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 INSPIRE-T DATA USE AGREEMENT AND PUBLICATION POLICY 
This agreement is governed by the French law

|_|1.0 DATA HANDLING
		
1.1 Data supplied from IHU HealthAge INSPIRE/Open Science group must only be used for the purposes stipulated by the recipient in the project described in the INSPIRE-T Data Access Application. The recipient understands that any other utilization is strictly prohibited.

1.2 The IHU HealthAge INSPIRE/Open Science group holds no responsibility for statistical analysis and interpretation performed by the project team. 

1.3 The recipient agrees to use the data they have stipulated in the data access request form only.

1.4 The recipient will require anyone belonging to his/her team project who utilises these data (and confidential study documents) to comply with this data use agreement. 

|_| 2.0 GOVERNANCE

2.1 The study title, together with a brief lay summary and the name of the project leader will be published on the CHU  transparency webpage for participant information (https://data-transparence.chu-toulouse.fr). 

2.2 In case of substantial modification to the initial study proposal (i.e. changes to objectives, study population, or outcomes), the recipient must submit an updated Data Access Application to the IHU HealthAge INSPIRE/Open Science group.

2.3 The same requestor may only have 2 ongoing projects at any one time.

2.4 The recipient can keep the data supplied from IHU HealthAge INSPIRE/Open Science group for the duration of the project as described in the Data Access Application. If the project has been postponed and the project team needs a longer period of retention, the requestor must submit a specific request for an extension to the IHU HealthAge INSPIRE-T/Open Science group.

2.5 The recipient agrees to provide a progress report on the analysis to the IHU HealthAge INSPIRE/Open Science group 6 months after reception of data, and, unless otherwise stipulated, to submit their manuscript for publication within 1 year of receiving the data.

2.6 The recipient will comply with any rules and regulations imposed by his/her institution and its institutional review board in requesting these data. 

2.7 If the project requires approval from the recipient’s local ethics committee (or any other competent authority), the recipient holds the responsibility to obtain this approval.

2.8 For applicants who generate new INSPIRE-T data (e.g. processed data from bioassays or imaging analysis), access to INSPIRE-T clinical data will only be granted once the new (processed) data has been provided to the INSPIRE-T statistician (in .csv, excel or SAS form) in order to be pseudonymised and integrated into the main INSPIRE-T database. A data dictionary and description of methods must also be provided. The processed data will be made available to other researchers following an embargo period of 1 year, as outlined in the “INSPIRE-T cohort data access and sharing: policy and procedures”.

|_| 3.0 DATA SECURITY
3.1 The recipient will ensure that his/her research team use appropriate administrative, physical, technical and organisational safeguards to ensure data security and integrity and to prevent unauthorized use or disclosure of the data.

3.2 The recipient will receive access to pseudonymised data and will not attempt to identify or contact any of the INSPIRE-T subjects.

|_| 4.0 PUBLICATION AND DISSEMINATION RULES
			
4.1 The title or abstract will mention the name of the study: INSPIRE-T

4.2 After the named authors on the manuscript’s title page, “for the IHU HealthAge INSPIRE/Open Science group” must be added, and the members of the IHU HealthAge INSPIRE/Open Science study group (see below) must be listed either with the author affiliations, at the end of the manuscript (e.g. in the acknowledgements) or in the supplementary material (unless otherwise specified by the journal). 

Example:

Exposure to risk factors and biological age: data from the INSPIRE-T study

Author 1a, Author 2 b, Author 3 c, …. Last Author g, for the IHU HealthAge INSPIRE/Open Science study group*

a Affiliation Author 1
b Affiliation Author 2
c Affiliation Author 3
…
g Affiliation Last Author

* members are listed below / in the acknowledgements / in the supplementary material [adapt/delete as appropriate]


Please note: when submitting a manuscript to a journal, the IHU HealthAge INSPIRE/Open Science group does NOT need to be entered as an author in the electronic submission system, unless specifically requested by the journal. Some journals may have a specific section in the online submission system for information about study groups. If such a section does not exist, it is sufficient to include the study group information in the manuscript (as explained above). 

Please contact ihuos_inspiredataaccess@chu-toulouse.fr (and CC: nicola.coley@utoulouse.fr) prior to manuscript submission to obtain the current list of the members of the IHU HealthAge INSPIRE/Open Science Group to be included in the acknowledgements/supplementary material.   

4.3 The version number of the INSPIRE-T database used for the analyses must be noted in the methods section (e.g. “For the present analysis, we used version 1.0 of the INSPIRE-T database”). 





