Significant differences in the
responses between the two surveys were seen. In 1997, only 12% were in favour of abortion of the
unwanted sex fetus and only 33% favoured that abortions after prenatal sex determination be legally
permitted. The responses with respect to various genetic counseling situations were also ascertained.
However the data obtained from the birth registries of Amritsar district and that of Chandigarh
presented an entirely different picture. In 1991, in Amritsar, 858 female births per 1000 male
births were recorded; while in 1996 this figure stands at 770. In Chadigarh, in 1991, there were 793
female births per 1000 male births; while in 1996 there were only 771 female births per 1000 male
ones. A similar situation clearly exists in most of the states of India.

The results of these surveys and the continued marked reduction in the female birth rates in
India are viewed from the historical and cultural aspects starting from 3500 BC in order to trace the
real causes which have ensured the cultural continuity of female degradation adn her reduction to an
unwanted sex on one hand, while the worship of the female goddeses has continued on the other. The
presently prevailing ethical values which ensure a lower social status for females in the india
subcontinent, can be traced to the migration of the Aryans into the Indus valley, the ensuring cultural
conflicts spread over several centuries, as well as to the introduction and persistence of the caste
system. The mere enactment of laws may not solve the deep-rooted social and cultural preferences
impregnated during the past 3500 years.
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F14. Korean Consciousness on the Handicapped Person and
Hereditary Defects

Yung Sun Kang, Suwon University, KOREA
Chung Choo Lee, Seoul National University, KOREA

We have investigated the awareness of Koreans towards the handicapped and hereditary defects.
This survey was carried out to study and attempt to understand the consciousness of the Korean people of
handicapped people. It will also provide data for the future progress of bioethics.

The subjects consisted of relatively high educational background, and mixed sex, age and religion.
There were 355 males and 257 females. 50% held the opinion that people should make harmonius
personal relationships with the handicapped, however the negative repsonse reached about 30%. This
supports the necessity of changing consciousness concerning the handciapped. The young emphasized
more the right to life of the embryo than did the elderly. 60% of the respondents were interested in
hereditary defects. They obtained most of their information on genetic problems from school education,
TV and magazines. Attitudes to prenatal diagnosis were postive. The authors feel confident that the
diagnosis itself was not a bioethical problem. Most respondents would not want to deliver a child with a
hereditary handicap. The genetic counseling system in Korea is not yet completely established. However,
there was extremely high support for the use of prenatal diagnosis mentioned above.

There is support for the development of genetic engineering technology that is useful for
humankind. That is to say new drug production, increase in agricultural and marine product yields, and
the diagnosis and therapy of human hereditary diseases.
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F15.Buddhism, Prenatal Diagnosis and Human Cloning
Pinit Ratanakul Mahidol University, THAILAND

The Thai cultural attitude towards defective newborns is underlaid by Buddhist morality
emphasizing the preciousness of human life, the importance of merit-making and the practice of
compassion. Accordingly it is a compassionate attitude that we see in the decision of the majority of
ordinary Thai women not to abort a defective fetus but to care for it after birth. Whether this attitude
will be altered in the foreseeable future when a tension may arise between compassion and the growing
concern with family costs, burdens on the family, e.g. the scarcity of resources and the disruption of the
life-patterns of members of the family, needs to be closely studied.

There is consensus among Thai doctors to perform prenatal diagnosis for at-risk pregnant
women. There is also consensus about disclosure of the information concerning the defective condition of
the fetus. But there is no consensus on the morality of selective abortion. Some want to advise the
pregnant woman to abort a seriously defective fetus while others prefer to work with prospective
parents to make an adjustment to the genetically defective child. All these measures are made out of
compassion towards those who suffer.
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F16.Human Genetics and Bioethics in China

Hiraku Takebe

Kyoto University, Kyoto, Japan; Co-chair, HUGO Ethics Committee

In 1995, Law of the People's Republic of China on Maternal
and Infant Health Care became effective. The law had been
criticised as enforcing the eugenic aspects by the scientists
in Western countries. In 1998, China will host the 18th Inter-
national Congress of Genetics, but the International Federation
of Genetics suggested to relocate the venue because of the law.
China agreed to have sessions to discuss the law and the related
issues at the Congress, and the Congress will be held in China.
Because of this issue, however, many geneticists who were invited
to particpate in the Congress have declinded the invitation,
according to the organizers.

