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An introduction to this report

The Life Changes Trust was established by the National Lottery
Community Fund in 2013 with a spend-out endowment of £50 million.
The purpose of the Trust is to use that endowment to accelerate the
pace of positive change in Scotland for its beneficiaries and to support
transformational improvement in their quality of life, well-being,
empowerment and inclusion.

The Trust has three beneficiary groups: young people with care experience,
people living with dementia and unpaid carers of those with dementia.

What follows is a report based on learning which the Trust has gathered
during the lockdown caused by COVID-19. It covers both the young
people with care experience programme and the dementia programme.

We hope people will be able to draw on these findings - we want the
learning and insights shared in this report to add further depth to the
strong body of evidence being produced by our partners, award holders
and other stakeholders on the importance of a local, flexible response in
times of crisis and to identify what is needed to support organisations
and individuals transitioning out of lockdown.




Introduction

This report has been written because the Life Changes Trust wanted to
identify the particular challenges faced by people living with dementia
and unpaid carers of people with dementia during lockdown, as well as
the challenges experienced by the organisations who deliver services
to support them. We also wanted to share how the organisations that
we fund have adapted to the circumstances and the innovative ways in
which they have responded to the needs of the people they support.

The information in this report has been provided through monitoring
reports and feedback from projects on how they are continuing to support
people with dementia and unpaid carers during lockdown. Trust staff

also facilitated online discussions with representatives from Trust funded
projects and other key stakeholders during May and June 2020. In some
instances, we have anonymised insightful comments made during these
often frank discussions.

The purpose of the report is to highlight the key learning emerging so far,
in particular the flexibility and importance of a local response to need in
times of crisis and to identify what is needed to support organisations
and individuals transitioning out of lockdown.

The learning in this report, along with other recently published reports,
has important implications for the future of local and national dementia
policies and the delivery of health and social care for people living with
dementia and unpaid carers in the communities to which they belong.




Key learning — main themes

Calls to the helplines of both Age Scotland and Alzheimer Scotland
increased during lockdown, with the vast majority of calls relating to
COVID-19 enquiries. Alzheimer Scotland saw a 20% increase in calls
without additional promotion. From the 5 April, Age Scotland witnessed

an increase in calls from 70 to 700 per day, with 14 dementia-coded
enquiries (calls where dementia has been explicit in the content), plus two
safeguarding calls, in the six weeks to mid-April, all of which described
complex situations and care/support needs. Many of the issues shared with
the Life Changes Trust by these organisations largely mirror those quoted
by Trust-funded organisations and are covered in this report.

Reported elsewhere was the increase in desperation reflected in people’s
enquiries as lockdown continued, while the ability felt by staff to offer
practical advice reduced, increasing their stress levels.

The ability of the voluntary sector to react with speed and creativity to
the COVID-19 crisis has been very clear. A recent report suggests that a
“(community) response is effective because it is delivered by people who
are also local, who know the area and its needs because it is their home
too and are trusted because they are not providing a service so much as
supporting the place where they live”.!

The importance and effectiveness of this local response has been clearly
stated in conversations with Trust-funded organisations. A good example is
the way in which Cowal Elderly Befrienders (CEBs) in Argyll and Bute were
able to quickly harness their volunteers and staff to assist with practical
and supportive services while statutory efforts were being co-ordinated,
ensuring that people in need were being supported as soon as possible.

1 Local Heroes — How to Sustain Community Spirit Beyond COVID-19’, May 2020, Power
to Change



“We have been particularly useful to the Caring for
People Helpline and those referred as we are able to
act very quicRly to those in urgent need e.g. collection
of prescriptions near to closing time on Fridays,
shopping deliveries within hours of referral having been
received. CEBs was ready to assist from the inception
of the Helpline with trained and experienced staff
and volunteers, vehicles, an adequate supply of PPE,

a networR of professional and community contacts
through our long-standing work in the area, and the
flexibility to modify our services in response to a fast
moving and ever-changing local situation.”

The importance of pre-existing relationships is also clear. Local
organisations know their beneficiary group and their needs well, for
example what type of support will work best for an individual, who in

the community is already digitally connected and able to go online,

who needs support to access the internet or food and medicine? This
person-centred response has been important because, although regional
and national responses have been helpful, in some cases well-meaning
intentions have fallen short. A delivery of food is very welcome but may
not always be suited to an individual’s food needs.

Similarly, people living and working in communities have been nimble,
with an ‘all hands on deck’ approach, quickly learning and embracing new
ways of providing services and activities online, and producing and hand-
delivering newsletters, activity packs and small items all designed to
maintain connectivity and bring joy, for example an Easter egg or cake.

