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Executive Summary.

Key points and questions raised in this document are as follows:

· There is a greater need for parliamentary and public discussion about all that is entailed in this Bill, what it will allow, and where this then leads science and society. It is not specifically about stem cell research, and discussion and review of it should not continue as if it is merely about allowing research to obtain medical cures.

· The Bill is not needed to pursue research for medical cures. Embryonic stem cell research can continue in animal models. Where it has currently failed to produce any therapies or cures. 

· Some advocates of human embryonic stem cell research have conceded that prospects of medical cures from this research are distant at best -  they argue it is needed to study gene expression patterns and the development of the human embryo. Why is the Bill not promoted on this basis? Where is the careful discussion of what this will mean? 

· “Biotech fever” is a major driver of this Bill with state and federal governments as players. Has the biotechnology bubble burst? Is it wise for governments to be playing the markets? How many of these companies subsidised by public funds are viable without this support?

· Why is there a need to misrepresent science and perpetuate hoaxes to gain  public support and funding for human embryonic stem cell research?

· It is shameful to exploit and deceive the ill and disabled with such misrepresentation for political and commercially vested interests. 

· Public funds can be better allocated to assist the needs of the ill and disabled, but are diverted to human embryonic stem research when it has not delivered any results to show it can help these people. 

· Why do pharmaceutical companies support human embryonic stem cell research? Let us have all the facts and a full discussion. 

· What is envisaged when we speak of improving IVF technologies? Is its expansion the best possible use of public funds? Will it remain elitist and without benefit to the poor, ill or disabled? 

· When there is no need to do so, why do we seek to disrespect the views of so many in society regarding the proper respect for human life?

· Why are we seeking to become a less inclusive, representative and tolerant society? 

Human Embryonic Stem Cell Research

- What Is It Really About ?

Introduction

The Queensland Branch of the National Civic Council is delighted to have the opportunity to make a submission to this committee. We are disappointed that it will not hold hearings in each state but at least it has opened itself to submissions from non-government organisations across Australia. 

Our submission will at times focus heavily upon Queensland but always with a view towards the bigger picture nationally regarding the issue of human embryonic stem cell research. Queensland is a leader in the field of adult stem cell research and medical discovery, boasting scientists and clinicians with internationally acclaimed research next to their names. Therefore, we do not want to see public funds squandered and directed away from wonderful treatments that are developing in this state offering therapies and cures for the ill and disabled. 

Senators will get many submissions outlining the advantages of adult stem cell research over embryonic stem cell research and so we will only briefly address this issue below. Pro-life arguments, although very important, will be more ably put by others in great volume and are not a feature of our submission, except for mention in the conclusion.

We assert that it is not the prospect of medical cures or compassion for the disabled that is driving support for this Bill but rather the hope of commercial gain, disconnected from producing medical cures and therapies. It is also driven by ideological blindness and shameful sectarian bigotry that ignores a rational assessment of what is actually being sought for approval. 

This submission asks of the committee a number of questions with the purpose of encouraging it to extend public and parliamentary awareness of what this Bill will allow, and a consideration of where this may be leading. It does not answer every question raised because it is seeking answers to questions that still need to be investigated and discussed. It is calling for more information to be gathered and put into the public domain so that a considered discussion can be held based on all available facts. Facts that should be made known to the Australian public. 

Is This Bill Needed?

Published papers, demonstrating positive results that are stable and replayable outlining experiments that can be constantly duplicated, set the benchmark for accessing the positive results of scientific research and then establishing a case for greater public funding. Where these theoretical foundations are demonstrated scientific research may be viewed as successful, and not before.

When dealing with medical cures and therapies results must first be obtained in animal models. After over twenty years of research with embryonic stem cells in animal models, we have only failure. No phase one trial in humans is planned anywhere in the world using embryonic stem cells- they remain unsafe for use in the treatment of ailments in humans and animals. This, despite all of the hype, promises and fast-talking, remains an undisputed truth that this committee should note very strongly. 

Since it is not correct scientific methodology to progress with work in humans without success in animal models, there is no case to be made for the need to access embryos for treating humans. Research on animal models will continue regardless of what happens to this legislation. This Bill is not needed to advance the search for medical cures. Embryonic Stem Cell research does not have the scientific results to demonstrate any need to grant access to surplus embryos. 

