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Report re the Consumer Health Forum consultation on the Personally Controlled Electronic Health Record (PCEHR)
15 February 2011, Holiday Inn, Potts Point

Attended by Michael Frommer
The Consumer Health Forum (CHF) recently convened a consumer workshop on the Personally Controlled Electronic Health Record (PCEHR). The CHF has been charged with engaging consumers about how they would like PCEHR to operate. The timeframe for finalising the PCEHR is tight, with government having announced that PCEHR will be available to all interested Australians as of 1 July 2012. 
The main areas for AFAO and our membership to engage with fall into two categories – substantive and procedural. 

i) Substantive
AFAO’s Discussion Paper, E-health, Privacy and HIV highlight many of the key issues to address in implementing an e-health system. Important substantive matters have included:

· If consumers will be able to choose if particular health information is linked to the e-health record

· If consumers will be able who can view/access their e-health record 


At the workshop, Sharon McCarter from the Department of Health and Ageing (DoHA) stated that the PCEHR will allow consumers to choose what information is linked, and who will have access. It appears that this is the first time that an official from DoHA has publically committed to this. The mechanism by which this will be done was not explained. 
A great deal of discussion occurred around the content and structure of the e-health record that consumers wish to see. Specifically, the following key questions were discussed:

· What types of information should be included in the e-health record

· Whether there e-health record should be constituted of different section, with one being the clinical notes/records, one being consumers’ contributions, and one with demographic/basic/summary information.

Robust governance measures were raised as crucial to the acceptability of the PCEHR for consumers. The process thus far has not outlined a compliance and penalty regime. There was strong feeling that a clear complaints process for any inappropriate use of PCEHR is essential, as are a strong penalties against any individuals/organisations found to have inappropriately handled PCEHRs. 

ii) Procedural
With a 1 July 2012 start date for the PCEHR, there is a tight time-frame during which significant decisions need to be taken. Off the record, a CHF staff member stated the National E-Health Transition Authority (NEHTA) may not release publically its proposal detailing the features of the PCEHR record and how it will operate. However, it will engage with the Consumer Reference Group, of which CHF is a member. After NEHTA does so, AFAO will be in contact with the CHF and this should provide us with an opportunity to engage on these important issues.
NEHTA has a range of other committees with (a single) consumer representation; some of these consumer representatives were in attendance at the workshop. AFAO will follow up which consumers sit on which NEHTA committees to get a better idea of where influence may be had. 

A CHF staff member stated that Department of Health is meant to be doing its own consumer consultation, probably in late March/April. Such a consultation is essential, and should be conducted openly facilitating broad community engagement. 
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