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Engagement project: Understanding how people affected by
dementia in Derbyshire have been supported during the pandemic
1. OVERVIEW OF PROJECT
1.1

Introduction

This project developed from a desire to understand how the Covid-19 pandemic has
impacted on the lives of people living with dementia, their family and friends. Inspired by the
Alzheimer’s Society’s national report, Worst Hit: dementia during the coronavirus, the local
Joined up Care Derbyshire Dementia Strategy Group were keen to engage with local people
to understand how they felt the pandemic impacted on dementia support.
Through an online survey, group discussions and telephone interviews, the aim was to
capture feedback on service provision during the pandemic. These responses would then be
used to inform all local health and social care agencies involved with the development of
services for people affected by dementia what worked well, and where improvements should
be made. This in turn will help to influence and shape future services.
1.2

Scope of Project

As dementia is a degenerative disease currently without a cure, care is primarily provided in
the home with support from local statutory and community-based services. To understand
the full impact of the pandemic, the initial plan of engaging with only people directly affected
by dementia was expanded to include a broader range of individuals, including
professionals, volunteers, and the general public.
In addition, while the focus was initially on the experiences of people living within the
Derbyshire County Council area, responses from residents of Derby City were also
accepted. Similarly, individuals who might live outside the boundary but care for a County or
City resident were also included.
As well as the pandemic, the opportunity was taken to also discuss the dementia pathway as
a whole and to gather feedback on pre and post diagnostic support. This was in part due to
the large increase in contacts to the Derbyshire Dementia Support Service requesting
support and information - in particular, support for people with an undiagnosed memory
concern. As a result, it was felt that an additional focus on pre-diagnosis support and access
to information would be beneficial.
1.3

Summary of Engagement

The total number of people who engaged with the survey was 219. Of these, 29 provided
partial responses. The number of completed responses was 190. Carers, people with
dementia and memory concerns, professionals, those with an interest in dementia and the
general public have been represented. Similarly, there was a wide geographical spread of
respondents, with all areas of Derbyshire, including Derby City, being covered.
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Q. Which statement best describes you?

I am a person living
with dementia or
memory loss concerns.
7%

None of the above.
14%

I have an interest in
dementia.
24%

I know someone who
is living with
dementia/has memory
concerns.
50%

I am a professional
carer for someone
living with dementia.
5%

Q. Which area of Derbyshire do you live in?
Other
6%

Amber Valley
10%

Derby City
18%
Erewash
8%
Derbyshire Dales
9%
Chesterfield
19%
South Derbyshire
8%
Bolsover
6%
North East Derbyshire
8%

High Peak
8%

‘Other’ areas included Leicestershire, Nottinghamshire, Castle Donington and Burton on Trent.
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1.4

Overview of Key Findings

1.4.1

Reoccurring themes

The wide scope of the survey questions has provided commentary on a range of different
areas. During analysis of the responses, it has been possible to identify the following
reoccurring themes:
•
•
•
•

Pre and Post Diagnosis Support: The need for increased support before and directly
after a dementia diagnosis.
Dementia Pathway: The desire for a single person or point of contact to coordinate
care and support, including end of life.
Support for Carers: The need for a greater range of, and access to, respite care
opportunities to support family carers.
Improved awareness: Greater openness and awareness of dementia to encourage
people to seek earlier support.

It is recommended that these areas form the basis of long-term, multi-agency dementia
pathway discussions to ensure the concerns raised through this engagement work are fully
explored and any relevant action taken.

1.4.2

Key findings of the engagement survey

Section 2 of this report goes into detail about the findings received through this engagement
work. Below highlights the key findings, and how they sit within the four themes identified
above.
Key finding

Relevant theme

People living with dementia or an undiagnosed memory
concern have had their physical and mental health adversely
affected by the pandemic.

Pre and Post Diagnosis
Support
Dementia Pathway

Individuals providing the main care and support for a person
living with dementia have reported higher levels of anxiety,
isolation, and concern for the future.

Support for Carers
Dementia Pathway

The temporary suspension and/or change in delivery
methods of 1-2-1 and Group support has left families without
a structured support system, negatively impacting on their
ability to Live Well with dementia.

Dementia Pathway
Support for Carers

The temporary suspension and/or over subscription of day
and residential respite care has significantly added to carer
pressures.

Support for Carers

A high turnover of health and social care support workers has
created confusion for families about where to go for
information relating to dementia care and support.

Dementia Pathway
Support for Carers
Improved Awareness
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Difficulty or confusion in accessing practical support services
has led to an increase in informal carers during the
pandemic, many of whom have not previously been involved
with the social care system and who require ongoing support.

