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Who we are
Age Scotland is the national charity for older people. We work to improve
the lives of everyone over the age of 50 so that they can love later life.
Our vision is a Scotland where everyone can love later life.
Our mission is to inspire, involve and empower older people in Scotland, and influence others,
so that people can make the most of later life.
Our three strategic aims are to:
Help older people to be as well as they can be
Promote a positive view of ageing and later life
Tackle loneliness and isolation

How we can help
We know that growing older doesn’t come with a manual. Later life can bring
changes and opportunities to your life and you may need to know about
rights, organisations and services which are unfamiliar to you.
That’s why we provide free information and advice to help you on a range of topics including
benefits and entitlements, social care, legal issues such as Power of Attorney, housing and much
more. All of our guides are available to download for free from our website, or you can contact
our helpline team to have copies posted to you for free.
The Age Scotland helpline is a free, confidential phone service for older people, their carers and
families in Scotland looking for information and advice.
Later life can bring times when you just need someone to talk to. Our friendship line is part of
our wider helpline and older people can call us for a chat. We’re here to listen, provide friendship
and offer support.

For information, advice and friendship
Call us free on:

0800 12 44 222

(Mon – Fri, 9am - 5pm)

Visit agescotland.org.uk
to find out more.

About Dementia is a five year project hosted by Age Scotland
and funded by Life Changes Trust. Launched in 2019, we work
with people affected by dementia across Scotland to shape
the policy and practice that affects them in everyday life. The
project covers many areas of life, including transport, housing,
technology, financial inclusion and human rights.
To find out more about what we do:
www.agescotland.org.uk/AboutDementia
Contact us at: AboutDementia@agescotland.org.uk
Tweet us at: @AboutDementiaSc
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Introduction
On the 23rd of March 2020 the UK government introduced a ‘lockdown’ in response to the
pandemic spread of the Coronavirus (Covid-19). The lockdown introduced severe restrictions to
activities of daily life. Across the UK, the general public were asked to stay at home in an attempt
to reduce the spread of the virus.
The following exceptions to staying at home were made:
• To exercise once a day
• To care for someone
• To shop for essential food or medicines
• To attend work if performing certain key roles such as related to health or social care.
The ensuing five months saw a significant number of deaths across the UK. From a Scottish
perspective, the latest figures show 4,213 deaths were recorded in Scotland as a result of the
disease (National Records of Scotland, 2020a). National Records of Scotland compared the
number of deaths across week 12 to 32 of the pandemic against the average number of deaths
in the same time period from 2015-2019. There were 2,335 excess deaths in care homes (47%
above average for the time of year) and 3,006 excess deaths at home or in non-institutional
settings (50% above average).
The severity of illness increased with age, and those with pre-existing health conditions (including
people with a dementia diagnosis) were among the most likely to require hospitalisation during
this period. The lockdown restrictions also had a profound impact on people living with dementia
and their families both in care homes and within the community. This publication aims to find out
more about how people living with dementia and their families have been affected by Covid-19.
Over the six weeks from the 21st of April to the start of June 2020 About Dementia invited
people living with dementia, carers and professionals working with people affected by dementia
to complete an online survey about how Covid-19 has affected them. In particular the survey
focused on the support people receive or provide, and if/how this has changed as a result of the
pandemic. The survey asked a range of questions and generated a mixture of both quantitative
(numerical) and qualitative (written words describing lived experiences) data and received 85
responses. We recognise that the pandemic is ongoing, and that across the UK there has been
variation in which lockdown restrictions have been eased and when. For the purpose of this
publication, people have been asked about their experiences before the Covid-19 lockdown and
since Covid-19.
The About Dementia project was in regular communication with our members during the
lockdown, including hosting a meeting of our Human Rights of Unpaid Carers sub-group which
discussed the impacts of lockdown on them. This publication presents findings from our survey
and evidence collected at the sub-group meeting. It also draws on first-person accounts given to
the About Dementia team about experiences during lockdown. In addition, we draw on evidence
from official statistics, data collected through policy and research enquiries to the About Dementia
team, the Age Scotland Policy Team, and the Age Scotland Helpline. Together these findings have
been used to highlight the impact of Covid-19 on people affected by dementia in Scotland.