Feedback from Trust-funded organisations indicates that many projects
have managed to continue to deliver services with their existing
volunteers. On the one hand, with many organisations experiencing a
decrease in charitable donations and also forced to furlough staff, new
volunteers have been greatly welcomed. On the other hand, volunteers
need to be co-ordinated and, in some cases, organisations have not

had the staff or resources to be able to do this. Some organisations also
reported that some volunteers did not have the skills or empathy to carry
out the tasks at hand, so they had to turn them down.



Closure of day care and other services and furloughing of staff in many
organisations have resulted in a loss of formal and informal support,
services, and activities for people with dementia and unpaid carers. This
loss of connection, peer support and routine has often resulted in feelings
of isolation and a loss of confidence as well as, in some cases, a loss

of mobility and cognitive decline. The loss of formal provision has also
created additional caring duties for unpaid carers and put a hold on plans
started before lockdown, for example home adaptations, resulting in the
person with dementia being at greater risk of falling. As one person put it,

“As no-one is now seen as ‘critical’, there is a loss of support
in lots of ways”.

This lack of formal support has been compounded by a lack of respite
opportunities and informal support from wider family unable to visit
during lockdown, and a reluctance or fear about asking for support. Some
carers have had to cope with extra family responsibilities or are working
from home whilst caring for their loved one with dementia. In the Carers
UK April 2020 survey,?

“More than half (53%) of unpaid carers said they felt
overwhelmed managing their caring responsibilities
during the outbreak and worry about burning out”.

In some cases, people are being admitted to residential care earlier than
anticipated because of a deterioration in their condition or carers being
unable to cope with the additional hours of caring, on average ten hours
extra per week.?

2 Caring Behind Closed Doors: Forgotten families in the coronavirus outbreak,
April 2020 — Carers UK

3 ibid.



Maintaining good mental health has been a key issue for everyone during
lockdown, but for carers of people living with dementia there have been
particular challenges. Carers have been concerned about alerting health
and social care services if they become ill due to a fear of being taken into
hospital and leaving their loved one with no-one to care for them. Carers
have also been very worried about family members in residential care
homes where care workers have not been tested for COVID-19, where there
are inadequate supplies of PPE and where new residents, who potentially
have the virus, are being admitted from hospital wards.

In many cases, carers are soldiering on and trying to manage with, as
noted above, a loss of formal support structures. Carers, and those working
with them, are reporting heightened levels of stress, anxiety and sheer
exhaustion.

There are concerns that the lockdown measures inadvertently caused
other issues that are impacting on the physical and mental health and
well-being of people with dementia and unpaid carers. People with
dementia are fearful of losing cognitive and physical abilities due to being
restricted to the home and many worry about not being capable of going
out again without support to enjoy the things that are important to them.
People with dementia have also voiced fears about their right to life.

It has been difficult for organisations to support people within their own
homes due to social distancing rules. At the Tagsa Uibhist project in the
Outer Hebrides, staff have been categorised as key workers and, after
training in the use of PPE, have been able to visit people with dementia at
home, providing some respite care for unpaid carers. They have also been
able to train people how to use tablets, enabling themn to access information
online, listen to music and remain connected to friends and family.




Where people with dementia have had to go into a care home earlier
than expected, carers are trying to manage anticipatory grief without
any support. Discussions with one project revealed that, after having no
members go into care since the establishment of the project in 2015,
during lockdown four of its members had to move into residential care
due to deterioration in their condition.

Many people have died as a result of COVID-19; many loved ones are
also grieving alone and without being able to say goodbye properly. In
many cases the support normally provided through formal structures

is being provided by voluntary and community organisations who have
been under-resourced for many years. Their ability to continue to deliver
excellent services under these difficult circumstances is testament to
their commitment to ensuring that people with dementia and unpaid
carers are not overlooked.

We have heard that reporting by the media has not always been balanced.
In particular the language used about older people has influenced public
understanding and impacted negatively on older people’s sense of self,
decreasing their self-confidence and increasing their anxiety. ‘Words
create worlds’ — older people, and people with dementia in particular,

have been portrayed as vulnerable and frail, which is not true across all
older people and people with dementia.

The mental health of staff has been important for many organisations.
Reassurance and support for staff and volunteers who also have caring
responsibilities has been a priority. A Trust-funded project, Scottish
Ballet, has worked with NHS Scotland to support the mental health of
health and social care workers. They are offering online video breathing
and movement exercises sessions — Energise, Rejuvenate and Relax —to
support NHS and social care staff.




Dementia has not so far been included in the list of categories in the
shielding advice. However some people with dementia and unpaid carers
are self-isolating because they feel at high risk — worried about dementia,
age and perhaps one or both having an underlying condition. As a result,
they are not getting the support that other people who are shielding

are receiving. For people with dementia and unpaid carers there is a
challenge in balancing the desire to stay safe with the desire to remain
connected to others. Having lost the support, services and activities they
usually rely on, people are feeling more isolated than ever. The case
studies below show that projects funded by the Trust have been a lifeline,
ensuring that people can attend groups online and, where this is not
possible, maintaining regular contact by telephone.

