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‘day. vividly in about 1950 when two grey coated deparimental officials came to the class
out fittle documents and in them we were asked, “what do you want to be when
After desp thought ar the age of 10 I write, “I wish to be either a Judge or 2
: or the other I was determined to spend my working day in fancy dress). Well,

ng. extract from The Australian which is headed, “Gene Debate Highjacked by
ionary fears of Frankenstein’s laboratory have highjacked the debate over the use of

erference in genetic make up of humans existed only in the imagination™. “It’s all
fiot reality, not in any lab in the world” Professor Nossal said.  “Let’s keep this debate

A e‘_Iay public as holding any terrors. I think there's a ot of mistrust in some sections
‘h community but I think it's misplaced. scientists have a lot of constraints on them. It's quite a

muT ustry”, he said. Professor Sir Gustav Nossal is President of the Australian Academy of
2 most distinguished Australian, He s a friend,

e lines have been comments in Nature by John Maddocks in an anticle, “New Genetics
ew Ethics”. Dr Maddocks in Nature in July 1983 expressed the view that there was no
armed. That there were no substantial dangers. That “it is usual for Hitler to be thrown
S debate” s Yet he says at the end of his statement, “Geneticists are fond of saying, “it will
uch the germiine™! Bur that is unwise.
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onal Health and Medical Research Council Guidelines, which are part of the
man Experimentation, supplementary note number 7, Rule No. 2. It says all
S gduce pieces of DNA or RNA into human cells should be considered to be
: subject to the statement by the NHMRC, “Human Experimentation and
It further states in one of the instructions that as to the technique of

| for Human Rights in Cambodia.] was sitting at breakfast one moming on the 22
d opened my New York Times to find on the front page a story about 2 report
presented the day before to the American Academy of Sciences by a Dr Ralph
sreher at the University of Pennsylvania. Dr Brinster has focused on a group of
erm cells called stem cells which arise in the testes and are the source of sperm that
: ‘iSperm cells can divide to form more stem cells.  They can then divide to perform
iated cells which wiil continue along a developmental path and will lead to the
:sperm. " Dr Brinster is experimenting on mice.  Since the stem cells are the genetic
cells, genes inserted into the stem cells will appear in alf the sperm derived from
‘genes in turn will appear in every cell of the animal’s offspring, altering its lineage.
tet-and-his colleagues found that they could gather stem cells from the testes of mice, that
:er'genes in all their cells.  They could then inject the sperm stem cells into the testes of
alé-and see the marker genes effects upon the next generation.  The commentator who

Apdcities in which [ have some relevance to speak to you tonight.  The first is as a
ting in Court today dealing with the memo and articles and association of a shopping
ill be going back tomorrow to deal with three appeals in Sydney. Our legal system is
' When I go to a country like Cambodia T see the great difference between a
§'that can boast a continuous legal tradition of 800 year§ and a country that can't.
in our legal systern, the common law, there is never a gap. If ever there is no law

dévelop the law by analogy to past principles of the common law. That is 2 way in
ve fail-safe system in our sort of society against having gaps in the law and silences
ant.matters. So that is my first relevance to comment upon the issues of human genetic

mission. That Commission had the task, on projects which were assigned to it by the
mey General, to develop the law in areas which were often at the frontier of law
example one of the first tasks which was given to the Law Reform Commisston was to
[awon tissue transplantation which was then becoming an important feature of medical
‘law’on that subject had been pretty imperfect and often silent. Rather than leaving it
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the Law Reform Commission achieved that success in a country that really cannot
hich are uniform I'll mention in 2 moment. It has quite important lessons, I think,

Jlsvant  capacity relates to the fact that, at the moment, I am the Chairman of the
F,the_lngemanona.l Commission of Junsts (ICI). The ICT is based in Geneva. It'sa
It's commtitment is to three things. Two of these are the protection of human
“1a of law. Both of those are very relevant to what I'm here to talk about tonight.
flaw is concerned, you can’t have the rule of law if on important matters which
tures important to society, the law is silent.  Although in theory the Judges can
if the law is silent because the democratic legislature hasn’t attended to the
th law then we don’t really have the rule of law. We have the rule of silence. The

