Appendix E

Regulations governing access to and use of the PATH Through Life data

 (13-12-2010)

1. Confidentiality and data security

1.1 Data users will respect the guarantee of confidentiality given to participants in the PATH study.

1.2 Users will not be given individual identifiers of participants (such as names or addresses) as part of a data set.  Other possible identifying data, eg occupational information will be removed from the data set.

1.3 Users will not attempt to identify participants from information provided in a data set.

1.4 Users will not present information in any form that would enable others to identify participants in the study.

1.5 Users are responsible for the security of the data sets provided to them.  All data files will be stored on password-protected computers or, if on CD/DVD, kept in a locked drawer or filing cabinet.  A DVD of password protected data will be posted to users

1.6 The only individuals who will have access to the PATH data are either those working within CMHR who have had a proposal approved to use the data, or have a contract or MOU with CMHR to access the data.  No data files or copies of files will be given to third parties.

1.7 Users will undertake to delete data sets from their personal computers (or destroy CDs) when projects have been completed. This completion date will include any time for which data sets need to be stored to meet journal or university requirements.

2. Ethics

  2.1  A separate ethics proposal must be submitted by any external user 2 to their tertiary institution, and approved, prior to any secondary use of the PATH data.

3. Acknowlegements and authorship
3.1 All publications and written reports from the project will acknowledge the contribution of relevant funding bodies and of members of the project team.  The following standard acknowledgement should be modified as appropriate:

In text:

After mentioning the PATH Through Life Project please add being undertaken by the Centre for Mental Health Research at the Australian National University

In “Acknowledgments”

We thank the study participants, PATH Interviewers, Trish Jacomb, Karen Maxwell,.  We would also like to acknowledge the contribution of  <<relevant CI’s who are not authors>>.The << waves of data used in this analysis>> of the PATH Through Life Study were funded by National Health and Medical Research Council Grants #. 
3.2 Other forms of dissemination (eg conference papers) will acknowledge the Centre for Mental Health Research.  Where MRI or blood analysis data is referenced, the Neuropsychiatric Institute, UNSW should be acknowledged.  When genetic data is referenced, John Curtin School of Medical Research, ANU should be acknowledged.
3.3 Authorship of any publications and written reports will satisfy the Vancouver criteria for authorship.

3.4 The order of authorship will be determined by the authors themselves.

3.5 Any disputes about authorship which cannot be resolved between the authors themselves, will be referred to the PATH Governance Committee.
4. Reports on progress

Users will provide updates of the progress of their studies using the PATH data at intervals specified by the PATH Data Manager.

5. Withdrawal of permission granting access to and use of data.

The CI s may withdraw their permission granting individuals or groups access to and use of the data if an individual or group fails to meet the conditions specified in these regulations.  
6. Publication
A revised NHMRC policy for the dissemination of research findings came into effect on 1 July 2012.  This policy “requires that any publications arising from an NHMRC supported research project must be deposited into an open access institutional repository within a twelve month period from the date of publication.  Please see “Dissemination of research findings – a guide to complying with the NHMRC mandate for ANU researchers” (Appendix F).