1

Locked down but
not forgotten

Key findings
• 18 respondents (21%) to our survey believed themselves to be in an ‘at risk’ category
for Covid-19, though only 4 of these people had received official advice to ‘shield.’
• Most of the respondents living with dementia had not made use of any formal services, such
as day centres and care at home, prior to lockdown.
• Most of the carers who responded made use of one or two services for the person they support
before lockdown such as weekly classes, day centres and help at home.
• Only one person living with dementia was receiving external help from friends or family since
lockdown was introduced. The remaining respondents had no support.
• Carers also saw a significant loss of support after lockdown with the closure of day care and
befriending services most often noted.
• Professionals noted an increase in services available after lockdown, but this was not reflected
for carers or people living with dementia.
• One to one telephone calls were the most common new service to be used after lockdown.
• Access to and confidence in technology was an important barrier to accessing services,
particularly in care homes.
• Carers and people living with dementia noted anxiety, loneliness and deterioration of dementia
symptoms as impacts in qualitative responses.
• Carers reported exponential increase in their roles following the loss of formal services such as
home care and respite.
• Fear of breaking lockdown ‘rules’ such as not being able to visit with another household, limits
to how far you could travel, and the need to stay 2 metres away made it harder for carers
not living with the person they cared for. This was the case even when breaking the ‘rules’ or
guidelines was permitted for those providing care.
• Professionals reported deterioration and isolation as impacts on carers and people living with
dementia they supported. They also reported impacts on their own mental wellbeing.

Who completed the online survey?
A total of 85 people answered the survey.
The majority identified as carers (46%).
Carers were aged 30-89 years old, most commonly 60-69.
Professionals made up 33% of the sample. This included
professionals who worked for a charity or voluntary
organisation, the NHS, or social care. Professionals
were aged 30-79 with the majority between 50
and 59. People living with dementia made up
6% of the sample and were aged 50-79.

6% People living

with dementia

15%
Others

33%

Professionals
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At risk of Covid-19
On March 23rd 2020, the Scottish and UK Government introduced a state of ‘lockdown’ to limit
the spread of Covid-19. The general population were asked to stay home, avoid any non-essential
travel or shopping, and to socially distance by staying at least 2 metres from anyone outside of
their household.
Alongside this, people who were classed as at highest risk were asked to follow ‘shielding’
measures. Letters were sent by NHS Scotland to people who were thought to be at high risk of
getting severe illness from Covid-19. This lasted until August 2020.
The About Dementia survey asked,
“Do you consider yourself to be in an ‘at risk’ category for Covid-19 (at risk is defined
by the UK government as aged over 70 or living with a pre-existing health condition)?”
Eighteen (21%) people answered ‘yes’ to this question; although of these only 4 people had
received a letter advising them to shield on this basis and would therefore have been in the ‘very
at risk’ category.
Even early on in the lockdown it was clear that there was a strong connection between Covid-19
and age. Older people were significantly more likely to require intensive care or to lose their lives
as a result of contracting the disease. A dementia diagnosis is more likely as we age, and therefore
a significant proportion of those living with dementia are aged over 70. As the crisis intensified
figures suggested that the highest Covid-19 death rates in Scotland of all those with pre-existing
health conditions were among people living with dementia (31% National Records of Scotland
2020b). It is too soon to know whether there is a direct connection between dementia and the
likelihood of becoming seriously unwell or dying from Covid-19. It may be that people living with
dementia make up a higher proportion of the care home community (62% - Scottish Government
2018). Care homes were particularly badly hit with almost half (46%) of Scottish deaths taking
place in care homes (National Records of Scotland 2020a). However, early research has also
indicated that there may be bio-medical reasons why people living with dementia may have a
poorer prognosis on contracting Covid-19 (Kuo et al 2020).
Given this, it is perhaps unsurprising that evidence from the About Dementia Human Rights of
Unpaid Careers meeting in May 2020 suggested that while dementia was never added to the
shielding category during this period, many people living with dementia (and carers where they
were co-habiting) were effectively doing just that. This is significant because people included on
the ‘official’ shielding register were entitled to receive support such as food parcels and priority
online grocery shopping. People affected by dementia who were choosing to shield irrespective of
medical advice were unable to access any of these forms of support.
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Exploring the support services people
receive or provide
The survey asked respondents to select from a list of possible services that they either receive
or provide. The list was made up of 7 services (chosen based on services identified by members
of About Dementia in the year to May 2020), an option for ‘other’ and an option for ‘none of the
services listed’.
• Care at home
• Residential care
• Befriending services
• Day centre
• Weekly classes
• Help at home from family or friends
• Helping at family of friend’s homes
People were able to select multiple options which gives us an indication both of how many
services people accessed as well as what these services were. Initially respondents were asked
about their usual support services before the onset of Covid-19.

