
Your relative’s (friend’s) personal information will be given a reference number instead. This reference number would be used to match the data we have collected with his/her other records. This personal reference number means that his/her details will be kept completely anonymous.
Who will use the linked data?  
The linked data will only be available to researchers from organisations like universities for projects that have been approved by ethics boards. Names and addresses are never included in the results and no individual can be identified from the research.
Your relative’s (friend’s) information will only be used for research purposes and will not be passed on to any company for marketing purposes.
Your information will only be used for research purposes and will not be passed on to any company for marketing purposes.
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to obtain information from other sources and this is what we hope to do by data linkage.
What is involved?                                                                                    
It is up to you to decide whether or not to advise that your relative (friend) would be happy for the research team to link information given in the IDEAL study to records that the NHS and public organisations hold about him/her. 
If you do decide that your relative would agree to data linkage, you will be given this information sheet to keep, and will be asked to sign a consent form. We need your advice about whether your relative (friend) would want to give permission for any information to be released. You are free to change your advice at any time without giving a reason. A decision to withdraw your relative from the study, or advise that s/he should not take part, will not affect the care s/he receives in any way. By signing the consent form you will be giving us permission to pass your relative’s (friend’s) information (such as his/her name, date of birth, address, NHS/CHI number) to other approved organisations so that his/her data can be linked. 
What will happen to my relative or friend’s information?   
Your relative’s (friend’s) personal details will be kept confidential at all times during this data linkage process. When we have made the link all personal information (e.g. name, date of birth, address etc.) will be removed so that he/she cannot be identified. 

Information about linking the information your relative (friend) provides in the study with other records:
Your relative, or close friend, previously agreed to take part in a research study, but is now thought to lack capacity to give consent for continued participation on his/her own behalf. Accordingly, if you have given your advice that s/he should continue to participate in the IDEAL study, we are also seeking your advice on another and valuable way in which your relative or close friend can help us collect different information to add to the answers he/she has already given. 

What other information would we like to collect?   
We would like to know what you think your relative’s (friend’s) feelings and wishes would be about ‘data linkage’. This would involve giving the research team permission to get further information about your relative (friend) from records that the NHS and other public organisations hold about him/her. This includes information such as visits to hospitals, length of stay in hospital, contact with health professionals (such as General Practitioners and community nurses), information on any health problems, and when people pass away, the date and cause of their death. We would like to link information relating to his/her present, past and future health circumstances. 
We call this way of collecting information ‘data linkage’. While we can learn about people’s lives and experiences by direct questions, it is sometimes easier
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IDEAL is funded by the Economic and Social Research Council (ESRC) and the National Institute for Health Research (NIHR): ES/L001853/1 
Thank you for reading this information on data linkage

If you would like to find out more about the IDEAL study please visit our website 

www.IDEALproject.org.uk

Or contact researchers in your local area:
 
[bookmark: _GoBack]Name:

Address:

Phone: 

E-mail:        








 
 
Do I have to have my relative or friend’s information linked?


It is up to you whether or not to advise that your relative (friend) would wish to give consent. Please ask the interviewer about any concerns you have about the data linkage process. If you do advise that your relative (friend) would wish to give consent, you are free to change your advice at any time in the future without giving a reason by writing to us at the following address: 
Project Manager
The IDEAL Study 
Washington Singer Laboratories
Psychology
College of Life and Environmental Sciences
University of Exeter, Exeter, EX4 4QG

Please give your participant ID number noted below and we will ensure that the link between your relative’s (friend’s) interview answers and other records is removed.
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