Surth apac:zy which really brings me to speak to you tonight. It arises out of the fact that
iree capacities that [ earlier mentioned, T was invited exactly two years ago to attend
B:lbao, Spain, on the subject of the Human Genome Project. 1 went there with the
of the Human Genome Project that probably mest ldwyers have. In 2 sense, my
l to the tremendous importance of this project for humanity, for science, for medical
dical assistance, indeed for ail of us. I was really rather alarmed at the lack of

amilion Smitk, Nobel laureate in medicine.  There were other people from
diions.  Of course there were 2 lot of Spanish jurists and scientists. But one of

$ the 40th anniversary of the famous legter by Watson and Crick 1o Nature in April
nl 1953 that they wrote their letter in which they indicated tha: genetic messages,

could be unravelled, 'I'hey indicated its tmportance in terms of the future of life

' human genes which Watson and Crick disclosed number approximately 100,000

ts purpose is to map the human genome Many analogies were drawn between the
panish anozraphers who had mapped the then known world and the cartograghers of today
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research is not only important for human beings. It is also important in animal husbandry in
.. development of pigs, chickens,‘super cows and the perfect lamb. However, in terms of the
=t enome and human genomic research, the research has already ied to the discovery and
pemdd irion of impertant markers for very serious human medical conditions. Huntingtons,
ﬂ“n];r dystrophy, cystic fibrosis, sickle cell anaemia, “Fragile X" syndrome, various forms of
m-:::oma' various forms of breast cancer, colon cancer, Alzheimers, Parkinsons. The search is on
ﬁ at marker which identifies all such conditions. The issue which was exammed at the
: :n':cfc':ﬂCf-‘ in Bilbao was what implications this had for the legal system and for the principles of
i ,:s which underite the deveiopment of any legal system. What implications did it have for the
;‘:veiopmem of the law, What should we, as lawyers, know about it? What should we do about it?

Genetic

During the course af th.e debates b3.r part_icipants fr.o.m va{ious parts of the world and different legal
cadirions, 2 number of issues were identified as critically important. Over arching them all was the
:-,-ge of democracy itself.  How in a society of parliamentary democracy, do we ensure that our
:,;g;esematives in parliament face up to the growing number of problems and issues for the law
«kich are presented by the Human Genome Project and the human genomic research technology that
2085 On zround i Vanous ways m which this should be done were identified and discussed.
various degrees to which it should be done or not done were discussed. Whether the development
couid be left entirely to self regulations, as Sir Gustav Nossal had suggested, was hotly debated
whether, at least in certain areas, the law should step in and set the standards was a matter for

17vjous Concer.

& second issue which was over arching was the question of human rights. How do we idenify the
numan for the purpose of human rights. How do we ensure that the human rights respect the
sindamental integrity of each human being and preserve and protect for each human being the right
i0 knowledgable informed consent about medical procedures which affect him or her.  The whole
principle of human righss s founded on the integrity of the individual. In the last month or so we've
been seeing the shocking pictures of the opening up of the camps at Auchwitz and Dachau fifty years
ze0. We can see how semetimes in human history, evil people and gangsters get control even of
awvilised socteties  They present a warming to us which we ignore at our peril.

