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Without you, people affected by
dementia might have had nowhere to turn
throughout 2020

Thank you

Living with dementia at any time brings
challenges, but the coronavirus crisis
has made daily life so much harder.

People affected by dementia have felt anxious,
scared and lonely. In the pandemic’s wake, they
have lost skills, confidence and their connection
to the world around them. Many feel a good life is
no longer in their grasp.

Your support has meant everything to people
affected by dementia at a time when many have
felt more alone than ever. You have stood
alongside carers who have lost a loved one to
coronavirus during the crisis. Alongside people in
care homes separated from their loved ones for
months on end. Alongside people who were
overwhelmed with loneliness, who needed
someone to turn to. And you stood alongside
everyone who felt precious time with their loved

ones was slipping away. Please watch which
was launched to show the stark

Thank you for changing the lives of people reality facing people affected by

affected by dementia during this tough year. We dementia during the coronavirus

hope you enjoy this overview of just some of the pandemic.
work you have made possible in 2020.
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https://youtu.be/iRMJvWuIZSo
https://www.youtube.com/watch?v=1qF2lJGgmpY&t=19s

Society

Lifeline support from day one of the crisis

Thanks to your donations, our lifeline support services were the
only helping hand for people affected by dementia in the depths of
the crisis and continue to be as the coronavirus pandemic endures.

The pandemic meant that we had to suspend
our face-to-face services, but Dementia
Connect frontline staff quickly adapted to
deliver support virtually and over the phone
(via Welfare Calls).

The story so far: the impact you are having through
the crisis as of January 2021

Welfare Calls have been made to
people living with dementia and their
carers

A network of 600+ Dementia Advisers have
supported grieving families, escalated
safeguarding issues hidden behind closed
doors and helped people to cope day by day.

50,000

Companion Calls have been made to
over 3,000 people feeling the effects
ofloneliness

Ordinarily, Dementia Advisers provide a
package of support services tailored to each
person’s individual needs, which might include
ongoing telephone support, referral to local
groups, or one to one support for those with
more complex needs. The range of support
means that there is something for everyone,
including those that previously found it difficult
to access services. This year, this support
took on a new significance.

people affected by dementia have
turned to us for support for the first
time since the crisis started

380,000

people have accessed coronavirus
advice and information pages on our
website

This crucial service depends on our
supporters. In 2020, you made sure people
affected by dementia had someone to turn to
for advice, emotional support or simply just a
listening ear.
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Spotlight on Companion Calls

In the midst of lockdown, 78% of people affected by dementia we
surveyed said that the pandemic has made them feel more lonely
or isolated than before.

In response we launched Companion Calls, a brand-new service
developed in direct response to the coronavirus crisis. It is a
volunteer-led service designed to combat loneliness and social
isolation for people with dementia and their carers.

‘My volunteer, Chris, has been absolutely marvellous and has been a real lifeline to me. If
it wasn’t for his phone calls, | don’t think | would have been able to get through lockdown
mentally as | have found the whole situation of being stuck at home with no conversation
or activities tremendously difficult.’ - Carer of a person with dementia and Companion Calls
service user
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Someone to talk to

Lily, 76, has Alzheimer’s Disease. She loves
talking to people, so the coronavirus
pandemic and subsequent lockdown has
left her feeling lonely.

Lily lives on her own in sheltered accommodation. She feels
both ends of the emotional spectrum that the current crisis
brings. On the one hand she can feel stoical and
philosophical about the lockdown, but on the other, it has
made her feel very isolated.

Lily tells us that she cries almost every day. She misses her beloved husband Bill, who passed
away some years ago. Lily is also missing going to see her friend Peg on Monday afternoons.
On the upside, Lily has Lucy Davies, a Dementia Adviser who calls her every week.

During lockdown, Lucy also arranged for a volunteer to call Lily regularly.

Although they have never met in person, the volunteer calls Lily regularly to make sure that she
has some companionship and an extra friendly ear to talk to while she is feeling so isolated.
The volunteer has also sent Lily a homemade card depicting a memorable holiday that Lily had
with Bill to the Rockies in Canada. It’s small touches like this that are keeping Lily positive
during this strange and frightening time.