Carers have been faced with having to make individual judgements in

the best interests of the person they care for. This has meant that they
sometimes feel they have to take risks and not follow COVID-19 guidance,
for example not maintaining physical distance, which in turn also
increases feelings of guilt and anxiety.

Added to this is anxiety about coming out of lockdown and a lack of
understanding of risks. Some carers feel that social distancing is not
being widely or consistently practised, so they and the person they
care for are not able to go out very often. There are fears about coming
back out into ‘normal’ life and being faced with a lack of understanding
or compliance in relation to, for example, wearing face masks. There

is a general feeling that Scottish Government guidance could be
clearer, stressing the importance of the general public taking personal
responsibility, rather than a disproportionate impact being imposed by
default on the rights of some groups in the population.




Worryingly, a number of people with dementia have, over the course

of the lockdown, been contacted by phone or letter by their GP practice

or social care support workers to sign Do Not Attempt Cardiopulmonary
Resuscitation (DNACPR) forms. Some people lacked capacity to do so;
others were unclear what the conversation was about and were worried by
the request. In many instances there was no involvement of any person
with Power of Attorney for health and welfare decisions.

The Life Changes Trust raised this matter with the Scottish Government
and has worked to produce clear guidance about conversations with
people living with dementia and their Power of Attorney during COVID-19,
which should be published shortly.

A recent report from the British Institute of Human Rights highlighted
a “lack of transparency about which social care duties have been
suspended following Coronavirus Emergency powers”. The report also
highlighted “huge concerns about the lack of clear understanding and
communication about the social care legal changes in Scotland”*

A key concern for people with dementia and unpaid carers has been

the reduction or withdrawal of social care packages with little or no

notice due to some Health and Social Care Partnerships increasing

their eligibility criteria. There are fears that, if people are not using their
self-directed support budgets during lockdown, this could impact on a
future assessment for self-directed support. Carers are not only worried
that these packages may not be reinstated at the same level as before
COVID-19 but, even if they were, whether services will still exist to support
them. This fear of services closing is not unfounded.

4 BIHR Briefing: Response to the first Progress Report to the Scottish Parliament on the
use of Coronavirus Emergency Powers in Scotland, June 2020 — British Institute of Human
Rights



Research conducted by OSCR with 4,827 charities in May 2020 reported
“one in five (20%) Scottish charities predicted that they would be unable
to do the work they were set up to do at some point in the next 12
months. The majority of these (14% of charities) foresaw this happening
in the next three months, however, 8% of charities felt that they would
be affected in this way as far as 12 months down the line”>

In the Trust’s discussions with projects it has become apparent that the
need for support is greater than ever and, in some cases, the demand for
services has increased enormously and projects are working with people
that they were not previously in contact with.

Care home residents have had their rights restricted in ways that other
citizens have not. In many cases this may not have been a proportionate
response and the Scottish Human Rights Commission has acknowledged
that there are “legitimate human rights concerns about what has
happened in Scotland’s care homes and believes these concerns fall
under Article 2 of the European Convention on Human Rights (ECHR)”.°
Article 2 is the right to life.

Other ECHR rights such as the right to be free from inhuman and
degrading treatment (Article 3), right to a private home and family life
(Article 8), and the associated right to non-discrimination (Article 14)
are also relevant to any human rights consideration of the impact of
COVID-19 on care homes.’

5 COVID-19 Impact on Charities, The Scottish Charity Regulator (OSCR), June 2020 —
Breaking Blue

6 Coronavirus pandemic: Scotland’s treatment of elderly people in care homes must be
investigated by independent inquiry — Richard Leonard, The Scotsman, 29 June 2020

7 Commission Statement on Human Rights in Care Homes, 16 June 2020 — Scottish Hu-
man Rights Commission



Individuals have been discharged from hospitals to care homes without
testing for COVID-19 and without their consent, while guidance from
the Scottish Government has also prevented residents in care homes
with COVID-19 from being admitted to hospital. This could be said to
undermine the rights set out at s.3 of the Patient Rights (Scotland) Act
2011:

» patient focused

» optimum benefit to health and well-being

» as full participation in decisions as possible

» provision of information and support so they can participate in
decision-making

Care home residents’ rights may have been further impacted by an
inappropriate (clinical) approach to infection control in care homes,
with guidance more suited to a hospital environment than a care home.
Individuals have had personal objects removed from their rooms (right
to private and family life) and human rights concerns have been raised
about the policy of confining people with dementia to their rooms
(deprivation of liberty), causing them undue distress.

