Adam Johnston

35 Woolrych Crescent,

Davidson NSW 2085,

13 Sept. 2002

The Secretary
Senate Community Affairs Legislation Committee
Suite S1 59
Parliament House
Canberra ACT 2600
Dear Sir,

Re: INQUIRY INTO RESEARCH INVOLVING EMBRYOS AND PROHIBITION OF HUMAN CLONING BILL 2002

The first point I would like to make is this: the Senate has acted with undue haste in establishing this inquiry into the Research Involving Human Embryos and Prohibition of Human Cloning Bill 2002.  The report is being hurried, when, it is my understanding (from listening to the Parliamentary and News Network) that the House of Representatives has split the legislation into two Bills.

Therefore, if the legislation is still to be presented to the Senate, why are you calling for a report at this juncture?  Surely the Parliamentary Library, the Parliamentary Press Clipping Service and the like, can provide Senators with the information they seek.  Equally, why would Senators not debate the legislation first and, if they have any questions, refer these to a Committee as Terms of Reference for an inquiry?
Why I am interested in this debate

Regardless, let me address some issues about the Bill.  Firstly, I should declare that I am afflicted by cerebral palsy, and this has confined me to a wheelchair since birth.  For 26 of my 29 years of life, I have accepted this as a fait accompli.  But perhaps this should not be the case anymore?  Over the past few years, there has been a steady flow of media reports indicating the impressive potential of stem cells.  For example, on September 6th 2001, the ABC scientific program Catalyst reported that Australian scientists had been able to take stem cells and produce human heart cells.
 The Catalyst commentary went on to make this point:
“…This (research) opens the possibility of one day growing replacement heart tissue, or even a whole heart. But if this dream is to be realised, many scientists believe the government must decide to allow therapeutic cloning: a process which is allowed in the UK, but was recently banned in the US. Which way will our government go?...”

While it is clear in my mind that cloning of a complete human must be banned, it is inconceivable that the Senate could reject the therapeutic creation of individual organs.  The benefits of giving someone a healthy heart to replace a diseased one, which also happens to be composed of their own DNA, should not be overlooked.  If the human body has no cause to reject a transplanted organ, then recovery from surgery should be a bit easier and, there will be no expensive course of anti-rejection drugs.

Equally, many people who are current too sick to work, may find that a healthy organ produced by stem cells is the “ticket” to readmission into an active and fulfilling life. In no way however, does one claim to be a scientist; I am a law student with a passion to see the stem cell legislation succeed and, a disabled man with every reason to hope.  

Ownership and autonomy
An important principle in liberal democratic society is the autonomy of the individual. Based on this principle, there should be no difficulty with the couples who donate eggs to an IVF program being able to determine whether those eggs can be provided to researchers.  More precisely, the woman concerned should hold the ultimate decision, if there is any disagreement between couples.  This is because the eggs come from the woman.  However, my argument here raises a noteworthy point; at law, people do not hold a clear property right in their own bodies.  

This is a situation which, as explained in my submission to the Australian Law Reform Commission’s inquiry Protection of Human Genetic Information, is entirely unacceptable.  In particular, I said:
“…The first and most important step is to give every individual secure property rights in their DNA. In this, I rely on (the ALRC’s) citation of Ridley, who stated that ‘’(t)he idea of the genome as a book...is literally true’’.
Under these circumstances, individuals should hold copyright in their DNA. Legislation may be required to confirm this position in law, but as copyright is a Commonwealth responsibility under Section 51(xviii) of the Constitution, this (at least on the face of it) should be a straightforward enactment. There is very good reason to support the granting of such property rights, this being the case of John Moore. Mr Moore's experience is summarised by Dr Michael Carey of the University of Technology, Sydney, in a paper delivered at the NSW Young Lawyers Seminar on Genetics and the Law. It is worth repeating:
‘’...Moore has his spleen removed as part of therapy for hairy cell leukaemia; his doctor patented certain chemicals in Moore's blood without his knowledge or consent, set up contracts with a company, and negotiated shares worth three million dollars. When Moore found out, he sued the doctors for malpractice and property theft. The court denied Moore's claim that he owned his tissue, and ruled that the doctor and the biotechnology company should profit from the venture on the grounds that to grant Moore a property rights in his body tissue would 'destroy the economic incentive to conduct important medical research'...’’
At law, I find it amazing that the court did not find Moore had been assaulted. The patient had argued that he never consented and, even if it could be said that one could not reasonably anticipate finding remarkable chemicals in Moore's blood, then it is surprising their Honours did not consider that the consent given for surgery could only have extended as far as removing the diseased organ. The finding appears to be purely based on policy, rather than strict law…”

I found it deeply disappointing that the ALRC declined to follow this reasoning.  They cited concerns over the commodification of the human body and loss of human dignity.
  I respectfully disagree.  There would be nothing more demeaning to my dignity, than to find that a hospital or research company held property rights to my DNA, but I did not.  There is an opportunity to guard against such an outcome in this legislation; give individuals clear property rights in their own bodies.
My aim
My “property rights” would be used for one clear purpose; to procure nerve cells which might be grafted onto my damaged nervous system and allow me to walk.  It is my belief that many others in positions similar to mine would follow my lead.  Regrettably, the Senate’s denial of such life changing opportunities would leave only one option: xenotransplantation.

It is acknowledged that seeking stem cells and the like from other species involves very real risks and, even tougher social/moral questions.  But the more this stem cell technology is explored, the more I believe I would be negligent not to speak out.  The Senate needs to understand that xenotransplantation is not unthinkable if you have to live with the thought of “what might have been”, in a scenario where the Australian Parliament rejected stem cell legislation.  After all, scientists have already conducted transplants using some pig tissues.  The Sydney Morning Herald reported on June 10, 2002 that:
“…Pig tissue transplants have been carried out overseas to try and treat diabetes, Parkinson's disease and liver failure, but are on hold in Australia while the risks are reviewed by the National Health and Medical Research Council…”

Religion, legislation and the Constitution?
Finally, I want to deal with two issues, which both relate to religion. I know many will object to the science and the legislation on religious grounds.  However, my urging to legislators would be to keep in mind Section 116 of the Constitution.
 If Commonwealth offices are held on a secular basis, then a logical corollary may be that religious “tests” (direct or indirect) should not emerge from the work of those office holders; such as the case of parliamentarians considering legislation.  To vote on the basis that your religious/moral convictions cannot countenance stem cell technology may well subject me to a religious test. One is not aware whether such an argument has been legally tested.
The other matter is something of my own wish to more useful to society. This was a point made earlier, in suggesting that stem cells could allow many who are currently ill to rediscover full and active lives.  
My “mutual obligation”

Personally, one is very grateful to the Australian taxpayer for providing a generous social security structure for disabled people like me.  Taxpayers are owed a moral, if not legal debt, by me.  Greater physical ability and mobility will increase my productivity.  Stem cell technology provides a pathway to a world of new opportunities, because it puts the concept of a regenerated nervous system in the realm of the possible rather than the fanciful. 
As at June 1995, 324,670 men , 139,760 women and 87,120 children received a disability support pension or allowance.
  I am not in a position to know how many of these people could be helped by stem cell technology.  But, one is optimistic enough to genuinely believe in an impressive social and economic dividend coming from stem cell technology.
Let the legislation be enacted forthwith.

Yours sincerely,

A Johnston

Adam Johnston
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