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Warning on DIY genetic testing and new genetic passports 

Australians have been warned not to underestimate the risks of new human genome technology and its impact on our society.

World-leading cancer biologist, Professor Mary Hendrix, today warned against new DIY genetic testing kits which are being developed for over-the-counter sale in pharmacies. And she praised Australian scientists for the scale and value of their medical research, despite “very modest budgets” compared to their US counterparts.

Speaking as the Australian Society for Medical Research (ASMR) 2004 Medallist, at the National Press Club in Canberra, Professor Hendrix said Australians’ rights to privacy and confidentiality were potentially vulnerable because of emerging genetic programs. 

Professor Hendrix envisages a time within the next decade when every child will be given a genetic passport shortly after birth. These genetic passports will provide vital information regarding the child’s predisposition for hundreds of illnesses with a genetic link, such as heart disease, obesity, osteoporosis and some forms of cancer. While they will bring dramatic benefits in disease management and individualised patient treatment, there were many major social policy issues still to be addressed.

“How will society respect our genetic passport information? How will our genetic information be applied to health insurance? What is the impact of an individual’s genetic information being shared by employers?” Professor Hendrix asked.

“In the very near future, children will not be able to escape their genetic passports. It is critical we act now, to establish ethical guidelines for information generated by the genetic passports of the future.”

“Already biotechnology companies are developing genetic testing kits which will be available to the public from pharmacies and supermarkets. However, there is currently no mechanism to validate the integrity of these kits. While these kits will provide an early warning diagnostic system, there are grave concerns about how reliable the information is and how it will be used,” Professor Hendrix warned.

“Governments need to legislate to protect the public from the dangers surrounding common use of these genetic testing kits. Scientists, physicians, patient advocacy groups, bio-ethicists and insurance companies need to be working together now, so we can ensure the ethical and moral handling of private genetic information.”

Governments also need to seriously consider extra funding for scientific and medical research in Australia. “The economic benefits will definitely be there, if the financial commitment is made”.

Professor Hendrix predicted personalised drug therapies would greatly improve treatments for a range of life-threatening diseases. “Mapping and sequencing the human genome was obviously a major breakthrough, but it’s really only the beginning. In recent years we have made tremendous biomedical advances developing vaccines, antibiotics, high resolution imaging and transplantation, but the benefits from the human genome project are going to transform medicine. 
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“In the next decade, prevention is going to become the dominant force in medicine. Knowledge of an individual’s genome will mean we can predict how he or she will respond to specific drugs and we can personalise drug therapy, improving remedy and reducing side effects.”

“However, we all need to become more genetically literate so we can understand the health and economic potential of genetics.”

“In the US we lobbied successfully to double the US federal health and medical research budget from US$13.6 billion in 1998 to US$28 billion in 2004, but even we are now at risk of losing a generation of scientists if there is any backsliding in funding levels in the future.”

World-wide, the US is at the forefront of spending on medical research. Professor Hendrix says life expectancy in the US between 1960–1999 grew from 73.1 years to 79.4 years for females and from 66.6 to 73.6 for males. “This led to annual net gains to the US economy worth US$2.4 trillion. 

“I’m amazed at how well Australian scientists have done in this field when I see how little they have to work with. The economic and health benefits are there for all to see and Australia certainly has the intellectual capital to be major players in the world research arena”.

President of the ASMR, Associate Professor Andrew Sinclair congratulated Professor Hendrix on being awarded ASMR Medallist for 2004. He endorsed her comments on funding for medical research and for proper public debate about managing the emerging power of genetics.

The Australian Society for Medical Research is currently lobbying the Federal Government to invest an additional $1 billion to Australian health and medical research, phased in over the five years beyond 2004/05. 

“The 2004 Budget addressed some of the issues confronting medical research but failed to commit to funding which will build on the previous investment.  Investment in Australian health & medical research delivers exceptional returns: $5 for every $1 invested.   

“With analysts predicting a slowing economy from 2005, it is difficult to understand a decision which does not capitalise on a proven investment and which also diminishes Australia’s ability to deal with the realities of an ageing population, fewer tax payers and a future health budget blow-out,” Associate Professor Andrew Sinclair said.
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