


PREVENT Programme data access request form

All research teams, wishing to use the PREVENT Research Programme database will submit an access request form. Access to data is subject to the prior approval by the Principal Investigator, study Statistician and relevant members of the study Steering Group committee who will judge the relevance of the scientific objective and feasibility. The evaluation criteria include scientific and methodological quality of the research project and possible competition with analysis of already existing projects. The PREVENT Research Programme has two Statisticians who can be contacted for any statistical enquiries, Dr Isabelle Carriere: isabelle.carriere@inserm.fr and Dr Graciela Muniz Terrera: G.Muniz@ed.ac.uk. Completed data access request forms should also be submitted to Dr Graciela Muniz Terrera: G.Muniz@ed.ac.uk for review by relevant members of the Steering group committee.

Once agreement is obtained, the requested data will be sent to the applicant by the Biostatistics Modelling platform unit, Inserm U1061 or the Centre for Dementia Prevention at the University of Edinburgh.

ANONYMITY:

The data collected by the study are stripped of all personal identifiers. Investigators with access to such data must comply with the requirement of anonymity.

TERMS AND CONDITIONS:

1- The transmitted data will be used exclusively by the project's principal investigator (hereinafter referred to as "the Beneficiary") and / or members of his research group as responsible.

2- No transferability. These data are not assignable. Licensee may not redistribute the data to any other person or entity.

3- Publications. Rapid publication of results of the research project is encouraged. The final draft of any scientific paper or oral communication must be submitted in advance to the National Coordinator, Katie Wells (Katie.wells@imperial.ac.uk) who will circulate this to the Steering group committee. The list of authors should also be included with this. Response from the committee should be received prior to any publications being sent for submission.

4- Financing. The Beneficiary must mention in publications, according to the data used, the financing of PREVENT. The Alzheimer’s Society and Alzheimer’s Association grant funding along with Philanthropic donations should be acknowledged in all publications.

5- Use of limited data in the research project. The Beneficiary accepts that substantial changes to the research project, such as the appointment by the Beneficiary of another Principal investigator of the project and / or transfer to another institution, requires the submission of a new application for access to data.

6. The destruction of the database. It was agreed that the Beneficiary may retain data for up to 6 months after the publication of results. After that, the data will be destroyed. If for any reason, further analysis of the data is needed, a new data distribution agreement will be implemented.

BENEFICIARY:

Name:
Institution:
Contact details: 

Signature and Date:


Primary Aim or Hypothesis of the Suggested Analysis:
Briefly outline the hypothesis to be tested or aim of the analysis.



What background information is known about this topic already?
This does not need to convey a thorough literature review, rather just 2 or 3 key references on the topic.



What would analysis of the PREVENT database add to existing knowledge?
This may include the age range/sample size in PREVENT, access to better more specific outcomes, access to other variable to improve the modelling etc.




Is this analysis to form part of a higher degree?


What resources do you have available to support this work?


Please outline the data you require access to from the PREVENT dataset:


What is your statistical analysis plan? Please include details of any Power analyses carried out if applicable.

Have you discussed this analysis with one of the PREVENT study statisticians? If yes, what was the outcome of those discussions? If no, then please contact one of the PREVENT study statisticians to discuss which data are available to support your proposal? 


Please outline your plans for data storage ensuring that any data transferred would be stored securely: 


What is your publication plan and do you have any deadlines in mind for e.g. conference presentation? 
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