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Hristina Gaydarska, Program-specific researcher fFEW%E B

I come from Bulgaria. I received Ph.D. in Public Policy from the National
Graduate Institute for Policy Study in Tokyo (GRIPS) in 2019. After
working at GRIPS, Tokyo as a part-time research assistant, I worked at the
Research Institute for Economics and Business Administration, Kobe
University. I joined CiRA in May 2022.
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Xanat Vargas Meza, Program-specific researcher (ASHBI J& H)

Born in Mexico City and imported to Asia in 2010. I obtained a Master
Degree in Media and Communication from Yeungnam University, South
Korea, in 2014. I obtained a Ph.D. in Kansei Sciences from the University
of Tsukuba in 2019. I have had several Assistant Professor and Researcher
positions in Japanese academic institutions before joining ASHBi and
CiRA in April 2023.
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The Uehiro-MCRI-Oxford Conference 7' & 7 A

The Uehiro-MCRI-Oxtord Conference

International Perspectives on the Ethics of Healthcare and Technological Innovation
Tuesday 24th September 2024

Venue: Lecture Room at the Center for iPS Cell Research and Application, Kyoto University 1F
Presenter schedule
9:00 - 9:15: Welcoming remarks — Prof Julian Savulescu, Dr Noboru Maruyama and Prof Jun Takahashi

9:15 - 9:45: Prof Dominic Wilkinson (Oxford) —The genomic lottery: ethical approaches to genomic newborn
screening

9:45 - 10:15: A/Prof Jusaku Minari (Kyoto) — Reconsidering Public Perception of the Promotion of Genome
Research in Japan

10:15 - 10:45: Kyoko Akatsuka (Kyoto) — Attitude differences toward genome editing of human embryos:
Findings from an online survey of Japanese laypeople and experts.

10:45 - 11:00: Coffee break

11:00 - 11:30: Professor Misao Fujita (Kyoto) — Ethical Considerations and Public Perception of In Vitro
Gametogenesis: Insights from a Japanese Survey

11:30 - 12:00: Dr Kayo Takashima (Kyoto) — Exploring Regulatory Frameworks for Emerging Therapeutic
Modalities: A Case Study—Japan’s Act on the Safety of Regenerative Medicine

12:00 - 12:30: Dr Hristina Gaydarska (Kyoto) — The interplay of ethics and genetic technologies in balancing
the social valuation of the human genome in UNESCO declaration

12:30-1:15: Lunch
1:15 - 1:45: CiRA Tour

1:45 - 2:15: Prof Julian Savulescu (Singapore) — Polygenic Risk Scores and Reproduction: Ethical, Legal and
Social Issues

2:15 - 2:45: Prof Eisuke Nakazawa (Tokyo) — Ethical Implications and Potential Applications of Generative Al
as a Medical Enhancement Tool

2:45 - 3:15: Jemima Allen (Monash) — When is it safe to introduce an Al system into healthcare? A practical
decision algorithm for the ethical implementation of black-box Al in medicine.

3:15 - 3:45: A/Prof Kengo Miyazono (Hokkaido) — Delusion Attribution and Epistemic Injustice
3:45 - 3:55: Coffee break.

3:55- 4:25: Aya Enzo (Tohoku University) — political conception of relational autonomy in the context of
prenatal screening in Japanese culture: What does it mean and demand?

4:25 - 4:55: Dr Chris Gyngell (MCRI) — Xenotransplantation: An Ethical Analysis
4:55 - 5:25: Prof Satoshi Kodama (Kyoto) — Should We Keep or Drop the Terminal-Only Rule?
5:25 - 5:30: Closing remarks.

5:30 - 5:40: Group Photo
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Attitude differences toward genome editing of human
IR embryos: Findings from an online survey of Japanese
laypeople and experts
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SR modalities: A case study—Japan’s Act on the Safety of
Regenerative Medicine
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The interplay of ethics and genetic technologies in balancing
Hristina Gaydarska the social valuation of the human genome in UNESCO
declaration

This study investigates changes in the social valuation of the human genome over the
more than 30 years since the establishment of the Human Genome Project. It offers a
descriptive sociological analysis of the three waves of this valuation, mainly by
considering three key UNESCO declarations and a relevant report. These waves
represent a shifting balance between collectivism and individualism, starting with a
broadly constructed valuation of the human genome as common human heritage and
moving toward a valuation of dynamic applications within various social and medical
contexts (e.g., personalized genomic medicine and genome editing). We seek to
broaden the analytical perspective by examining how the declarations’ ethical foci are
framed within the context of rapidly evolving genetic technologies and their social
applications. We conclude by discussing continuity and change in value balancing vis-
a-vis changing genomic technologies.
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Reconsidering genetic disclosure in Alzheimer’s disease:

Hristina Gaydarska The case of APOE4

Investigator-initiated clinical trials for Alzheimer’s disease (AD), which include the use
of iPS cells derived from AD patients, have been proactively implemented in Japan.
Additionally, recent clinical trials and FDA-approved drug treatments for AD are
gradually increasing the significance of genetic testing for AD patients. This suggests
that the development and use of new AD drugs may require access to patients' genetic
information. Given the current status of clinical trials and early medical interventions
for AD, it is timely to reconsider the nature of genetic findings related to the disease.
Among the various genetic findings associated with AD, this paper focuses on the
desire and implications of disclosing APOE4 status, one of the most well-known
genetic risk factors for AD. At present, this genetic risk occupies a middle ground
regarding whether it is actionable or less actionable.

We begin by exploring the historical context of handling APOE4 status. Next, we
emphasize two key perspectives: the individual and the social aspects of disclosing
genetic results, specifically in the context of AD. In doing so, we reassess the traditional
concepts of the right to know and the right not to know, particularly in relation to
biological relatives and third parties. Finally, we discuss the ethical and social dilemmas
concerning the clinical validity and utility of genetic results and societal concerns, such
as genetic discrimination and stigmatization.

As genetic testing becomes increasingly widespread, this study broadens the theoretical
debate on the personal benefits and unintended consequences of returning individual
genomic results.
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Xanat Vargas Meza of life in contemporary Japan: Evidence from social media

This research aims to examine if the implementation of a Rapid Autopsy Program
(RAP) could be compatible with what is considered a good death in Japan. Two issues
can be noted: how to integrate the views of potential donors and of common people to
the implementation of RAP, while acknowledging that it is difficult to discuss death.
Results focus on individuality and narratives of organ donation. There is some
indication of the potential of RAP to be integrated as part of the preparations for the
end of life if researchers conceptualize the benefits as borrowed data, and be mindful
of the spread of misinformation by new religion actors.
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