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Participant Information Sheet 

You are being invited to take part in this research study. Before you decide if you would like to take part, it is important that you read this document so you understand why the study is being carried out and what it will involve. Reading this document, discussing it with others, or asking any questions you might have will help you decide whether you would like to take part.

What is the Purpose of the Study?
The JDAPT is a tool that identifies job demands related to physical, cognitive, interpersonal and working conditions to suggest support and accommodations aimed at assisting individuals with chronic health conditions in the workplace. The purpose of the study is to determine how easy to use and understand the JDAPT is and how suitable and useful it is for people diagnosed with dementia or who are living with mild cognitive impairment. It is important to further appreciate the challenges people living with dementia and mild cognitive impairment face within the workplace and what accommodations could help to address these challenges to enable them to remain in employment for as long as possible. I am conducting this study as part of my MSc Psychology at Northumbria University.

Why have I been invited?
You have been invited to take part as you have expressed an interest in the study and you have indicated that you are over 18 years of age, located within the UK and can understand and speak English. You have also indicated that you are currently in paid employment and that you are living with dementia or mild cognitive impairment. 

Do I have to take part?
No, you do not have to take part in the study. This information is being provided to help you to make an informed decision about whether or not you would like to participate. Even if you do decide you would like to participate in the study but later change your mind, you are free to withdraw from the study at any point. 

What will happen if I take part?
The study will consist of an interview that will take place remotely through video call, preferably through Microsoft Teams. The first task will be to complete the JDAPT during the video call to enable the researcher to time how long it takes to complete and be available to provide support. This will then be followed by a cognitive interview to allow you to share your thoughts on the usefulness of the JDAPT. It is estimated that the JDAPT will take around 15 minutes to complete and the interview will take around 45 minutes depending on participants responses to the interview so in total it is estimated to take around 1 hour. Interviews will be informal and will be carried out individually with just the participants and the researcher. If you would feel more comfortable having a person of support present during the study you can, but if you would prefer not to or you don’t think this necessary you don’t have to. You will be provided with a Participant Information Sheet via email which will outline the details of the study and answer questions about the study and your rights as a participant. You will then be sent a consent form via email to enable you to give your consent to participate in the study. You will also be sent a separate consent form via email to complete to allow you to give your consent to the interviews being recorded. This is to ensure that there is a record of everything discussed so nothing is missed and to enable it to be transcribed and analysed. Both consent forms contain a statement outlining GDPR information and the duration of your consent, followed by a list of statements confirming how and why data will be used for you to read and confirm you understand and are happy with the statements. There is then a signature box at the end of the form for you to sign to confirm your consent to participate. The researcher will be in contact to arrange a mutually convenient date and time for the interview to take place. Finally, you will be sent a debrief form via email to reiterate the details of the study and your right as a participant.

What are the possible disadvantages of taking part?
We realise taking part in the study may feel like it will take up a lot of time. The study should only take approximately 1 hour to complete and as the study will be carried out remotely, there will be no additional time taken travelling. Hopefully you will find the time required reasonable and manageable and you will find the study interesting and useful. The prospect of completing the JDAPT may seem daunting to some people, but the researcher will be available for support and participants who have used it in previous studies report they have found it easy to use. The study seeks to gain a deeper understanding of people’s personal experiences about difficulties at work, but we understand that some people may find this difficult to talk about if you and if you think you would find this a sensitive or upsetting topic to discuss, please consider carefully whether you would like to take part. If you do decide to participate, you are free to change your mind at any point and withdraw from the study. You can refuse to answer any questions or discuss anything you are not comfortable with and the questions in the interviews will be open ended to allow you to guide the conversation and share the things you are comfortable with. If you would prefer to have a person of support with you during the study you can, but if you would prefer not to discuss things in front of anyone else, they can be carried out alone, whatever makes you feel most comfortable and supported. You may also worry about personal information being shared but confidentiality and anonymity will be strictly adhered to throughout so there is no risk of personal information being shared or accessed. 

