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Participant Information Sheet – Person living with Dementia and Carers
Enhancing the dementia offer at a Recovery College for Muslim Communities 
(M-DROC Project)
v.1.5_11th August 2025


CO-DESIGN WORKSHOPS


You are invited to participate in a research study conducted by a team of researchers from the University of Liverpool. Before you decide to participate, it is important for you to understand why the research is being done and what it involves. Please take time to read the following information carefully and feel free to ask us if you would like more information or if there is anything that you do not understand. Please also feel free to discuss this with your friends, relatives, and GP if you wish. We would like to stress that you do not have to accept this invitation and should only agree to take part if you want to.

To request this document in an alternative format or in another language, please contact the Principal Investigator listed below.

What is the purpose of the study?
The purpose of this study is to understand whether the support currently available through the Wakefield Recovery and Wellbeing College meets your needs and if there is anything that can be done to improve it. We also want to hear from those who care for people living with dementia ('carers' or 'caregivers') to better understand their experiences and how they can be supported.

Why have I been asked to take part?
You have been asked to take part in the study because you have received or are currently receiving support from the Wakefield Recovery and Wellbeing College. We believe that your experience of using this support can provide valuable insights to help us understand how the services offered by the Wakefield Recovery and Wellbeing College can be improved.

Do I have to take part?
No – it is entirely your decision. You do not have to take part if you feel you should not or if you feel uncomfortable. You also have the right to withdraw from the study at any time, without giving any explanation and without any disadvantage.

What will happen if I take part?

We would like to invite you to attend an event with other people living with dementia, their carers, staff from the Wakefield Recovery and Wellbeing College and faith leaders from the Muslim community. In this meeting, we will watch a film based on interviews with people affected by dementia showcasing their experiences of accessing support for this condition. The short film shown during the workshop will only include interview clips or quotes from participants who have given explicit approval. Before the film is finalised, each participant whose material may be used will be sent their specific clips and/or quotes in a secure format for review. You will have at least two weeks to confirm your approval, request edits, or withdraw permission for their inclusion. We will only include material where approval has been given.

We will then have a discussion to identify what the key priorities are to improve the current dementia offer within the Recovery College and work in groups to develop suggestions to address them. During the event, we will take some notes of what has been discussed. You can participate as much or as little as you are comfortable with. You can even leave earlier, without giving any reason. These events will last approximately half a day and will take place in the facilities of the Wakefield Recovery and Wellbeing College or another suitable location. We will communicate with you well-ahead of the event and provide more details on time and location to ensure you can participate. 
During your participation in this study, we kindly ask that you share only your own personal experiences and perspectives. Please avoid providing detailed personal information or sensitive experiences about other individuals who have not consented to participate in the research. This is important to protect their privacy and confidentiality.

When will the study take place? 
The study will take place between May 2025 and June 2026.

Are there any risks in taking part?
We do not expect there will be significant risks associated with participating in this research study. However, in the unlikely event that sharing your experiences of accessing support from the recovery college causes you distress, you will have the option to pause, take breaks, or withdraw from the study at any time without giving a reason. Should you experience distress, we can signpost you to appropriate support services and resources. The research team is trained to handle sensitive discussions with empathy and care, ensuring your comfort and wellbeing throughout the study.  

Are there any benefits in taking part?
Your participation in this study will help us understand the specific experiences and needs of people who live with dementia from Muslim communities and develop actionable recommendations to improve the current support available to them, their families and carers through a tailored dementia offer for Muslims in Recovery Colleges. It will also help understand how existing dementia offer for Recovery Colleges can be adapted for other minority and faith communities.

How will my data be used?
The University processes personal data as part of its research and teaching activities in accordance with the lawful basis of ‘public task’, and in accordance with the University’s purpose of “advancing education, learning and research for the public benefit”. Under UK data protection legislation, the University acts as the Data Controller for personal data collected as part of the University’s research. The Principal Investigator, Dr Sanda Umar Ismail acts as the Data Processor for this study, and any queries relating to the handling of your personal data can be sent to him at u.s.ismail@liverpool.ac.uk. 

Further information on how your data will be used can be found in the table below.

