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GENETICISTS VOICE CONCERNS OVER HUMAN DNA DATABASES 

In the wake of recent debate over the creation of DNA databases for forensic use, geneticists at today's British Society of Human Genetics (BSHG) annual conference in York, will voice concerns over serious conflicts of interest emerging around the creation of human DNA databases. However, they will also highlight the importance of guaranteeing public confidence to help ensure that opportunities for major health benefits from research using medical DNA databases are not lost.
 
Several large-scale collections of DNA samples exist as powerful research tools in the hunt for genes linked to some of the most widespread diseases of our time, including cancer, diabetes and stroke. Equally they are a potential goldmine for biotech and pharmaceutical companies engaged in the development of new drugs and genetic testing technologies. DNA databases that were originally developed as part of publicly funded research studies, or routinely collected in hospitals, have acquired a new and significant commercial value, inviting opportunities for exploitation. 

Speaking at a debate held at the conference, Professor Marcus Pembrey, Emeritus Professor of Paediatric Genetics at the Institute of Child Health in London, will outline current debates on how best to use DNA databases for vital medical research.
He said: "The most valuable long-term projects for common disease research include DNA banks for genetic studies. As a result, the financier of any such study is under enormous pressure to allow other researchers to bypass the local research team in the scramble to exploit data for studies using the latest DNA genotyping technology. Such impositions risk undermining the high level of trust commanded between the study participants and the local research team and, if not handled carefully, breaches of participant anonymity.
It is imperative that proper safeguards are in place so that the potential for genuine benefits to human health raised by this research are not hampered by fears over privacy," he concluded.
In contrast, Dr Paul Martin, Deputy Director of the Institute for Science and Society at the University of Nottingham, will question the unrealistically high scientific and commercial expectations that surround medical genetic databases.

He said: “The hopes raised by the sequencing of the genome have not been realised. Genetic databases, such as UK Biobank, look likely to only identify relatively modest genetic effects in most common diseases and it will take decades for these findings to translate into real patient benefit. We need to be much more critical of the promises that genetics research offers.”
There are also concerns that pressure could increase for studies using medical databases to ramp up their output by feeding back data to participants about their genetic risk status for the latest gene discoveries. But, says Professor Pembrey: “In the absence of clinical services to deliver such information, we cannot allow this to happen”.
Although forensic and medical databases are collected for different reasons, Lord Justice Sedley's claim last week that every citizen and visitor of the UK should be added to the national DNA database has sparked fresh concerns over the prospect that DNA samples collected for one purpose might be used for another, without the explicit knowledge and consent of the donor.
 
While public consultation exercises around the use of medical DNA databases are almost to excess, those around forensic DNA databases are severely lacking, according to Professor Steve Bain, a member of the national DNA database strategy board, who has criticised the lack of transparency over the now 12 year old police DNA database.

He said: "We've got to the point where we've got the biggest DNA database in the world with very little public consultation. The public needs to know where we are with this and should have a say in where we should go." 
It is anticipated that tomorrow's Nuffield Council on Bioethics Report on 'The Forensic Use of Bioinformation: Ethical Issues', will provide vital clues as to how forensic DNA databases in the UK should be governed to ensure that they provide genuine benefits for society. 

