The impact of
COVID-19 on
People Affected
by Dementia

This report is licensed for use under a Creative Commons
Attribution NonCommercial ShareAlike licence (CC-BY-NC-SA),
full details at https://creativecommons.org/licenses/by-nc-sa/4.0/.
We make no representation or warranty about the content,
including in relation to non-infringement of intellectual property
rights.

A survey by

Alzheimer’s
Society

July
2020

@heimer’s

Society)

United
- Against
Dementia


https://creativecommons.org/licenses/by-nc-sa/4.0/

The impact of COVID-19 on People Affected
by Dementia

This research report was created by Alzheimer's Society, a registered Charity No. 296645, England.

The reportis licensed for use under a Creative Commons Attribution NonCommercial ShareAlike license (CC-BY-NC-SA)

Full details are available at https://creativecommons.org/licenses/by-nc-sa/4.0/.

In summary, you are free to:

Share - copy and redistribute the material in any medium or format
Adapt - remix, transform and build upon the material
But only under the following terms:

—  Attribution — You must give appropriate credit, provide a link to the license, andindicate if changes were made. You may do so in any reasonable
manner, but not in any way that suggests the licensor endorses you or your use

—  Non Commercial — You may not use the material for commercial purposes.
—  ShareAlike — If you remix, transform, or build upon the material, you must distribute your contributions under the same license as the original.

— No additional restrictions — You may not apply legal terms or technological measures that legally restrict others from doing anything the license
permits

You do not have to comply with the license for elements of the material in the public domain or where your use is permitted by an applicable exception or
limitation.

No warranties are given. The license may not give you all of the permissions necessary for your intended use. For example, other rights such as publicity,
privacy, or moral rights may limit how you use the material.

Alzheimer’s Society


https://creativecommons.org/licenses/by-nc-sa/4.0/

The impact of COVID-19 on People Affected
by Dementia

Executive
Summary

(Part 1 of 5)

Key:

PABD — People affected by
dementia

PLWD — People living with
dementia

Effect of lockdown on symptoms of dementia

The most common symptoms that PLWD reported having increased since
lockdown began were difficulty concentrating (48%), memory loss (47%), and
agitation / restlessness (45%)

PLWD living alone were more likely to report an increase in their symptoms during
lockdown compared to PLWD living with others. In particular: Memory loss (54% v
42%) and difficulty in reading or writing (35% v 24%)

Only 1 in 5 reported having seen no difference their dementia since lockdown
began

The most common symptoms that carers reported, in their loved one with
dementia, that have increased since lockdown began were memory loss (54%),
difficulty concentrating (47%), and agitation / restlessness (49%) and stress or
depression (46%)

Carers living with their loved one with dementia are significantly more likely to notice
any increased or new symptoms compared to those living away
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Impact of lockdown on PLWD and carers

Nearly half (46%) of PLWD state that the pandemic has had a negative impact on
their mental health, and over 1 in 3 reported having lost confidence in going out and
carrying out daily tasks.

PLWD living alone reported their experience of the pandemic the most negatively —
with 56% stating that they feel lonelier, compared to 23% of PLWD living with others
reporting this.

Several PLWD mentioned that they missed taking part in social functions that
attended prior to lockdown (including dementia support groups), and that the
restrictions on doing this has diminished their confidence further.

The pandemic has had a strong negative emotional impact on carers with their
mental health (44%), added strain in their relationship with their loved on (42%) and
left them struggling with caring for themselves and their loved one (22%).

Other areas carers have been negatively impacted include exhaustion, sadness
and missing loved ones

Alzheimer’s Society
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EX eC u t | Ve Communicating and going out during the pandemic

S u m m ary = Nearly 1 in 3 reported having spent more than 7 days at home during lockdown and
PLWD living alone have spent the longest time without going outside (more than 6

days: 57%) during lockdown followed by carers living with PLWD (more than 6
days: 43%)

(Part 3 of 5)

= Half of the respondents reported having had in-depth conversations at least once
every other day but this is significantly lower among PLWD living alone (31%) and
carers living with PLWD (37%).

