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THE INVOLVED STUDY:

Involving South Asian, Black African and African Caribbean People in
Designing Better Dementia Support

Information Sheet for Participants

We would like to invite you to share your experiences of being part of this study so that we
can understand the collaborative nature of this project and what worked well/hasn’t
worked so well.

What is this study about?

Research shows that the numbers of people in ethnic minorities expected to develop
dementia is set to increase. This means that more people from these communities will
need skilled dementia support, however, services are not ready for this.

According to research studies, ethnic minority groups do not use dementia services; of
those that do use them, many do not find them useful because of cultural and language
barriers.

A lack of communication between ethnic minority groups and service commissioners and
providers means understandings, expectations and provision do not align. To provide
effective support to people from ethnic minority groups, it is important to understand their
sense of belonging and what supports them to live well with dementia in their space and
place.

Sandwell and Wolverhampton are localities vibrant with ethnic minority communities.
This project will involve speaking with South Asian, Black African and African Caribbean
people in these two places, connecting them with service providers and commissioners to
develop more appropriate dementia support.
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What do we want to find out?

We would like to understand your sense of Community Based Participatory Research and
coproduction processes used in this project, and how to evaluate their longer-term
impact. This would help inform further studies by developing a more generalized approach
to coproducing place-based dementia support.

Who can take part?

We would like to speak with key stakeholders who have been part of our previous work
packages, including members of the Advisory Group.

What do | have to do?

You will be invited to take partin an online 1-2-1 interview via Microsoft Teams or Zoom.
With your permission, the interview will be recorded and will last between 30-45 minutes.

What will be done with the information?

Your interview will be transcribed and analysed alongside other interviews to help us
identify key themes. This will form part of the project report, publications and
presentations at conferences.

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 on a password protected file on the
University of Wolverhampton one drive.

Once we have finished the study, we will keep all the data for 10 years in line with the
University regulations. We will write our reports in a way that no-one can work out that you
took part in the study.

My English is not very good, can | still take part?

Yes! The research team can speak and understand a number of South Asian languages
and a member of our Experts by Experience team can speak and understand some African
and African Caribbean languages and dialects. Please let us know if you need language
support to be part of this project and we will ensure that this is provided.

What are the risks and benefits?

It might be possible that you find talking about your dementia journey upsetting. If you
become upset, you have the choice to pause or not to continue with the interview. You can
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stop your involvement at any time. Our team is trained and will be able to support you and
be sensitive to your needs. You will also receive a list of support services you may find
useful.

The benefit of taking part is that you will help to shape better dementia support services
for people from South Asian, Black African, African Carribbean communities who have
been tradtionally under represented and under served in dementia support services.

Will my taking part be kept private?

Yes! All your information will be kept confidential, unless you disclose that you or others
may be at risk of harm, we may have to notify the relevant authroities. All data will be
stored in a secure password protected computer that only the research team can access.
All data will be retained for 10 years post-study completion on the University of
Wolverhampton One Drive in line with the University’s regulations.

What are my choices about how my information is used in this project?

You can withdraw from the study at any time, without reason. However if you decide to
withdraw from the project, two weeks after the interview, we will keep your anonymous
information. This is because at this stage we will have anonymised all the information and
started analysis. It then becomes difficult to identify your information to remove.

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. All data will be retained for 10 years post-
study completion on the University of Wolverhampton One Drive in line with the
University’s regulations.

Where can | find out more about how my information will be used?

You can find out more about how we use your information by:

1. Getintouch with the research lead. Their details are below. We would be very happy
to answer your questions.

2. At www.hra.nhs.uk/information-about-patients/
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CONTACT

Dr Karan Jutlla (Project Lead)
Telephone: To be added
Email: K.Jutlla@wlv.ac.uk
Address: Office: WA206
Faculty of Education, Health & Wellbeing
University of Wolverhampton, Gorway Road, Walsall. WS1
3BC

Ethics

Allresearch is looked at by an independent group of people, called a research ethics
committee to protect your interests. This research project was given a favourable opinion
by the Health Professions Ethics Committee at the University of Wolverhampton on 22nd
August 2024 and by the South Central - Oxford C Research Ethics Committee on 29th
October 2024.

Complaints

If you want to complain about how researchers have handled your information, you should
contact the project lead (see details above). If you are not happy after that, you can
contact:

The University of Wolverhampton’s Pro-Vice Chancellor for Research & Knowledge
Exchange - Professor Prashant Pillai, MBE. Email: p.pillai@wlv.ac.uk

Or

The University of Wolverhampton’s Research Integrity Manager - Miss Jill Morgan. Email:
J.Morgan4@wlv.ac.uk

For more information regarding research integrity at the University please visit
https://www.wlv.ac.uk/research/research-policies-procedures--guidelines/research-

integrity/
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