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More about how your information will be used and the people involved in the study

Who is collecting my information
Your information will be collected by the Clinical Trials Research Unit within the Leeds Institute of Clinical Trials Research, University of Leeds. You can find out more about our work at https://ctru.leeds.ac.uk/. 
University of Leeds has overall responsibility for what information is collected, how it is collected, and making sure people’s information is used securely and correctly.  If you want to contact someone within the University about how your information has been or will be used, please see below. See the comprehensive guide for more about what this means for you. https://ctru.leeds.ac.uk/privacy-cookies/ctru-comprehensive-privacy-guide/ 
We will make sure we follow the principles of data protection in everything we do. This means we will keep your information secure, keep it only for as long as we need it, only use the minimum information we need for specific, necessary purposes, and we will be open, transparent and fair with you about how we use your information. You can find out more about how we follow the principles of data protection in the comprehensive guide.
What information will be collected, and what will it be used for?
If you agree to take part in this study, we will need to collect and use some information about you and your health. We will only use what we need to run the study, to produce the results of the study and to make sure you and other people taking part in the study are safe. 
This research is in the public interest, which means our results will be used to improve the healthcare of patients in the future. Because of this, if you agree to take part in the study, we will be able to use information about you, including sensitive information about your health.
Specifically, the ways we will use information about you are:
· We will use information from you and your medical notes to run the study, to produce the study results and to confirm it is safe and appropriate for you to join the study. We will also collect information about your health from your study doctor or nurse and your medical notes to help make sure you and others are safe. 
· We will collect a copy of your signed consent form so that we can be sure you have agreed to take part in the study. 
· We will collect information about you and your health directly from you on study questionnaires. We will use this information to produce the study results. 
· Sometimes we need to ask doctors who work with us to give us advice on specific medical situations. To help the doctors do this, we might need to collect copies or scans of parts of your medical notes. These will have any details that could identify you removed before they are sent to us. 
· If you join this study, we will send you study questionnaires and reminders to complete study questionnaires. To do this, we will need to collect your address, email address and phone number. We will only use this information for the purposes mentioned here.
· If you consent that your anonymous information, including low-dose CT and chest X-ray images, collected during this study can be used to support other research in the future, this may be shared with other researchers. There is the possibility this research may involve Artificial Intelligence (AI). There would be no feedback to you about the results of further research and it would not be used to make decisions about your health. 
· Your questionnaire responses and some information about you, and the tests and treatments you have, will be shared with members of the study team at the University of Exeter. You will not be personally identifiable. This is to help them work out if replacing chest X-rays with low-dose CT scans could be good value for money for the NHS.
If you want to find out more about any of these, please refer to the comprehensive guide to how your information is used. 
Who will see my information in the research team?
We will make sure that the only people at the University of Leeds who can see your information are people who need to run or analyse the study. 
Who else will see my information?
There are some specific situations where we need to share information with other people or other organisations. We will always do this carefully and only when it’s really necessary. We will avoid sharing information that could identify you whenever possible. We will never sell your information or pass it on to people who will sell it. We will only share information when it is necessary for the study, necessary to protect your safety or the safety of others, or in the public interest. Information we share will not be used to make decisions about future services available to you, such as insurance.

We will share your information for the following reasons. You can find out more about these in the comprehensive guide.
· To run and analyse parts of the study, we need to share your information with collaborators (such as doctors, statisticians, or other experts) outside the University of Leeds. 
· To keep you and other people safe, we will need to share some information about health-related events you may have with authorised organisations. None of these organisations will be able to identify you from this information.
· To report to authorised people about the progress of the study, we will need to share some basic information with some authorised organisations, including the Research Ethics Committee that has approved this study. None of these organisations will be able to identify you from this information. 
· To allow other researchers to carry out future research in the public interest. We will only share your information for worthwhile research with all appropriate approvals. We will only share your information in such a way that researchers outside the University of Leeds will not be able to identify you. Your information will not be shared if you have explicitly said you did not want this to happen.
· We may also use study information for additional research projects within or outside the University of Leeds. We will only agree to do this for worthwhile projects with all appropriate approvals, and we will not share any clearly identifiable information with researchers outside the original study team.
