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2 June 2005

Ms Robyn Kruk

Director General

NSW Health

Locked Nag 961

North Sydney NSW 2059

Dear Robyn

I am writing to confirm with you the position NCOSS is taking on the proposed trials of electronic health records that are scheduled to commence later in 2005.

NCOSS would prefer an “opt in” model to be trialled, as we have indicated to the Department, as early as December 2004 when formally raising concerns with the NSW Electronic Health Record Health e-Link Steering Committee about the “opt off” model.

However, NCOSS is prepared to support the proposed Hunter and Western Sydney based 2-year trials, which will use the “opt off” approach, subject to the following conditions being met:

(i)  an appropriate agreement is negotiated with the NSW Privacy Commissioner to provide the framework for the trails. This agreement should not involve the amendment of existing legislation for this purpose;

(ii)  clear consumer protocols that include elements such as a simple-to-activate and time appropriate mechanism for consumers to opt out are negotiated with the Privacy Commissioner, the Office of Fair Trading and peak consumer and community organisations that advocate for the interests of health consumers;

(iii) a trials advisory reference group that includes a number of key consumer and community representatives is established and is given full access to the reviews of progress of the trails on a regular basis;

(iv)  public reports are released by NSW Health on the progress and cost and benefits of the trials using the “opt off” model and the full evaluation reports are also made publicly available; and

(v)  extensive consultation is conducted with consumer, community and clinical/practitioner representatives following the release of the evaluations of the trials and before NSW Health develops any formal recommendations for Ministerial or Government consideration about implementing electronic health records on a broader basis in NSW.

Flowing from the April 2005 forum conducted by NCOSS on this initiative and other discussions with a range of peak community and consumer organisations, it is clear that there is a divergence of opinion across this “broad church” about the desirability of using an “opt off” model as the basis of implementing electronic health records. 

Effective consumer protection approaches generally rely on consumers being genuinely informed and making voluntary choices about whether to purchase good and services or participate in the production, codification and transmission of information about themselves.

There are many groupings of consumers, especially in mental health, HIV and Hep C areas, where historical practice confirms strong concerns about privacy and discrimination matters.

There are others such as older persons organisations and groups representing the interest of people with more traditional chronic conditions, that still raise such concerns, but to a lesser extent.

At the same time, NCOSS acknowledges the urgency of actually achieving tangible progress in the better alignment and integration of human services so that consumer and community outcomes are actually improved in a sustainable manner. In this sense, appropriate use of electronic health records could make an important contribution.

I hope that you will carefully, favourably and urgently consider these matters that I have raised in this letter. I look forward to your earliest reply. If further information is required, please contact Samantha Edmonds on tel 9211 2599 or email at samantha@ncoss.org.au

Yours sincerely
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Gary Moore

Director

Council of Social Service of New South Wales


66 Albion St, Surry Hills NSW


phone 02 9211 2599 fax 02 9281 1968 �email info@ncoss.org.au web www.ncoss.org.au
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