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NeuroCARE Resource Access
Terms and Conditions for Internal Researchers

‘Internal researchers’ means University of Edinburgh researchers (staff, students or those with honorary status) who are affiliated with the Anne Rowling Clinic.	Comment by Rebecca Devon: To discuss categories (internal, external etc) and what level of scrutiny we require for each
Definition of NeuroCARE resources
‘NeuroCARE resources’ includes the following information:
· Demographic data
· Clinical data where applicable
· Biological samples
· Medical imaging data
· Clinical and digital measures
· Contact details (will not be shared)
Types of request
De-identified resources (default)
Information identifying participants is removed before any data or samples are released to requestors. 
Note that voice recordings may contain personal information; specific consent for the sharing of this information has been obtained. 
Identifiable resources
Information identifying participants is included alongside data or samples released to requestors. Examples of personal information are name, date of birth, full postcode, community health index (CHI) number. This option is only available to internal researchers, and where there is a clear requirement for identifiable resources.
Research contact
Requests can be made for the NeuroCARE team to disseminate publicity information to participants regarding a research project.
Email dissemination is preferred; there is limited staff capacity to send study information by post and this might result in delays. We are not able to release NeuroCARE participant contact information directly to you. 
Please also be aware that we may decline to disseminate information if we feel that this, combined with other participant contacts we have made, might overburden the NeuroCARE participants. 
[bookmark: _Toc136953766]Review and Approval Process
Resource requests received via Microsoft Forms submission will be received, reviewed, and prioritised by the Anne Rowling Clinic Deputy Directors and Senior Professional Services team, with reference to appropriate Anne Rowling Clinic Senior Academics where necessary (see Appendix for details).
To be approved, requests must be:
· Scientifically robust
· Strategically aligned to the Anne Rowling Clinic 
· Approved by a research ethics committee (if applicable)
Requests that do not meet the above criteria may be declined, after discussion with the requesting researcher and the senior Anne Rowling Clinic team.	Comment by Rebecca Devon: To discuss timelines
You will be notified of the outcome of your request within 2 weeks, and given an indicative timeline for you to receive the resources. The timeline will vary between approximately 1 and 4 weeks, depending on the priority of your request.
If you wish to enquire about the progress of your request, please contact neurocare-resource-access-group@uoe.onmicrosoft.com.

There is no charge for resource access for internal researchers.
[bookmark: _Toc136953767]Transfer of Resources
De-identified data will be sent electronically via email, unless otherwise requested and approved. 	Comment by Rebecca Devon: To discuss – more secure to use datasync?
Identifiable information will be sent in a password protected file with a subsequent email being sent with the passcode for accessing the dataset. 
For biological samples, a password protected index linked to each sample will be provided.	Comment by Rebecca Devon: Discuss
Resources will be presented to applicants with a unique GUID code per case. This code is generated by the NeuroCARE data processors. It cannot be linked back to any participant or case in any way. Only the administrative team or data processor will be able to break this code.	Comment by Rebecca Devon: To discuss
Resource Management
While a formal data management plan and data protection impact assessment (DPIA) is not required for resource access by internal researchers, researchers must agree to store all resources securely and in compliance with UK GDPR. For example, data should be stored on a secure UoE network with access only available to those who require it; samples should be stored in UoE laboratory areas and usage logged comprehensively on FreezerPro.
Researchers must not share the resources to any third-party without further discussion and agreement, this includes sharing with established collaborators, and uploading data to repositories.
Researchers must not re-use the data for a new or extended purpose. Please submit a new resource access request for any subsequent uses of the resources.
When the researcher has completed the approved analysis, the resources should be destroyed in an appropriate way.
We might not be able to approve future resource requests if the researcher does not adhere to the above stipulations.
Acknowledgements
In publications and presentations, please acknowledge NeuroCARE as follows:
“[Resources – describe what you received] were obtained from the NeuroCARE platform that is hosted and funded by the Anne Rowling Regenerative Neurology Clinic, University of Edinburgh. We thank the NeuroCARE participants and the members of the NeuroCARE Consortium (edin.ac/42oUJHK) for their contributions to this study.”
You are not required to formally name any NeuroCARE Consortium members as authors on publications or presentations (unless they are separately involved in the study).
You must not name or identify (directly or indirectly) any NeuroCARE participants in publications or presentations.
Please inform us on neurocare-resource-access-group@uoe.onmicrosoft.com if work involving NeuroCARE resources is accepted for publication, and send a copy of the accepted manuscript. We will discuss with you about dissemination on the Anne Rowling Clinic and social media.	Comment by Rebecca Devon: To discuss:

In order to protect patient identity, results will be presented as a percentage of people who donated a sample in the Tissue Bank study and a percentage per genetic mutation given e.g. “75% of the 100 participants in MND Study 1 donated a sample to the Tissue Bank Study. Of these 75 people 10% indicated a C9orf72 expansion”. Individual results cannot be given to study specific cohorts due to linkage of patient identification.


All Publications using Clinical ECAS Scores on patients that have consented to researchers accessing their data stored on CARE-MND, must be discussed with the relevant ECAS clinician for permission to use the intellectual property. 
All publications using Research Clinical ECAS Scores must approach the research team responsible for obtaining the research data and acknowledge this team accordingly.

[bookmark: _Toc136953777]Intellectual Property
As these terms and conditions apply to internal researchers only, all IP will remain with University of Edinburgh.

Appendix

NeuroCARE Resource Access T&Cs for internal researchers, May 2026

Anne Rowling Clinic 
Deputy Directors and Senior Professional Services team
· Judy Newton
· Dr Rebecca Devon
· Christine Weaver
· Dr Rozanna Meijboom

Anne Rowling Clinic 
Senior Academics
· Prof Siddharthan Chandran
· Prof Suvankar Pal
· Prof David Hunt
· Prof Adam Waldman
· Dr Bhuvaneish Selvaraj
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