Lily says, ‘it is lovely Alzheimer’s Society is able to help people like me. Staff like Lucy go
the extra mile and make a big difference to my quality of life.’



https://youtu.be/WpVWyWkmzvQ

Society

We will keep singing!

Singing for the Brain sessions keep people affected by dementia
connected to their love of music, giving them a chance to socialise
and have fun. The pandemic has prevented groups from meeting
face-to-face, so since March Singing for the Brain sessions have
been delivered virtually, bringing hundreds of people affected by
dementia together to experience the benefits of music during
lockdown.

The sessions bring people affected by
dementia together to sing a variety of
songs they know and love, with fun
vocal exercises that help improve brain
activity and increase well-being.

Research shows that musical memory is

often retained even when other 5,278 78,000

memories are lost. Music can help

Singing for the Brain attendancesto
people to reconnect to happy . . . . L.
memories, their culture and boost mood, ~ Virtual sessions since virtual singing for
due to songs and music being able to lockdown began the Brain sessions

be stored more easily in the brain.

As well as running sessions over Zoom and posting videos to streaming websites, Singing for
the Brain Group Leaders have also been leading group sessions over the phone so everyone
is able to experience the joys of music, even if they cannot access technology.

Lorraine King is a Singing for the Brain leader
in Ammanford, in South Wales. Lorraine has
been leading YouTube Singing for the Brain
sessions (Singing for the Brain with Lorraine)
so that her regular service users can still enjoy
their usual singalongs.

During the first lockdown Lorraine received
this message from a man that usually attends
sessions along with his wife, Gaynor, who is
living with dementia. He wrote:

‘Only played two songs and Gaynor’s
singing, smiling and laughing. Thanks so
much. The way you deliver it is perfectitis
as if you are in the room with us. She sings
along to all the songs... when you wave at
the end of the recording she waves back,
bless her.’
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Care

Amplifying experiences of the care
system to demand change

Coronavirus has further exposed the cracks in the health and social
care system for people affected by dementia. Throughout 2020 -
powered by our supporters - we used this spotlight to highlight the
deep-seated inequalities people affected by dementia face.

The disjointed social care system is not fit for There are currently 700,000 informal carers for
purpose and often fails people affected by people with dementia in the UK, and 40% of carers for
dementia. These long-standing problems have people living with dementia provide over 100 care
been further exposed during the pandemic, with hours per week.

devastating consequences in residential care

and home settings. Nearly 40% of coronavirus

deaths have occurred in care homes. @

At the start of the crisis, care homes, where

70% of residents are people living with

dementia, became the forgotten frontline. People were being denied the chance to say
goodbye to their loved ones, and staff were unable to access the personal protective
equipment (PPE) and testing they so desperately needed.

In April 2020, Alzheimer’s Society led a coalition with

Through emails from our Marie Curie, Age UK, Care England and Independent Age
to demand urgent action from the Secretary of State for
9 500+ Health and Social Care. Just days later, a strategy was
9 published setting out commitments for PPE to be made

available to all care homes, priority testing for care home
staff and 'right to say goodbye' visits so families could see
their loved one, one last time.

campaigners, 647 of 650 MPs were
asked to join the Parliamentary
debate on dementia and

coronavirus Within another two weeks of campaigning, Government

also agreed to publish the daily numbers of deaths in care
homes and the community — allowing care providers to understand the true scale of
coronavirus and put the most effective measures in place to protect their residents and
service users. Since then, your support has kept up the momentum and amplified the voices of

e

people affected by dementia further.

Campaigning has led to further wins, such as the
creation of a national COVID-19 social care support
taskforce, which ensures that action is taken to
reduce coronavirus transmission in the sector.

In December 2020, thanks to your support, we heard ‘ E' - T il
. o i m .
the welcome news that care homes would be given uy! " } e Ceare a2 o \
the resources needed to safely re-open their doors ' Apeimers E\ | .
T - ' ! i\

before Christmas. After nine long months, loved ones L
were finally reunited.
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Research

Research progess in 2020: moving
forward despite the pandemic

The coronavirus crisis has brought the issues facing people
affected by dementia today into even sharper focus.