Further distress has been caused for people with dementia and their
families who were unable to visit them due to high levels of infection
within many care homes. For people with dementia, in particular, the
absence of familiar faces, routines and physical contact is distressing.
Being unable to maintain relationships has also left carers anxious that
their loved one, after a considerable gap sometimes spent isolated in their
room, will not recognise them when they can visit again.




One unpaid carer in Scotland has recently started an online petition,
‘Before They Forget Who We Are’, for one nominated family member per
resident to be allowed to visit their loved one in a care home safely using
PPE. The call is directed to all governments in the UK.2

Where a person has been admitted to a care home because a family carer
has reached crisis point during lockdown, there is the added guilt and
stress of feeling out of control or being unable to cope. This is Tnade worse
by the lack of support available for both the carer and the person with
dementia during what is a difficult time of transition at the best of times.

These issues have also been prevalent in the wider UK context, with
leading dementia charities commenting that enforced separation

has caused deterioration in care home residents’ mental and physical
health. They also argue that family carers remain essential members of a
person’s care and support network whilst living in a care home, being their
‘advocates, voice and memory’ and keeping them connected to the wider
world.

As mentioned previously, responses from organisations funded by the
Trust have typically been quick and person-centred, addressing the
specific needs of the communities they support and many have worked
quickly to put their services and activities online.

The report by OSCR looking at the impact of COVID-19 on Scottish
charities revealed that “the most common reaction from charities was
to change the way in which they deliver services (84%). This included
providing support remotely by phone or virtually (47 %) rather than in
person”’

8 Before They Forget Who We Are, A Petition to Allow One Nominated Family Member into
Care Homes Using the Correct PPE Safely to See Their Loved Ones, Natasha Hamilton

— https://www.change.org/p/scottish-government-allow-one-nominated-family-member-to-be-
united-with-care-home-residents-during-covid?utm_source=share petition&utm medium=-

custom_url&recruited by id=4e2c5f20-bf6e-11ea-b502-tbf313e3fc47

9 COVID-19 Impact on Charities, The Scottish Charity Regulator (OSCR), June 2020 —
Breaking Blue




These findings are certainly reflected in the experiences of the
organisations that we spoke to, who are using a combination of online
and traditional approaches to deliver support: from Zoom café meetings,
regular telephone and video calls to music, arts and crafts, weekly
newsletters and deliveries of shopping, medicine and surprise packages
to cheer people up. Recognising that not everyone has access to the
internet or feels comfortable participating in online activities, locally-
based projects have also been ensuring that hard copy materials as well
as art and craft packs are being delivered to people’s homes. This has
enabled people to remain connected to their communities of interest
even where they are unable to connect digitally, reducing isolation and
helping to maintaining a routine.

Most organisations, recognising the importance of routine for people with
dementia, have tried to deliver group activities on the same day and at
the same time as they would have been delivered face-to-face prior to
COVID-19.

Some organisations have indicated that lockdown has provided more
time to reflect on how they deliver services and has enabled organisations
to create additional resources, for example, developing bespoke resources
for care homes.




Here are examples of how Trust-funded
projects have been delivering services during
lockdown:

With their day centres closed and community groups not currently
meeting, Glasgow’s Golden Generation has found new ways to
support their members. The day centre staff are regularly calling
their members to ensure they have the support they need and also
to provide a friendly voice at the end of the phone.

“It means our members are hearing from someone they know and
trust which makes a huge difference.”

The charity is also delivering packs of essential food items

and toiletries, and an activities newsletter with word searches,
crosswords and more. For bingo aficionados, the GGG Facebook
page live streams online bingo sessions, with bingo cards delivered
in the weekly packs or available on request.

Due to the lockdown restrictions, Shopper-Aide, based in
Campbeltown, found that its client base doubled overnight, with
many over 60s now shielding and the over 70s being required to
stay safe at home. The project introduced a Phone Buddy system
involving a network of new and existing volunteers and staff calling
clients daily, allowing for chats, reminiscence and identifying any
needs that might arise. They have adapted to the large demand
and are now able to deliver over 200 weekly shops to clients all
over Kintyre. With their social gatherings and groups being paused,
they have provided a range of activities and challenges to keep
their beneficiaries connected and entertained, such as a book and
jigsaws delivery service, knitting kits and adult join the dots. They
are also encouraging clients, unpaid carers and families to put
thought to paper with a poetry competition. This challenge was
extended to the local primary schools and poetry is published on
their Facebook page weekly as well as read out daily on local radio
and displayed in their shop/office window. Their lockdown knitters’
are also creating squares which will be brought together once it is
safe to do so to create a magnificent blanket.




The Eric Liddell Centre in Edinburgh is working hard to make sure
that their Day Care service users and carers remain engaged and
connected during the coronavirus crisis. They have secured food
donations for their Lunch Programme, as well as books, knitting
kits, and some Kindle Fires from investment firm Baillie Gifford,

in order to ensure that their clients are able to access lots of fun
activities and online information. Their Facebook page has regular
challenges and activities such as quizzes, recipes, and even a
stained-glass window tour.