= Half of respondents reported fewer in-depth conversations now than before
lockdown particularly PLWD alone (60%) and carers living with PLWD (57%).

Alzheimer’s Society
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Since the easing of lockdown rules

Over half of all respondents reported meeting with family / friends outdoors since
the easing of lockdown rules. However, only 19% of PLWD who are living alone
reported doing this.

PLWD living alone were the group who were least confident going outside since the
easing of lockdown rules — with 1 in 3 stating they felt this way.

Other outdoor activities that both carers and PLWD commonly mentioned doing
were gardening-related - for example, visiting allotments and gardening centres.
This ties in with the renewed interest in gardening that has been reported since
lockdown began.

A number of carers reported taking advantage of the easing of lockdown rules by
going for drives with the PLWD that they care for— in addition to recommencing
hobbies that they had before lockdown e.g. golf and bowls.

Alzheimer’s Society



The impact of COVID-19 on People Affected
by Dementia Current and future support and care

EX e C u t | V e = 41% of those who receive a care and support package reported this having been
reduced or stopped since lockdown began. However, most respondents (57%)

S U m m ary stated that they did not receive these services in the first place

(Part 5 of 5) .

Getting the right care is most useful (72%) followed by coping with loneliness and

isolation (66%) and decoding dementia specific government advice on Covid-19
specifically for PABD (65%)

Alzheimer’s Society
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by Dementia

Methodology and Respondents Breakdown

Methodology Respondent’s current living situation / connection to dementia

: . | have dementia and live alone 2%

A short survey was sent via email to A (48)
understand the impact that Covid-19 has had s

.. . . o)
people living with dementia. other people %‘é)
e Sy yvas Sh.ared til | care for someone with dementia and 0
« The National Virtual Network T 34%

7 (919)
« The 3NDWG 3
« The campaigns database S _
« In the Dementia Friends newsletter NEL Gl ol 29%
. dementia and don’t live with them

«  On twitter (778)

» FODN'’s facilitators

Screened
out

(890)

Alzheimer’s Society

8 Q1. Which option best describes you and your current situation best? Base: 2,721
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Since lockdown began, difficulty concentrating and memory loss
are the symptoms that PLWD report have increased the most
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L,EJ Apathy or a sense of ‘giving up' _ 33%
Difficulty reading or writing 29%

Confusion

Struggling with speaking or understanding speech 28%
“l find it quite difficult to even know what the day is.
) ) ) ) .Normally I know what | do any day of the week with
Loss of daily skills (e.g. cooking or dressing) _ 17% friends and people with Alzheimer’s groups and not
having all of that makes it very difficult to understand or
| have seen no difference in dementia since lockdown began | 20% remember.”— PLWD living with others

“I've had a realisation that what was only mild
dementia, memory loss, and a little confusion is getting
worse.”— PLWD living alone

| have seen an improvement in dementia since lockdown began g 4%

1 O Q2. Since lockdown began, have you noticed an increase in any of the following symptoms of dementia in yourself or a ] , .
loved one? Please tick all that apply. Base=132 Alzheimer’s Society
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by Dementia

PLWD living alone were more likely to report an increase in
their symptoms during lockdown than those living with others

e . 48%
(O]
5
5 42%
- L 45%
= o 30%
E ‘ '
e . . 24%
Struggling with speaking or understanding speech m S
. : : : 15%
Loss of daily skills (e.g. cooking or dressing) - 21%
0
Seen no difference in dementia since lockdown began r 23% : :
13% ®PLWD - Lives with others
E Seen an improvement in dementia since lockdown began l32/f,’/0 "PLWD - Lives slone
1 Q2. Since lockdown began, have you noticed an increase in any of the following symptoms of dementia in yourself or a Alzheimer’s Society

loved one? Please tick all that apply. Base=132
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by Dementia