Our funded researchers have adapted their studies to capture the experiences of people
affected by dementia during this tumultuous time and continued to make significant
breakthroughs. Your support is enabling our researchers to be at the cutting-edge of dementia
research and enabling them to make vital discoveries every day.

When the crisis hit, many talented researchers were forced to pause vital programmes of work
or were locked out of their labs for months. Some had to abandon their studies when
lockdown was imposed and have faced an uphill battle to get their research back on track.
Others - especially those working on care research projects — have been able to adapt their
studies and found new and innovative ways to chart the experiences of people affected by
dementia through the crisis.

Dementia researchers joined the fight against coronavirus by using their expert skills and
knowledge to repurpose their work. There are true heroes behind the scenes. For example,
researchers at the UK Dementia Research Institute Care Research and Technology Centre
created a cutting-edge coronavirus testing platform that has the capability to process almost
1,000 coronavirus samples in a 12-hour period.




Aiming for an IDEAL world

In a survey carried out by researchers from Centre of Excellence in
Exeter before the pandemic, 1,283 family carers of people with
dementia living in the community were interviewed.

Nearly half (44%) reported moderate loneliness and around a fifth (18%) severe loneliness.
Carers who reported loneliness tended to have smaller networks, lower life satisfaction and
more caregiving stress. It is predicted that loneliness will have increased due to the pandemic.

At the Centre of Excellence at the University of Exeter, a care research study called IDEAL-2
focuses on improving quality of life for people living with dementia. This project will determine
what changes could be made by individuals, families and communities to enable people to live
well with dementia. During the first coronavirus lockdown, the need for practical, accessible
guidance for people affected by dementia during the pandemic has been essential. The team
collaborated with other dementia experts including Alzheimer’s Society to produce guides on
staying well during the coronavirus pandemic for people living with dementia and their carers,
which are available to download. Since then, the IDEAL team have been working to understand
the needs of people with dementia and their carers during the crisis.

The IDEAL team have been making sure the voices of people living with dementia during
lockdown are being heard. Using robust scientific methods, they have been interviewing
people living with dementia about their experiences during lockdown.

Striving for breakthroughs

We take pride that our supporters fund some of the best dementia
researchers in the world.

Despite the pandemic, in 2020 the dementia research community has taken great strides in
understanding dementia and discovered new avenues for future research:

« Dr Ryan West recently published
exciting, early stage research that
suggested that an existing liver drug
could protect brain cells from
damaged caused by frontotemporal

« Modifying 12 risk factors during life could
delay or prevent up to 40% of dementia
cases, according to an update to the
Lancet Commission on dementia
prevention, intervention and care.

dementia.

Researchers working on the ground-
breaking study PREVENT further

explored the genetic risk of Alzheimer’s
and how it relates to the structure of
the brain. They also published research
that looked at tiny blood flow changes
in the brains of people at higher risk of
developing Alzheimer’s disease later in
life.

Experts added excessive
alcohol intake, head
injuries in mid-life, and
exposure to air pollution in
later life to a list of key
modifiable risk factors for
dementia, expanding
number of preventable
causes from9to 12
factors.




Innovating for the future

Last year your support led to the development of Jelly Drops,
sweets containing water that can help boost daily water intake.

Jelly Drops are bite-sized, sugar-free sweets containing 95% water and added electrolytes.
They were invented by Lewis Hornby after his grandmother was sadly hospitalised with

dehydration. Dehydration is a common challenge for older people, and especially those with
dementia. Research suggests that one in five living in care homes do not drink enough fluid.

Lewis and his Jelly Drops team have worked alongside people with dementia, doctors and
dementia psychologists to develop their fantastic product. We partnered with the Jelly Drops
team through our Accelerator Programme, and the product was launched in October 2020.

The Jelly Drops team have provided water sweets to
some of the most vulnerable people in society living in
care homes. They have also been given to several NHS
wards for patients with coronavirus and NHS staff who
work long shifts wearing personal protective equipment,
which can cause dehydration.