In November, 1996, HUGO Ethics Committee asked Dr. Ren-Zong
Qiu from Beijing to explain China's policy on Population and
Biocethics. Dr. Qiu was one of advisors for drafting the law,
Dr. Qiu said that the law was needed to supplement the one-child
policy, and had no intention of enforcing eugenic aspects. In
Chinese language, "yousheng" which had been said to correspond
"eugenics" means "healthy birth". Dr. Qiu admitted that biethics
in China has just started to be discussed and has not been
considered seriously when drafting the law. The HUGO Ethics
Committee, after very active discussion, agreed that further
dialogue between China and other countries should be needed to
have nmutual understading.

According to Dr. Nyanhu Sun, People's Union Medical Colllege
Hospital, Beijing, Down's syndrome children in China live 1 year
or averade, more than half dying within 4 weeks after birth. This
is mainly due to lack of good medical care in rural areas, as
Down's syndrome children are generally very weak and are vulnerable
to infection. These unfortunate situation are not known to those
who have been criticizing China of the law. What advanced countries
should do, I believe, is to help China to improve the medical
and hygienic situation and encourage doctors and ordinary
people to raise hadicapped children with social and financial
help by the central government. To do so, promote understanding
of ethics related to human genetics should also be emphasized.
It may take time and a lot of effort. But such advice and
encouragement must be far better than blaming them or boycotting
the Genetic Congress.

As one of Asian countries where we share cultuxe, history
and religion, Japan's role in this issue should be very important.
I hope this meeting would be one of the steps toward promoting
mutual understanding.
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F18. Opinion Survey in Asian Countries

Norio Fujiki (Vice President of UNESCO, IBC, Emeritus Professor of Fukui Medical University),
Mikio Hirayama (Dept. of Medicine, Fukui Medical Univesity),

Shigeaki Nakazaki (Kunitaka Clinic)

Kazuo Mano (Neurology Dept. 1st Nagoya Red Cross Hospital)

IC.Verma (All India Institute Medical School)

P.Ratanakul (Mahidol University)

W.Y.Lo (Chinese Institute Medical Genetics)

Y.S. Kang (Suwon University)

V.Bulyzhenkov (WHQO)

After the follow up study of our genetic counselling services, we have strongly emphasized the
necessity of opinion surveys on the recent developments of genetic knowledges in general public and the
Japanese concept of heredity and handicapped, compared with medical geneticist's concepts. Therefore,
we have made the opinion survey in Japanese lay peoples and then extend this survey in world side, with
the kind cooperation of WHO, UNESCO and JHGP. Following the fifth International Bioethics Seminar in
Fukui, we would have UNESCO Asian Bioethics Conference in Kobe in Nov.1997 and prepared this

report, especially on teaching bioethics in medical genetics.
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F19.The Japan Society of Human Genetics, present and future

Yasuo Nakagome
Department of Public Health, Juntendo Univ. School of Medicine, Kawasaki 211, Japan
Email: nakagyso®po.iijnet.or.jp (President of the Japan Society of Human Genetics)

The Japan Society of Human Genetics(JSHG) was founded in 1956 and cerebrated its 40th
birthday last fall. At the moment, over 1900 members are actively involved in every aspect of
human/medical genetics(h/m genetics).

In its early days, emphasis was on the pedigree analysis, although, there were some biochemical
studies which resulted in, for example, elucidation of the cause of acatalasemia. In the 60th and 70th,
cytogenetic studies prevailed. From early 80th, studies using DNA technologies emerged. In recent
years, as many as 260 papers are presented in each annual meeting, over two third of them are related
to either molecular genetic or molecular cytogenetic aspects of genetic diseases. Successful cloning of
causative genes of amelogenesis imperfecta, DRPLA, xeroderma pigmentosum A, Fukuyama-type
muscular dystrophy and insensitivity to pain with anhidrosis, are examples of contributions by the
members of JSHG.

