HEALTH CONSUMERS COUNCIL 

CONSUMER REPRESENTATIVE MEETING REPORT 2010/11
One of the important aspects of consumer representation on committees is sharing the information with other consumers. The Health Consumers’ Council requests a brief report no longer than one page and in dot point format from each consumer representative on the activities of the committee/s they are currently on of have been participating in.  
Please fill out a report for each committee you have been a member of during the last year.
Representative’s Name: 

Jenni Ibrahim
Name of the Committee: 

Data Linkage Advisory Board
Purpose of the Committee:

“Provide strategic advice to WA Health and the universities (Curtin, UWA) on health data linkage issues including those related to the data linkage activities of the Department and activities of the universities in support of data linkage as a means of cooperative governance of the Data Linkage Australia Centre of Excellence.” (from the terms of reference)
It is a collaboration between WA Health, Curtin University, UWA School of Population Health and Telethon Institute for Child Health Research.
Length of time you have sat on the committee:

What consumer issues have you raised on the committee?

Have pushed for consumer friendly language in everything – papers, meetings, website.

Have continued to push for plain language summaries of all completed research projects using linked data to be made available on a public website.

Have pushed for increased community awareness of research using linked data / records and helped develop a card game to assist in this goal. 

The paper I previously tabled regarding consumer participation and knowledge transfer (as a community benefit of linked data research) has now resulted in a proposed Consumer Participation Centre being a significant part of the application for refunding of State data linkage infrastructure by Lotterywest.  This would provide researchers seeking to engage consumers with access to consumers and training in how to involve them as partners in their health research.  Researchers seeking access to linkable data would form the first phase of the Consumer Participation Centre implementation.
What was the result?

I was invited to provide detailed comment on proposals for a new data linkage website.

Have recently been appointed to the planning committee developing the International Data Linkage Conference in Perth 2011 (hosted by WA) so I can promote some consumer focus within the conference program. I hope that the data linkage game will be launched at the conference with pilot sessions with groups of consumers before then.

I was funded by Data Linkage Australia to take part in the Information Governance Workshop in November 2010 which featured presenters from Swansea University, Wales.
The ongoing development of the data linkage game continues to be supported by the Data Linkage Branch and the Data Linkage Advisory Board.

The Board meeting papers always include a list of acronyms now and members are now usually careful to avoid speaking in acronyms at meetings!

Has the committee discussed any items of interest to the Health Consumers’ Council?

Lotterywest funding for part of the State Data Linkage program
Would you be willing to present at the Health Issues Group in 2011 or write an article for Health Matters?
Yes (Have already done so regarding the Information Governance Workshop in November 2010.
Please return report to Caroline Rugdee
Email:

caroline.rugdee@hconc.org.au 
Fax:

9221 5435
Mail:

FREEPOST GPO Box C134 PERTH WA 6839
Return by:
7 January 2010
