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Background  
Breast Cancer Network Australia (BCNA) welcomes the opportunity to provide 
a submission regarding the Personally Controlled Electronic Health Record 
System: Legislation Issues Paper (Issues Paper), which outlines the proposed 
legislative framework to support the PCEHR system.  
 
We recently also provided a submission to the Department of Health and 
Ageing, regarding the Draft Concept of Operations: Relating to the introduction 
of a Personally Controlled Electronic Health Record (PCEHR) system (Draft 
Concept of Operations).  
 
BCNA supports the development of the PCEHR system and believes that it 
has the potential to enhance sharing of health information between individual 
health care providers, and between consumers and their health care teams. 
This is particularly important for women with breast cancer, who may see a 
number of different health professionals as part of their treatment and care. 
Sharing information between these health professionals, and with the woman 
undergoing treatment, can be inefficient, time consuming, and problematic. 
This can particularly be the case for women in rural areas, who may travel 
hundreds of kilometres for medical appointments only to find that key records 
or pieces of information have not been transferred.   
 

Submission  
It is important to mention from the outset that it has been difficult to fully 
comment on the proposed plans for the legislative framework regarding the 
privacy and security of health information in the PCEHR system. To do this, 
requires a comprehensive understanding of the existing Commonwealth, State 
and Territory legislation regarding the access to, privacy and security of health 
information. As BCNA does not have specific expertise in this area, we are not 
in a position to comment fully on how well the legislative proposals regarding 
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the privacy and security of health information as outlined in the Issues Paper 
would properly support a PCEHR system.  
 
As the peak national consumer organisation for women affected by breast 
cancer, the focus of this submission is to raise issues that have the potential to 
affect our membership. In 2011, approximately 14,200 women in Australia will 
be diagnosed with breast cancer.1 There are approximately 140,000 women 
living in Australia, who have previously been diagnosed with breast cancer.2   
 
Participants in the PCEHR system 
Question 1 asks the reader to consider: 
 
 ‘Are there other potential participants in the PCEHR system and what 
 is their role?’ 
 
Given that the new PCEHR system will enable individuals to appoint an 
authorised representative to create and manage a PCEHR on their behalf 
should they desire this, we suggest that ‘authorised representatives’ should 
also be included as potential participants in the new PCEHR system.  
 
Minimum retention period of health records  
The last paragraph on page 24 in section 3.2.8 provides that: 
 
 ‘In order to be consistent overall with existing general requirements, 
 the PCEHR repositories and portals could adopt the longest minimum 
 jurisdictional requirement for 15 years, and ensure that it is clear to 
 healthcare providers that if they need to comply in their records 
 management with legislation or guidelines for specific information, then 
 it continues to be their responsibility to do so’. 
 
Furthermore, Proposal 24 outlines that:  
 
 ‘The legislation would require retention of documents which have been 
 indexed/accessed by the PCEHR system for 15 years since last action 
 on record (or in the case of a minor, until they are 30 years of age)’.  
 
BCNA understands that the Draft Concept of Operations proposes that the 
PCEHR is intended to be active throughout the lifetime of the individual, 
unless deactivated by the individual. In light of this objective, BCNA considers 
that prescribing a minimum retention period for health records of only 15 years 
undermines this objective of having a ‘lifetime’ health record.  
 
Some of our members who develop secondary breast cancer, or who develop 
a recurrence of early breast cancer in the same or other breast, do so many 
years after their first diagnosis of early breast cancer; sometimes being some 
15 years, or more than 20 years after their original diagnosis. As such, it may 
assist these women who develop secondary breast cancer or another early 
breast cancer many years later, to be able to electronically access their older 
health records, including pathology reports, as this information may be useful 
to share with treating health care team regarding their treatment and care for 
their subsequent diagnosis of breast cancer. To this end, BCNA considers that 
an individual’s health records held on their PCEHR should be retained for the 

                                                 
1
 Australian Institute of Health and Welfare (AIHW). Breast cancer in Australia: an overview, 2009. Cancer series no.50. Cat. no. 

CAN 46. Canberra: AIHW. 
2
 Ibid  



3 

 

lifetime of the individual, as opposed to being held for a minimum period of 15 
years.    
 
Privacy and private sector organisations  
BCNA notes that Question 32 asks the reader to consider:  
 
 ‘If the PCEHR system operator is a private sector organisation, would 
 additional [privacy} mechanisms be required?  
 
BCNA believes that consumers should feel confident that the management 
and protection of their health information (if held by a private sector 
organisation) should be just as secure, as information managed by PCEHR 
system operators which are public sector organisations.  
 
While BCNA understands that the regulation of health information privacy 
varies across the Commonwealth, State and Territories of Australia, BCNA 
believes that all PCEHR operators should be subject to equivalent privacy 
obligations, regardless of whether they operate as a public or private sector 
organisation.  
 
If it is the case that PCEHR system operators (which are public sector 
organisations) are subject to higher or more stringent privacy obligations 
compared to PCEHR operators which operate in the private sector, then 
BCNA considers that, yes, additional privacy mechanisms should indeed be 
required for private sector PCEHR system operators. 
 
Thank you for the opportunity to contribute to this review. For further 
information on our submission, please contact Astrid Keir, Senior Policy 
Officer, on (03) 9805 2585 or at akeir@bcna.org.au. 
 
 
Yours sincerely, 
 

 
 
Michelle Marven     
Policy Manager      
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