Clinical genetic approaches have also been one of the important features of JSHG. With the
advent of DNA diagnosis, genetic counseling has become increasingly important, as it is an important and
integral part of DNA diagnosis and also of gene therapy. To cope with this situation, we petitioned to the
Ministry of Health and Welfare that genetic counseling be covered by government's health insurance,
last fall. In 1995, JSHG proposed two guidelines, one for DNA diagnosis and the other for prenatal
diagnosis and genetic counseling. These guidelines have been endorsed by 6 medical societies, so far, and
being accepted as a standard in these fields. We have also been trying to promote h/m genetic education
in medical schools. Recently, number of universities in the field of both nursing and health sciences,
has increased rapidly. In most of them, classes in h/m genetics are totally lacking. Promotion of h/m
genetic education in them is quite urgent.

In the foreseeable future, JSHG will continue to make itself available and be ready to play a key
role in every aspect of human/medical genetics.
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F20. The Mass media and Bioethics in Medical Genetics

Kiyotaro Kondo
The University of the Air, Chiba, JAPAN

When issues related to bioethical aspects of medical genetics are exposed to the public through
the writer or audiovisual media, it is necessary to take account of ethical considerations in place in the

media.
The University of the Air has introduced rules consisting of 8 articles in addition to the

broadcasting Act (Hoso-Ho). These rules aim to assure appropriateness in its own broadcasted education
programs. They protect first of all human rights and dignity, assure fairness in dealing with religion,
law, politics, economy, arguments in the courts, etc., exclude advertisements and mandate the

broadcasting of corrections if errors are found.

Individual human rights are of special concern in the ELS! of medical genetics. After exposure in
the media human rights can be badly, and sometimes, irrepairably violated. Mass media sometimes
promote public prejudices against genetic stigma. Today genetic problems are often treated in
commentaries, reports, debates, etc. This trend is welcome, but besides factual errors, the lack of a
specific code sometimes magnifies tragedies, and makes treatment of issues excessively sentimental.

The media can nevertheless be a powerful means to eliminate such prejudice through public
education. In this regard, the mass media itself must be informed and aware of progress in science and
the changing attitudes of the public.
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F21.Shinshu University Hospital Established the Division of

Clinical Genetics as One of its Central Service Departments
Yoshimitsu Fukushima

Department of Hygiene and Medical Genetics, Shinshu University School of Medicine, JAPAN

Email: yfukush@gipac.shinshu-u.ac.jp

Recent advances in molecular genetics enable us to perform carrier detection, presymptomatic
diagnosis or prenatal diagnosis of many genetic disorders. These techniques are useful for reducing the
anxiety of patients or families, and for early diagnosis and treatment. However some people have
misgivings about endangering confidentiality, genetic discrimination and enforced genetic testing. To use
these techniques effectively, a division of clinical genetics, at which genetic diagnosis and counseling are
provided, is necessary. However, the field of clinical genetics has lagged in Japan, and hardly any
university hospitals have a division specialising in this field. Shinshu University Hospital has taken a
lead in this field and established a division of clinical genetics as one of its central service departments.
Several MDs from the departments of internal medicine, geriatrics, pediatrics, surgery, laboratory
medicine and hygiene staff this project. All of the staff are certified as members of the Japanese Board
of Medical Genetics, Clinical Geneticist or as its trainees, and serve concurrently. Those seeking genetic
counseling or genetic testing, generally visit the clinic twice. On the first visit, staff collect complete
and detailed information including family history, confirm the results of diagnosis and examination, and
make the counselee's requirements based on this clear. We have a staff meeting once a week to discuss
each case and how to provide adequate counseling on the next visit. Based on this the staff gives genetic
counseling to the counselee at the second visit. As there are many kinds of specialists in our group, we
can counsel on any kind of genetic disorder. Over 100 counselees with problems such as congenital
defects, familial cancer, genetic nerve disorders, etc., have visited our clinic during the one and a half
years since its establishment and received counseling and, when appropriate, genetic diagnosis.