Figure 1. Total number of reported services used by people living
with dementia and carers prior to the Covid-19 pandemic.
For people living with dementia (N=5), the majority said they did not receive any of the services
listed, with 2 people reporting use of a weekly class and help at home from family or friends.
In comparison, most carers used at least one or two services (N=25), with 8 carers reporting no
services, and 6 reporting 3 or 4 services. The services included at home support as well as use of
day centres and weekly classes.
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Figure 2. Types of support services used/provided by people living with
dementia, carers, and professionals prior to the Covid-19 pandemic.
We can also see from Figure 2 that professionals reported relatively low levels of support
services. These low figures may arise from confusion over the wording of the question. From the
answers to the questionnaires it seems that for some professionals, answers were given about
the support they provide, whereas others may have reported on the support they themselves
receive. We are not able to tease this out further. However, these findings draw attention to the
fact that professionals may also be in need of support or care themselves, or be providing care
personally as well as professionally, which could make it harder for them to answer purely from
a professional perspective. Anecdotally, many of the participants at About Dementia’s Human
Rights of Unpaid Carers sub-group meetings attended both from professional interest, as well as
lived experience of caring for someone living with dementia.
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Since Covid-19
Respondents were then asked to select which of the support or services they received was
continuing since Covid-19. The same response options were listed to help give a ‘before and after’
comparison. When comparing the differences since Covid-19, the 2 people with dementia using
services went down to just one person, because of the weekly classes stopping. The only person
maintaining support had been receiving help from family and friends at home and this had been
able to continue.
For carers, there was a decrease following Covid-19 in use of care at home, befriending, day
centres, weekly classes and help at home or for family and friends. Figure 3 highlights there was a
clear increase in the number of carers answering with ‘none of the above services’, or selecting the
‘other support’ option. This could be explained by the introduction of alternative support services
in light of Covid-19(to be explored further in next section). Nevertheless this clearly illustrates the
significant drop off in support since the advent of lockdown.

Figure 3. Changes in support use/provision before and after the Covid-19 pandemic.
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This drop off in support had profound impacts on both carers and people living with dementia
as Case Study 1 below, demonstrates:

Case Study 1: Les and Margaret
Les (86) who is living with dementia, and his wife Margaret (68) who cares for him, live in Central
Scotland. They had found lockdown incredibly hard, and Margaret reported that she felt that Les had
deteriorated significantly since the measures came in. Margaret commented that she felt she was
losing him much faster than she had prepared for. Prior to lockdown they had both been busy and
active, and Les regularly attended groups and activities in the local area. They had also been able to
travel to visit relatives in England, but Margaret was worried that this would no longer be possible even
after the restrictions had been lifted. Margaret said that before the lockdown she had felt in control
and able to cope, but that lockdown had taken all of that away from her.
Les had found the lockdown very confusing and struggled to understand why they were no longer following
their usual routine. They had tried keeping in touch with friends and relatives via zoom, but Les found
this distressing and confusing so that had stopped. Their adult sons live nearby and would visit to stand
at the end of the garden to say hello, but Les got upset when they weren’t coming into the house
believing that they had fallen out with him for some reason. This had been very distressing for everyone.
Margaret has pre-existing health conditions that make it harder for her to do the physical work of
caring for Les. She had tried before the lockdown to get support from social work to help with getting
Les washed and dressed each day, but had been told that they did not meet the criteria for support.
Things came to a crisis during lockdown when Margaret was unable to lift Les out of the bath on her
own one morning. Due to this she was allocated an Occupational Therapist for her own support and
again requested an assessment for a wet-room, but was told again that they did not meet the criteria.
After considerable persistence on Margaret’s part she was eventually able to get an assessment based
on Les’s needs and a home care package had been set up enabling someone to come twice a day
to help Les to wash and dress, and then again to help with medications in the afternoon. However,
it was six weeks before the package was put in place so Margaret had requested that their sons be
given permission to enter the house to help their mother care for Les which had made a big difference,
helping her to feel better supported and Les to feel more settled.
Margaret described feeling very let down by her experiences even prior to lockdown, as she had
consistently requested and been refused additional support for them both. She felt that the refusal
over several years to give them a proper assessment was due to them not being viewed as a priority
for help. Margaret felt that had an assessment been made earlier as she had requested, she would
not have faced the crisis that impacted so dramatically on them both during lockdown. She said she
felt that she had never been asked if she wanted to take on the role of a carer. She was also frustrated
by the social care system that had left them without any support a year after diagnosis, and having
to request a re-referral back to dementia specialist care through her GP. Margaret said that the
experience had left her feeling side-lined and ignored.

Interestingly, the number of support options selected by professionals increased following Covid-19.
One explanation for this may be that in the ‘before Covid-19’ question on the About Dementia survey,
some professionals answered about their own support as opposed to support services they provide.
Following Covid-19, professionals may have answered based on what support is still available, not
whether they provided it. In the future, it would be useful to include more distinctions to allow for
professionals to answer about their professional and personal circumstances more clearly.
7

Locked down but
not forgotten

Changing how services work to support
people during Covid-19
The final section of the survey explored the question:
“Have the services/supports that you receive or provide introduced any of the following
in response to the Covid 19 restrictions (tick all that apply)?”
A pre-determined list was provided (based on services identified and signposted through the Age
Scotland Helpline in the early weeks of lockdown) which included:
• One-to-one telephone calls (instead of face to face visits)
• Group telephone calls
• Online meetings (zoom, skype etc.)
• Letter writing
• Food shopping/delivery services
• Prescription collection service
• Meal delivery service
• Telephone befriending service
• No alternatives were provided
The most common service used or provided (in response to Covid-19) across groups (people with
dementia, carers and professionals) was one-to-one telephone meetings and online meetings.

Figure 4. Alternative support options provided as a result of the Covid-19 pandemic.
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The professionals’ answers show a higher volume of support offered than was received by people
living with dementia and unpaid carers. From the listed answers, we are unable to tell whether
the answers are linked to each other, or due to people living in different areas, with different
access to support. However, we can use people’s answers to ‘open-ended questions’ to support
the conclusion that the services offered may not have been suitable for people with dementia
and their carers, largely due to technology-related accessibility. For people who had access
to technology, the changes introduced sometimes offered more support options, particularly
around communication. This is clearly demonstrated in the experiences of Trisha and Gerry in
Case Study 2 below:

Case Study 2: Trisha and Gerry
Gerry was involved in a monthly group in their local area for people with young onset
dementia. Since lockdown the group has moved online and now meet weekly via zoom. This
has been positive for Gerry as it has enabled him to keep in touch with friends and familiar
faces. The shift from monthly to weekly contact has enabled them all to get to know each
other better and they have developed a stronger sense of community. Now that lockdown
has eased they get together in person, but are continuing with their weekly online group.
Trisha commented that Gerry had missed the real-life contact of face to face meetings,
however. She has noticed a deterioration in Gerry’s memory since lockdown came in
and puts this down to the loss of social interaction and stimulation. She doesn’t think
that Gerry’s friends on the group have picked up on this, but she has noticed him getting
frustrated sometimes. He has also appeared more withdrawn since lockdown. He is a big
character and misses the spontaneity of face to face contact. Trisha has continued working
through lockdown, and though she has been home-based she has remained busy at work.
This has been challenging for Gerry who has found it hard to adapt to her being home but
unavailable to talk to. A further change has taken place since Trisha returned to working in
the office in August. Though Gerry has had company from their children through most of
lockdown, they will be heading off to college in the new academic year.