The centre transferred all face-to-face befriending to telephone
befriending and introduced an element of intergenerational
befriending as well. They have also developed a weekly publication
called ‘The Isolation Times’ which is either posted or emailed to
carers and people living with dementia to help keep people feeling
connected. Each issue is themed and includes photos, activity and
creativity suggestions, and welcomes contributions from readers.

The Cuimhne Project at Tagsa Uibhist is working hard to ensure
that social distancing doesn’t mean isolation for its members
scattered across the southern isles of the Outer Hebrides. Its very
active Facebook page regularly showcases photos and videos of
members and staff at home, keeping everyone updated with what
they have been up to. They have organised for six of their members
to receive tablet devices with funding from the local housing
association and provided support in how to use them.

Staff also help with shopping deliveries. They have set up several
community message walls in local shops for people to leave
messages of support to the locals. Over the last two years, in
collaboration with UistFilm and people in the community, they
have been recording some reminiscence podcasts and the first
ones are now on their website for people to enjoy.




Heart for Art is supporting care home residents to stay engaged
in creative activities. They are delivering hand drawn canvases
with visual aids for care staff to support residents in painting. They
aim to provide every CrossReach care home with ten drawings, ten
visual resources as well as resealable paint pots and brushes. They
also support their artists in the community by sending art packs
directly to their homes, with two hand drawn images, two visual
resources and hints and tips for families and carers to support their
loved ones make art. Heart for Art has set up a closed Facebook
group for their members, where they can showcase their artworks,
and aim to provide an online exhibition of the work produced
during the lockdown.

Befrienders Highland made a new link with The Highland Archive
Centre, who produced storyboards with information and old
photographs from their files. This resource was sent out to unpaid
carers and care homes to use as a reminiscence tool, and was
shared with the Memory friends and their volunteers, to help
stimulate topics of conversation during the social distancing
restrictions. This proved to be a really useful resource, as evidenced
by feedback from one of their Memory friendship volunteers who
had been struggling to engage their friend in conversation. The
storyboards were posted to the volunteer and to the friend.

“I want to thank you very much for the Highland Archive
materials. We had the most wonderful, animated chat
together ever today. We spoke on the phone for over
30 minutes and both really enjoyed the pictures and
stories. A wonderful resource and I can’t wait to phone
next weeR.”




Befrienders Highland have posted information packs to unpaid
carers which include hints and tips for activities at home, a carer
journal, hand washing signs and day wall planners.

Badenoch Shinty Memories, also based in Highland, has created
a pack of 100 Shinty related reminiscence cards in English and
Gaelic. The cards are released regularly on their social media
pages and will be printed and produced as a boxset. The packs
are distributed (along with USB sticks containing videos of all
Shinty matches) to care homes and individuals in order to keep
them engaged. Also in the field of sport reminiscence, Sporting
Memories Scotland have released their digital Sporting Pink
newspaper, featuring articles and stories of past sporting events,
have turned their weekly clubs into online clubs, and organise
weekly phone catch ups.

Scottish Ballet are using Facebook Live to stream a new
workshop every week. Time to Dance, the workshop dedicated
to people with dementia, streams every Wednesday at 11.30am
for the duration of the quarantine. People can follow the class
and do the exercises comfortably from home. By developing
communication, expression, coordination, balance, creativity
and social interaction, dancing engages the brain and enhances
quality of life as well as being lots of fun. They have worked with
Bishopton Primary School and Erskine Care Home to develop an
intergenerational resource and are developing a programme of
online classes exclusively for care home settings.

Playlist for Life recognised how many older people are becoming
more isolated due to their not being online. They have worked to
produce a workbook in paper version, distributed to Help Points
across the country for delivery to care homes and individuals, to
assist people in making their own playlists.




Kirrie Connections in Kirriemuir has been holding a range of
groups on Zoom since their high street hub closed, including

one for carers and a session for both people with dementia and
carers. Their choir, Kirrie’s Singin, has gone online too. One-to-one
contact is being made on Zoom or by telephone. Their new weekly
newsletter is increasingly written by members and carers including
input from the Farming Memories Group, and a weekly pack of
song sheets and craft activities with seasonal poems is delivered
to members’ homes. The community garden is used for one-to-
one meetings and, to do more even if the weather is bad, a pop-up
gazebo is being considered.

Dementia Friendly Dunblane in partnership with Dunblane
Development Trust volunteers provide a range of activities to local
people isolating or shielding, including a Telephone Tree friendship
service, shopping and prescription collections. A ‘Soup and Cake
Run’ is made twice weekly and a call to the membership of local
Boys Brigade has resulted in young people sending a letter to an
older person via a drop-off box in supermarkets. The group has
experienced a huge increase in the number of people who need
support (from just over 20 to approximately 100) and have also
been receiving referrals from Stirling Council services.