Support for Carers
Dementia Pathway
Improved Awareness

Difficulty in accessing local health and social care support
has led to some avoidable hospital admissions and an early
move into residential care.

Dementia Pathway
Support for Carers

An inconsistent approach to post-diagnostic support is
leading to people falling through the net and not being aware
of the support available.

Pre and Post Diagnosis
Support
Dementia Pathway

There is a lack of knowledge about dementia and a hesitancy
for people to talk about symptoms and diagnosis within the
general population. This is leading to delayed diagnosis or
support requests.

Improved Awareness

2. ENGAGEMENT FINDINGS
For the purpose of this report, the findings have been grouped together into the following
sections:
•
•
•
•
•

Impact of the pandemic on health and wellbeing
Access to services during the pandemic
Experiences of the dementia pathway (including diagnosis)
Knowledge and understanding of dementia
Post-pandemic service provision

Unless otherwise stated, all statements have been taken from the engagement survey, with
direct quotes being highlighted throughout.
2.1 Impact of the Pandemic on Health and Wellbeing
Over three quarters of professional and informal carers, family members and friends, have
reported seeing a decline in the mental and physical health of those with dementia or an
undiagnosed memory concern during the pandemic.

“Both physical and mental health
have declined due to lack of routine
and stimulation. Group’s mum
would have attended have ceased
due to the pandemic so her dementia
has become so much worse over the
past 10 months.” Family carer.

“Her physical health has got worse
because of being more isolated,
not eating as well, not going to
bed, gets upset and paces the
house and she cannot go out to
her usual activities (twice a
week).” Friend/relative.

5

Derbyshire Engagement Project, May 2021

Q. How does their [person living with dementia] current physical health
compare to before the pandemic?
2%

3%
It is better than before the pandemic started.

20%
It is worse than before the pandemic started.
It is the same
75%

Not sure

Q. How does their [person living with dementia] current mental wellbeing
compares to before the pandemic?
1%
6%

It is better than before the pandemic started

15%
It is worse than before the pandemic started

It is the same
78%
Not sure

Reasons for this decline shared by respondents included the lack of visitors and external
stimulation, closure of group services and the need to isolate at home. Positive impacts were
also expressed, with one family carer sharing: “He's content and happy being at home. He
feels secure and the routine has helped. Kept the routine the same.”

2.1.1

The view of people with dementia

People living with dementia were more positive about their health and wellbeing during the
pandemic and being in lockdown/shielding. Despite most (4 out of 6) agreeing with the
statement “I feel like everyday tasks have become more difficult”, all of those who answered
felt their current physical health was either “okay” or “good”. This was repeated when asked
about their mental health.
“Unstructured days”, “confusion about the rules” and frustration about not being able to do
“everything I want” were all mentioned as negative impacts of the pandemic. However,
positives included being able to “focus on the things I enjoy” and “having more time to gather
my thoughts”. Four out of the six respondents said that “Nothing has really changed”.
The following word cloud shows the range of activities that people missed. It includes seeing
friends, going out to lunch and being able to go to group sessions.
6
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2.1.2

The impact of the pandemic on dementia symptoms

Despite this being nearly impossible to answer, we felt it was important to ask people if they
thought the pandemic had accelerated dementia symptoms in their friend/relative.
The majority (63%) of family, friends and professional carers felt the dementia symptoms
had become a lot worse, while 22% thought the changes they were seeing were related to
an expected level of deterioration.
Q. Have you seen a change in their symptoms during the past year?
11%

1%
Their symptoms have improved

3%

Their symptoms have become a lot
worse
Their symptoms have developed as
expected
I haven't seen a difference in their
symptoms
Not sure

22%

63%

Reasons given for the decline included a “lack of stimulation” and a “loss of routine”. One
professional carer commented about the impact of a lack of professional support and/or
respite care.

“Increase in behavioural and
personality changes. Carers unable to
cope with behavioural and personality
changes as well as they have in the
past.” Professional Carer.

“Most of my clients have declined
cognitively; or developed behavioural and
personality changes more than I would
have expected over the same time
period.” Professional Carer.
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Spotlight: A Lost Year
“I feel that the pandemic has
had a huge detrimental effect
on my husband. Dementia
already robs a person and
their loved ones of so much
time but with Covid on top, it
has been awful. Things that
would have been possible
this year may not be next
year.” Family carer.

One of the frustrations that came across from
family carers was the feeling that Covid-19 has
created a “wasted year”. Both in terms of quality
time before the dementia symptoms become
worse, and also planning for the future.
One carer talked about having to put respite care
plans on hold and is now concerned about
whether this will still be an option due to the
deterioration of her husband’s dementia. She is
concerned the next step after restrictions ease
will now have to be a care home.