Trisha and Gerry are somewhat unusual in having access to and adapted well to new technologies
during the lockdown, though it is clear that for Gerry this was not a perfect solution. This highlights
the challenges of digital inclusion presented under lockdown. While digital connectivity is a part
of everyday life for many people, this is not the case for a significant proportion of older people.
A survey by Citizens Advice Scotland found that 38% of respondents aged 69-79 reported not
being able to use a computer at all. While research by OFCOM found that scotland has a lower
percentage of the population with access to the internet than other parts of the UK (OFCOM 2017).
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Life Changes Trust (Life Changes Trust 2020) published findings in August 2020 that showed that
while many of their beneficiaries under their people affected by dementia workstream had been
able to adapt their services, this was not without challenge. Many had found more traditional
means of staying connected including letter writing and socially distanced garden visits to their
members. Others had taken befriending services on to the telephone (though this again was not
without challenge), and were doing home deliveries of lunches and afternoon teas.
About Dementia’s Technology sub-group planning meeting in August 2020 found anecdotal
evidence that younger people living with dementia may not face these same challenges with
technology, having made use of much technology through their professional lives (see also
Citizens Advice Scotland 2018). The growth of peer support groups such as the Dementia Alumni
and the Deep Network who have used technology to stay in touch since well before the lockdown
has shown that people living with dementia can lead the way in embracing technological activism.
It is possible therefore that the next generation of people living with dementia will be much more
tech-savvy. Nevertheless, with the introduction of localised lockdowns, and the potential for wider
restrictions into autumn 2020, the issue of digital exclusion and the impact this has on people
living with dementia remains an important one.
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Impact of Covid-19 shared through
‘open-ended questions’
The survey asked a small number of open-ended questions which help to give further insights into
the data presented above, as well as providing insights into the experience of lockdown for these
groups.
1. Please tell us briefly how you have been affected by Covid-19
2. Is there anything else you think we should know about your experiences of changes to services
or restrictions brought in because of Covid-19?
3. Additional comments in relation to service use etc.
The majority of people provided an answer for question 1 “how have you been affected by
Covid-19?” including 4 out of 5 people living with dementia; 31 out of 39 carers; and 18 out of
28 professionals. In comparison, none of the people living with dementia provided additional
comments on services; with reduced numbers for carers (19) and professionals (9). This difference
could be that people already felt they had said all they wished to say in question 1, and in the
closed-ended questions.

People with dementia
When asked to describe the way Covid-19 had impacted on them, four people with dementia
provided answers. Of these one person simply described the effect of Covid-19 as ‘boredom.’ The
other three people living with dementia all mention staying at home, however, the ease of doing
this was experienced differently between the three. The first person living with dementia talked
about missing family but generally doing well. The second mentioned the positive aspects of
isolation, having access to walks and support from their wife:
“Mainly staying in the house and close by areas for walks etc. I’m quite lucky that my
wife is now working from home so she can go out and collect food and other essentials.”
– Person living with dementia
By comparison, the third person living with dementia described finding the lockdown considerably
more challenging with deterioration in health and wellbeing despite reporting a lot of social
contact virtually:
“Stayed in for days…More Zoom meetings, some worldwide, I phone daily people who live
alone…We are both too old and unhealthy to go to shops so daughter goes…”
- Person living with dementia
It is to be expected that people will respond differently depending on how much the lockdown has
altered their circumstances, as well as whether they have access to preferred coping mechanisms
and support networks. People living with dementia made up the smallest proportion of people
answering the survey. It may be that this is a result of the online format. If this is the case, it might
also suggest the increased exclusion of people living with dementia in alternative support services
due to the reliance on technology.
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Carers
Most carers provided detailed answers to how their lives have been shaped by Covid-19. There
appeared to be a split in answers based on whether the person with dementia they were
providing support for was living with them or living at a distance. This is not surprising given that
‘lockdown’ regulations prevented non-essential travel as well as limiting travel to a 5-mile radius
as restrictions eased. The importance of location is understandably a key factor.
For carers who provided informal support at a distance, answers showed that carers struggled
with whether visits with the person they supported were appropriate:
“Family are (mainly breaking the rules) on continuing to visit her but wracked with guilt
every time we either do or don’t. Government and most online advice does not provide
the answers for us.”
- Carer of person living with dementia
Although travelling to provide care for another person was one of the permitted exceptions to
the lockdown rules, this was an issue that was also raised at About Dementia’s Human Rights
of Unpaid Carers sub-group meeting in May 2020 (About Dementia 2020), as well as on the Age
Scotland helpline. Indeed, some callers to the helpline in the early weeks of lockdown reported
having been stopped by police and questioned as to why they were travelling, when driving to
provide care for a family member. The anxiety around this was therefore well founded. Carers at
the May sub-Group meeting felt that clearer guidance was needed for carers regarding what was
and was not permitted under the rules, as well as some exceptions to them to enable them to
fulfil their roles.
The decision on whether or not to travel to provide care was particularly difficult for people to
make in light of the complete shutdown of face-to-face services. Carers shared concerns that this
change would isolate people further. Relying only on virtual socialising may not be suitable:
“We visited him [father] every day and frequently provided advice on distressed
behaviours. The care home has offered daily Skype but in reality that only happens a few
times a week.”
– Carer of person living with dementia
The previous example well illustrates the additional challenges of digital connectivity for people
living with more advanced dementia, for whom video calling may be both confusing and
distressing.