The Bill itself is not specifically about stem cell research, it allows access to embryos for scientific research. Most parliamentarians supporting it are debating as if this is a Bill purely about stem cell research to obtain medical cures, but it obliges nobody to do this. However, the explanatory notes do refer to other purposes. It is time the real nature of the legislation and everything it is claiming to promote is discussed in full. Doubtless this committee will attempt to do just that. 

Surprisingly, some advocates of embryonic stem cell research have conceded in public debate that medical cures are not likely in the immediate future, if ever. They argue that the real need for embryonic stem cell research is to study gene expression patterns and the development of the embryo. In fact scientist, John Mattick, sharing a platform with Industry Minister Ian MacFarlane in Toowoomba made a comment of this nature at a public forum where the pair were debating against opponents of this legislation. 

But if this is so, why aren’t parliamentarians and advocates in the media constructing a case for supporting the Bill on that basis? Why the sales pitch and snake oil peddling about medical cures? This is an issue for the committee to contemplate and comment upon..

Governments Play the Market



Three states; Queensland, South Australia and Victoria are investing heavily in biotechnology and hope to invest taxpayers money in embryonic stem research. They seek to pick the winners, a risky business in any market, and especially biotechnology. “Biotech fever” is a big driver behind the push for the Bill, medical cures is just a sales pitch for the gullible. 

Yet, in the business section of the Courier Mail (Monday, August 26, 2002 p17) the following headline ran; Biotech firms in dire straits. Above this heading was a graph illustrating the downward plunge of stock on the Pharmaceutical and Biotechnology Index from May to August. So far this year the ASX 200 Pharmaceutical and Biotech index has plunged 49.6% and investors are bailing out of the industry.

The article by Mathew Hart further commented, “According to the CEO of Brisbane based cancer drug researcher Peplin Biotech, Gary Redlich, several local biotech companies will fall into receivership or administration as they run out of cash in the coming months”. This all follows a trend in the USA and UK. Foreign investment for Australian companies is drying up in its wake. The “Biotech Bubble” may already be burst. 

Obviously in such a business environment, public funding is needed by many companies to stay afloat. Can this committee inform the public how many of these companies are in this boat, and what is the probability of the taxpayer ever receiving a return on their investment from them, particularly in the form of medical advances?

Hyping up embryonic stem cell research is one possible means to attract some dollars. However episodes like the video hoax with the white rat will do little to ensure shareholder confidence. After all what was the need to show a hoax, why not show a real cure from treatments with embryonic stem cells? The answer is, because there are none. Perhaps it is not so much that a hoax was perpetrated that needs to concern us, but rather the need for a hoax. Surely, as results keep coming thick and fast from adult stem cell research, and with greater public awareness now generated about stem cell research, embryonic stem cell research will become a less appealing component of any share portfolio, especially if it professes to be pursuing medical cures. 

Governments have an important role to play in funding medical research from the public purse but they must be very careful about attempting to play the markets and pick the winners. However, biotechnology along with many other fields of science, will no doubt contribute to the world of tomorrow. Let us hope it is always for the betterment of humanity. 

Exploitation and Giving False Hope to Patients 
Some parliamentarians have shamelessly exploited those with disabilities to garner support for this Bill. Dr David Van Gend, spokesperson for DO NO HARM in Queensland has stated, “ If Premier Carr was a doctor treating little Luke Alderton, the paralysed child he posed next to on last night’s national news, he would be sued for negligence.” He added, “ Carr asserts that embryo stem cells are needed to cure Luke’s paralysis. He is wildly mistaken, he is misleading patients and giving them false hope, and should cease all comments on therapies for spinal injuries – diabetes, Parkinson’s, and heart disease, and anything else – until he studies the science”.

As Dr Van Gend pointed out Queensland may hold the promise of some “cautious hope” for this young boy, but we stress the need to be cautious in our statements. 

“Premier Carr, if he really wanted to give cautious hope to Luke’s mother, he would have taken her to PA Hospital in Brisbane where the first Australians are being treated for spinal injury using their own adult stem cells.” Dr Van Gend said (New Scientist 11 July 02).”

Here in Queensland a number of scientists and clinicians have spoken out against the false hype surrounding embryonic stem cell research. 