Since lockdown, carers have noticed cognitive and emotional
symptoms increase in their loved one living with dementia

()
2 Memory loss 54%
=
U’ - - .
= Agitation or restlessness 49%
c
o . .
i
Loss of daily skills (e.g. cooking or dressing) — 38% Carers living with
someone with
Struggling with speaking or understanding speech — 37% &P dementia are
significantly more
Difficulty reading or writing _ 25% likely to notice any
increased or new
No difference in their dementia since lockdown began s 11% symptoms
compared to those
Improvement in their dementia since lockdown began | 1% not living with PLWD

1 2 Q4. Since lockdown began, have you noticed an increase in any of the following symptoms of dementia in a loved one/ ] , .
someone you care for with dementia? Please tick all that apply. Base = 1694 Alzheimer’s Society
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by Dementia

Other symptoms commonly mentioned are not understanding
lockdown, loss of mobility and general health decline

Psychiatric related ZCESlit u;?j;:it::d current Aggressive and Emotional

“The donepezil began not to work they put her
on something else and she started
hallucinating. 3 weeks ago she had to be
admitted to our local dementia hospital under a
section 2 . | be found it very hard to take”

Loss of mobility General decline

“Does not understand the social distancing and
that everywhere is closed re socialising in
restaurants pubs and activities we used to

attend throughout the week.”

“My husband has become aggressive and will
not accept or appreciate help that is offered
He just wants to sit in the chair and sleep.”

Some said they have not been able to
see their loved one during lockdown and
so they are unaware of their condition.

“Loss of muscle mass, strength and stability “l have seen a deterioration in dementia,
Iea(_jing to beir_lg_more wobbly, more risk of energy levels down sleeping a lot we had Those with loved ones in much later
falling, and this is due to not being able to plenty of seeing people and getting out | as stages of the disease state that the
leave the property. A trip to a garden centre husbands carer have been shielding so he has lockdown has had no impact because
has not been possible with shielding. not seen anyone or got out. they are not aware of it.
1 Q4. Since lockdown began, have you noticed an increase in any of the following symptoms of dementia in a loved one/ . , .
someone you care for with dementia? Please tick all that apply. Base = 385 Alzheimer’s Society
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Nearly half of PLWD state that the pandemic has had a negative
iImpact on their mental health and a third feel lonely

It has had a negative impact on my mental health

46%

| feel more lonely 35%

| have lost friends 11%
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| don’t feel as safe at home 7%

I've lost confidence in going out and carrying out daily tasks 36%

It's had a negative impact on other aspects of my physical health /
underlying conditions

29%

I've struggled getting food and/or other essential supplies 17%

Practical

Carers have not had protective equipment, causing us both concern 8%

Nothing has changed, | feel the same as before B 24%

Q3. How do you feel the pandemic has affected you? Base=132 . .
Alzheimer’s Society



The impact of COVID-19 on People Affected
by Dementia

PLWD living alone reported their experience of the pandemic
the most negatively — particularly in relation to loneliness

g
o 23%
£ teetmars oncy | — -
E 9
: %
(@]
= | have lost friends ‘ 15%
5
0,
| don’t feel as safe at home “ 10%
, . . . . . 34%
I've lost confidence in going out and carrying out daily tasks 40%
, . . m PLWD - Lives
It's had a negative impact on other aspects of my physical health / m with others
underlying conditions 38%
o I've struggled getting food and/or other essential supplies Lt
2 21%
g
= : . : 9
a Carers have not had protective equipment, causing us both concern -7/010% m PLWD - Lives
ALONE

: 29%
Nothing has changed, | feel the same as before

15%

i ? = : H
1 6 Q3. How do you feel the pandemic has affected you? Base=132 Alzheimer’s Society



The impact of COVID-19 on People Affected
by Dementia

Other effects commonly mentioned by PLWD are having to rely
on others, less socialising and experiencing a sense of loss

