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Queen Elizabeth National Spinal Injuries Unit Research Database
Information Sheet

We would like to invite you to register your interest in being contacted about upcoming research at the Queen Elizabeth National Spinal Injuries Unit. If you choose to take partTo make this possible, we would record some of your personal details in a dedicated research database. Before you decide you need to understand why this data is being collected and what it would involve for you. Please take time to read the following information carefully. Talk to others about registering your details on this database if you wish.  Ask us if there is anything that is not clear or if you would like more information.

Who is creating the database?
The research database is being created by doctors, therapists and scientists from the Queen Elizabeth National Spinal Injuries Unit, Queen Elizabeth University Hospital.  All researchers are affiliated with the Scottish Centre for Innovation in Spinal Cord Injury (http://www.scisci.org.uk).

What is the purpose of the database?
We would like to be able to contact you about upcoming research studies you might be interested in. To do this, we would like you to provide us with some information about your injury and your contact details. 

Why have I been invited?
You have been invited to take part in the study because you have a paralysis due to a spinal cord injury and have been treated at the Queen Elizabeth National Spinal Injuries Unit either as an inpatient or outpatient.

Do I have to take part?
No. It is up to you to decide.  We will describe the database and go through this information sheet which we will then give to you. You will be asked to sign a consent form to show you have agreed to have your information stored on the database. If you consent, yYou are free to withdraw at any time, without giving reason. This would not affect the standard of care you receive or your future treatment.

What does taking part involve?
If you decide you would like to be contacted about future research then we would ask that you provide us with your name, address, date of birth, gender, email address and phone number so we can contact you. We would also like you to provide us with some information about your spinal cord injury and the type of research you would like to be involved in so that researchers can identify if a potential study is likely to be suitable for you.

What happens to the information?
The information you provide us will be entered in to an Excel database that will be stored on a secure password protected server at the Queen Elizabeth National Spinal Injuries Unit. Only members of staff at the Queen Elizabeth National Spinal Injuries Unit will have access to your contact details. With Dr Purcell’s permission they will be able to contact you about upcoming research studies that both they and Dr Purcell believe you may be suitable for. At no point will your contact details be provided to anyone not employed by the Spinal Injuries Unit.

What are the possible benefits of taking part?
[bookmark: _GoBack]By registering your information on our outpatient database you are giving permission to be contacted about future research studies. This will likely increase your access to research. While these studies may not directly benefit you, they are likely tomay further our knowledge of spinal cord injury.

What are the possible risks of taking part?
There is a minimal risk that your contact information and other personal details be revealed through a data breach. To help reduce this risk, a member of staff at the Spinal Injuries Unit will audit the database every six months, reviewing what data is being stored and how the data is being used to ensure it is being stored with upmost security.

Who has reviewed the study?
The study has been reviewed by the West of Scotland Research Ethics Committee.

Time to Reflect
You are welcome to consider registering for the database for up to 2 weeks from when we contact you.

GDPR
NHS Greater Glasgow and Clyde is the sponsor for this study based in the United Kingdom. We will be using information from you and your medical records in order to undertake this study and will act as the data controller for this study. This means that we are responsible for looking after your information and using it properly. NHS Greater Glasgow and Clyde will keep identifiable information about you for 5 years after the study has finished.

Your rights to access, change or move your information are limited, as we need to manage your information in specific ways in order for the research to be reliable and accurate. If you withdraw from the study, we will keep the information about you that we have already obtained. To safeguard your rights, we will use the minimum personally-identifiable information possible.

You can find out more about how we use your information at https://www.hra.nhs.uk/information-about-patients or by contacting Dr Mariel Purcell.

If you have any further questions?
We will give you a copy of this information sheet and signed consent form to keep.  If you would like more information about the study and wish to speak to someone not closely linked to the study please ask the following consultant at QENSIU:

Mr Andre Des Etages 
Consultant in Spinal Cord Injury
Queen Elizabeth National Spinal Injuries Unit
0141 201 2539

If you have a complaint about any aspect of the study?
If you have a complaint about any aspect of the study and wish to make a complaint, please contact the researcher in the first instance. If you remain unhappy and wish to complain formally you can do this through the NHS complaints procedure Phone: 0141 201 4500, E-mail: complaints@ggc.scot.nhs.uk).

Thank you for your time and co-operation
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