Here are some examples:

· “The scientific arguments in favour of embryonic cell research do not stack up” – Professor Michael Good, leading Australian medical researcher.

· “Adult neutral cell work has the clear advantage of being able to use the patient’s own cells to repair any deficits – and avoids issues of rejection and cancer formation” – Dr Peter Silburn, Adjunct Professor of Molecular Neurobiology, Griffith University.

· “Adult stem cells show promise in diabetes, however funding is being diverted into the medically doubtful and ethically disturbing field of embryo research” – Associate – Professor Joanne Shaw, Brisbane endocrinologist and diabetes researcher. 

Add this to the comments of Professor Bartlett (Courier Mail 28 August , p 7 ) regarding embryonic stem cell research, whose team last year were the first to verify the existence of brain stem cells: 

“ all about promises and not principles ………………It’s a bit like the growth of an IT company where as long as the expectations are huge and growing the worth of it is as well”

Professor Bartlett has moved from Melbourne to the University of Queensland to continue research on using existing stem cells in the brain to replace damaged nerve cells. 

Some people with disabilities are asking for embryonic stem cell research and some are not. But some of those supporting it are doing so on the basis of the false science that has been put forward to them. This deliberate misleading for political and commercial gain is shameful. No parliamentarian can now truthfully claim not to be aware of this fact. Those who legislate and allocate public funds have an onus to evaluate where funds can be best directed, on the basis of the results available to them from research, to promote therapies and cures; it ultimately must be an objective decision not derived from hype and emotion. 

The Smart State is in no danger of a “brain drain” when it comes to pioneering medical therapies and cures, unless it is ever silly enough to take money away from those scientists who are successfully producing cures and therapies and give it to researchers who are killing mice. 

Yet we must remember that many people may never have cures for their ailments or such cures may be years away. These people have to live in society this very day. Are our very emotional politicians who claim to champion their cause talking about this fact and passionately fighting for better services for these people? Most are not doing so and only now claim to be motivated by compassion as they champion a field of science that can only divert public funds away from genuinely helping these people. Funds that are increasingly going to private interests operating in an increasingly speculative market. However, the needs of such people are made evident everyday if we decide to pay attention. Examples are all around us: 

· On the Friday Sept 6th a screening of Stateline highlighted the plight of people with lung disease who can not leave their places of residence because of the cost of portable oxygen. Fortunately, oxygen is subsidised for the home.  

· Opposition leader Simon Crean has made some attempt to appear consistent about his concern for the disabled. On the same day his picture appeared in the Courier Mail at Latham Park where he was visiting the parents of disabled children, he called for the government to lift the cap on the special needs subsidy scheme. 

· On September 4th the Courier Mail ( p9 ), reporting the sitting of state parliament in Townsville, recorded a protest by spinal injury patients. They were demanding funds for an acute spinal care unit in North Queensland. Patients with spinal injuries must travel to Brisbane for treatment.

· On Sunday 8th while attending church one of our staff signed a petition to lobby the relevant government departments to insist private health funds  maintain the current status on cochlear upgrades. For those in a health fund it is a huge burden to find $10 000 approximately every three years for a speech processor upgrade. Yet, an extraordinary Australian invention allows many to speak and hear and contribute back to the government purse as taxpayers.

· On Monday 9th a story ran in the Courier Mail under the heading, Wheelchairs scheme in ‘cash crisis. It was reported disabled Queenslanders are upset about waiting up to four months to receive wheelchairs and other medical aids. The article stated that the Medical Aids Subsidy Scheme had not been increased for over a decade and delays in providing aids were putting clients safety at risk. Disability groups were calling for a government review. 

Just in the space of a few days all of these facts have been observed simply in the course of going about everyday activity. It demonstrates how much a part of our society the needs of the ill and disabled are.

It is a large list of needs to be met with public funding. Deciding funding priorities is a heart wrenching and thankless task, but that is what legislatures have a responsibility to do. How is it responsible to support the drive for research that has no runs on the board, sells itself with mere hype, and sometimes, as we now all know, with lies? There are people we can definitely help with public funding before we make speculative investments with public funds. Isn’t it obvious which one should be our first priority? Let us genuinely claim to be acting with compassion.

What Do Pharmaceutical Companies Want? 

