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What is this survey about?
This survey is part of the LEND Programme (Lived Experience Narratives in Dementia), a 5-year programme aiming to improve the quality of life for people with dementia and their carers by using online personal stories. 

Many people living with dementia experience stigma and limited support, especially those from underserved groups such as ethnic minorities, people that identify as LGBTQIA+, and people with Young Onset Dementia. As an inclusive research programme, we would like to hear from everyone, including these underserved groups, so please feel free to let people living with dementia know about this survey. 

Research shows that sharing personal experiences can support wellbeing. This survey explores how people with dementia and carers use technology, social media, and online stories, and how this may change over time.
Before you decide, it’s important for you to understand why the research is being done and what taking part would involve.  Taking part in the LEND research project is voluntary, you don’t have to take part if you don’t want to. 

Please read this Participant Information Sheet carefully and discuss it with others if you wish.  If you have any questions, please contact Dr Linda O’Raw (LEND Programme Manager) at the Institute of Mental Health: LEND@nottingham.ac.uk      
Who can participate in this survey?
You do not need to be an expert with technology or social media to take part – you just need to know how to use an online device well enough to complete the survey. However, if you would like a paper version of the survey, please contact Dr Linda O’Raw (LEND Programme Manager) at the Institute of Mental Health email: linda.oraw@nottingham.ac.uk. 

You can take part in this survey if:
· You have a diagnosis of dementia OR care for someone with dementia 
· You are an adult, aged 18 years or over
· You are able to read and respond in English

Unfortunately, you cannot take part in this survey if: 
· You are unable to understand what the survey is about 
· Are unable to understand and agree with the informed consent
· You are unable to understand and respond in English

If you feel you that you are unable to take part,
please do not complete the survey.

Please read through this information before agreeing to participate. If you have any questions, or would prefer a paper copy, please contact Dr Linda O’Raw (LEND Programme Manager) at the Institute of Mental Health email: linda.oraw@nottingham.ac.uk. 
Who is organising and funding the LEND research project?
The LEND research project is sponsored by Nottinghamshire Healthcare NHS Foundation Trust (the Trust).   This means that the Trust is responsible for ensuring the LEND research project is conducted properly and that your data is used lawfully.
The LEND research project is being funded by the National Institute of Health and Care Research (NIHR206255).

What will I be asked to do?
This is an online version of a survey so you will be asked to answer some questions. By clicking "NEXT," you will see a consent page to confirm that you understand the purpose of the survey and understand that you have the right to stop the survey at any time. 

The survey will start with some questions about yourself and how you use technology. After this, there will be questions about your experience with social media, online stories about the experiences with dementia of others, and some questions about your experience with sharing your own stories. 
We encourage you to answer all questions and to answer as honestly as possible. You can skip some questions using the "prefer not to say" option when appropriate.

The survey will last about 20-30 minutes to complete. 

Participation in the survey is voluntary and you should only take part if you want to.  If you decide to take part but then change your mind, you can stop completing the survey at any time. We will only receive the data once you have clicked submit. 

The survey is designed to ensure that your responses are anonymous.  This means that the questions won’t ask you to share any information which could be used to identify you or someone else.

To submit your responses, you’ll need to click the ‘SUBMIT’ button at the end of the survey. Alternatively, you can click to add your name to a database to engage in more LEND Programme research activities. By clicking ‘SUBMIT and SIGN UP’ your data will be automatically saved and you will be taken to another site that will record you contact details. This ensures all your responses remain anonymous.  

Do I have to complete the survey?
No. Completing the survey is your choice. It is entirely voluntary and there will be no negative consequences for you or, if applicable, the person you care for if you choose not to take part or if you change your mind. 
You can stop completing the survey at any time by clicking the ‘exit’ button or closing your browser window.  Any responses you’ve provided up to that point won’t be saved.

Are there any benefits of taking part?
There are no known benefits other than the knowledge you are supporting the LEND Programme and taking part in research designed to make a positive difference to the quality of life for people with dementia. 

What are the disadvantages and risks of taking part?
There are no known disadvantages or risks. However, because we are asking about technology and accessing online stories, we may ask you something that you may make you think about something you find distressing. This is something you should carefully consider before taking part. 

What should I do if I feel distressed? 
If we ask you any question that you feel can cause distress, please let us know. Our details are provided below. 
If you feel distressed, you might wish to consult the following services for support: 
· Your GP  - for advice, mental health support or referral to further services. 
· NHS 111 – for 24/7 health advice by phone or online: www.111.nhs.uk
· Samaritans – free, confidential support, 24 hours a day, call 116 123 or visit www.samaritians.org.
· Alzheimer’s Society Dementia Support Line – for emotional and practical support: 0333 150 3456 or www.alzheimers.org.uk

Can I withdraw from the survey?
You can withdraw at any time before submitting by clicking "EXIT" or closing the browser. No data will be saved, your survey responses will only be saved when you click "SUBMIT" on the final page of the survey 
OR if you choose to leave your contact details, enabling you to engage in further LEND Programme research activities, simply hit the ‘SUBMIT and SIGN UP’ button. 
After you have done either of these, it won’t be possible to withdraw your survey responses because they will be anonymous.  
	