This is the first clinical genetics department in a National University Hospital in Japan. It is
hoped that this system of having a clinical genetics division will become widely available in other
university hospitals in Japan, where there are a number of clinical geneticists and cooperative
physicians and technicians.
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F22.Current Status and Ethical Concerns of Assisted

Reproductive Technology in Japan

Kazuo Sato
Obstetrics and Gynecology, Nihon University School of Medicine

In 1978, the new era of assisted reproductive technology (ART) began with the announcement of
the successful outcome of the first in vitro fertilization-embryo transfer in the United Kingdom. In
Japan the first IVF-ET child was born in 1983 but ever since then increasing concerns have been
expressed amongst physicians and patients. There has relations been no carefully documented standard
defining client-physician GCP relations, leaving all risk management in practicing ART to the individual
physician and their client. It may be said that a fait accompli has been achieved through the mode of
expansion of ART in Japan with minimum efforts to establish ethical consensus in society. The Japanese
society of obstetricians and gynecologists, on the other hand, does recognize that many couples with
major fertility difficulties are leaving Japan in the quest for inexpensive or no-questions-asked
treatment with ART abroad.

The Japanese, as other nations, have a unique'religious and cultural background to their concepts
of life and death, parent-children relationships, and the marriage relationship making extrapolation of
existing bioethical laws of other countires difficult. Concepts enbodied in the current civil laws do not
adequately compensate for the lack of bioethical legislation such as described in the laws of U.K., France
or Germany. [t is of the utmost impoortance to. establish our own effective guidelines for ART covering
both physician-liabilitiy and client-benefit, as well as to prevent commercially-promoted unethical
practice of the technology. The board of the Japanese society of obstetricians and gynecologists has been
engaged in this task but further support and cooperation is necessary.
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F23. The Present State of and Issues Concerning
Preimplantation Diagnosis

Kaoru Suzumori, Nagoya Municipal University Medical School, JAPAN

About a quarter of a century has passed since prenatal diagnosis started
in Japan with amniocentesis. During this period many improvements have
been made in the ultrasound and other equipment used in diagnosis, leading
to improvements in image quality. This in turn has led to dramatic advances in
the safety and reliability of amniocentesis, and its coming into general and
widespread use, so that now amniotic diagnosis not only plays an important
partin genetic counselling, but is also established as a screening method for
chromosomal abnormalities in pregnancies of the over-35 age group. Looking
athow techniques of prenatal diagnosis have changed one can see that there
has been a shift to earlier diagnosis with the aim of lightening the physical and
mental burden on the woman in abortions of pregnancies based on findings of
abnormality, and that a number of institutions have experimented with
amniocentesis and chorionic. T il sampling early in
pregnancy.This has had the result of widening the choice of diagnostic
procedures for the testee. Looking at the diagnostic methods for genetic
disease, as well as the molecular genetic procedures such as chromosomal
analysis and genetic biology techniques such as enzyme analysis used
hitherto, recently the method of gene DNA analysis has also come into use.
The application of this particular technique has not just widened the range of
target diseases, but also means the sample is not selected (?), and that
diagnosis can be made from a very small amount of test material. It has also
led to improvement in diagnostic accuracy. The prenatal diagnostic
procedures that are involved in genetic counselling have increased from
amniocentesis and chorionic villus sampling as fetal blood sampling and fetal
biopsy have become possible, and so not only have the types of genetic
disease that are the objects of testing increased even further in variety, but
also the situation has been reached where it is possible to select the most
appropriate procedure in line with the diagnostic method for the disease, the
organ or tissue expressing the abnormality etc.. However these procedures all
have as their subject the fetus, and, depending on the outcome of diagnosis
can lead to the abandonment of the fetal life itself, or putting it bluntly, abortion
of the pregnancy, and so have become an ethical and social issue.

The 1980’s were a period of striking advances in reproductive
technology during which treatment of infertility by IVF or embryo transplant
became established in Japan, where it is now carried out at many institutions.
Preimplantation diagnosis was born out of a combination of these
reproduction-assisting technologies and molecular biology ( gene DNA
analysis ), its most distinguishing characteristic being that diagnosis is
possible before pregnancy is achieved, so the child can be brought into the
world without the fear that it will be aborted. At present it is in actual use at
about 36 institutions in the U.S.. In a representative procedure at the 4-8 cell
stage of the embryo 1 or 2 blastomeres are biopsied under the microscope,
genetic analysis is performed, and a judgement on normalcy made. Only
normal embryos are chosen and used to induce pregnancy.
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F25. Ethical, Legal and Social Issues in Pre-symptomatic