2.1.3

A focus on carers

During the pandemic, many family members found they took on a greater caring role as
people were asked to shield or isolate at home. When asked about their mental wellbeing,
feelings of isolation and anxiety about the future featured highly. There was also an increase
in the level of concern about the health of the person they were providing care.
Q. Thinking about how you felt before the pandemic started (March 2020) and
now, which of the following statements feel accurate? Tick all that apply.
I feel more isolated.
I feel less isolated.
I feel more concerned about the health of the person living
with dementia.
I feel more anxious about the future.
I feel the same.
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In addition, carers also shared some more personal impacts of the pandemic, including
being diagnosed with anxiety and feeling depressed.
“I have had to go on
anxiety tablets.”
Family carer.

“I'm fine. I get frustrated. I
expect too much of him.”
Family carer.
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Some carers also acknowledged the added challenge of dealing with their own health needs.
Concerns were raised about what would happen if they became ill and could no longer
support the person with dementia. The closure of respite services and safety concerns
relating to care homes was producing an added layer of stress and anxiety.

2.2 Access to Services during the Pandemic
The impact of government guidance and the re-distribution of local resources to respond to
the pandemic led to the temporary closure of some community based services. This was
particularly true during the first few months of the pandemic when a focus on crisis support
was required1.
As guidelines became clearer and the use of PPE became more widespread, many adult
health and social care services were able to re-open, switching to virtual applications of
service delivery. Within Derbyshire this included new telephone and online support lines
such as companion calls for people living with dementia and a dedicated Mental Health
helpline. In addition, outreach programmes such as the Crisis Response Unit2 helped to
support individuals and ensure they felt less isolated.
2.2.1

Support during the pandemic

This section of the survey focused on how people affected by dementia felt when asked
about the level of support they received during the pandemic.
It was positive to hear that 35% of respondents said they received the same or more support
compared to before March 2020. However, 30% said they either did not receive, or did not
require, support before the pandemic. The comments below suggest the need for a more
joined-up approach to providing information about what support is available and when
people can access it.
“I would be interested to know what
support I should be getting. I am
registered as a Carer and get a call
once a year and a small payment, but
that's all.” Family Carer.

“I had very little support before
COVID, only Carer support
group at Meadow View. Since
last September I have
received more support.”
Family Carer.

1

The Community Response Unit (CRU) was set up in the initial months of the pandemic by Derbyshire County
Council to coordinate a range of crisis support services including medication prescriptions, food distribution and
critical care.
2
Since the end of March 2020 the CRU has taken 11,817 calls and provided support to 4,471 Derbyshire
residents of which 1,643 were clinically extremely vulnerable. This included 2,468 request for support with food
and shopping, 1,640 requests for prescription collections and 589 requests for friendly phone calls. Over the past
year the CRU wrote to 43,000 clinically extremely vulnerable residents to advise them of the service, and since
November 2020 have called 3,177 clinically extremely vulnerable residents who have registered on the national
shielding system to offer support.
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Q. Compared to before the pandemic (before March 2020), how supported
have you felt by local health and social care services?
3%
10%

10%
More supported
The same level of support

20%

25%

Less supported
I did not receive any support before the
pandemic
I did not require any support before the
pandemic
Prefer not to answer

32%

“I have experienced far more difficulty in accessing support during
lockdown. Unfortunately, the rate of decline has accelerated at such a rapid
rate this has been particularly upsetting.” Family Carer.

2.2.2

The need for additional services during the pandemic

To understand if the pandemic led to an increase in the need for additional support services,
carers and family members were asked to indicate the types of services they accessed
before March 2020, and those they accessed afterwards. The responses indicated a general
drop off in people accessing services during the pandemic. The reasons for this have not
been defined, but could be due to people either not needing the additional support or not
wanting to “bother” a service.
A number of people also indicated they had never accessed some of the support services.
When asked the reasons for this, the dominate answer was “I wasn’t aware of the service”. A
significant number of people also indicated they did not think they would be entitled to
access the service. Both of these responses suggest a lack of awareness of the support
available.
Of those who ticked the ‘Other’ box, comments included “Nothing seems appropriate”,
“There is lots of information available and groups, but that’s not for me”, and “I probably
should have accessed some more services but didn’t know where to turn”. Although the
number of responses to these questions are relatively small, this might be an area to explore
further.
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Q. Thinking about the services you haven't accessed before, do any of
the statements below apply? Please tick as many as required.
Other (please specify):

I tried but the service wasn't for me.
I tried but couldn't get through.
I couldn't access the service.
I didn't think I would be entitled to it.
The service closed due to the pandemic.
I wasn't aware of the service.
0

2.2.3
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The ease of accessing services

During the early stages of the pandemic, many health and social care services across the
country were perceived to be overwhelmed. When carers in Derbyshire were asked how
they found the process of contacting a service, there were mixed responses.
The tables below provide an indication
of the different service experiences,
although it is worth noting the small
numbers who responded.

