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Introduction to the Chinese Edition

In China, the United States and elsewhere, genetic testing is rapidly spreading
in scope and sophistication which can aid countless people’s health and
well-being. Yet the vast amount and complexity of the genomic information that
will be collected, and its varied potential meanings and interpretations pose
many critical ethical, psychological, social and medical questions. I hope that
this book can inspire colleagues and others in China and elsewhere to consider
and address these issues.

This book reveals how men and women wrestle with a series of dilemmas
about whether to undergo genetic testing, to whom to disclose the results, how to
understand the roles in their lives of genes, fate, and chance, what treatment or
behavioral changes, if any, to pursue as a result of genetic tests, and whether to try
to prevent transmitting mutations to offspring by screening embryos or fetuses or
foregoing reproduction altogether. These individuals often have difficulty
understanding genetics and the probabilities involved, and deciding how to think
about questions of “Why me?” and whether to tell adolescent or other offspring,
extended family members, friends or employers. Consequently, physicians and
policymakers in hospitals, public health departments, government and elsewhere
face challenges in determining how best to educate patients and professionals.

The field of genomics and genomic testing also continues to evolve. In
the few years since I wrote this book, whole genome sequencing (WGS) and
whole exome sequencing (WES) have been spreading rapidly as the costs
plummet. Within the next few years, millions of citizens in China, the U.S. and
elsewhere will undoubtedly undergo this testing.

This increasing breadth and depth of testing make quandaries presented in
this book ever more critical. WGS/WES exacerbate the dilemmas described in
these pages, posing conundrums concerning the return of results to patients —
what information health care professionals should provide to patients. These
new types sequencing will yield massive amounts of data that may suggest
increased risks of certain diseases or traits. WGS performed for a woman with
breast cancer, for instance, may also contain information indicating whether she
also has increased risks for Alzheimer’s or other diseases. Such so-called
secondary or incidental findings raise many questions about how physicians,
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public health systems, patients and others will view and use these data. These
individuals will all need to understand basic aspects of this potential
information in order to know if they want it, and how to interpret and apply it.
Yet these genomic data will usually not give definitive answers as to whether or
not an individual will develop a disease, but rather only suggest probabilities.
For example, an individual may have triple the odds of developing a particular
disorder, compared to the rest of the population — perhaps 30% vs 10%. But this
individual still thus has a 70% chance of never developing the disorder.

This book draws on in-depth interviews to analyze of how people view and
respond to these complexities. I conducted these interviews in the United States, but
eyes now turn to China and other countries. How will doctors and patients in China
and elsewhere view these issues? I suspect that many similar issues will emerge,
but also potential differences that will be important to comprehend and address.

I hope that this book can help inform nurses, doctors, patients and others in
China about the range, scope, depth and complexity of issues that may emerge, and
at the same time inspire further investigations of these issues in Chinese contexts.
Differences may arise among patients in China, as they do elsewhere, related to age,
education, urban vs. rural settings, income, types of diseases and other factors, and
will be important to consider. Studies of these topics can build on prior research
presented here and elsewhere, and will be critical to undertake.

I hope that this volume and the questions it raises can help spark dialogues
among colleagues and others in varied countries, as we all face the wonders and
challenges of our common human genome. We all share over 99.9% of our
genes, and vary by less than one tenth of 1%. Those slight differences and how
we view and interpret them can be important, but so are our vast similarities.

I am very grateful to Professor Zhaozheng Guo, Hui Kang, and their colleagues
at BGI and the Chinese National GeneBank for translating this book, and for their
thoughtfulness, care and vision in doing so. It has been a great honor and pleasure to
work with them. I and others owe them an enormous debt of gratitude. '

Finally, I would like to thank you, the reader, for having opened this book and
proceeded this far. I hope that you find the views of the men and women here as
rewarding and insightful as I did, and that you continue these conversations.

LShet /CMW—, MD

Director, Masters of Bioethics Program
Columbia University, New York
September, 20 2018
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Is the whole of life visible to us, or do we in fact know
only the one hemisphere before we die?
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We tell ourselves stories in order to live.
AR G THRTF, HERE.
I« Wil % (Joan Didion)
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