The 10/66 Public Data Archive

End-User Licence agreement for use of 10/66 data set – v4
Note:  please update all sections within [ ] e.g.  square brackets, and in bold italics.

This Agreement is made between you and King’s College London (also referred to as the "registrar") order to provide you (the "End User") with the right to use the data collections provided via the 10/66 Dementia Research Group, according to the terms below. 

In this agreement: 

"Data team" means the registrar, the data provider, the data collection funders, and the original data creators and depositors. 

"Data provider" means the persons or organisations that directly provide you with the data collections, namely the 10/66 Dementia Research Group

"Data collection funder" means the organisations that funded the data collection (as identified in clause 10 below)

"Original data creator or depositor" means the persons or organisations that originally collected, created or deposited the materials making up the data collections and/or who own the intellectual property rights in the data collections (as identified in clause 10 below). 

"Registrar" means the organisation responsible for the system that registers End Users and issues them with End User Licences (being King’s College London);
I (the "End User") agree to the following conditions of use in consideration of the data collections being made available to me through the various contributions of each member of the Data Team: 
1. To use the data collections only in accordance with this End User Licence and to notify promptly the registrar of any breach of its terms in writing or of any infringements of the data collections of which I become aware. 

2. To use and to make personal copies of any part of the data collections only for the purposes of not-for-profit research or teaching or personal educational development. To obtain permission prior to using part or all of the data collections for commercial purposes by contacting the data provider, where relevant, in order to obtain an appropriate licence if one is available.

3. That this Licence does not operate to transfer any interest in intellectual property from the data collection funders, the data providers, the original data creators, copyright or other right holders, to me.  

4. That the Licence and the data collections are provided by the data provider on an "as is" basis and without warranty or liability of any kind. Any representations or warranties given by the data provider relating to this licence, expressed or implied, are excluded to the maximum extent permitted by law. 

5. To ensure that the data set is only used for the purposes for which it was assigned and for which approval from the oversight committee has been obtained, namely [title of approved proposal]. Please note:  In the event that further use is contemplated, beyond that which has been agreed, to make a further application to the oversight committee and wait for approval.
6. To give access to the data collections, in whole or in part, or any material derived from the data collections, only to registered End Users with a registered use who have entered into an End User Licence. Specifically, to ensure that only those investigators named in the proposal have access to the data set, and not to make further copies or distribute or publish the data set further without approval.
7. To preserve at all times the confidentiality of information pertaining to individuals and/or households in the data collections where the information is not in the public domain. Not to use the data to attempt to obtain or derive information relating specifically to an identifiable individual or household, nor to claim to have obtained or derived such information. In addition, to preserve the confidentiality of information about, or supplied by, organisations recorded in the data collections. This includes the use or attempt to use the data collections to compromise or otherwise infringe the confidentiality of individuals, households or organisations. 

8. To notify the data provider of any errors discovered in the data collections

9. At the conclusion of my research, to offer for deposit in the data collection(s) on a suitable medium and at my own expense any new data collections which have been derived from the materials supplied or which have been created by the combination of the data supplied with other data. The deposit of the derived data collection(s) will include sufficient explanatory documentation to enable the new data collection(s) to be accessible to others. 