“First time trying to phone the doctor I was on
the phone for 1hr 45. The Dr then phoned back
on the landline rather than my mobile so had to
phone back and spent another hour on the
phone. I'm very reluctant to phone them
again.” Family Carer.

“Tried to access a care coordinator
and gave up as got no response and
went round in circles.” Family Carer.

GP appointment

A hospital service

Very easy

3

Very easy

2

Easy

2

Easy

5

Okay

10

Okay

6

Difficult

4

Difficult

1

Very difficult

11

Very difficult

2

I did not try to
access service

9

I did not try to
access service

22
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Adult Social Care services

Access to a care coordinator

Very easy

1

Very easy

1

Easy

5

Easy

0

Okay

6

Okay

2

Difficult

5

Difficult

2

Very difficult

3

Very difficult

2

I did not try to
access service

19

I did not try to
access this
service

31

An Alzheimer’s Society service

Carer's assessment
Very easy

2

Very easy

4

Easy

6

Easy

5

Okay

3

Okay

7

Difficult

0

Difficult

1

Very difficult

4

Very difficult

0

I did not try to
access service

24

I did not try to
access service

22

Telephone support services

Occupational therapist

Very easy

4

Very easy

1

Easy

3

Easy

2

Okay

6

Okay

4

Difficult

2

Difficult

0

Very difficult

1

Very difficult

2

I did not try to
access service

23

I did not try to
access service

29

2.2.4

Service cancellations and postponements

Another area of national concern was the number of cancelled or postponed appointments
and services. Within Derbyshire, medical appointments seem to have been the most
affected, particularly for people with a dementia diagnosis. There are likely to be a range of
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reasons for these cancellations. However, one carer noted that she was unable to confirm
their appointment so did not attend, while another said they attended a hospital appointment
but left shortly after arrival because they “did not feel safe amongst so many people”.
Q. Number of services cancelled or postponed during the pandemic
Carer

Person with dementia

16
14
12
10
8
6
4
2
0

People with dementia highlighted the closure of day
centres and community groups as being the main
services they missed. One person also recognised the
impact of the closure of day centres on their family
member.

“Day centre closed, couldn't
access respite service.”
Person living with dementia.

The full impact of these cancelled appointments may not be known straight away, but for
people with dementia, any delay in treatment can impact on their condition or lead to an
emergency hospital visit.

Spotlight: Hospital Admissions
A small number of family carers (11) reported that the
person they care for required hospital admission during
2020. Some of the reasons shared included knocks and
falls due to a “deterioration in their dementia”, or
because of a concern about their medication.
One family member said: “he should have gone to
hospital, but we were concerned about Covid-19 so left
the waiting room.”

“I do feel that the lack of
day services is sadly
pushing people into
hospital admission. Also,
carers are suffering
extreme stress and are
not being seen regularly
by primary care.”
Professional Carer.

While people sympathised with the strain hospitals were
under, two families commented on concerns about the
level of individual care that was received. Neither could
fault the medical care but felt that the lack of visitors had severely impacted on the individual,
particularly when there was no one to support with telephone or video calls.
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2.2.5

Changes to the way people accessed services

Almost three quarters of carers (74%) said their usual face-to-face services had changed to
telephone calls or online services during 2020. Of these, 43% found this change to be okay,
while 21% found it difficult. Significantly, 18% said this change had stopped the person with
dementia from being able to access their service.
Q. How did you find the change in the way you accessed the service(s)?
18%

14%
It was good.
It was okay.

4%

It was difficult.
It stopped me from accessing the
service.

21%
43%

It stopped the person with dementia
accessing the service.

Some of the challenges related to telephone and online services have been shared below.

“It does not allow the medical staff
to see the patient and assess how
they present. They are dependent
on my views, me taking blood
pressure and my assessment of
their condition. Neither of my
parents can communicate
effectively on the phone.” Family
member.

“Telephone
consultations
with dementia
patients isn’t
easy.”
Professional.

“[I] find online and telephone
calls difficult as I am hearing
impaired.” Family Carer.