Capital Theatres’ Dementia Friendly Community in Edinburgh
were initially keeping in touch with participants by telephone until
it quickly became clear that people wanted ongoing access to
arts-based activities. An online programme of dementia friendly
events was launched as part of Capital Theatres’ Raise the Curtain
project, engaging with people digitally during lockdown. It
includes monthly Contactless Afternoon Tea Parties, with cake etc.
delivered to Edinburgh residents to enjoy while watching a pre-
recorded performance online; A Brew and A Blether, an online drop-
in chat twice a month, ‘to just be together and see some friendly
faces’. They also run Tea & Jam sessions, which are monthly music
making sessions, with people encouraged to join the ‘jam’ session
with their own instruments, voices and dance moves. Sessions are
available by Zoom to care homes and people in their own homes.




A new project, Joy to the Moment, was inspired by a young
person worried about people isolating and who wanted to find a
way to entertain them. Anyone wanting to get involved was invited
to record themselves doing something creative outdoors, given the
films are specifically to share with people who have to stay indoors,
shielding in their own homes or in their rooms in care homes.
These mini-performances, by professional artists and members of
the public, have been edited into a series of films and are available
on YouTube. Care homes will receive a DVD allowing multiple
showings.

Tide (Together in Dementia Everyday), the UK-wide carers
involvernent network, has been hosting regular Zoom coffee
mornings for carers of people with dementia — at local, regional
and UK levels — along with some UK-wide focus groups bringing
together carers experiencing a similar situation now or in the past.
The first focus group featured carers of people with early onset
dementia. Tide held a Big Coffee Morning online to celebrate
Carers Week in June, when the theme of conversation was Making
Caring Visible.

Glasgow Life’s plans to roll out 13 dementia friendly hubs across
Glasgow changed instead to the creation of 3 virtual hubs covering
the north, west and south of the city. The organisation is aiming to
quickly digitalise all their services, for example, libraries’ memory
boxes and place-based photos, interactive tutor-led sessions such
as Muse Through the Years sing-a-long, sports-based activities
such as Armchair Aerobics, Yoga and Mindfulness.




Challenges and opportunities
arising from COVID-19

[t is no exaggeration to say that the challenges have been and will
continue to be considerable, with untold stress, loss and grief experienced
by individuals and families. At the same time, there has been a huge
amount of good work that has continued during lockdown, including
greater reach and better and new ways of working. Some of these
challenges and opportunities are discussed below.

Many of the organisations funded by the Trust also rely on charitable
donations to deliver specific support work. As with most charities, they
have experienced a huge reduction in donations, in some cases as much
as a 90% decrease in April. This will have long-term implications for
supporting people with dementia and unpaid carers.

A recent report suggested three ways in which communities can be
supported to continue to meet public need post COVID-19. Among these
was the establishment of a Community Heroes Fund to fund new mutual
aid groups that want to become formal, sustainable organisations and
the development of new legislation to put community organisations
directly in charge of local budgets.'® The report recognises what we know
to be true through the Trust’s funding of locally focussed grassroots

work and the Trust’s involvement in the development of local dementia
strategies: that strong trusted community groups are best placed to
meet the needs of their local communities but they need to be resourced
properly and have a seat at the table in order to achieve this successfully.

10 Local Heroes — How to Sustain Community Spirit Beyond COVID-19’, May 2020, Power
to Change



The impetus to fast track delivering support, services and activities online
has provided greater access to people who are no longer mobile and/

or who live in rural areas and remote communities. This has created
opportunities for people to connect in new ways — their networks are no
longer only local. Many projects have increased the number of people
that they can support and, in some cases, projects are welcoming new
members who they have not been in contact with before.

Organisations see new or adapted activities as an opportunity, to be
incorporated into their ongoing core provision. However it is important not
to make assumptions about the wholesale use of technology — “a blended
approach will be needed”.

In our discussions, someone commented that “the digital divide is
greater than ever”. Online provision presents barriers since not everyone
wants to, or has access to, the internet. Not everyone has the necessary
equipment and ability and support to use technology. Many older people
in rural and island communities do not have access to mobile phones

or laptops and it is not an easy task to provide technical support or
training virtually. Glasgow Life has recruited ‘digi volunteers’ who, during
lockdown, are training carers and people with dementia over the phone
and online.

Data security is also a challenge, ensuring online provision is not only
accessible but that systems are secure for those using an organisations’
online services and activities.

For those facilitating online interactions, with people talking about
difficult issues, it can be challenging to offer support remotely to help
manage emotions when it is not possible to offer someone a hug.

However, lockdown has offered the opportunity to innovate, knowing

that something might not work — something that has to be recognised

as invaluable and not to be lost going forward. It also has prompted
reflection, with time to create additional resources such as online training.