Who will know I have taken part in the study?
No one outside the LEND research team will know you took part. Your survey answers will be linked to details like age, ethnicity, education, and type of location, but you won’t be asked to provide any information which could be used to identify you or someone else. 
If you choose to provide contact details, these will be stored separately and only accessed by authorised LEND researchers. They will only use them to invite you to future LEND research or to inform you about the findings of the study. The information will not be used for any other purpose.

How will we use your information?
Nottinghamshire Healthcare NHS Foundation Trust is the sponsor for this research and is responsible for looking after your information and using it properly, in line with UK data protection law (UK GDPR and Data Protection Act 2018).
We will be using information from you in order to carry out this research project 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.

Your anonymous survey responses will not contain any personal data. Once your responses have been submitted or posted back, they cannot be withdrawn because it will not be possible to identify them.

Even though we do not request any personal data during this work package, as sponsor of the LEND research project, the Nottinghamshire Healthcare NHS Foundation Trust are required to ensure that all personal data collected, shared, analysed, and stored during the course of the LEND research project is lawful and in accordance with the requirements of the UK General Data Protection Regulation (UK GDPR) and the Data Protection Act 2018.  

The lawful bases for processing data during the LEND research project are:
Article Six (1)(e): 	processing is necessary for the performance of a task carried out in the public interest or in the exercise of official authority vested in the controller.
Article Nine (2)(j): 	processing is necessary for archiving purposes in the public interest, scientific or historical research purposes or statistical purposes.
Further information about how the Trust processes personal data can be found in the Privacy Notice on the Trust website.  If you have any questions about how your personal data is processed by the Trust, you can contact the Information Governance Team: informationgovernance@nottshc.nhs.uk 

Your rights
You have the legal right to:
· access a copy of the information held about you
· correct any inaccurate information
· request deletion of your contact details at any time.

Because the LEND survey is anonymous, most data protection rights (such as access, correction, or erasure) will not apply to your survey responses.

All data will be anonymous so no personal data from the survey will be stored. 

To exercise these rights, or to ask any questions about how your information is used, please contact the Trust’s Information Governance Team: informationgovernance@nottshc.nhs.uk

You can also read more about how the Trust uses information and your rights at: https://www.nottinghamshirehealthcare.nhs.uk/

Sharing your information?
We will not collect any personal data from you in this work package. However, anonymised research data will be shared with partner universities (University of Nottingham, University of West London, University of Exeter, University of Bangor) for analysis, and with collaborators for legitimate research purposes only. You will not be identifiable in any outputs.

Who has reviewed the study?
This study has been reviewed by the Nottinghamshire Healthcare NHS Foundation Trust (Sponsor) and the Health Research Authority. All research in healthcare is looked at by independent group of people, called a Research Ethics Committee, to protect your interests. This study has been reviewed and given favourable opinion by the Health Research Authority (HRA) for England and Wales, NHS Research Ethics Committee (REC): IRAS Project ID: 351969. 

What if something goes wrong?
If something goes wrong or if you have any concerns about the way the research is being conducted or how you have been treated, please speak with a member of the research team in first instance: LEND@nottingham.ac.uk
If you would prefer to speak with someone independent of the research team, you can contact Research and Evidence (R&E), Nottinghamshire Healthcare NHS Foundation Trust by emailing researchsponsor@nottshc.nhs.uk. 

If you wish to complain about any part of this research, you can contact the Research and Evidence Department at Nottinghamshire Healthcare NHS Foundation Trust, who will support you with your concern. You can also raise a complaint through the Trust’s Patient Advice and Liaison Service (PALS) and Complaints Department by telephone (0115) 993 4542, emailing PALSandComplaints@nottshc.nhs.uk or writing to: 

PALS and Complaints
Highbury Hospital
Highbury Road
Nottingham
NG6 9DR
Complaints will be acknowledged within three working days and handled in confidence.

You can also contact the Information Commissioner's Office:
Information Commissioner's Office 
Wycliffe House 
Water Lane 
Wilmslow 
Cheshire 
SK9 5AF
Telephone: 0303 123 1113
Further concerns may be directed to national bodies such as the Health Research Authority (HRA) or the Care Quality Commission (CQC), depending on the nature of your concern.

What will happen to the results of the LEND research project?
This survey is just one part of the LEND research project and other activities will be completed in future phases. We hope that the LEND research project will allow us to create an online intervention using personal stories to improve the quality of life for people with dementia and their carers.
At the end of the LEND research project, all the data that’s been collected (except your contact details) will be securely archived within the Trust’s IT environment for a period of five years after which, it will be destroyed.  Only authorised staff employed by the Trust or by regulatory organisations will be able to access the archived data.
The results of the LEND research project may be presented to other researchers, at conferences and through publication in scientific and medical journals.  We won’t include any information in the presentations or publications which could be used to identify you or anyone else. 

Further information and contact details
If you would like further information about: 
· Other LEND Programme activities 
· LEND Programme Findings so Far
· Other Ways to be Involved
Please visit the LEND website: www.dementianarratives.org

If you would this information in paper form, or you would like to ask any further questions, please email LEND@nottingham.ac.uk or contact the LEND Programme Manager, Dr Linda O’Raw via email@ linda.oraw@nottingham.ac.uk or via phone: 07791598280. 
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