“It was not as good as seeing
someone in person but easier to
fit in with work.” Family Carer

Of the three people with dementia who said their face-to-face service had moved online, one
person said they found this change “good” while the other two said it stopped them from
accessing the service.
When asked how carers would like to access local services once pandemic restrictions have
eased, the overwhelming response was for face-to-face. In particular, carers were keen for
GP appointments (83%) and informal group sessions (72%)
to be held in person. When asked what they thought the person
“I don't want to have to
living with dementia would prefer, this rose to 96% and 75%
do things online.”
respectively in support of face-to-face appointments. This was
Person living with
supported by the answers that people with dementia gave to the
dementia
same question.
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Both groups agreed that memory assessments should be conducted in person (80% of
people with dementia and 67% of carers), and 80% of carers felt that meetings involving the
person with dementia and Adult Social Care should also be face-to-face to help ensure the
discussion was understood. However, carers were happy for greater flexibility for 1-2-1
support and carers’ assessments with telephone and online meetings both receiving support.

2.3 Experiences of the Dementia Pathway
2.3.1

Diagnosis

Experiences of the diagnosis process were mixed. 39% of respondents said it took six
months between first identifying there was an issue, to receiving a diagnosis. However, 15%
said it took over two years, with one carer saying five years and another up to six years.

Up to 6 months
Issue
identified

39%

Up to 12 months

Up to 2 years

19%

27%

2+ years
Diagnosis
received

15%

16% Not sure

The potential reasons for these differences were varied. Comorbidities was mentioned as a
factor; one carer shared that her husband is being treated for a number of medical
conditions linked to an ongoing heart complaint. These were prioritised ahead of the
dementia symptoms, which the carer believed caused the delay in diagnosis. Another
highlighted an initial diagnosis of Parkinson’s before two brain bleeds led to dementia being
identified as the cause.

“He had a tremor and so we went down the
Parkinson route. While in hospital for a
brain bleed, they saw it wasn't Parkinson's.
He was waiting for his dementia diagnosis,
but a second brain bleed slowed this
diagnosis down.” Family Carer.

“I could see a change over a
couple of years. It took a while to
get my husband to the doctors,
but afterwards it was quite quick.”
Family Carer.

Other delays in a formal diagnosis were highlighted as “a reluctance to seek help” or
because they “didn’t realise anything was going on”.
Four respondents stated they are living with memory loss concerns. At the time of
completing the survey, none of them were in the system. A further four people knew of
someone with an undiagnosed memory concern. Of these, two had sought information from
a GP.

“Can’t get an appointment
at the moment.” Person
with an undiagnosed
memory concern.

“I haven't approached my GP yet as I think they
have more pressing concerns that need dealing
with. I may just be concerned about short term
memory problems as my mother passed away a
year ago from Alzheimer’s complications.” Person
with an undiagnosed memory concern.
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2.3.2 Impact of living without a dementia diagnosis
Alzheimer’s Society research shows that the earlier a person receives a dementia diagnosis,
the earlier they can access a range of support services which can help to slow the condition.
Without that diagnosis, people can often be left unaware of what the problem is and unaware
of local support.
One family member described the
impact of waiting 18 months for an
appointment for her mother while
juggling work and care.

“Been waiting for appointment for 18 months…they
will not acknowledge there are any issues so left on
my own to care for my mother as well as trying to
go to work. I've been off with stress several times
during this pandemic.” Family member.

Another highlighted their frustration at a memory service being unable to treat her mother
because she would not give consent. The family member thought this meant that she was
unable to apply for support, so stepped in to care for her mother. This has had a detrimental
effect on her health and wellbeing, which could have been avoided had information been
provided about her options.
“Tried to get help for my mum. Memory services not helpful as keep discharging
her as she doesn't give consent. If she had started medication 18 months ago
she would not have got as bad as she is now.
[I am] becoming concerned about her safety as she leaves the door open all the
time and doesn't eat unless it's out in front of her so I'm constantly up and down
every day. No help trying to get carers in as she has no official diagnosis. GP not
phoned once to see how she’s coping during lockdown although they have been
aware of the issues.” Family member.

These two examples emphasise the wider impact that dementia has on family and friends.
One respondent even commented that that relatives had become “estranged” due to
arguments related to the need for a dementia diagnosis. This supports the need for informal
carers and family members to have greater access to information and support.
2.3.3

Post diagnostic support

When asked about the information and
support they received after the dementia
diagnosis, 29% said they were not given
anything. Others commented how they felt
“overwhelmed” and like they were
“swimming in custard” because of the
amount of information they were given.

“On the day of diagnosis, we were
given a pile of leaflets - leaflet
overload. Spoke to one lady who
was a volunteer, and she told us
about support available. It would be
better if you could leave details, and
someone contact you in a few
days.” Family member.
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Many positive comments were shared
about being signposted to local
organisations, in particular Alzheimer’s
Society and Derbyshire Carers
Association. Local memory services,
hospital staff and The Hardy Group were
also mentioned as providing support.