Much of the time in the conference was addressed to issues which were specifically lawyers® issues,
sefevant to human genetics and new genetics. For example, the questicn of confidentiality. At the
wery time that privacy is becoming such an important issue in societies such as our own, along comes
t means of intruding into the very being of individuals and finding out aspects of the individual’s
fenetic make up which will provide markers which will provide accurate predictors as to the future
:medical history of the individual. Should the individual have an absolute right to prevent others
fwing access 1o such information?  What principie should govem the right of access to the
mf'ormation? Should a person for example, sometimes be under some legal obligation to provide it?
Given that we can now get this daia to inform a future spause or pariner of the data, as being
{?ievén} to the future development of the person and their children. What risks of genetic
¢iscnmination exist? What if a person doesa’t want to know the genetic markers? Should such
'%ormation only be provided to the individual at that individual's knowing informed requesi? Or
e there some circumstances where at the request of others, for example members of the family,
fUCh informazion should be able to be obtained? What are the principles of consent and authority of
2w that should provide for access to such information? The imporiance of confidentiality was
$aerally acknowledged. The importance of informed consent in undergoing genetic testing was also
*knowledged. But the way in which these principles of a general character would be worked out in
Famticular cases was accepted as presenting issues of great complexity and difficulty.
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d lawyers' question that was debated at considerable length was the issue of culpability.
secon inal law works very much on the principle of free will. That is to say that those who do
cﬂ_m;‘acts have a free will to determine whether they will do an antisocial act or not do so. Yet
:I’f"c’_ace of genetic markers, for example a genetic marker which might identify some cause for
,:on in ;particular person is the notion of free willl stilf a viz{b]e mation on which to build our
mil jaw? Canwe really assume that people voluntanly, and with the e_vil intent that the criminal
o H'Csmla;es, commit crimes against society? Or at least in some cases will the individual be simply
‘ f-ﬂ.;[im of the genetic messages? [ think nowadays we’re noticing, especially with ADD, the

~.oq Deficit Disorder, that there are some children who by reason of this condition are

Caoan

Lenile . .. . .. . . .
. niming antisocial conduct. Whether this is of a genetic origin or simply determined by their
':.";:Jnme’m, I am not competent to say. But certainly some people, by predisposition, appear much

*.s likelv than others to commit antisocial conduct and to end up in courts before people like

—yselfl

- . spose the hottest debate at the Bilbao conference and in much of the literature relates to patenss.
::';5' i patents that can be found the economic incentive for much of the research which is taking
..+ In the United States there are 35,000 applications for patents pending at the moment in
-:;ec: of genetic research. In Europe 13,000 are at the European Patent Office in Munich. The
;;,leiopmﬁﬂt of the law of intellectual property has not kept pace with the development of genetic
.sscarch. I's an interesting thing to reflect upon the fact that Watson, when he wrote his famous
wor. took no steps. back in 1953, to seek any form of patent or any other protection for his
scovery.  He simply provided it as part of the common scientific information of humanity. At the
-spference in Bilbao there was a great deal of criticism, especially for developing countries, at the
.rassure that was in place in the United States of Aunerica, in particular, to secure patents. These
aze criticised as being an endeavour to introduce a form of neo-colonialism of a new vansty
wnerebv American corporations would have effective control over the development and access to

+:ch of the product from research upon genes which, it was said, were the common property of all

wmantty. Far from promoting access to such benefits it was likely, so many of the contributors from
:auntries such as Argentina and the like felr, that these countries would not have ready access, nor
wuld their scientists be able to pursue the research. If genetic discoveries were patented, they
would be closed off from that form of research.

“serance was also a matter which was extremely hotly contested because the conference came at a

swculd govem the insurance industry of thar country.  Whether there should be any limits upon
siess by insurers to genetic data was disputed. Some people said, “Of course there should be
s 1o such information.  We permit insurers to get raw data at the moment about whether a
r3en smokes or doesn’t smoke”.  Those of the contraTy view pointed out that the whole object of
“surance, was to spread the risk of health conditions and life threatening conditions, so that amongst
=2 policy holders the policy holders were paying into a pool which would be provided to spread the
10 a way that was based on the best possible available information. There were many critics

© »205id thar if the principle of access were pushed into the field of geretic markers, people could be

=ieed without proper genetic counselling into securing information on their health and on their
“avers which they didn’t particularly want to know which would burden them with information that
7% didn't partieularly need to get and which would prevent their getting access to insurance, o
e their access or increase their premiums in a way which, in their former state of ignorance,
**4d not have occurred. Is this something that should be permitted? Or is it something that
uid be restricted? What principles should govern access to such markers, information about
=t%5 and an obligation of the policy holder to undergo such tests?  All of this was the subject of