What are the possible benefits of taking part?
Many people have found research studies really interesting and informative. Your participation will help us to better understand how easy the JDAPT is to use and how useful it could be for people living with dementia and mild cognitive impairment. This insight will be vital if any changes need to be made to the tool to make it as useful as possible. Once finalised, this tool will hopefully help people to consider the challenges they face within their workplace and to identify accommodations that may be helpful to overcome these which could help people to remain working for as long as possible. It may also help you to better understand your experiences and help you to identify your own problems at work and the different support that may be available and useful to you. We really appreciate participants taking time to participate. 

Will my taking part in this study be kept confidential and anonymous?
We will not include your name on any of the data we collect. We will give you a participant number which will be used to identify data sets including videos, transcripts and other documents. You name will also not be used anywhere within the report produced from the study. The demographic information collected will not enable you to be identified as an individual. The consent forms and data sets will be stored separately and all data will be stored in compliance with the University’s guidelines and the Data Protection Act 2018 and General Data Protection Regulations. Personal data will not be accessible to anyone apart from the researcher. The only situation in which data would be disclosed would be in the event of any safeguarding concerns in which case it would be shared with the university’s designated safeguarding officer. 

How will my data be stored, and how long will it be stored for?
All data will be stored in compliance with the University’s guidelines and the Data Protection Act 2018 and General Data Protection Regulations. Further information on how the University uses personal data can be found in the Research Participant Privacy Notice. Personal information will be stored for 3 years from the data of completion of the study before being destroyed in accordance with the University’s retention schedule. Further information on the University’s research retention record schedule can be found in the Research Records Retention Schedule. All paper documents will be kept in locked storage and electronic data will be stored securely in the university One Drive which is password protected. 

What categories of personal data will be collected and processed in this study?
The personal information that will be collected will include age, gender, ethnicity and questions about your health condition. We will also ask questions about your job role, working pattern and industry as well as requesting your contact details.  This information allows us to describe and understand more about participants in the study, but the information will be kept strictly confidential. 

What is the legal basis for processing personal data?
The legal basis for the research project is set out in GDPR Article 6(1) (e) “processing is necessary for the performance of a task carried out in the public interest”.

Who are the recipients or categories of recipients of personal data, if any?
Personal data will only be available to the researcher. The contact details you provided to enable us to get in touch with you about the study will only be available to the researcher and will not be shared with anyone else. These details will be replaced with a participant number which will be used on all data and documents in the study. Paper copies of anything containing your contact details will be kept in locked storage and online data will be stored in the University’s cloud which is password protected. Once the study has been completed and the paper has been finalised, contact details will be deleted. 

What will happen to the results of the study? Could personal data collected be used in future research?
The data may be published in journals, books or other literature. Data may also be used in future research project. However, all data will remain anonymised and unidentifiable. If the study is published the anonymised data may be kept indefinitely but it will remain unidentifiable and no personal information will be accessible. 

Who is organising and funding the study?
Northumbria University 

Who has reviewed this study?
This study has been approved by Northumbria University’s Ethics Committee, project ID number 10804. 

What are my rights as a participant in this study?
Participants have the right to request a copy of any personal data in an accessible way and this can be done by submitting a Subject Access Request. Participants may also be able to request to have any inaccurate information corrected or have personal data deleted. Participants have the right to be informed of how their personal data is used and limit the way it is used. If you are not satisfied with how the University has handled your personal data, you can make a complaint to the Information Commissioner’s Office. For more information you can visit the ICO website.

Contacts for further information
Researcher email: emma.exelby@northumbria.ac.uk 
Supervisor email: arlene.astell@northumbria.ac.uk 
Name and contact details of another person who can provide independent information or advice about the project: Jonathan Laws (Jonathan.m.laws@northumbria.ac.uk). 
Name and contact details of the Records and Information Officer at Northumbria University, Duncan James (dp.officer@northumbria.ac.uk).
You can find out more about how we use your information at our GDPR webpage, or by contacting a member of the research team.