More reliance on others Lack of social activities

“I very much miss the Alzheimer’s groups that | normally go to. | have a group

meeting about all sorts of different things on a Tuesday, and on Wednesday |
“I have put a lot of responsibility onto my wife. Normally when she is out : go to Bo o%( Group.” . .
working | can go to the shops myself - unfortunately my doctor has told | must — PLWD living with ofhers
keep away from shops so my wife has to fit shopping between her work and |
feel guilty because | have uploaded extra pressure on her.” N . ith all th I i T 1l
_ PLWD living with athers ot mixing with all the people you had a relationship with: Probus and a

those groups. Communication not as good as it used to be.
— PLWD living with others

General sense of loss

“l have an Alzheimer’s society adviser who keeps in touch with me regularly by email and
telephone and friends who text/ phone, so | am aware and grateful for all | have. But | still feel that
covid-19 has robbed me of some of my remaining years living with dementia/Alzheimer’s rather
than the years when | will be reliant on other people totally.”

— PLWD living alone

3. How do you feel the pandemic has affected you? Base=132 ) ]
17 ° g P d Alzheimer’s Society
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by Dementia

The pandemic has had a strong negative emotional impact on
carers and left them struggling with caring for their loved one

It has had a negative impact on my mental health 44%

My relationship with my loved one with dementia has become

0,
strained 42%

| feel more lonely 37%
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| struggle to look after myself and don’t get respite from caring
duties
I've taken the decision to leave a loved one with dementia
alone to go to the supermarket

| have had to take on the role of a formal carer, making it
harder to carry out daily tasks

22%

14%

9%

8%

Care struggles

| don’t feel | can go back to work because of caring duties

| have already thought about residential care measures if a
second wave occurs

Stopped formal care support and now | am struggling to get
formal care back in place.

10%

3%

Nothing has changed, | feel the same as before 15%

Q5. How do you feel the pandemic has affected you? Please tick all that apply. Base = 1684 . .
Alzheimer’s Society
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by Dementia

Other impacts commonly mentioned by carers include
exhaustion, sadness and missing loved ones

Difficult to complete tasks Sadness and missing loved ones

“I work full time and this has continued but my

“Feeling isolated not able to see anyone outside of

. : : . “Due to lockdown and mum isolating in a care
caring duties have increased 3 fold. | am our four walls only once a week when shopping. home in West Sussex. as | live in Cornwall |
exhausted mum is so unsettled and often violent Having to rush round not to leave my husband for , - .
B . haven't been able to visit her since January and |
too now too long has made me hate shopping now. The . , :
B . . . . : miss her and she can't understand why. | miss her
| am managing but frustrated by the whole fear of taking the virus home to him or me getting so much”
process because it takes up so much of my time.” it.”

“As a carer for my wife | am sometimes finding life

“Erustrati d harder to k ti ith “I feel extreme quilt that | can't visit my mother
difficult as | am also shielding as | suffer with CML rustrationan a‘;e%a?vdg’%) my patience wi properly, she can't understand why | won't enter
and miss face to face contact with family and " o . her care home. | feel distraught watching her cry
- . | feel frustrated that people with dementia and - .
friends. their families have been left to cope with minimal or refuse to come to the window to see me.
“I miss the company of others which | enjoyed e P “Left with awful memories of not being there for
prior to lockdown when I'm on respite leave.” support. him.”

Q5. How do you feel the pandemic has affected you? Base = 1684 ] .
Alzheimer’s Society
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by Dementia

PLWD living alone have spent the longest time without going
outside during lockdown followed by carers living with PLWD

What is the longest time respondent has spent without going outside?