Testing for Cancer

Yukiko Tsunematsu

Division of Hematology/Oncology, National Children's Hospital, Setagaya-ku, Tokyo 154, JAPAN
Email: ytsunematsu@nch.go.jp

Recent advances in molecular biology have led to the identification of several inherited cancer
susceptibility genes including common adulthood cancer. Much has been learned from the experience of
careful study of Huntington Diseases and other non-malignant conditions. There are some differences in
the case of predisposion testing for cancer. There is often the perception that cancer is preventable, and
sometimes curable, in the contrast to other hereditary conditions; thus this pre-symptomatic testing is
expected to reduce cancer morbidity and mortality by preventive intervention, early detection and
adequate management. But this new predictive tests raise ELSI issues, in association with the right to
control private information and confidentiality. The implications of test results are enormous, not only
for the individuals but also for relatives who share this genetic legacy and society as a whole. Any
physician who offers genetic testing should be aware of, and able to communicate, the benefits and limits
of current testing procedures and the range of prevention and treatment options to patients and their
families.

Historically, Japanese doctors have not fully communicated the true diagnosis to patients with
cancer. It has been thought to be very difficult for Japanese Patients to be told a serious condition
concerning both hereditary and neoplastic disease. The Ethics committee in Japanese Society of Familial
Tumors is now elaborating the guidelines for research on genetic testing for familial tumors in order to
support the individuals or families who are the subjects of the research on the clinical applications and
to protect all their rights. The perception of the families' follow-up raises the large issues like the
need for a health care system which includes general family counseling. Genetic testing for cancer
susceptibility should generally be performed only within the context of long-term outcome of the
studies which are designed to measure the medical and psychological effectiveness. While individual
autonomy must not be sacrificed, in many instances multigenerational counseling will be appropriate.
It is the ethical duty for the individuals who are informed to be at genetic risk of familial cancer to
disclose to their relatives that they may also be at genetic risk prior to the testing. (WHO Guideline)
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F27. Public Perception for Medical Genetic Services

Eiko Fukumoto
Freelance Journalist, JAPAN

The revolutionary nature of life manipulating techniques not only gives new methods for
diagnosis, treatment, and prevention of disease but also ties in the great changes it brings to our views
of life and humanity, and social norms. And people who are affected directly by this wave of violent
change are the general population. But very little information on either the state-of-art of these
techniques or the WHO guidelines gets through to the population as a whole, and | feel very
apprenhensive that guidelines will be drawn up and the fruits of genetic analysis will be exploited with
discussion and judgements only being made by professionals and experts. | propose here:

1. We need enough time to find out about and discuss the issues.

2. Both the general population and professional groups need to thrash out in more detail whether merely
the simple freedom of choice (self-determination) of the people who receive medical treatment and
services can keep shut in the eugenics that gene technology connotes.

3. The people at present most worried and on their guard about eugenics are those who are handicapped. |
hope that the professionals will listen to their ideas and draw on their opinions.
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F29. Informed Consent in Pediatric Genetic Screening

Frank J. Leavitt, The Jakobovits Centre for Jewish Medical Ethics
Dina Pilpel, Department of Epidemiology and Evaluation of Health Services.
Faculty of Health Sciences, Ben Gurion University of the Negev, Beer Sheva, Israel.

Difficulties in applying the concept of informed consent to small children make the concept of
autonomy questionable in all pediatric medicine. This is especially so because we do not accept that the
idea of surrogacy is an adequate solution to the problem. A decision made by a parent for a child may be
justified but is not an autonomous decision. Perhaps an expanded framework like special institutional
review boards for genetic screening can help protect interests of the child.

Screening children might be especially desirable because it might help discover a problem early
enough to allow altering the natural history of a disease. But pediatric genetic screening is especially
problematic ethically. As in all screening the dangers associated with false positives and false negatives
make it especially important that participants be fully informed of an often small but always real
statistical likelihood of being hurt. And even true positives can suffer when the predicted condition has
no cure, or when health services which are available to the individual child cannot offer a cure. '

These problems coupled with the difficulties inherent in pediatric informed consent, raise hard
ethical questions which will be discussed in this paper. We shall discuss some of these problems
partially on the basis of Talmudic ethical thinking.
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F30. The New Genetics and its Regulation in the UK
David Shapiro, Executive Secretary, Nuffield Council on Bioethics, and Consultant, Wellcome Trust, UK

The UK is presented as a case study in the development of national policy strategies for the
application and regulation of the New genetics. The UK may well be a special case for two reasons:

1 The UK has a National Health Service. The public therefore expects that, in health matters, the
Government will take a lead.
2 Professional self-regulation has long been a feature of medical law and ethics in the UK.