Evidencing the impact of alternative online work, not least during a
difficult and busy time, is challenging for staff and organisations, with
the need for funders to be flexible regarding the monitoring of grants. At
the same time, it is important to capture people’s thoughts, feelings and
memories stirred by lockdown, to gain their insights about the impact of
COVID-19 on their lives so the learning can be applied in the future.

The COVID-19 pandemic has resulted in many national and international
conferences being transferred to online events. This presents an
opportunity for many organisations, who would have been unable to
attend these conferences in person, to share the learning from their work
and learn from others, both in Scotland and the rest of the world. Equally,
it may allow people with dementia and unpaid carers more scope to
participate in events, notwithstanding barriers previously mentioned
around digital access and cost. The Trust has recently launched another
round of Conference Bursaries to assist people with dementia and unpaid
carers to attend conferences.

Due to being unable to access health services in the normal way, people
have experienced delays in getting a diagnosis of dementia and the
subsequent post-diagnostic support that they would be entitled to. With
no clear diagnosis, it has been difficult to signpost people to relevant
services. Similarly, many people with dementia who have other long-
term conditions are unable to access treatment at the moment; care and
locally available support are becoming increasingly important in helping
to mitigate stress and anxiety related to deteriorating health during the
pandemic.




Moving forward — what is
needed to support projects,
organisations and the people
they support?

It is important that we hear first-hand from people living with dementia
and unpaid carers of people with dementia about their experiences

of lockdown and their support needs in transitioning out of lockdown.
People working with people with dementia and carers have told us they
are wondering if restrictions have been causing more harm than good.

Measures must be taken to continue to manage and minimise the risk of
infection, but we must also guard against the risk of taking a step back to
a medical model of dementia. We need to ask people with dementia and
carers about their views about risk and what they think is the balance to
be struck between not getting COVID-19 versus people becoming more ill
if they do not have social contact. As one person commented, “it is easier
to go into lockdown, much harder to come out of it”.

People living with dementia and unpaid carers of people with dementia
have, without a shadow of a doubt, been disproportionately impacted
by COVID-19. There should be a grassroots-led, human-rights-based
examination of the experiences of people with dementia and unpaid
carers of people with dementia during COVID-19 so that lessons can be
learned.




People need direct contact, familiarity and trust. Access to online support,
services and activities is good but, for many people, this cannot replace
human contact. Equally, one-to-one support and activities cannot
substitute for group-based interactions and peer to peer support. It is
important not to let the pendulum swing too much towards online and
individual responses.

When so much of the support, services and activities which people with
dementia need are based around socialisation, there is an urgent need to
get back to albeit shorter smaller groups, importantly, also giving carers
some regular respite.

Providing face to face activities on a smaller scale means running extra
sessions to reach more people which in turn requires more funding to cover
extra costs. Funding also needs to include small, flexible grants for additional
expenses, for example, the regular deep clean of a community bus.

Given the extra responsibilities and stresses that carers have experienced
during lockdown, the need to offer carers community-based respite
options and provision that is innovative, flexible and available quickly and
at scale, is critical. The Trust has been told that “a huge rush for respite

is anticipated as carers of people with dementia will be on their knees
[following lockdown]”.

Respite, at the best of times, for unpaid carers is a vital lifeline — as indeed

it is by extension for the person they care for and their families and, equally,
for society and the public purse. It is well-established that caring for a loved
one comes at a significant personal cost for carers. Aside from often having
to reduce working hours or give up paid work and the financial hardship
that may follow, it has a detrimental effect on carers’ own physical and
mental well-being.



Caring can be physically demanding, for example, involving moving and
lifting (without the essential training paid staff access) and a regular

lack of sleep. Many carers are older and may have an underlying health
condition which can be exacerbated as the number of hours they care per
week increases. Caring puts a strain on other personal relationships — with
a partner, other family or friends. Carers report higher than average levels
of anxiety and lower than average levels of happiness.

Recent figures released for Carers Week 2020 show that ‘In Scotland 16%
of the adult population said they were already providing care before the
coronavirus outbreak (...) and a further 9% said they have started caring
since the coronavirus outbrear (...). This suggests there are currently as
many as 1.1 million unpaid carers in Scotland™'

Our health and social care system relies significantly on the contribution
of unpaid carers and will continue to do so. Carers reaching crisis point is
not only hugely distressing for individual families but, occurring in large
numbers, will likewise impact on our health and social care system and
public finances. The economic value of the contribution made by unpaid
carers in Scotland was estimated in 2015 to be £10.8 billion.*?

To prepare now for greater resilience in the future means that resources
need to be re-directed to ensure equitable access to the technology
necessary in what will probably be a physically-distanced world for a
considerable time to come; support and training in how to use it is
equally important.