Clearly many pharmaceutical companies have been most supportive of embryonic stem cell research - but why? This is a question the committee should endeavour to answer for the Australian public. The reasons may all be valid, but the public has a right to know what they are planning, and parliamentarians acting on our behalf, a right to regulate the research they plan to embark upon. 

In Australia a leading company lobbying for embryonic stem cell research is BresaGen. This company is listed on the Australian and New York Stock exchanges and its website reveals its core business to be in the field of pharmaceauticals and veterinary products. 

At least one parliamentarian seems to say that it is okay if drugs companies are involved in the whole issue (Obviously, completely trusting that these companies would never make a mistake). If that is the case let’s hear exactly what they are involved in. Hopefully, some companies, such as Johnson  & Johnson for example, will make submissions to this committee. 

In News South Wales, Premier Bob Carr sent an “Open Letter” to Prime Minister John Howard from scientists supporting embryonic stem cell research. Two scientists, Professor Susan Pond and Professor Denis Wade are company directors for Johnson and Johnson. They did not sign as individuals but rather listed their positions with Johnson and Johnson. This letter was dated the 14th of March and on that very day Hansard records the Treasurer of New South Wales, Michael Egan, stating, “ I am pleased to tell the House that pharmaceautical giant Johnson & Johnson will set up its Asia – Pacific information technology headquarters in New South Wales”. Therefore a clear link, and vested interest, exists between Johnson and Johnson and Premier Bob Carr a leading champion for embryonic stem cell research. No doubt legitimate, but Carr does not parade scientists from Johnson and Johnson in front of the media after showing them video footage of a hoax cure does he? Was the issue of support for embryonic stem research raised in negotiations between Johnson and Johnson and the state government? 

Pharmaceutical companies will not make large amounts of money out of adult stem cell research or from clinical operations of the kind Premier Carr claims to want. So it is reasonable to expect this committee will attempt to inform us all of exactly what they want from surplus IVF embryos so that rational debate and decisions can be made about this. Otherwise we will inevitably have a political climate full of suspicion and innuendo. We would be foolish not to expect this, given the revelations in the USA.

In the USA a study by the Centre for Public Integrity revealed that the strongest backers for government funded embryonic stem cell research had received funding from pharmaceutical and biotechnology firms. In recent year some four million dollars had been given to campaign funds, even President Bush was a recipient. These donations demonstrated the interest of multi-national pharmaceutical and biotechnology firms in promoting embryonic stem cell research. It is therefore reasonable to ask this committee to investigate what role, if any, they are playing in the lobby for embryonic stem cell research in this part of the global village known as Australia. 

Why do pharmaceutical companies want embryonic stem cell research and what role is public funding playing in meeting their desire? Surely, Senators will not seriously promote this legislation without first knowing the entirety of what they are supporting?

So, what do pharmaceutical companies want?

Expanding IVF, What Is Envisaged?

It is with trepidation that this submission broaches the subject of IVF. It seems that proponents of this legislation will label anyone who questions the role and motives of the IVF Industry in supporting the Bill as “religious zealots”. It appears that IVF is a sacred cow and its public funding must not be questioned, or whatever it asks for next. A political and social climate has been generated where rational discussion is not permitted. 

However, the IVF industry is not only promoting this legislation but advocates are putting forward the objective of advancing artificial reproduction technology as a reason for supporting it. Explanatory notes to the Bill mention improvement of IVF technologies as part of its purpose. If this is a major reason for promoting the legislation, let this committee make that perfectly clear and generate public discussion on the issue. 

There are some facts about IVF that require further expansion of it as a topic related to allocation of public funds. 

Firstly, only a small number of participants achieve their goal, about fifteen per cent. There is a cost to both the public purse and private citizens involved. It is not cheap. It is therefore an elitist institution at the moment, of no comfort to the poor. This is a very different position to the equitable, non-discriminatory manner in which funding, when available, is allocated to the disabled.

Secondly, the death rate of newborn babies is higher than the national average and abnormalities are twice as likely to occur. These statistics are seldom spoken of. What will expansion of the IVF industry mean in human terms? While helping some, will it fail many more and perhaps bring suffering to others? Can public funds be better spent delivering humane and compassionate outcomes for other competing interest groups in society? Why not discuss this?

