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The AD HOC Survey
We are inviting you to take part in a research study. Before you decide, it is important that you know why we are doing the study and what is involved. Please read the following information carefully
What is the purpose of the study?
The purpose of our study is: 1) to find out how many people with asthma have troublesome symptoms (such as wheezing, coughing, shortness of breath, chest tightness or pain); 2) to find out how many would consider using an online health community for people with asthma; and 3) to find out if you are interested in taking part in a research trial testing an intervention at your GP surgery, designed to help people with troublesome asthma.  
Why me?
You have been invited to participate in this study because you have a diagnosis of asthma and you are registered with a GP surgery which is taking part. 
If I take part what will happen?
If you agree to take part you will be asked to complete a survey that will take less than 5 minutes.
What happens if I am experiencing symptoms and want some support?
If you complete the survey and want to continue taking part in the next stage of our study, then you might be offered an intervention designed to help people with troublesome asthma. This is separate from this survey. If you do not wish to participate further but want help for your symptoms, please speak to your GP. More support and information can also be found on the Asthma+Lung UK website: www.asthmaandlung.org.uk .
Do I have to take part?
You do not have to take part. It is entirely up to you whether you would like to take part in this study. If you choose not to take part, your medical care and your legal rights will not be affected. 
What will happen if I want to withdraw from this study?
You are free to withdraw yourself from the study at any time without giving a reason. If you choose to withdraw, your medical care and your legal rights will not be affected. 
What if there is a problem? 
It is unlikely that participating in this survey would cause you any harm. However, if you have any concerns or a complaint about any aspect of this study, please speak to us and we will do our best to answer your questions. Please contact the AD HOC Research Team by email: adhoc@qmul.ac.uk or phone: 07916 136187. Alternatively, you can directly contact the sponsor’s Data Protection Officer by emailing: data-protection@qmul.ac.uk     
Which organisations are involved? 
Queen Mary University of London (QMUL) is the sponsor for this study and is leading on the research, working in collaboration with several other universities in the United Kingdom. We are working with a charity partner, Asthma+Lung UK, and an industry partner, HealthUnlocked.
Will my taking part in this study be kept confidential? 
The research team will keep your name and contact details confidential and secure. The research team will use this information as needed, to contact you about the research study, to make sure that relevant information about the study is recorded, and to oversee the quality of the study. Your research records may also be seen by staff from QMUL who are responsible for auditing the research study to check it is being carried out properly. The staff who analyse the information will not be able to identify you and will not be able to find out your name or contact details.
How will my personal information be managed? 
We will be using information from you to undertake this study and we will be responsible for looking after your information and using it properly. QMUL will securely collect identifiable information for the purpose of this study and will keep identifiable information about you for 5 years after the study has finished (likely to be 2027). The only people who will have access to information that identifies you will be the AD HOC research team at QMUL and research nurses/staff at GP surgeries who need this information to contact you about the study.
Your rights to access, change or move your information are limited, as we need to manage your information in specific ways 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 http://www.jrmo.org.uk/. 

Will you share my data?
The information collected about you will be stored in a secure data environment and only accessed through that. It may be used to support other research in the future and may be shared anonymously (without using your name) with other researchers. 

What will happen to the results of the research study? 
The results will be published in a scientific journal so that other people can find out about it. A summary of the results will be published on the AD HOC study website https://www.qmul.ac.uk/ADHOC/. 
Who is organising and funding the research? 
Dr Anna De Simoni is leading an experienced team of researchers, with assistance from local Clinical Research Networks. The study is being funded by the National Institute of Health Research (NIHR) through their Programme Grants for Applied Research. 
Who has reviewed this research? 
This study has been reviewed and given a favourable opinion by North East - Newcastle & North Tyneside 1 Research Ethics Committee (REC Reference: 25/NE/0006 ) and has received approval from the Health Research Authority. 
How will we use information about you? 
We will need to use information from you for this research project. 
This information will include your name, contact details, and some health-related information.  People will use this information to do the research or to check your records to make sure that the research is being done properly.
People who do not need to know who you are will not be able to see your name or contact details. Your data will have a code number instead. 
We will keep all information about you safe and secure. 
Once we have finished the study, we will keep some of the data so we can check the results. We will write our reports in a way that no-one can work out that you took part in the study.
What are your choices about how your information is used?
•	You can stop being part of the study at any time, without giving a reason, but we will keep information about you that we already have.
•	We need to manage your records in specific ways for the research to be reliable. This means that we won’t be able to let you see or change the data we hold about you.  
Where can you find out more about how your information is used?
You can find out more about how we use your information 
•	at www.hra.nhs.uk/information-about-patients/
•	our leaflet available from the research team on request 
•	by asking one of the research team
•	by sending an email to adhoc@qmul.ac.uk, or 
•	by ringing us on 07916 136187. 
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