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Background
The 45 and Up Study is the largest cohort study in Australia; established to enable world class clinical, public health and health services research.  Over 266,000 men and women aged 45 and over across NSW – about 10% of this age group – have been recruited to the 45 and Up Study and will have their health followed over the coming decades.  

Participants in the target age range were selected at random from the Medicare Australia enrolment database. Individuals resident in rural areas and those aged 80 years and over were over-sampled to ensure adequate statistical power amongst these groups. 

Participants in the 45 and Up Study provide self-reported information about their background, lifestyle, health and health service use at baseline and then at least every five years. Questionnaire information includes: demographic data, including age, education, ethnicity, type of housing; lifestyle and habits, including physical activity, smoking and alcohol consumption; current medications, history of disease and surgical procedures; functional capacity (MOS-PF) and psychological distress (Kessler-10); social support (Duke sub-scale), employment status, paid and unpaid work and income. The full data dictionary for the 45 and Up baseline questionnaire variables can be found at: http://www.45andup.org.au/downloads/File/Data_dictionary_AUG_2008.pdf

Participants have also agreed to linkage of their health records held in other data collections.  This linkage is conducted by the CHeReL, with the 45 and Up Study participant identifiers included in the CHeReL Master Linkage Key. Information to be gathered through data linkage includes: use of health care services and details of this care (including emergency department visits, and hospitalisations); deaths, with underlying cause; and certain incident morbidities, e.g., myocardial infarction, fractures, cancer and diabetes (as indicated by hospitalisation, death records and cancer registrations).  MBS and PBS data are also available for 45 and Up Study participants – this information is made available to, and linked by, the Sax Institute.  Participants have also agreed to be approached for additional studies to look more closely at the health of particular groups, for example, people with diabetes or those living in remote parts of NSW. To better understand the relative contribution of environment and genes to healthy ageing, collection of biological samples has been completed for approximately 1,000 participants and funds are being sought to complete this collection for the full cohort. 

The 45 and Up Study is managed by the Sax Institute in partnership with major funder Cancer Council NSW, and other partners  the National Heart Foundation (NSW Division), NSW Health, beyondblue: the national depression initiative, Ageing, Disability and Home Care, Department of Human Services NSW, and UnitingCare Ageing.  More information on the 45 and Up Study can be found at http://www.45andup.org.au or by calling the Study Infoline on 1300 45 11 45.

Tips for using 45 and Up data in linkage studies
· Recruitment to the 45 and Up Study commenced in February 2006 and is now complete. Baseline questionnaire information from 266,848 eligible participants is available for use in approved projects.
· Studies linking 45 and Up data to MLK and other Department of Health datasets require approval by the Population and Health Service Research Ethics Committee
· Access to 45 and Up Study data is also subject to approval by the 45 and Up Study Access Committee.  Following approval by the Committee, data will only be released with appropriate ethical approval.
· The Sax Institute charges a fee for access to the 45 and Up Study data.  Researchers should contact the Institute to obtain a quote for inclusion of these data in their project.
· MBS and PBS data are available for the 45 and Up cohort, however this information is provided by the Sax Institute and is not linked by the CHeReL

Access to information on Aboriginal and Torres Strait Islander peoples 
An application to the Aboriginal Health and Medical Research Council (AH&MRC) ethics committee should be made for research projects for which one or more of the following apply:
· The experience of Aboriginal people is an explicit focus of all or part of the research
· Data collection is explicitly directed at Aboriginal peoples
· Aboriginal peoples, as a group, are to be examined in the results
· The information has an impact on one or more Aboriginal communities
· Aboriginal health funds are a source of funding

Research that is not specifically directed at Aboriginal people or communities, such as for the total population or a sub-population (eg. rural NSW, people over 50 years old) can still potentially impact on Aboriginal people. 

However, an application for such research need only be made to the Committee if any one of the following applies:

· Any of the five factors listed above are present; or
· Aboriginal people are known, or are likely, to be significantly over-represented in the group being studied (eg. compared to the 2.1% of the total NSW population as shown in the 2006 Census); or
· The Aboriginal experience of the medical condition being studied is known, or is likely, to be different from the overall population; or
· There are Aboriginal people who use the services being studied in distinctive ways, or who have distinctive barriers that limit their access to the services; or  
· It is proposed to separately identify data relating to Aboriginal people in the results.
The AH&MRC ethics committee have some specific requirements, including evidence of community engagement in the research. Relevant documents can be found on the AH&MRC website at: http://www.ahmrc.org.au.  If you are unsure whether an application to the AH&MRC Ethics Committee is required, please seek the advice of the Ethics Committee secretariat (T: 02 9212 4777).
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