One scientist in the field, Professor McBain made headlines when he talked about paying large sums of money to poverty stricken women for donations of ova, which would mean placing them on drugs to enhance ovulation. Is this a road that is envisaged for the future? Will scientists be pressing for this if the legislation is passed? Interestingly large numbers of ova would be necessary to go down the road of so called “therapeutic cloning”, something this legislation would in the short term prohibit.  

None other than Industry Minister, Ian MacFarlane, gave the game away about the intentions of some players involved with biotechnology. At the AusBiotech 2002 Dinner, he stated, “ As far as stem cell research goes, the biotech community hasn’t even pulled its boots on but already you’re attempting to move the goalposts by floating ideas like therapeutic cloning”. He went so far as to preface the remark with comments like, “ we are dangerously close to throwing the game on the current legislation”.

Yet, while a close ally of Alan Trounson and the biotechnology industry, Ian MacFarlane, chides his mates about coming out in the open with their hopes for therapeutic cloning, he accuses others opposed to embryonic stem cell research of making exaggerations about what researchers want to do! The exaggeration seems to be with his own parliamentary allies. Some parliamentarians replied to letters and inquiries from constituents implying that opponents of this legislation want to destroy the IVF programme and inferring that to be against the legislation you must be opposed to IVF. This is just nonsense because if this legislation fails it will not curtail the current funding of IVF, every parliamentarian understands that. The argument is a red herring. 

However, if there is a drive towards so called “therapeutic cloning” via the use of surplus embryos, let’s have it out in the open. Clearly IVF clinics are seeking to do a great deal more than just provide infertile couples with offspring. Therefore, it is reasonable for this committee to examine exactly what is envisaged by scientists, how does it relate to this Bill, and what will be the impact on society if it is allowed. 

If expanding the IVF Industry is a major purpose of this Bill, have a full discussion about it. Let’s not stifle comment by attacking religion and resorting to bigotry or pretending we are interested in medical operations for the ill and disabled.

Conclusion

Australians proudly boast, especially our politicians, that we live in a society that is a multi-cultural, inclusive, representative democracy. Many Australians of different ethic backgrounds and faiths regard all human life as sacred and are appalled at attempts to first destroy, then commercialise and commodify human life. Many humanists and agnostics without religious faith feel the same way. 

Yet some supporters of this legislation have attacked our right to participate in public debate. “ Don’t force your religion on us”, is heard. But no one is bearing arms are they? If we can’t comment are we really in a democracy? 

Our arguments have been put from the viewpoint of sound science and ethics, our stance is based on human reason. We do not need to perpetrate hoaxes, such as the white rat or claims of mice cured from Parkinson’s. You do not need to attend Church to reach our conclusions, indeed many others have done so as well.

The other side in this great debate have not proven their case based on sound science and ethics have they? Hence some parliamentarians in support of embryonic stem cell research resort to such stupid statements as, “ Well it just might do some good”. An admission that they don’t know it will, and if you think about it logically, you must concede the opposite,“ Well it just might do some bad”. Can you imagine if we let science proceed on this premise. Imagine just releasing drugs because, “ They just might do some good”. Ethical science does not operate on this premise. Therefore the onus is on exponents of embryonic stem cell research to prove their case, to have the results demonstrating the good, but they can not. 

Since they have failed their burden of proof, and research seeking medical applications for embryonic stem cells is not inhibited in animal models, why do we suddenly seek to disrespect the views and beliefs of so many Australians? Why do we seek to be less inclusive and less representative of the broader society, even less tolerant, when absolutely no need exists to do so? 

Comment Regarding Amendments

A number of amendments are proposed in relation to this Bill. 

We feel that this Committee, to keep good faith with the Commonwealth Parliament and the Australian public, should seek amendments that prohibit Australian institutions and public funds being utilised for human cloning procedures abroad. What is banned in Australia should not be promoted abroad by Australia.  

Secondly, if parliamentarians are proposing to support this Bill based on their desire to advance stem cell research for the purpose of finding medical cures, then the opportunity should exist for them to vote on legislation that is limited to that. Why should they have to vote for a range of other things to achieve their stated objective? 

The committee should draft amendments that ensure the first point, and that would facilitate the opportunity for a vote on the second. 