4.4 The IHU HealthAge INSPIRE/Open Science funding must be acknowledged using language similar to the following in the Acknowledgments section:

“The INSPIRE-T cohort and the IHU HealthAge open science initiative were supported, as part of the IHU HealthAge, by the French National Research Agency (ANR) within the France 2030 program (reference number: ANR-23-IAHU-0011). The INSPIRE-T cohort was also supported by grants from the Region Occitanie/Pyrénées-Méditerranée (Reference number: 1901175), the European Regional Development Fund (ERDF) (Project number: MP0022856), and the Inspire Chairs of Excellence funded by: Alzheimer Prevention in Occitania and Catalonia (APOC), EDENIS, KORIAN, Pfizer, Pierre-Fabre. The IHU HealthAge Open Science initiative builds on the work conducted in the Data Sharing Alzheimer project.” 

Please also include the following acknowledgement in manuscripts: 

“We would like to thank the INSPIRE-T participants, and all of the research and clinical staff who contributed to the study”. 

4.5 The Alzheimer’s Disease Data Initiative’s, AD Workbench must also be acknowledged as follows if this platform was used in the analysis:

AD Data Initiative acknowledgment
We would like to acknowledge the use of the AD Workbench provided by the Alzheimer’s Disease Data Initiative for hosting and facilitating discovery and analysis of the INSPIRE-T dataset.

4.6 Wording similar to the following must be used for the data availability statement: 

“De-identified data from the INSPIRE-T cohort are available to researchers upon request, following approval of a methodologically sound research proposal by the INSPIRE-T data access committee and signature of a data use agreement. Research proposals can be submitted through the Alzheimer’s Disease Data Initiative Workbench. Other enquiries can be addressed to ihuos_inspiredataaccess@chu-toulouse.fr (CC: nicola.coley@utoulouse.fr).”

Please contact the IHU HealthAge open science team at the above email addresses if you are required to provide additional information about data availability or sharing.

4.7 In line with the French National Research Agency (ANR)’s commitment to open science, the Author Version of the Accepted Manuscript or the Published Journal Article must be deposited in HAL, the French national open archive for scientific research, via the ANR’s portal (https://anr.hal.science/) at the time of publication at the latest, and the project reference number (ANR-23-IAHU-0011) must be mentioned in the HAL entry.

4.8 Manuscripts reporting work directly funded by the ANR IHU HealthAge grant must be made immediately available in open access under the Creative Commons Licence (CC-BY) or equivalent via one of the following routes: 

· Publication in a natively Open Access journal 
· Publication in a subscription journal that is part of a transformative agreement or in a transformative journal 
· Publication in a subscription journal with simultaneous submission, at the time of publication at the latest, of the Author version of the Accepted Manuscript or the Published Journal Article in the HAL archive (https://anr.hal.science/), citing the project reference number (ANR-23-IAHU-0011). 

4.9 Before submitting to a journal, the recipient must send all manuscripts to the IHU HealthAge INSPIRE/Open Science group using the following address: ihuos_inspiredataaccess@chu-toulouse.fr (CC: nicola.coley@utoulouse.fr). The IHU HealthAge INSPIRE/Open Science group will proceed in a non-scientific review of the manuscript, to verify that the data use agreement and the publication policy have been adhered to. This review will take a maximum of 7 working days, and the manuscript will be treated as strictly confidential.

4.10 Breaches to the data use agreement may result in publication of the manuscript being forbidden.

4.11 The recipient agrees to inform the IHU HealthAge INSPIRE/Open Science group about any communication pertaining to conference participation after its acceptance and will send them a copy of the abstract. The abstract must mention INSPIRE-T as the source of the data. The authorship and acknowledgement rules can be adapted depending on the space allowed.

4.12 The IHU HealthAge INSPIRE/Open Science group may ask journals to withdraw any article reporting on data obtained from the IHU HealthAge INSPIRE/Open Science group that is not validated by the IHU HealthAge INSPIRE/Open Science group prior to publication.

4.13 Copying text verbatim without the use of quotation marks or citing the original source or paraphrasing text without referencing the source constitutes plagiarism and is prohibited in the writing of any articles using INSPIRE-T data.

|_| 5.0 TERMINATION

 5.1 Unless otherwise stipulated, once the study relating to this agreement is published, data access will be terminated. Access can, however, be instated upon request if justified. 
|_| 6.0 OTHER PARTIES

6.1 The recipient will not disclose these data or confidential study documents beyond the uses outlined in this agreement.

6.2 The recipient understands that releasing, sharing, or providing access to other people outside the research group described in the project is prohibited.

6.3 No commercial use of these results is permitted by the recipient or any financial partners of the recipient, without written consent from the data controller.


Please complete and sign the following section to indicate that you have read and agree to all of the above terms:

	
I___________________(name of recipient)__________ of ___________________(name of institution)__________  request access to INSPIRE-T Database for the purpose of the research project entitled: 
_________________(Title of the project)____________________________________.
I agree to all terms described in this agreement, and understand that any failure to comply with this agreement will result in termination of my access to IHU HealthAge data and my institution and funders will be informed.

	
Date: 
Name and Signature of recipient: 


(electronic signature accepted)
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