¢ hot debate which was informed by the report of the United States committee.
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thany other issues that were discussed.  They included the question of identification
NA evidence and the like.  But the general feeling at the end of the conference was one
-t was generally believed that we should look forward to the benefits of human genetic
“That we should remember the importance of diversity. That we should not seek to
Caven permit a monochrome uniformity. And that when issues of the future arose as to

e‘yé colour, then that was something upon which the law could draw a lime. The most
oM nt came at the end of the conference when the four Nobel laureates made what for them
s assioned plea. They said the one thing we must not do is to permit scientists to touch the

Fwe cambelieve the statement of the President of the Australian Academy of Scientists, then that is
sl ohich we don't have to worry about for 30 years,  Yet if we can look at the research of

Abstralid by the National Health and Medical Research Council. It may be that there are also
“Contractual obligations, in particular laboratores. It may be even that there are trust
Sfis There may be employment duties, But society, at least in Australia, on this matter has
It has certainly not spoken through its Parliament. Therefore, the question is I think

pment, are seeking 1o pursue their intellectual curiosity and not only their intellectual
Gt their economic advantage or that of their institution?  It’s notable that Dr Brinster

.quite simple.  About 10 years ago the Congress at the United States enacted a law that
- duty on institutions that receive Federal funds in the United States to protect, by
| property protections, the novel developments, the inventions that they make. If they

essure.upon those institutions to pursue the protection of the intellectual property. Of course
ice tiat pressure was applied and it was soon seen that there were very large profits to be made out

1€ Federal Act in the United States became a commercial pressure.  It's the combination of
w0 things that has led to the 35,000 applications for patents in biotechnological developments
nited States which are pending at this time.

ur notice. The European Parliament had before it a draft Directive from the Commission
Edropean Union, the organisation we used fo call the European Economic Community. The
cuive was the result of six years of work amongst the bureaucrats consulting the industry groups
nsulting other bureaucrats,  The matier went through the process of consultation which was
n by the Maastricht Treaty. It went up to the European Parliament for formal ratification.
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ction was unexpected. It was the first time the European Parliament with new powers to

1,0 (E]E .. . o
fae 19 es from the Commission of the European Union exercised its powers.
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sure against adoption of the Directive came largely from the environmental groups,
the Greens. But ultimately they were joined by a large section of the socialists in the
o ean Parliament. Contrary to all expectations the Directive was rejected. [ think there's 2
::mper ¢ us in Australia and in other Western countries of this development. It indicates that you
;SSLTH‘;: the consensus of industry, the agreement of the bureaucrats, the wise nodding approbaticn
—,nea;am_,rers, but ultimately, in a democratic society, you have to bring dev_elopmems on the issue
: ﬁ jaw as it touches genetic research, to the representatives gf qrdmary members of the
‘-;mmum'f?‘ That’s as it should b_e. That is the 'ruIe ot‘_law. The Dlrectwg was concermned with a
. pvision which would havg permitted the patenting of life forms. The environmentalists said that
3 was an insult to humanity, That this was an offence to the common property of humanity. That
Tw can patent 2 particular invention such as a particular drug, but you can’t‘patent the actual
" wers. You can’t patent part of the genome itself. That you can patent your invention that will
';(;..; the genetic makeup of the human being. Bur you shouldn’t be able to actually patent the
;J.’kéf or the genome because that belongs to nature. It belengs to humanity. It doesn’t belong to
3',-“- particular scientist or any particular research institute.  Still less does it belong to any particular
.yooration.  That the corporations have a right to be protected for their investment in the
centions  But they don’t have a right to patent part of the genome itself.
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.~ { 72 Times newspaper made the point that ['ve just made to you. Without proper thorough public
i iawate vou're not going to be able to get legislatures, which are responsive to the anxieties of the
and (hat were mentioned in the European Parliament to agree 1o Directives of the kind that the
~greancrats and the experts in intelleciyal property law had developed.  Not everybody took the
3solutist stance that the environmentalists did.  Some just didn't like the particular measure that
; sad been developed. Qthers said that what was needed was some form of intellectual property
7 l srotection which was different in quality from the patent. They Ffelt that a parent was too complete a
: srotection for 100 long and that you needzd something which would not prevent other researchers
sening at the basic core of the human genome for the development of research, for the benefit of
umanity But whatever the reason for the dispute, the Directive failed. [t came as something of a
- srrise to a lot of bureaucrats after six years of work on it