After the dementia diagnosis was received,
were you provided with information about
who to contact for advice and support?
10%
Yes
No

However, others commented on the lack
of a follow-up call from their GP about
next steps. One family carer also shared
their disappointment that after initial
contact and attendance on a six-week
course, contact finished.

29%
Not sure
61%

Some family carers also suggested the age at
which a person receives their diagnosis and
whether they have any additional health
conditions seems to impact on the support
offered. One respondent suggested that the
“needs of people with young onset dementia
require a different type of support” because of
their personal circumstances.

“Following diagnosis, the support
from the Psychiatrist and OT in the
CMHT at that time was very helpful
but when discharged back the GP
we now have no formal support and
the GPs are not consistent.” Family
Carer.

Similarly, it was suggested that people with
additional long term health conditions should
have their dementia diagnosis taken into
account so that their health and social care
support is “holistic and deals with the individual
rather than a set of conditions”.

“I felt that we slipped through the
cracks as my husband’s young
onset Dementia is part of a bigger
illness...Fahr's Disease.” Family
member.

2.3.4

Care coordinator

A consistent theme running throughout the engagement responses was the lack of one
person or agency to help navigate the various health, social and financial services available
and coordinate care.

“Nobody coordinates; they all do their own
part but no joined up thinking or support.”
Family carer.

21% of carers said they had a consistent person to help coordinate care and provide support
and information. Of those that didn’t, 79% said they would benefit from having access to a
named person, with 5% responding that they weren’t sure.
As well as previous responses about the complexity of the dementia pathway and
joining up health and social care, an indication that a care coordinator would be useful is
evidenced by a lack of knowledge about the need for regular medical reviews and advanced
care planning.
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Have you created an advanced care plan?
I don't know what that is

18%

Not sure

22%

No

40%

Yes

20%

How frequently are you contacted by a medical
professional to arrange a review?
I have not had a review
Every two years

31.58%
10.53%

Once a year
Every six months

31.58%
10.53%

2.4 Knowledge and Understanding of Dementia
To understand the challenges around why people remain reluctant to seek a dementia
diagnosis, it was felt important to explore people’s perceptions of dementia.
2.4.1

Perceptions of dementia

All respondents, except informal and professional carer’s, were asked the extent to which
they agreed or disagreed with a range of statements. The answers provided some
interesting insight:
•
•
•
•
•

While 47% agreed “People understand that dementia is a medical condition”, 18%
disagreed and 35% neither agreed nor disagreed.
Only 18% agreed that “People know where to go for information about dementia”.
68% disagreed with the statement “People feel confident to tell others they have
dementia”.
72% agreed that “Most people are supported by their family instead of local
services.”
Over two-thirds (68%) agree “There are lots of people who do not know they have
dementia.”
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Two additional findings suggest an awareness campaign may be required to help people
understand the facts about dementia and to feel more comfortable talking about the
condition:
•
•

74% of respondents suggested people may be choosing not to get a memory
assessment because they are “scared” of the outcome.
Only 7% agreed that “People feel confident to tell others they have dementia”.

Of those who identified themselves as having a general interest in dementia, 65% agreed
with the question “do you think are there any particular challenges for people affected by
dementia in Derbyshire”. An additional 31% answered that they weren’t sure. Despite not
having direct experience of living with dementia, joining groups and being independent were
top of the challenges that this group thought people with dementia may face.

Q. What sort of challenges might these be? Tick all that apply
Joining relevant groups
Accessing local shopping areas
Accessing local transport
Quality of life
Being independent
Cost of care
Accessing personalised care
Accessing information
0
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When asked specifically about the impact of the pandemic on people with dementia, the
level of awareness within this group rose with 77% agreeing it had a greater impact.
Compared to other people, do you think the Covid-19 pandemic has had a
greater or less impact on people living with memory concerns/dementia?

People with dementia have been a lot more affected.

15%
2%

People with dementia have been more affected.

0%
6%

56%
21%

People with dementia have been affected the same as
others.
People with dementia have been less affected.
People with dementia have been a lot less affected.
Not sure
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2.4.2

Talking about dementia

While the stigma around dementia may be lessening, 7% of respondents said they would not
be comfortable having a conversation about dementia. In particular, a conversation with a
person living with dementia.
Of these, over half (57%) said it was because they wouldn’t know what to say, followed by
29% who said they would feel embarrassed.
“I do talk to friends about it but l don’t think l know enough… other than
the services provided, l would hate to misinform someone. A friend asked
me the other day what were the indicators and l couldn’t answer as l felt l
didn’t really know.” A relative of someone with dementia.