Caring for someone living in a care home
Those living in care homes faced particular challenges during the lockdown with many homes
limiting visitations to one identified family member, and others preventing access to families
altogether, even when their loved one was dying. As previously stated, care homes were severely
hit by Covid-19 cases, and faced high mortality rates among residents. They were also slow to
receive support and guidance as well as access to appropriate Personal Protective Equipment
(PPE) (BBC Disclosure 2020). Socially distanced outdoor visitations to care homes only resumed
in August 2020, and even then these were often restricted to 2-3 family members and only if
the home had been Covid free for 28 days. The restrictions on visitors to homes was a source of
considerable distress to families and people living with dementia. Many families reported rapid
deterioration of their loved ones health and wellbeing during lockdown. Some may have forgotten
who their loved ones were, while others found it hard to understand why their families were no
longer visiting.
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We are also aware of reports of concerning restrictions placed on residents, including those
living with dementia, which have been reported to Age Scotland through the helpline. Many of
these restrictions were introduced for the best of intentions, and at the height of a pandemic
which was unfolding at speed. Nevertheless, there remain questions around the proportionality
of some of the restrictions on human rights put in place in the care sector (See Scottish Human
Rights Commission 2020). These included locking residents in their rooms to prevent the spread of
infection through communal areas, as well as the removal of personal belongings to aid cleaning.

