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INTRODUCTION

Dementia is a word for symptoms like memory loss,
confusion and problems with thinking. It’s caused by different
diseases like Alzheimer’s and vascular dementia.

These diseases cause damage to our brains slowly over time,
which leads to the symptoms of dementia. At the moment,
there is no way to prevent or cure dementia. But research can
change that.

This booklet explains how important it is that people from
South Asian backgrounds take part in dementia research
studies. It explains what might be involved, answers questions
you may have, and tells you how you can register your interest.

This booklet was updated in 2025 and is due to be reviewed
in April 2028. It was written by Alzheimer’s Research UK’s
Information Services team with input from the Leicester
Dementia Community Champions™ volunteer group.

ANY QUESTIONS

If you have questions about dementia or dementia research

you can contact the Dementia Research Infoline on
0300 111 5111 or email infoline@alzheimersresearchuk.org
or write to us using the address on the back page.

0300 111 5111



WHY DO WE Scientists are working hrd o:
NEED DEME NTIA . Understand how we can prevent dementia.
RESEARCH?

Around 25,000 people in the UK with dementia are from
minoritised ethnic communities. This number is expected to E

Improve ways of diagnosing it.

Find life-changing treatments for all types

double by 2030, with the steepest increase in south Asian )
of dementia.

communities.

Dementia research is progressing faster than ever. The first
treatments for Alzheimer’s disease have been licensed in many
countries, including the UK.

Historically, there is a lack of diversity among people who take
part in research. This means study findings and therefore,
services and treatments can be less suitable or effective for

These treatments show us that the diseases that cause people of different ethnicities or cultures.
dementia can be slowed down. And if they can be slowed

down, they can be stopped. Scientists need your help to ensure that diagnosis, treatments.

healthcare and support services being developed are suitable
for everyone affected by dementia, including communities

17 Taking part in dementia studies and like yours.
spreading awareness is an important way
to help future generations of our family and

community not have to face dementia. ’ ’ linothingiehanges

. | O @ ONEINTWO OF US
Dr Jayashree Dasgupta, clinical psychologist W' WILL HAVE OURLIVES

specialising in neuropsychology and public .D.EVASTAT.E.D BY DEMENTIA,

health
either by developing it ourselves, caring for
someone who has it or both.

alzheimersresearchuk.org 0300 111 5111



BENEFITS OF
GETTING INVOLVED
IN DEMENTIA
RESEARCH

FOR YOUR COMMUNITY
Research is the only way we are going to stop
dementia from happening.

o0 Through research we can understand dementia

"i better. This helps develop better ways to diagnose
it and more effective treatments. Improving things for

our communities and families now and in the future.

Research helps to improve things like healthcare
' services and dementia care. This means that lots

of people benefit when we take part.

alzheimersresearchuk.org

FOR INDIVIDUALS
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By joining a research study, you can find out more
about your health and well-being.

Many studies are non-invasive, easy-to-do and can
be completed from the comfort of your home using
your phone or computer.

Volunteers often have the opportunity to interact
with highly respected medical professionals and
dementia researchers.

Some studies offer accurate tests and regular
monitoring by doctors, providing additional support
with health conditions.

People with dementia often feel that participating
in research is a positive thing they can do following
their diagnosis.

RESEARCH NEEDS ALL OF US.

We can make a difference to our community today
by taking part in dementia research.



WHAT DOES A

RESEARCH STUDY

INVOLVE?

There are lots of different types of research studies everyone
can take part in. You don’t have to have dementia to take
part. Every type of study makes a meaningful difference

to what we know about dementia, and how we can stop it

devasting lives.

Not all research studies involve taking new medicines, giving

blood or having physical examinations. These are called
non-invasive studies.

Memory and Activities and
thinking tests talking therapies

-
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and interviews g treatments

Online tests, games
and puzzles
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Here are some examples of things you might be asked to do.
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Many research studies can be completed at home and
involve thinking and memory tests and questionnaires
that are carried out online. These studies help
scientists and doctors understand why some people
are at a higher risk of dementia than others, and how
we can prevent dementia in the future.

There are studies that use things like smartphone
apps or at home technology (like Alexa for example),
that can help scientists develop new ways to care
for people with dementia. The results of these
studies can help people with dementia live more
independently for longer.

Some studies may be carried out at a hospital or
university and involve physical assessments, like
having a blood test or brain scan.

If you or someone in your family is interested, some
studies investigate treatments for dementia. These
treatments are designed to slow dementia down.

Before you decide to take part in a research study you will

be given lots of information about the study, what it’s trying to
find out and what is involved for you as a volunteer. You'll also
have the opportunity to ask lots of questions before you commit
to taking part.

0300 111 5111



You can withdraw from a study at any time, even after you’ve
given consent. This does not affect your medical records
or care.

The information you’ll be given beforehand, that can help you
decide to take part includes:

What are the aims of the study and
why it is important.

How long your involvement will take.

ggg Where your appointment will be
omo| (if it's a face-to-face study).

@ What happens to your results.

\\ Who to contact with questions before
and after your involvement.

Whenever you take part in research it’s confidential. This
means the information you give to a research study or the data
gathered about you is kept private and safe. You also don’t
have to take part in a study that involves a test you are not
comfortable with.

alzheimersresearchuk.org




FREQUE NTL' © O Canlhelp my loved one to take part in research?
ASKED QUESTIONS TP oo

research. This can help everyone to take part.
I’'m worried people will find out about my medical
history by taking part in research. How will my data

« A lot of research studies will try to provide an
interpreter if you need one to take part.

be protected? If you are still unsure about whether you want to take part or

- Similar to your NHS medical records, your research not, you can ring the confidential Dementia Research Infoline
information will be held securely and only accessed who can answer any questions you have about getting involved
by approved staff who work on the study. Your data in dementia research. They can also help you register your
is often anonymised, which means you can’t be interest in taking part in research studies. Translation services
identified in the study by anyone who has access are available.

to your data. - . . .
y Email infoline@alzheimersresearchuk.org or ring us on

« ltis not possible for members of your family or 0300 111 5111 (Monday-Friday, 9am-5pm).
community to find out any of the information you

provide if you take part in research.