g
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3 What can be done abourt that problem that is presented in microcosm by the experience of the
Zuropean uniorunity, but which will, if we in Australia address issues of the kind that I've
. mentioned, present themselves 1o us as well? When [ spoke at the conference in Bilbao I suggested
“iat the answer was to be found in procedures such as the Australian Law Reform Commission had
topred in its work on the highly controversial issues“of human tissue transplants back in 1977.
Pracedures included were not unlike this meeting tonight: the use of consultation with experts, with
"¢ community, the use of the media, But there is more. The use of the discussion papers, the

s

ifing of legistation, thorough debate, carrying the community and identifying the controversial

i . ¥ Should we have an opt in or an opt out system for tissue donation? Should you have to
F *tually volunteer that your organs will be avaiiable or should you be deemed to be a donor unless to
3 wive opied out of the system? Should there be a provision for somebody to give consent for

i‘-ifdren? Should there be access to cadaver body parts for use for the development of serum?
r-_:'ould there be a system of paying or not paying for body parts? All of these issues were identified,
| f,a[ed‘ discussed, Within the Law Reform Commission there are often disagreements. But they
. __-‘e Presented clearly  The political process was helped to resolve many of the issues. We got, at
"¢ ¢ad of the day, a uniform law which is still in force in this country.
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ork of the Law Reform Commission something that has come upon the world whilst we
JEaling with issues such as corneas and kidneys and body parts.  Since then we've had the

t of IVF and the transplantation of life itself. This raises issues that are, in many ways,
different from the issue of transplanting a cornea  The Canadians set up a Royal
onrin 1988 to look at the issues that were presented to the Canadian society by birth
qology. - The result was a tremendous disagreement within the initial Commission.  Of the
: 31 Commissioners four came to the conclusion that the Com.rmssmn was not approaching

5t there was no way the government could interfere with the running of the Commission and it
ust have to be left to them. Subsequently, the govermment sacked four of the
It appointed new Comrmssxoners The result was tremendous controversy in the
Sel

5 take 2 step is to make a decision. Not to take a step is simply to leave it entirely to self
" This 1s to'accept the fact that the Dr Razlph Brinsters of this world in their laboratories,

i_ru_ Now there may be some whe will say, Well, that’s somethmg we have to tolerate”,
i effect, genetic research is in the mind of human beings. It is simply the next stage of the
jment of science which is itself a product of the human species. In this sense the human
[tself not capable of stopping a dynamic process so important, so radical, so universal, so
That may, in the end, be the conclusion that we reach. But if it is a conclusion let us reach

species. That really is what [ came 1o say to you tonight. Before I complete [ would like to

a lile poem . : . = Itis by the
trallan Abcriginal peet, Oogeroo, hath Walker It's relevant to our topic:

¥t no-one say the past is dead

he past is afl about us aid within
munted by tribal memories, [ lnow this lintle now
his accidental present is not the. all of me
vhose long making is so much of the past.
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o_;walls about me, the stars over me

the tall surrounding trees that stir the wind,

aking their own music

oft cries of the night coming to us there,

vhere we are one with all old nature s lives

known and unfmown

A thousand thousand campfires in the forest are in my blood
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one tell me the past is wholly gone ,
_gg small a part af time

‘a part of all the race years

ave moulded me

ividual, each one of us

1he product of ali those race years

¢ mou!ded us
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jel laureates explained their opposition to interference with the germ [ine by saying that
i h humamty had survived the many assaults on it, of pestilence and plague, was

germ line w:thout very great forethought. It would be prudent, said the four laureates,
P the germ line. I think that’s an important lesson which we should reflect upon. It is





