SUPPLEMENTARY TABLE 1.
How RAAS involves consumers

The Australian Safety and Efficacy Register of New Interventional Procedures – Surgical (ASERNIP-S), which is part of the Division, has worked with consumers since the organisation was formed in 1998 to assess the safety and efficacy of new surgical procedures. The first consumer representative became a member of the ASERNIP-S Management Committee (now called the Advisory Committee) at its inception, and gave advice on the systematic reviews and consumer summaries of these reviews produced by ASERNIP-S. As the Division developed, more consumers became involved in the various projects. By 2009 the public and patient perspective had become an integral part of all the Division’s systematic review and audit activities. The many ways that consumers provide input into the Division is shown is Figure 1, and is summarised below. 

ASERNIP-S Advisory Committee

Since 2002 ASERNIP-S has had two consumer representatives on its Advisory Committee, and at the time of this study one was a consumer advocate and the other a media and communications expert. They comment on systematic reviews of new surgeries, and work with groups of surgeons and researchers to prepare consumer information on these topics, written in easy-to-read language . ASERNIP-S staff prepare a short summary of each relevant review, and circulate it to the consumer representatives and surgeons for input. The completed summaries are posted on the website at http://www.surgeons.org/asernip-s/consumer.htm. 

Consumer organisations

With the help of the Advisory Committee consumer representatives, ASERNIP-S establishes links with national consumer organisations. These include the peak consumer body in Australia, the CHF, of which the College of Surgeons became an organisational member in 2008. CHF has directed ASERNIP-S to relevant organisations for consumer advice on specific reviews; for example, in one review on a surgical procedure used to treat a type of cancer, CHF referred ASERNIP-S to two patient organisations for sufferers of that health condition   In turn, ASERNIP-S comments on CHF position papers and attends CHF workshops on a variety of topics , such as consumer involvement and preparation of consumer information. ASERNIP-S also became an active member of the Interest Sub-Group of Health Technology Assessment International (HTAi) on patient and citizen involvement in health technology assessment in 2006. As part of this sub-group, ASERNIP-S provided input on an international glossary of medical terms for consumers, the HTAi consumer and patient glossary, which was published in 2009 (8).

Audit

Consumers are also involved in the audits conducted by the Division, namely the morbidity and mortality audits. 

•
National Breast Cancer Audit

The largest morbidity audit is the National Breast Cancer Audit, which has consumer involvement in many aspects of its work. ASERNIP-S took over the management of this audit in 2002. It has been supported by  the BCNA. Two representatives of the network sit on the Audit Steering Committee and the Evidence and Performance Sub-Committee as voting members. The consumer perspective complements the clinical input provided by other voting members. In some instances consumers have driven the process; for example, in 2008 the BCNA was keen to ensure that adherence to benchmarks measured by the audit was not overlooked, and offered to fund ASERNIP-S to conduct reports on data completeness and benchmark analysis.  

Dissemination of reports to consumers is an important part of audit activities. Information on the audit, including a list of participating surgeons and consumer summaries of audit reports, is available on the organisations’ websites.

•
The Australian and New Zealand Audit of Surgical Mortality

The Australian and New Zealand Audit of Surgical Mortality (ANZASM) was established in 2005; the audit provides peer review assessment by experienced surgeons regarding the treatment of every patient who has died in hospital during a surgical admission. 

The Steering Committee has been formed to engage and progress the audit implementation in all regions in Australia and New Zealand, to ensure that both consistency and high standards are met. A community representative on the committee provides a broader perspective on these sensitive issues. As a full voting member, this representative has the power to endorse policy.

The regional offices of the mortality audit around Australia have the hands-on auditing role. Some regions have a consumer representative with voting rights on their management committees. These representatives provide input on many issues, including how to increase compliance amongst surgeons and hospitals, and the preparation of booklets to explain the mortality audit process. 

Website

Through the website, consumers can nominate surgical procedures for assessment. Consumers can also access all reports prepared by the Division on the College of Surgeons website (Research and Audit page of www.surgeons.org), including plain English summaries of the systematic reviews. These summaries can be used by doctors and patients in consultations when discussing new surgical treatments. Consumers can provide feedback on consumer summaries through the Consumer Information page of the ASERNIP-S website (www.surgeons.org/asernip-s/consumer.htm), via email and web-based surveys. Specific queries from patients on any of the topics covered in the reports are responded to by the College.
SUPPLEMENTARY TABLE 2. Participant responses to the semi-structured telephone interview

	What consumers had to say…

… about their motivation for being involved
· ‘It is important for people to realise that there is not a 100% guarantee that a particular treatment will work, and that uncertainties in healthcare are talked about.’
· ‘[We need] a system that can give other women going to surgeons confidence that there is rigour around how they are managed, to improve care of women.’
· ‘My professional skills could assist in translating difficult information for consumers.’
… about their role in the RAAS Division
· ‘This brings a sense of a different perspective to the table – focus on the service delivery end and what is important to patients.’
· ‘I think that the really important thing is to have an effective dialogue between the clinicians, the patients and the researchers, and that is the key. If we can get that kind of discussion going really effectively I think we could all benefit.’ 

· ‘I feel a bit isolated in the process.’
… about how their role has evolved

· ‘You can often be part of an organisation, but if there is not preparedness to listen and consider how those messages could be utilised, then you are really not going to get anywhere, even with the best of intentions.’
· ‘The first meeting I was pretty silent, but now I make comments the same as everybody else. You don’t want a consumer on the committee just to have a consumer, and I don’t think that happens in the RAAS Division.’
· ‘We have actually funded an audit project … when we first started working with the audit we never would have thought that we would do this.’
… about how they would like their role to develop

· ‘I would like to be involved with some of the other committees within the organisation.’
· ‘There should be two consumer representatives on each committee, to give a range of perspectives.’
· ‘I’d like it to develop but I don’t know what the options are.’ 

· ‘I don’t see the need to develop the role.’
… about how the role of consumers in general has changed

· ‘Consumers are much better informed and prepared to be more active partners in informed decision making processes around their options.’
· ‘Women are actively looking for good quality information, seeking their options, and going to a lot of different places to seek their information, including the web.’
· ‘Consumers are more demanding and have very high expectations of medical outcomes.’
· ‘There are whole areas that are important to consumers that are now being addressed.’
… about ideal consumer information

· ‘The words we use are symbols, and you use a word (like morbid) as a concept, with one meaning (disease). Then another person reads it and their mind goes ‘bing’ in a different way (to mean sad or scary). There is a huge skill in preparing something for the public.’ 

· ‘The whole idea of shared decision-making is that you have to speak the same language as the clinician … consumer information should be pushing people to learn just that little bit more.’
· ‘Reviews rarely have enough evidence, and it goes back to the judgment of the practitioner… There is a constant problem of giving out general information that will then be applied to specific cases.’