A person with dementia said that he “didn’t
know what to do” with his diagnosis: “I didn’t
want people to know initially. My mum had it. I
was concerned about it.” He then added that it
was “a bit of relief when it was diagnosed”. Over
time, it became necessary to be more open
about his diagnosis, especially to his family and
close friends, but he didn’t want his dementia to
be the main focus.
2.4.3

“I’m still me. I still have lots to
talk about [with friends]. I don’t
want every question to be
about my dementia.” A person
with dementia.

Accessing information about dementia

The internet, a doctor’s surgery and national organisations were highest on the list of places
people have turned for information about dementia.
Have you ever contacted any of the following to find out more about
dementia either for yourself or someone else? Please tick all that apply.
30
25
20
15
10

5
0
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In terms of how useful people found the information and/or support from these resources
was varied. The internet came out top, with memory assessment clinics and local/national
dementia organisations also providing useful information.
Over three quarters (78%) of respondents thought that local dementia organisations, medical
practitioners and local agencies could do more to raise awareness about dementia and
where to seek support. Of these, 81% (51 people) shared thoughts on how this could be
done. A selection are included below:
“Have [dementia] as part of…general conversations from health
professionals e.g. flu jab, blood pressure, feet - oh and how are you
generally anything different in the way you find the world / how your
partner is reacting to everyday situations?”

“There needs to be more done in local communities to raise awareness of dementia
and reduce the stigma around seeking support / and for individuals to allow themselves
to ask for support. Communities have rallied with amazing passion during COVID 19
and they would be in my opinion ready to learn and understand more about dementia
and how to support families and neighbours going through diagnosis or those living with
dementia. I have seen a group in a nearby village who are a dementia friendly village, it
would be great to have these everywhere with clear information about where there is
support and information from trusted providers.”

“Greater local presence by dementia
organisations so people have a local
contact not just a national organisation.
Build awareness of help and support to get
diagnosis though local older people's
groups, WI, exercise groups etc.”

“We have received a tremendous
amount of care and support,
there are a lot of good, kind,
caring people, who I would not
have had the opportunity to
meet. I feel honoured to have
met them all.”

“Talk and educate about it more
and let people know how to
communicate and respond with a
person who has dementia.”

“More people need to be made aware of what local
services are available to them, support should be
available from people who understand dementia,
leaflets and factsheets do not help the person with
dementia to understand their diagnosis. Help outside
of working hours should be available, as this is when
most families struggle and need support.”

“Local organisations could work much closer and offer a more
consolidated personal approach. Often there is lots of people involved
and it all becomes confusing. Service users don't know if they are
coming or going or who is supporting them with what. The support
becomes disjointed. By working as a team, we could streamline our
approach and deliver something better.”
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These all point to a need for greater awareness of dementia as a medical condition, along
with more targeted information and support. The comments about normalising conversations
involving dementia are key to encouraging more people to seek a dementia diagnosis.
2.5 Post Pandemic Service Provision
The easing of lockdown restrictions and the re-opening of services provides an opportunity
to reflect on the way services are delivered and make any changes.
2.5.1

Satisfaction levels of current support services

Carers were asked to share how satisfied they are with a range of local information, health
and support services. While “access to memory assessment services”, “amount of
information available before diagnosis” and “financial support” scored highly, others did not.
This included services to support “planning for the future” (42%) and the “amount of
information available after diagnosis (36%).
Services including “access to respite care” (33% for day services, 31% for residential) and
“group services” (37%) may have received lower satisfaction levels if people responded to
service provision during the pandemic rather than pre-pandemic. However, there were
comments about the need for a wider range of group services, particularly for those with
young onset dementia, which may also be a reason for the scores.

“Services for younger people seem to be
non-existent and the support we received
after the diagnosis was at an inappropriate
time.” Family Carer

2.5.2

“Information about accessing
finances was there, but needed more
support to actually apply.”
Family Carer

Changes to current services

Carers were asked if there were any changes they would like to see in local health and
social care dementia services. Responses have been grouped together:
Contact with professionals:
Increased contact, earlier follow-up calls and
regular check-ups/assessments were all
mentioned. Having professionals reach out to
families rather than rely on people knowing who
to contact was also high on the list.
Greater personalised support:
More support for informal carers; more support
for people living on their own.
Group services and activities:
A number of comments mentioned an increase in
the number of peer groups and a wider range of

“More contact with a regular
person and being told about
support available.” Family Carer

“It would be good if there were
dedicated social workers dealing
with dementia.” Family Carer
“More social activities available
to people who can't access
service online.” Person living
with dementia.
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activities – both in the community and activities people could do in the home. This included
physical activity.
Joined up services:
There is frustration why the City and
County can’t share services, particularly
community ones. Some people
highlighted that they have to travel a long
way for a group service where as their
neighbour can access one a lot closer.
2.5.3