10. To acknowledge and cite, in any publication, whether printed, electronic or broadcast, based wholly or in part on the data collections, the data collections used in the form specified, that is 
a) acknowledgement -  “This is a secondary analysis of data collected by the 10/66 Dementia Research Group (www.alz.co.uk/1066). The 10/66 DRG is led by Martin Prince from Institute of Psychiatry, Psychology and Neuroscience, King’s College London. The other principal investigators, data custodians and responsible for research governance in each site are Juan Llibre Rodriguez (Cuba), Daisy Acosta (Dominican Republic), Mariella Guerra (Peru), Aquiles Salas (Venezuela), Ana Luisa Sosa (Mexico), KS Jacob (Vellore, India), Joseph D Williams (Chennai, India), Ivonne Jimenez (Puerto Rico) and Yueqin Huang (China). The 10/66 Dementia Research Group’s research has been funded by the Wellcome Trust Health Consequences of Population Change Programme (GR066133 – Prevalence phase in Cuba and Brazil; GR080002- Incidence phase in Peru, Mexico, Argentina, Cuba, Dominican Republic, Venezuela and China), the World Health Organization (India, Dominican Republic and China), the US Alzheimer’s Association (IIRG – 04 – 1286 - Peru, Mexico and Argentina), the Puerto Rico State Legislature (Puerto Rico), and FONACIT/ CDCH/ UCV (Venezuela).”
b) citation “Prince M, Ferri CP, Acosta D, Albanese E, Arizaga R, Dewey M, Gavrilova SI, Guerra M, Huang Y, Jacob KS, Krishnamoorthy ES, McKeigue P, Rodrigues JL, Salas A, Sosa AL, Sousa R, Stewart R, Uwakwe R. The protocols for the 10/66 Dementia Research Group population-based research programme. BMC Public Health. 2007 Jul 20;7(1):165 

11. to notify the data provider (1066drg@iop.kcl.ac.uk) of any manuscript submissions, including the title of the paper and the name of the journal as and when they occur.
12. to notify the data provider (1066drg@iop.kcl.ac.uk) of acceptance for publication and to forward a pdf copy of the accepted manuscript at that time.
13. I understand that the licence is exclusive, which means that other individuals and groups will not be given access to the data to conduct the same analyses. I understand that the exclusive licence operates until the expiry of the agreed time period [date of expiry of licence], and that after this date exclusivity can no longer be guaranteed. If an extension is required, I agree to apply for the same at least three months before expiry.

14. I understand that breach of any of the provisions of this Agreement will lead to immediate termination of my access to all services provided by the Data Provider either permanently or temporarily, at the discretion of a member of the Data Provider, and may result in legal action being taken against me. The failure to exercise or delay in exercising a right or remedy provided by this Agreement or by law does not constitute a waiver of the right or remedy or a waiver of other rights or remedies. 

15. DISCLAIMERS To the extent that applicable law permits: 

a. The Data Provider bears no legal responsibility for the accuracy or comprehensiveness of the data supplied. 

b. The Data Provider accepts no liability for, and I will not be entitled to claim against them in respect of, any direct, indirect, consequential or incidental damages or losses arising from use of the data collections, or from the unavailability of, or break in access to, the service, for whatever reason. 

c. Whilst steps have been taken to ensure all licences, authorisation and permissions required for the granting of this Licence have been obtained, this may not have been possible in all cases, and no warranties or assurance are given in this regard. To the extent that additional licences, authorisations and permissions are required to use the data collections in accordance with this Licence, it is the End User's responsibility to obtain them. 
d. I agree to indemnify and shall keep indemnified each member of the Data Team against any costs, actions, claims, demands, liabilities, expenses, damages or losses (including without limitation consequential losses and loss of profit, and all interest, penalties and legal and other professional costs and expenses) arising from or in connection with any third party claim made against any member of the Data Team relating to my use of the data collections or any other activities in relation to the data where such use is in breach of this licence. 
e. If the whole or any part of a provision of this Agreement is void, unenforceable or illegal for any reason, that provision will be severed and the remainder of the provisions of this Agreement will continue in full force and effect as if this Agreement had been executed with the invalid provision eliminated. 
f. This Agreement may be enforced separately in relation to each data collection provided to the End User by any member of the Data Team and the End User. No other persons may enforce this Agreement under the Contract (Rights of Third Parties) Act 1999. 
g. This Agreement and any documents to be entered into pursuant to it shall be governed by and construed in accordance with the laws of England and Wales and each Party irrevocably submits to the exclusive jurisdiction of the courts of England and Wales over any claim or matter arising under or in connection with this Agreement and the documents entered into pursuant to it.

On behalf of the End User
Signed:
 …………………………………….
(Responsible researcher)

Signed:  …………………………………….
(on behalf of [name of institution])

On behalf of the Registrar
Signed  .........................................................        (Professor Martin Prince, King’s College London)
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