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EDITORIALS

erations. This leads to a recommendation that, despite the
traditional importance of confidentiality to the doctor–
patient relationship, there may be exceptional circumstances
in which doctors (and familial cancer registries) should be

permitted to disclose confidential information to genetic
relatives without the patient’s consent, if such a disclosure is
necessary to lessen or prevent a serious threat to an individ-
ual’s life, health or safety. In this sensitive area, the inquiry
asks that guidelines be developed to assist healthcare profes-
sionals in this task.

Some other recommendations of particular interest to the
scientific and medical communities are summarised in the
Box.

The inquiry’s findings and recommendations have been
presented to the two relevant federal Ministers — the
Attorney-General and the Minister for Health and Ageing
— and the government is expected to respond and outline
its plans for implementation soon. However, the pervasive
influence of genetic science means that recommendations
for change have been addressed to more than 30 bodies
across the public and private sectors — many of these
organisations do not need to wait for the federal government
before they can take action.

We have an excellent opportunity in Australia now to
develop policy based on sound principle, rather than man-
aging emerging problems on the run. The area of genetic
testing and information is so personal and so sensitive that it
is critical we get this right — and do so now — to avoid the
crisis of confidence and the public backlash that would
inevitably follow from the revelation of poor or unethical
practices.

David Weisbrot
President, Australian Law Reform Commission, Sydney, NSW

Kerry J Breen
Chair, Australian Health Ethics Committee, National Health and

Medical Research Council, Canberra, ACT
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Some specific recommendations of the Australian 
Law Reform Commission/Australian Health Ethics 
Committee inquiry

■ National ethical and privacy guidelines should be developed 
specifically to cover the use of genetic information held in tissue 
banks, research databases and genetic registers (including 
“inchoate” databases, such as Guthrie card collections).

■ The support and guidance given to human research ethics 
committees when reviewing proposals dealing with genetic 
issues should be significantly strengthened.

■ Laboratories that conduct genetic tests for medical, diagnostic or 
treatment purposes (rather than for research purposes) should be 
accredited by the National Association of Testing Authorities, and 
accreditation requirements should be strengthened to deal more 
broadly with ethical standards in genetic testing, such as proof of 
consent.

■ The Therapeutic Goods Administration should be empowered to 
more effectively regulate medical devices used in genetic testing, 
as well as DNA test kits provided directly to the public, whether 
such kits are marketed for health purposes or for identification 
(such as for parentage testing).

■ Nationally consistent standards should be developed in relation to 
population genetic screening programs, covering such matters 
as informed consent, testing standards, quality assurance, cost–
benefit considerations, and reporting and data collection.

■ Employers should not be permitted to collect or use genetic 
information in relation to job applicants and employees, except in 
rare and compelling circumstances. Such circumstances might 
be when this is necessary to protect the health and safety of 
workers or third parties, and the action complies with stringent 
standards developed for this purpose by the HGCA and 
occupational health and safety authorities.

MJA/Wyeth Award 2002
The 2002 MJA/Wyeth Award went to “Sharing
the true stories: improving communication between
Aboriginal patients and healthcare workers”, which
was published in the 20 May 2002 issue of The
Medical Journal of Australia.

At the recent AMA National Conference, Dr
Alan Cass accepted the Award’s commemora-
tive plaque from Dr Kerryn Phelps, AMA Presi-
dent, and a cheque for $10 000 from Ms Erica
Mann, Managing Director of Wyeth Australia.

Dr Cass and his coauthors, Anne Lowell,
Michael Christie, Paul L Snelling, Melinda
Flack, Betty Marrnganyin and Isaac Brown, are from the Cooperative
Research Centre for Aboriginal and Tropical Health, Darwin. The award
was for their research into factors limiting the effectiveness of health
communication between Aboriginal patients and healthcare workers.

Despite the ever increasing influence of science and technology in
medicine, what has remained unchanged from antiquity is the patient–
doctor consultation. At its centre is effective communication, which is
influenced by language, context, and culture, and no more so than in the
interaction between Indigenous people and their healthcare workers.

As noted by Ms Mann: “Australian Indige-
nous culture encompasses a vast tapestry of
experiences, language and mythology that both
enriches our lives and presents considerable
hurdles in communication about healthcare
from a traditional non-Indigenous medical per-
spective”.

Cass and his fellow researchers set out to
determine barriers that may impede this cultur-
ally laden communication, using qualitative
research, which included videotaped interac-
tions. Their research showed that, in Aboriginal
healthcare, full understanding in the clinical

context was rarely achieved. Barriers included lack of control by Aboriginal
patients over the timing, content, and circumstances of the predominantly
biomedical interactions; cultural and linguistic divides; limited use of
interpreters; and lack of training opportunities in cross-cultural communica-
tions.

Commenting on the research, Ms Mann said: “There is a great and
continuing need for research like this, if improvements in Aboriginal health
are to be sustained and [Aboriginal Australians] are to approach the quality
of life enjoyed by non-Indigenous Australians”.
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