Emore than 7 days ®6-7days w4-5days ~2-3days mlday ®Igo outside everyday

PLWD - Lives alone 10%

PLWD - Lives with others 20%

Carer - Lives with PLWD 16%

Carer - Does not live with PLWD 15%

2 1 Q7. Since lockdown began, what'’s the longest you’ve been without going outside (excluding your garden)? Base=1,823 Alzheimer’s Society



The impact of COVID-19 on People Affected
by Dementia

PLWD living alone and carers living with PLWD have spent the
longest time without having an in-depth conversation

mmore than 14 days mmorethan 7 days m6-7days «4-5days - 2-3days wlday =:lhave anin-depth conversation every day

=
-
o
QD
=
S
O
cerer poss notive wih LD _
2 Q8. Since lockdown began, what’s the longest you’ve gone without having an in-depth conversation with someone . , ]
(in this case in-depth means a conversation more than 5 minutes)? Base=1,831 Alzheimer’s Society
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Half reported fewer in-depth conversations now than before
lockdown particularly PLWD alone and carers living with PLWD

Comparison to how many in-depth conversations respondent had before lockdown

m Fewer now than | did before lockdown u It’s about the same m More now than | did before lockdown

Overview

PLWD - Lives alone

PLWD - Lives with others

Carer - Lives with PLWD

Carer - Does not live with PLWD

2 3 Q9. Thinking about your answer to the previous question, (about in-depth conversations), how does your experience ] , .
now compare to how often you had in-depth conversations (longer than five minutes in this case) before lockdown? Alzheimer’s Society
Base=1,831






The impact of COVID-19 on People Affected
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Over half of respondents reported meeting with family / friends
outdoors since the easing of lockdown rules

What actions has respondent taken since rules around lockdown have changed?

Met up outdoors with friends/family members who live in another house 54%

Started going to supermarkets and essential shops 47%

Doing more walking and other exercise in open spaces 34%

Action taken

| am doing other outdoor activities 11%

| have been using public transport 3%

21%

| don’t feel confident going out

(<]
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c
©
N
o
o
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Advised by GP to stay indoors almost all the time because | am ‘shielding’

12%

2 5 Q10. Since the rules around lockdown have changed, have you been doing any of the following? Base=1,728 Alzheimer’s Society



The impact of COVID-19 on People Affected
by Dementia

PLWD living alone were least confident going outside since the
easing of lockdown rules

mPLWD - Lives alone mPLWD - Lives with others m Carer - Lives with PLWD w Carer - Does not live with PLWD
19%
Met up outdoors with friends/family members who live in another house _4%49%
56%
15%
Started going to supermarkets and essential shops % 40%
G 48%
X
- 35%
5 Doing more walking and other exercise in open spaces T 33%
g 37%
) 17%
| am doing other outdoor activities 10% 14%
9%
10%

I have been using public transport

| don'’t feel confident going out

(]

()]
=

(]
=

o

o

P

Advised by GP to stay indoors almost all the time because | am ‘shielding’

Alzheimer’s Society
Q10. Since the rules around lockdown have changed, have you been doing any of the following? Base=1,728
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Nearly half of those who receive a care and support package
have had this reduced or stopped since lockdown began

Has respondent’s care and support package been reduced or stopped since lockdown?

. N/A @ Notsure mNo mYes

Overview

PLWD - Lives alone 52%
PLWD - Lives with others 66%

Carer - Lives with PLWD 58%
58%

Carer - Does not live with PLWD 57%

Q6. Has your care and support package been reduced or stopped since lockdown (e.g. paid carers no longer coming to . .
Alzheimer’s Society

your house)? Base=1,823
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Getting the right care is most useful followed by coping with
Isolation and decoding dementia specific government advice

Support that would be most useful around coronavirus

m Not at all

u Somewhat -
m Very
m Extremely

How to get the right How to cope with How to interpret the Dementia-specific How to get practical How to stay active End of life advice

care or medical loneliness and  government advice advice about going advice on the at home
support isolation on Covid-19 for  outside during the essentials you need
PABD pandemic (food, meds,
finances)
Q11. How useful would it be for Alzheimer’s Society to provide the following support around coronavirus (extremely, very, . .
2 somewhat, not at all). Base = 1831 Alzheimer’s Society