Caring for someone living at home
For people living with the person they support, the more prevalent challenge was the increase in
the scale of support they were expected to provide. As people were confined to their homes, carers
described the need for unceasing support, and how the weight of this was greater in the absence
of external support such as home care and respite:
“All day-care, respite services have halted making my task as a carer 24/7 exhausting to
say the least as my spouse requires CONSTANT supervision and support.”
- Carer of person living with dementia
As well as reflecting the decisions carers needed to make about their everyday life, the openended answers also included fear about getting the virus and not being able to provide support or
feeling acutely the fear of spreading the virus to others:
“As I am the main Carer, I am frightened that I get it, as who would look after my
husband I think there should’ve been special shopping times for the unpaid carers.”
– Carer of a person living with dementia
Carers’ answers also showed concerns around the health of people living with dementia. Several
comments reported a deterioration in the person they support’s health and cognition, which
understandably led to decrease in well-being:
“The effect of the lockdown on my husband who has Alzheimer’s has been dramatic and
stressful as his cognitive, speech and mobility abilities has deteriorated to a point where
I had to make a crisis call to Social Work.”
- Carer of a person living with dementia
The open-ended answers mirror the numerical data presented earlier in the report. Face-to-face
services stopped and alternatives were predominantly dependent on online access. For the carers’
who completed the survey, the more in-depth responses suggest virtual support was limited in its
effectiveness and shows just how important face to face support has been in the past:
“The groups run by Alzscot were my saviour [before] but obviously they have not been
running, nor could I have gone.”
-Carer of a person living with dementia
However, this does not mean online support is unsuitable for everyone; increased availability and
less travel could be helpful for many carers to maintain a sense of connectedness:
“We have also instigated a Facebook page for our support group and the carers group I
go to have a WhatsApp group.”
- Carer of person living with dementia
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Professionals
The open-ended responses from professionals shared similarities with the carers’ answers,
particularly in seeing changes in the cognitive health of people with dementia they support and
having to rely on remote support provision:
“Our registered day centre has closed and face to face work suspended. Staff are
working from home providing telephone support to our service users and carers…The
impact on peoples’ cognitive abilities their carers are telling us is huge.”
– Social care professional
“Many carers have commented that their cared for person’s symptoms have increased
during this lockdown period. Carers stress levels have also increased.”
- Professional working for a charity or voluntary organisation
Professionals shared similar concerns about how people who were not comfortable with remote
communication are very isolated:
“It has highlighted the need for free internet access for all especially the elderly who are
the most isolated.”
- Professional working for a charity or voluntary organisation
These concerns led to a feeling of helplessness, and distress for the professionals at not being able
to do more.
Several professionals focused on the impact of Covid-19 on them personally, in their responses as
well as in terms of service provision. It was evident that many were facing psychological strain due
to taking on the stresses of the people they supported professionally, whilst having to deal with
the personal anxieties about their personal and family situations under lockdown.
“Hearing really harrowing stories from Carers and people with dementia we support and
feel helpless. This has had an impact on my mental health as I feel very helpless, anxious
and stressed!”
– Professional working for a charity of voluntary organisation
These responses highlight the overlap between personal and professional experiences that many
working in care or support roles face. The open-ended answers help to illustrate our supposition
earlier in the report that professionals may have answered questions on support provided before
lockdown, based on whether they were answering in a professional or personal capacity.
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What else can we learn from the About
Dementia survey?
The survey provided space for additional comments, to allow for people to add anything not
captured in the close-ended questions. For those who used this space, answers tended to reflect
on how difficult people are finding the isolation and juggling the needs of themselves and those
they support during lockdown. There is clear recognition that most of the support available is
internet dependent and can therefore exclude a lot of people. This same group of people may
have been less able to share these experiences due to the nature of an online questionnaire. The
services that are in place do not always reach some of the more vulnerable groups which is a
cause of additional stress and worry. Respondents described finding it hard to manage the usual
stressors around supporting people with dementia on top of the anxiety and stress of adapting
to the pandemic. There is a shared concern that people with dementia may be at greater risk of
declining health and that they may not be able to do anything to stop this. Such concerns were
amplified by fear of hospitalisation and being unable to visit, based on the guideline restrictions
in place at the time of responding. Again this was an issue raised at our Human Rights of Unpaid
Carers sub-group in May (About Dementia 2020).