“ Research is the only way that we are going
to find ways to prevent dementia and diagnose
it earlier. Volunteers who take part in research
help to improve outcomes for everyone living
with dementia and their families. ”

« Taking part in research can be private if you don’t
want to talk to others about it. However, if you have
a good experience, you can encourage others to
take part too, further benefitting your community
and progress in dementia research.

Shaheen, whose mum was diagnosed with
frontotemporal dementia and dad was
diagnosed with vascular dementia

Will | be asked to take test drugs?

« While there are studies testing new treatments for
dementia medications, you can pick and choose
what type of study to take part in. Not all research
involves invasive tests or taking medications.

« A lot of research involves simple questionnaires,
online tests and interviews.

alzheimersresearchuk.org 0300 111 5111



TRAVEL

When you sign-up to take part in research, you can
set your travel distance preference. And you can
find out which studies are being run close by to you.

m Travel expenses are covered by the research team,
sometimes they can also help you book travel too.

If you have access to a computer, you can take part
in online research studies, so you don’t have to travel
at all. This is the easiest way to make a difference to
your community and dementia research.

MONEY

Taking part in research doesn’t cost you anything.
Some studies offer vouchers or a small financial
reward as a thank you for taking part.

alzheimersresearchuk.org

TIME

You can dedicate as little or as much time to taking
part in research. You do not have to commit to a
research study if you’re unable to.

_ The time it takes to take part in a research study
3 depends on which study you choose to get

== involved in. A questionnaire, for example, could take
just 30 minutes.

If you take part in research studies online, you can
take part whenever is convenient for you.

“ | am inspired by this Gujarati saying
“Drip-by-drip a lake fills up”. This means that
every small consistent and combined effort
results in achieving substantial goals. By taking
part in research studies | am contributing to
making a difference to people affected by
dementia now and in the future, and we can

all play a part to reach an ultimate goal of
finding a cure. ”

Vasanti, Dementia Community Champion™, Leicester

0300 111 5111



HOW CAN | TAKE
PART IN DEMENTIA
RESEARCH
STUDIES?

An easy way to take part is to join an NHS service called
Join Dementia Research. When you register, you’ll be
matched with different studies that you are suitable for.
Then you can decide which ones you’d like to take part in
from a list on your volunteer profile.

It's a really simple way to find out how you can help. And you
don’t have to take part in anything you don’t want to. You can
withdraw from Join Dementia Research or any study you take
part in at any time. Withdrawing does not affect your future
medical care.

“ | take part in research and | would encourage others to
consider it, as | know we can make a difference to the lives
of people affected by dementia in our communities now and
for future generations. Join Dementia Research matches me
to studies that match my profile and | can then decide which
ones | would like to take part in. ”

Shaheen, whose personal experiences of dementia have
led to her to sign-up to Join Dementia Research to help
contribute to progress in dementia research

alzheimersresearchuk.org

HOW DOES JOIN DEMENTIA
RESEARCH WORK?

Nisha wants to take part in At home her son helps her
dementia research to help with the computer to find out
her community. about an NHS service called
Join Dementia Research.

O o
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She fills in the form which takes
10 minutes. She creates a
username and password to Nisha receives the welcome
access her account and keep information from Join
her data safe. Dementia Research.

Nisha is able to read about the She reads about the PROTECT
studies she is suitable for. She study and wants to take part
does not have to take part in because she can do it from
any study matches if she home. She takes part in the

doesn’t want to. research which takes an hour.

0300 111 5111



AN EXAMPLE OF A STUDY YOU CAN
TAKE PART IN: THE PROTECT STUDY

Nisha goes to the PROTECT
study website via her Join
Dementia Research account.

[
Then she completes some
fun brain and memory tests.

She takes part in this study
every year, she gets an email
to remind her.

alzheimersresearchuk.org
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She fills in questionnaires about
her diet, daily life and how active
she is.

The information Nisha gives for
this study is not shared with
anyone else and she can’t be
identified by researchers.

Nisha is happy she’s helping

researchers understand why

some people get dementia
and others do not.

FIND OUT MORE
ABOUT TAKING
PART IN DEMENTIA
RESEARCH

Studies like PROTECT are so simple to take part in, yet so
important in understanding why some of us get dementia
and others do not, and how we can prevent people from
developing dementia in the future.

Findings from studies like this are especially important to
communities that may be at a higher risk of getting dementia.

To find out more about taking part in dementia
research you can:
Visit alzres.uk/research

Contact the Dementia Research Infoline on 0300 111 5111
(9-5pm Monday to Friday)

Or email infoline@alzheimersresearchuk.org

Translation services are available.

Join ]
dementia
research

0300 111 5111



Alzheimer’s Research UK is the UK’s leading

dementia research charity.

If you would like to view, download or order any of our other
booklets please use the details below. If you’d like to help us
review and improve our booklets, visit

ORDER

or scan the QR code

CONTACT US

Alzheimer’s Research UK
3 Riverside, Granta Park, Cambridge CB21 6AD

VISIT

STAY UP TO DATE
Call

to stay up-to-date with our work and

dementia research

or scan the QR code
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