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The Australian Privacy Foundation has major concerns with the PCEHR and the government's proposals to make it opt-out.

After a decade of engagement, we now have reservations about the latest turn-around: to make the  re-branded, unpopular and under-used eHealth record system rely on an "opt-out" process to manufacture deemed consent. Our reservations centre on the risk many people will now face having a new, redundant, poorly-secured centrally-controlled record without even realising some of their sensitive medical and personal data has been harvested and put into a system accessible from the Internet - not the safest of places.

This appears to be done solely to crank up the the bureaucrats Key Performance Indicator of "numbers enrolled", conveniently avoiding the messy problem of actually having to persuade Australians to voluntarily opt-In (which they have proven consistently reluctant to do, given the choice), and which they would have done if they saw any benefit in it.

Health Minister Sussan Ley's comments at the press club on Wednesday 28 October suggest that the government is now proposing to weaken further the already ambiguous, uncertain, incomprehensible and largely useless access controls on the Personally Controlled eHealth Record.

A major reason for this claim is that the access controls operate at the institution level, not the individual level. A patient will not know who has looked at their record, only that someone from a health care institution has. That someone could have been a receptionist, an admin assistant or a world leading cardio-thoracic specialist. So much for control and awareness.

We compare the access controls on the PCEHR with just about every other Federal Government IT system where each user not only has a unique UserID/Password but they are only allowed to access that data for which that have a valid need to know. They've also all had a police check and have been security vetted. Does the Federal government really believe that the data in its own IT systems is more important than the health and personal information on most Australians?

Even worse, the PCEHR also creates an un-necessary new potential target for bad actors intent on fraud and identity theft, for over-zealous governments unwilling to accept your sensitive personal medical life-story is not theirs to "share", and for overly-opportunistic businesses keen to monetise such highly prized information. The more data in the system, the more attractive it becomes.

It is a little acknowledged fact that the existing PCEHR legislation allows the operators of the PCEHR to give patient's health and other personal data to law enforcement bodies and those protecting public revenue (read the ATO, amongst others). Without a court order. Without informing parliament. Without informing the patient. The government has not been particularly keen to publicise this, but it's there in Section 70 of the eHealth Act 2102 (and our submission) for all to see.

It is important to note that APF, which has input from a range of relevant expertise in medical informatics, risk management and health care research, remains supportive of and committed to the application of information technology and advanced data analytical capabilities to clinical treatment, medical research and the efficient operation of the health system. However, it needs to proceed on a basis of trust, respect and mutual confidence.

What we object to is the implementation of a flawed, risky and unjustified data aggregation project and have it forced upon every Australian. Only some will have the ability and capability to opt-out. Everyone else will be sucked in.

The modern online economy relies on digital citizens having a real choice, and being willing to exercise it, not to be 'nudged' or tricked into it. This re-animation of an old, moribund and unconvincing data aggregation project is not a promising start for the new-look government. The design needs a complete re-think followed by a few iterations in the Gov-hack lab. It also needs a more basic respect for the punters' rights, before it is ready for release. We also think that the new ACeH should be running with this well before the Department of Health is allowed to start opt-out trials.

We attach our submission to the Senate Community Affairs Committee which details our concerns, and our recommendations for the future of the PCEHR (under whatever brand).

Bernard Robertson-Dunn

-- 

Dr Bernard Robertson-Dunn
Australian Privacy Foundation
Chair Health Sub-Committee
Bernard.Robertson-Dunn@privacy.org.au