Limitations to this work
As with all pieces of research, the findings presented here are subject to some limitations. Only 5
people living with dementia responded to the survey, therefore it is difficult to say much about the
wider experiences of lockdown for people living with dementia. The survey was conducted purely
online which may have prevented many people living with dementia from engaging with it. This
was unavoidable at the stage of lockdown that the survey was conducted. More research is
needed to capture the experiences of people living with dementia from their own perspective.
The survey also asked respondents to self-identify into categories, but the questions were grouped
together for all respondents. This may have made it harder for individuals who held more than one
role to unpick their responses. This was particularly evident for the professionals, some of whom
may also have been carers as discussed above.
The survey was also designed early on in lockdown so the questions asked were intentionally
broad and open ended to allow respondents to identify the key issues for themselves. Where
possible we have tried to triangulate responses with other forms of evidence such as discussions
at our Human Rights of Unpaid Carers meeting, through data from calls to the Age Scotland
Helpline, and through policy and research documents from other sources. Inevitably though this
has led to the exclusion of issues that we are aware of having an impact on people affected by
dementia, but which were not raised through the survey. These include, but are not limited to:
• The issuing of ‘Do Not Attempt Cardio Pulmonary Resuscitation’ orders without input from
carers and/or powers of attorney.
• The withdrawal of social care by Health and Social Care Partnerships to those deemed ‘non
critical’ in the context of Covid-19.
• Access to food for those unable to leave the home.
• Access to GPs surgeries and prescription medicine
• The impact of Emergency Powers granted to both the UK and Scottish Governments in response
to the crisis, particularly those in relation to the provision of social care.
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Recommendations for policy and practice
1. We call for a people-led Human Rights-based inquiry into the disproportionate impact of the
pandemic on people living with dementia in Scotland. This must begin with leadership by people
affected by dementia, and set out clear plans for the post-lockdown recovery.
2. We cautiously welcome the Review of Adult Social Care in Scotland, but call on the Review Panel
to adopt an explicitly Human Rights-based approach to their work, and commit to genuine and
extensive engagement from the diversity of people affected by dementia.
3. Care Homes and care providers must adopt and adhere to a human rights based approach
to care. We call on the Care Inspectorate to include the protection of Human Rights in their
assessments and issue clearer guidance to providers on how this should be achieved.
4. Unpaid carers and family members must be allowed safe access to visit loved ones who are
residents of care homes. Health and Social Care Partnerships must work with local homes to
develop clear plans to enable this to happen at a consistent national level that protects the right
to family life.
5. The Scottish Government, Care Homes, and Health and Social Care Partnerships must review
and learn from previous lockdowns to ensure that in the event of future lockdowns, measures
can be implemented to enable the swift resumption of family visits.
6. In the event of future lockdowns, the Scottish Government must issue clearer guidance for
unpaid and family carers on what is and is not permitted when delivering support in and outside
of the home.
7. Public Health Scotland should mount an urgent investigation into the links between dementia
and death from Covid-19 and review whether those living with the condition should be advised
to shield if shielding is reintroduced.
8. The Scottish Government, COSLA and Local Authorities must take urgent action to tackle digital
exclusion and speed up the expansion, and affordability of broadband and the technology to
access it throughout Scotland.
9. We call on the NHS, Health and Social Care Partnerships, and Civil Society in Scotland to
recognize the impact of the digital divide, take rapid and creative action to safely reintroduce
services to ensure people living with dementia can participate and do not become permanently
locked out of society.
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How you can help
Our vision is a Scotland where everyone can love later life.
All the information and advice we provide is free and completely impartial and in helping
people access their rights and entitlements, it can be life changing.
We are an ageing population and more people than ever are coming to us for support.
You can help us be there for those that need us most.

Make a donation
No matter how small or large, donations make a massive difference
and help us continue our important work.
Call 03330 15 14 60
Visit age.scot/donate
Text LATERLIFE to 70085 to donate £5.*

Fundraise
Whether it is having a bake sale, running a marathon or knitting small hats
for the Big Knit, there are so many ways to raise vital funds to support our
work. To find out more, call 0333 323 2400 or visit age.scot/fundraise.

Leave us a gift in your Will
By choosing to leave us a gift in your Will, you can help Age Scotland
to continue being there for vulnerable older people in the years to come.
To find out more, call 0333 323 2400 or visit age.scot/legacy.

* Texts cost £5 plus one standard rate message

Let’s keep in touch
Sign up to our newsletter

Follow us on social media

Our regular newsletters by email
contain details of our campaigns,
services and how you can support
our work.

Our social media channels are a great
way to keep up to date with our work
and issues that affect older people.

Sign up today by visiting
age.scot/roundup

/agescotland
@AgeScotland
@age_scotland
/AgeScotland

Age Scotland is the national charity
for older people. We work to improve
the lives of everyone over the age of
50 so that they can love later life.
Our vision is a Scotland where
everyone can love later life.
Contact us:
Head office
0333 323 2400
Age Scotland helpline
0800 12 44 222
Email
info@agescotland.org.uk
Visit our website
www.agescotland.org.uk

Follow us on social media:
/agescotland
@AgeScotland
@age_scotland
/AgeScotland
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