· Due to storage space limitations, we will store information securely away from the University of Leeds for a period after the main part of the study is over. The archiving companies we use to do this for us will only store your information and will not access it or see your details. 
Can I see my information, or ask you to correct it?
Usually, when an organisation or a company has information about you, you can ask to have access to that information at any time, or ask them to correct it if it needs correcting. However, this does not apply in the same way to information used for research in the public interest, because allowing people to access or change their information could harm the quality of the research. You therefore cannot ask to access or correct information we have about you. However, most of the information we will collect will also be in your medical notes, which you can get access to if you want to. You should speak to your study doctor and nurse if you would like more information about care you have received.
If you have provided us with contact details for use in the study (address, email address, phone number) it is important that we find out about any changes to these. Please let your study doctor or nurse know about any changes so that they can let us know. Otherwise, we might lose contact with you or send messages for you to your previous contact details.
How long will my information be stored for?
If you agree to take part in this study, we will need to keep your information for at least 15 years after the end of the study. We need to do this in order to comply with laws and other rules about research, which say it must be possible to check the results of the research for a period of time after it has finished. We will keep your information secure during all this time. For practical reasons, we may ask reputable archiving companies to store information securely on our behalf, away from the University of Leeds. At the end of this period, we will securely destroy your information. 
What will happen if I stop taking part in the study?
If you decide you would like to stop all your study visits for any reason, we will need to keep the information we have about you to make sure the results of the study are reliable.
Usually, when an organisation or a company has information about you, you can ask them to delete it, or not use it for a certain purpose. However, this does not apply in the same way to information used for research, because it would harm the quality of the research if people could delete or remove their information. We also need to comply with laws and other rules about research that say we need to keep all information used in research for a period of time after the research finishes. If you agree to take part in this study, it will therefore not be possible for us to remove or delete your information later on, although you can ask us to collect no further information after a given time.
Some other things you should know about what will happen to your information if you stop taking part:
· If you stop all study visits, you should discuss with your study doctor and nurse. If you still occasionally go to your hospital for routine visits, we would like to hear from your study doctor or nurse about these visits, if they are relevant to this study. This way, you can still contribute to the study and help make the study results more reliable, without giving any more of your time. However, you can tell your study doctor or nurse that you do not want any more information sent to us, and they will make sure your wishes are respected. 
· If you stop attending your study visits without telling anyone at your hospital, or you change your contact details or move house and do not tell your hospital, they will lose contact with you. If this happens, we may ask your study doctor or nurse to contact your GP to check if you are OK and still happy to take part in the study.
If you want to know more about what might happen to your information if you stop taking part in the study, including why we need to use your information in the ways we do, please see the comprehensive guide.
What if I have concerns about how my information is being used?
Your study doctor or nurse should be your first contact for any questions about your participation in this study. If you still have questions that they cannot answer, and which are not answered by any of these documents, you can contact the University of Leeds Data Protection Officer (the University’s main contact for anything to do with how your information is used). You can do this using any of the details below. If you do contact them, please mention the name of this study (MEDLEY) and the Clinical Trials Research Unit.
· Email: DPO@leeds.ac.uk  
· Telephone number: +44 (0)113 343 7641
· Postal address for data protection issues: University of Leeds, Room 11.72 EC Stoner Building, Leeds, LS2 9JT
If you are not happy with the response to any queries or complaints, or believe your information is being used incorrectly or unlawfully, you should contact the Information Commissioner’s Office:
· General website: ico.org.uk
· ICO contact webpage: https://ico.org.uk/global/contact-us
· Telephone number: 0303 123 1113
· Postal address: Information Commissioner’s Office, Wycliffe House, Water Lane, Wilmslow, Cheshire, SK9 5AF
Who has organised, reviewed, and funded the research and who will be supervising it?
MEDLEY is has been reviewed and is funded by the National Institute for Health Research’s Health Technology Assessment (HTA) Programme and is being organised by the Clinical Trials Research Unit at the University of Leeds. In addition, all research in the NHS is looked at by an independent group of people called a Research Ethics Committee. This committee exists to protect the safety, rights, wellbeing, and dignity of patients (Ethics ref: 25/WS/0008 ). This research has also been reviewed by patients. 
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