“I get confused between Derby City and
Derbyshire - what services to access and
how. Why can't they amalgamate?
Sometimes it's a long way to travel. Life is
complicated enough.”
Family Carer

Post pandemic life

This engagement work has captured some poignant comments about how people feel about
the future. People with a dementia diagnosis and those who have been providing a caring
role have both highlighted some hesitancy about post-pandemic life. This highlights the need
for rehabilitation services to be provided, and careful consideration for how those services
are to be delivered.
“I have lost my confidence. I don't like going shopping because of the
number of people. Not sure what I will be like when lockdown ends.”
Person living with dementia

Spotlight: Professional caring services during 2020
Ten professional carers engaged with the survey. Despite this small number, there were
some interesting responses relating to the nature of their services during 2020.
All of those who responded had seen an increase in the number of people requesting
support. This was evenly split between a “large increase” and a “small increase”. Four of the
professional carers provided the following comments on these changes (see next page).
All but one professional carer said the nature of
their role had changed during 2020. Examples of
these changes included “assessing clients’ needs
remotely”, face-to-face visits being replaced by
“telephone contact” and a greater focus on “formal
support to prevent carer crisis”. One person also
described an increase in more personal things
such as “shopping, writing cards, birthday
presents for family”.

“I felt we could have provided a
better support service to individuals
who were being discharged from
hospital to the care sector. I felt the
approach was tentative.”
Professional Carer.

When asked about concerns that dementia clients had expressed about the impact of the
pandemic, “loneliness” and “social isolation” were key themes. Delays and difficulties in
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accessing appointments also led to frustration, along with a lack of communication with local
support services and community organisations.

“Families that usually do not
require any formal support
are now contacting the
department for support at
home. All the families have
stated that the person has
declined in mental health
since the lockdown.”

“I have noticed that carers who are
referred to us are under severe carer
stress and are having to cope with more
challenging behaviours at home. Lack of
day services means that some people
living with dementia are frustrated and
are feeling trapped in their own homes.
This frustration is sometimes taken out
on their loved ones and carers. They also
appear under-stimulated and are
struggling to sleep at night due to lack of
activity during the day.”

“I have seen a large number of informal carers
and family members supporting someone with
dementia at home struggling to cope and finding
it difficult to support the person with dementia.
Carers have felt lonely and isolated; they have
been unable to access the support or respite
they needed. Many carers do not have access to
the internet or are not IT literate, so have not
been able to access limited support available
online. Or the person with dementia is no longer
able to engage with activities available on the
internet. This has impacted on the person with
dementia increasing symptoms of behavioural
and personality changes.”

Support required:
1. Wanting respite care
2. Lack of practical
support from social
services
3. Social isolation
4. Depression

With regards to changes in service provision, the following were suggested:
•
•

“Better co-ordination between the social services and the NHS.”
“More social activities to support people living with dementia and their Carers. There
also needs to be more individual social support in the home. Some individuals' needs
are not being assessed quickly enough and carers are "on their knees" by the time a
crisis team are alerted.”
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3. CONCLUSION AND NEXT STEPS
3.1 Conclusion
The pandemic provides an opportunity to evaluate how services involved in the dementia
pathway responded in their delivery and support during an unprecedented period. This
engagement work has found that people in Derbyshire experienced similar challenges to
those in other areas of the country.
The expanded scope of this project – both in terms of questions and respondents – has
provided a greater base for which to evaluate post-pandemic services. There is a national
consensus that organisations should not automatically go back to pre-pandemic practices
but should instead respond to service user needs and preferences. From the findings in this
engagement project, in Derbyshire this may result in a greater mix of face-to-face and virtual
services, with an emphasis on personal choice.
3.2 Next Steps
In section 1 of this report, the key findings were listed alongside the relevant dementia
pathway theme. It is suggested that this table forms the basis for further discussion amongst
all local stakeholders. In particular, whether any of the findings can further inform the Joined
Up Care Derbyshire Dementia Strategy.
It is also strongly suggested that participants of the engagement survey are updated on how
their feedback will inform future work of the Joined Up Care Derbyshire Dementia Strategy
Group. In addition, a co-production group involving these participants (and others) would
help to ensure future service provision fully meet their needs.

This report was compiled by Alzheimer’s Society Derbyshire on behalf of the Joined Up Care
Derbyshire Dementia Strategy Group. For further information about the report please contact
Alison Clowes, Regional Public Affairs and Campaigns Officer, via
alison.clowes@alzheimers.org.uk.

To contact the Alzheimer’s Society Derbyshire Team please email
derbyshire@alzheimers.org.uk
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