	How will my data be collected?
	We will ask you to attend a half-day co-design workshop and to contribute to a discussion about how the current support available through the Wakefield Recovery and Wellbeing College can be improved. The co-design workshop includes sharing your experiences of being affected by dementia and accessing support for this condition with other service users, Muslim faith leaders and staff from the Wakefield Recovery and Wellbeing College, and working collaboratively to develop ideas and suggestions for service improvement. Our research team will collect observational notes during the co-design workshop, including quotes of what has been said, to document group discussions, key themes, and decision-making processes. We will also retain workshop materials such as flipchart sheets, sticky notes, written group proposals. 

	How will my data be stored?
	The consent form we will ask you to sign before participating in this research project and the notes and materials we will collect during the co-design workshop will be stored in a locked filing cabinet at the University of Liverpool. These data will be scanned and digitalised, then transferred to password-protected computers and uploaded on a private Teams channel integrated into the University of Liverpool secure IT system, which only the researchers involved in this study will be able to access. 

	How long will my data be stored for?
	We will store all the data collected during the co-design workshop for 5 years, then they will be securely destroyed. 

	What measures are in place to protect the security and confidentiality of my data?
	Your data will be kept strictly confidential, with all the information collected stored in locked filing cabinets and password-protected computers that only the research team will be able to access. However, please note that confidentiality may need to be broken if, during the course of the study, you disclose information that suggests you or someone else is at serious risk of harm, abuse, or neglect. In such cases, the research team has a duty of care to share this information with the appropriate safeguarding or support services. Wherever possible, we will discuss this with you before taking any action.

	Will my data be anonymised?
	The notes taken during the co-design workshops will be completely anonymised, with any personally identifiable information removed. We will also anonymise all the materials collected during the co-design workshop before we scan and digitalise them.

	How will my data be used?
	We will use the data collected during the co-design workshops to provide recommendations and inform a feasibility study to develop a dementia offer tailored to the needs of Muslim communities at recovery colleges. We would also like to use the data collected for dissemination activities with other researchers working on dementia care or presentations with funders and coordinators from the Wakefield Recovery and Wellbeing College.

	Who will have access to my data?
	Only the research team at the University of Liverpool will have access to your data.

	Will my data be archived for use in other research projects in the future?
	No, your data will be archived for 5 years and will only be used to develop a dementia offer for Muslims in Recovery Colleges and for dissemination activities related to this project.

	How will my data be destroyed?
	The data collected during the co-design workshop will be stored for 5 years. 



What will happen to the results of the study?
We will use the results from this study to inform the development of a dementia offer in a Recovery College model tailored to the needs of people living with dementia from Muslim communities. The results of the study will also be disseminated through academic publications, conference presentations, and community workshops to ensure they are accessible to those involved in the project and the wider community. Additionally, findings will be shared with key stakeholders like the coordinators of the Wakefield Recovery and Wellbeing College and other researchers working on this topic through reports and presentations. This will help ensure further development and scaling of the M-DROC model.  

What will happen if I want to stop taking part?
If you decide at any point that you no longer wish to be part of the study, then you can stop and do not have to give a reason for this. You can also ask for all your data to be destroyed, but our research team will not be able to destroy the materials collected during the co-design workshop after that has taken place. 
 
Who has reviewed the study? 
This study has been viewed and given approval by the University of Liverpool ethics committee. 
 
What if I am unhappy with the research or there is a problem? 
If you have any concerns or questions about the research, you can contact the Principal Investigator for this study, Dr Sanda Umar Ismail at u.s.ismail@liverpool.ac.uk. If you remain unhappy or have a complaint which you feel you cannot come to us with then you should contact the Research Ethics and Integrity Office at ethics@liverpool.ac.uk. When contacting the Research Ethics and Integrity Office, please provide details of the name or description of the study (so that it can be identified), the team involved, and the details of the complaint you wish to make. The University strives to maintain the highest standards of rigour in the processing of your data. However, if you have any concerns about the way in which the University processes your personal data, it is important that you are aware of your right to lodge a complaint with the Information Commissioner's Office by calling 0303 123 1113.

Who can I contact if I have further questions?
If you have further questions, you can contact the Principal Investigator or the Lead Researcher of this project:

Principal Investigator					
Dr Sanda Umar Ismail					
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