Preparing to re-launch

Our Accelerator Programme invests up to £100,000 in innovations
to improve the lives of people affected by dementia.

During the coronavirus crisis three Accelerator Partnerships were delayed due to the
financial impact of the pandemic. We are delighted to be able to re-launch these projects this
year. By tackling small everyday problems, brilliant innovators can come up with simple but life-
changing solutions. These three projects will resume this year:

« HUG is an interactive
comforter designed to be
cuddled by people living with
advanced dementia. It
provides a calming sensation
of a hug and has been shown

to soothe, comfort and reduce

anxiety.

Itis currently being trialled
within the NHS and a major
care home company.
Research has shown that the
HUG canimprove quality of
life, reduce anxiety and
agitation, improve posture and
enhance social interaction.

« Sibstar allows people with
dementia to remain
financially independent and
offers financial security not
available from existing banks.
It provides a simple way of
accessing and managing day-
to-day money whilst ensuring
it remains protected.

« By enabling people with
dementia to manage their
money securely, Sibstar
ensures they are less
financially vulnerable.

« Keeping connected has
never been more important
and Kraydel makes video
calling through your TV
simple. The key to Kraydel
is that the system doesn’t
require any training for
people with dementia.

Itis easy to install and
designed to help people
with dementia who cannot
use technology easily to
keep in contact with their
loved ones through video
calls.




Looking forward

Even as restrictions continue to change and the coronavirus
vaccine is rolled out, people affected by dementia are now facing up
to the devastating long-last effects of the coronavirus pandemic.

Restarting Research

In 2020, everything changed for
dementia research. The pandemic led
to many research studies being delayed
or put on hold.

In 2021, we mustn’t let the trail go cold. Last year,
vital progress was still made, but the real cost is the
research on dementia that now hangs in the balance.
Without urgent additional funding, the trail of new
discoveries could go cold and dementia research will

grind to a halt.

Don’t let the prospect of a dementia-free future slip
further away and support our researchers to continue

to make discoveries every day.

Care, can we fix it?

The already stretched social care system has been
devastated by coronavirus.

We have heard from thousands of people affected by
dementia since the outbreak of coronavirus about the
issues they have experienced with social care. From
people who have become 24/7 unpaid carers overnight
due to homecare being cancelled, to those not being
able to contact loved ones living in care homes.

In 2021, with the help of our supporters, we will explore
what practical solutions are out there and what
collaborative opportunities exist in order to fix
dementia care. The role of philanthropy for social care
reform is as an essential and proven tool in our
collective attempts for change. By working together,
using our collective influence we can build upon what
has been achieved already and further catalyse
change.
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Thank you

Your support has amplified the voices of people affected by
dementia through the coronavirus crisis. You have made sure that
they have not gone through 2020 alone.

You support has meant that frontline staff have been able to adapt and deliver support since
the first days of lockdown, propelled progress in innovative research and helped put national
care policy transformations at the forefront of the Government’s agenda.

We couldn’t achieve any of this life changing work without you. We hope you feel inspired by
the impact you have made possible for people affected by dementia: by funding frontline
Dementia Advisers through to our ahead-of-the-curve innovators and researchers.

From everyone at Alzheimer’s Society, we would like to thank you for continuing to support our
work to strive for a world without dementia. In 2021 - together — we can ensure even more
people affected by dementia are able to access the support they need as they recover from
the coronavirus crisis and drive forward the urgent pursuit of new treatments and a cure.

Thank you for uniting with us against dementia.

Christopher looked after his partner Yvonne for 11
years at home, while she was living with vascular
dementia. She passed away at the end of 2019.

‘l received regular calls from Alzheimer’s Society
during my caring years. It was comforting and
reassuring to know that there was an organisation
which stayed in touch with me and asked how we

were. It wasn’t intrusive. It was just enough for what |
needed. | know how much that meant to me.

‘During the coronavirus pandemic, | know so many
people will be feeling isolated. | also know just how
much the calls from Alzheimer’s Society will mean to
the hundreds of thousands of people affected by
dementia. Thank you so much for your donation.’
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