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Chinese geneticists
approach ethics

Your recent editorial' expressed a concern
that has been escalating in the international
scientific community with respect to eugenic
legislation in China and elsewhere.2 3China is
a developing nation, with the world's largest
population and oldest continuous civilisation.
In 1994, China launched its Human Genome
Project (HGP).' While Chinese geneticists
are expressing an enthusiastic view of new
genetic technology, including HGP and
mammalian cloning, what are their views of
ethical, legal, and social issues of genetics
research and practice in China, particularly
the Chinese eugenic law? Some western
geneticists think that Chinese geneticists are
keeping silent about these issues,' as their
opinions on these have hardly been heard
either in or outside China. This may be
because Chinese geneticists have had very
unhappy experiences, in which so-called
politics have interfered with genetics research
and education in the past.6 Another explana-
tion may be that psychologically Chinese
prefer to express their views on sensitive

issues indirectly or privately. An international
survey on ethics and genetics conducted in 37
countries, including China,' however, has
shown that 63% of Chinese geneticists are
willing to express their views on ethical issues
in China, although some of these views are
quite different from those of western
geneticists.6 8-10
The concept of non-directiveness, and the

particular reasons for being non-directive,
have only very slowly gained credibility in
western genetics over the last 15 or 20 years
(M Bobrow, 1997, personal communication).
In 1985, when geneticists in 19 countries
were asked whether they would be non-
directive in counselling, 99% of them
agreed." However, when presented with
actual cases in this survey, the majority of
geneticists in Europe would counsel direc-
tively. In the United States, Canada, the
United Kingdom, Australia, Denmark, Fin-
land, Germany, Israel, the Netherlands, Nor-
way, Portugal, and South Africa, substantial
majorities said they would be "as unbiased as
possible" in counselling for conditions such
as Klinefelter syndrome (XXY), cystic fibro-
sis (CF), neurofibromatosis (NF), and famil-
ial hypercholesterolaemia (FH), which do not
ordinarily involve mental retardation. In the
US, Canada, UK, Australia, Finland, Ger-
many, the Netherlands, and Norway, most
would also be unbiased for trisomy 21. In the
US, UK, and Norway most would also be
unbiased in counselling for severe spina
bifida (D C Wertz, 1995, presented at the
annual conference of the European Society of
Human Genetics). While most Chinese
geneticists would prefer to practise directive
counselling, most of them thought that 25 of
26 conditions listed in table 1 were severe
enough to warrant termination of
pregnancy.'0 It is hard at this stage to say
whether geneticists practising in other cul-
tures like China's will eventually move in the
same direction of non-directive counselling,
or whether there really are fundamental soci-
etal differences as opposed to just differences
of timing (M Bobrow, 1997, personal com-
munication).
As the survey shows, the permissiveness of

Chinese geneticists is most striking in their

willingness to tell others, such as insurers,
employers, relatives, and spouses, about ge-
netic testing results without necessarily having
the donor's consent. This question of what to
do with information about genetic susceptibil-
ity is one of the most difficult in western soci-
ety, and such an approach would clearly be
unacceptable in most European based socie-
ties, including the US (W Bodmer, 1997, per-
sonal communication). The main concerns of
western geneticists relate to state direction of
genetic decisions rather than individual
choices,'2 while the survey shows that most
Chinese geneticists hold strong social views
on genetic decision making. In China, public
education in genetics has lagged owing to lack
of funding and expertise as well as a large
number of illiterate and semi-literate people,
while genetics training for medical profession-
als in China has also been insufficient. The
number of genetics service providers in China
is currently declining because it is less profit-
able than many other medical specialties.
Moreover, the ethical, legal, social, and
psychological implications of the new genetics
have not yet been investigated because of lack
of interest and funding. This is the present
situation of genetics in China.

In 1985, Fletcher et al" proposed that
geneticists around the world would benefit
from collective reflection on their preferred
approaches to the most frequent of the diffi-
cult moral choices in practical genetics. Based
on the proposal, guidelines on ethical issues
in genetics and the provision of genetics serv-
ices have recently been recommended to the
World Health Organisation." The survey
shows, however, that there has been less con-
sensus on several major ethical issues be-
tween western geneticists and their counter-
parts in the developing countries, including
China. Wide and intensive discussions are
therefore necessary if these guidelines are to
be adopted worldwide.
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Table 1 Chinese geneticists' views on how to counsel about termination for 26 conditions

% Would

Urge Counsel Be unbiased Counsel
Condition termination pessimistically optimistically

Anencephaly 93 5 1 1
Trisomy 13 91 7 1 1
Trisomy 21 90 7 2 1
Severe spina bifida 89 9 1 1
Hurler syndrome 85 12 2 2
Cystic fibrosis 82 13 4 1
Achondroplastic dwarfism 77 15 5 3
Mother's life in danger 77 12 8 3
45,X 74 19 5 2
Huntington's disease 73 21 4 2
XXY 72 20 4 4
PKU 68 18 8 6
Sickle cell anaemia 67 24 6 3
Rape 67 18 13 2
HIV infection in fetus 62 17 11 10
Toxoplasmosis in fetus 61 25 9 5
Neurofibromatosis 60 24 9 7

-bROella in fetus 57 26 12 5
Familial hypercholesterolaemia 56 30 8 6
Cleft lip and palate: girl/boy 52/48 28/26 12/15 8/11
Predisposition to mental illness 51 33 12 4
Severe obesity 31 25 27 17
Predisposition to alcoholism 29 43 19 9
Predisposition to Alzheimer's disease 27 40 22 11
Undesired sex 6 2 30 62
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