The development of polocy strategies in the UK began with a seies of reports form the Royal
College of Physicians in the early 1990s. Ethical, social and legal issue were set out in 1993 in the
report of the Nuffield Council on Bioethics Genetic Screening: Ehitcal Issues. This report was taken up
by the House of Commons Select Committee on Science and Technology in its report Human Genetics: the
science and its consequences (4 vols, 1995).

The UK Government has responded by establishing in January 1996 the Department of Health’s
Advisory Committee on Genetic Testing and in December 1996 an overview body, the Human Genetics
Advisory Commission.
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F32. Genetics and Biomedical Technology: The Emerging
Milieu and the Indian Context

R.R. Kishore, Chief Medical Officer, Ministry of Health and Welfare, INDIA

Fast advancing biotechnology, increasing quest for well-being, longer life-span,
changing life styles, demographic transition, wider human interaction, growing
commadification of human body, entry of corporate sector in the health delivery system,
greater institutionalisation of services with hi'aher dependence on managerial and
bureaucratic setups, evolving moral concepts, la)} adjudicators, judicial unpredictability,
and a host of other factors have imparted uniqueApluraIi'fy to the concept of human
health and in today's milieu it carries far greater meaning and expectation than the
earlier times when it was confined merely to somatic intervention: In this scenario
medicine is not juét a clinical science. It includes subtle appreciation of social,
economic, cultural and religious aspects of ihdividual and societal life. ~ There have
been many attempts at the national and interational level to evolve an ideal legislative
strategy in order to address the problems -emerging out of advancing biotechnology
but the conflicting perspectives and the multidimensionality of the issues involved~

- continue to defy the solution. The biggest chéllenge emerges out of the respect granted
to the living matter which being-an end and the purpose per' se is far beyond the
discovery-invention, sale-purchase, and profit-loss notions. Inspite of its biology and
the chemistry béing clear the living material is never seen as a physical object. Life is
the Absolute embodied. This is a universal perception, regardless of cultural or religious
affiliations, and is the biggest challenge in the process of legislating the advéncing
biotechology. |



F33. An Indian Perspective on some bioethical issues in
Human Genetics

Indera P. Singh, Delhi, INDIA

Bioethics focusses upon the moral principles of autonomy, beneficience, nonmaleficence, and
justice. These principles may be subject to the cultural beliefs and practices of different countries.
The ethical principles may be universally applicable, but they must be understood in the light of
cultural differences which would alter their application in difference cultures. Their moral and
cultural control and acceptability requires moral assessment at the level of individual, family, religion,
society, nation and internationally. National and international guidelines must protect individual human
and civil rights, i.e. they must protect different religious and cultural attitudes towards manipulation of
life, concepts of disease and disorders, risk in human experimentation and the identification of the
appropriate agencies to make moral ethics based on available therapeutic technologies.

Some of these important issues are discussed in the paper in the context of Indian culture and
values.
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F38. Closing Remarks

Keiichi Ueda,
Director, University Hospital, Fukui Medical University

Now at the end of 6th International Bioethics Seminar, WHO Assisted Satellite Symposium on
Medical Genetics Services and Bioethics in Fukui, | would like to give the closing address. It is my
pleasure to give this closing address.

During this Fukui seminar, various problems in medical genetics and bioethics have been
reported on by foreign investigators. Furthermore, Japanese and overseas commentators have expressed
their opinions. We have heard many important opinions and comments, and the most important thing
now will be to put these useful opinions into practice in the field of medicine.

| am deeply grateful to Emeritus Professor Dr. Norio Fujiki and Professor Kuriyama and his
department members of Fukui Medical University for their effort during this seminar.

Finally | am looking forward to the further advance of studies on medical genetic services and
bioethics.
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