11 Carers Week 2020 research report, The Rise in the Number of Unpaid Carers During
the Coronavirus (COVID-19) Outbreak, June 2020, Carers UK — https://www.carersuk.org/
scotland/policy/policy-library/carers-week-2020-research-report

12 Valuing Carers 2015: The Rising Value of Carers’ Support, Nov 2015, Sue Yeandle and
Lisa Buckner, Carers UK — https://www.carersuk.org/for-professionals/policy/policy-library/
valuing-carers-2015




Any change in the status of dementia in relation to shielding has to be
nuanced and accompanied by clear guidance and, importantly, support
for carers who fear adding dementia to the list could result in carers
becoming even more isolated and lacking in support.

People in situations of vulnerability who need to continue self-isolating,
including those not classed as shielding, must have an ongoing offer

of support. The five National Carers Organisations in Scotland make a
similar call:

“..for those for whom lockdown will remain a reality for
much longer than the rest of the population, a range

of services and supports must be introduced to provide
holistic support that encompasses (...) all aspects of their
lives (wraparound support). This must go beyond those who
are shielding and include those who are at higher risk and
their unpaid carers. This should be developed with those
affected”.

Guidance must be clear, with information available in a variety of
accessible formats, and not only digitally. It must include information
which assists unpaid carers when they have to make difficult judgements
about the balance of risks and harm, for both the person they care for and
themselves.

The problems experienced under lockdown are not new — the COVID-19
pandemic shines a spotlight on issues that existed before the virus did.
New and diverse ways of providing social care are required, using existing
self-directed support legislation properly, as well as taking into account
learning from how people have reacted to COVID-19.



An evaluation of the Trust’s Individual Awards Scheme demonstrated the
positive impact that a small personal budget can have on the physical
and mental health and well-being of people living with dementia and
unpaid carers. It enables them to keep an absolute focus on their
personal outcomes rather than on how resources are used. Not only was
immediate impact evident, but there were wider ripple effects which
could be wide-ranging and long-lasting. The benefit was ongoing for
many months after the initial spend, potentially avoiding or delaying

a need for more costly support and having a positive impact on the
wider family or carers. The process of accessing an individual award also
connected people with other forms of support.

The Individual Awards Scheme report!?® underlines the essential elements
that are necessary to really unlock the potential of individuals directing
their own support, in particular the flexibility to spend the budget on
anything that matters to and/or will make a difference to them. This
flexibility provides a sense of control over the process of applying for self-
directed support and decision-making around spend.

People living with dementia and unpaid carers must be trusted to make
decisions about what their budgets can be spent on, based on their
individual circumstances rather than what might be ‘allowed’ within the
parameters of eligibility criteria. In order for self-directed support to be
effective, it must be flexible and include the option to adjust decisions on
spend when people’s circumstances change.

13 https://www.lifechangestrust.org.uk/publications



https://www.lifechangestrust.org.uk/publications

Trust-funded projects have demonstrated the effectiveness of voluntary
organisations and local communities in their response to COVID-19,
continuing to support people with dementia and unpaid carers in their
communities, whether of place or of interest, whether independently or in
collaboration with others in the voluntary and statutory sector. The power
of this response is surely an opportunity to be built on.

We cannot assume that the COVID-19 pandemic is on the way out. There
may be another viral spike or another virus in the future may cause

a similar public health and economic crisis. In terms of how we move
forward, a key question being asked elsewhere is:

“If the community response to the crisis has been central to
ensuring people’s well-being, what does that mean for how
we think about the economy, and public services?”**

Cormac Russell, in the same report, argues that:

“..we have learned that the only credible response to
significant public health crises is a community-driven

one. The Covid-19 pandemic is no different, it will not be
unilaterally addressed by a top-down deficit-based agency
response nor will it succumb to volunteer drives to target
the most vulnerable. There is only one credible, evidence-
based, tried and tested response to the current challenge,
that’s the one that puts communities in the driving seat,
with institutions in a strong support role.”>

14 Local Heroes — how to Sustain Community Spirit Beyond COVID-19, May 2020, Power
to Change

15 ibid, page 13



Central to that is the active involvernent of people with dementia and
unpaid carers in relating their experiences and what could/should have
been done differently.

This has been an intense and testing period, full of challenge but also
ingenuity and innovation. We need to create opportunities to reflect,
share and discuss learning about what has worked well and what can be
applied in the future.

This includes, for example, hearing more from care homes where
there have been no cases of COVID-19 at all (neither symptomatic nor
asymptomatic).

There will be many opportunities to take part in the sharing of learning
and evidence from the work of the Trust over the coming months

through webinars, conferences and learning events. The Trust recently
launched ‘Dementia: A Whole Life Approach’ which outlines existing
evidence about the importance of a local person-centred response to

the needs of people living with dementia and unpaid carers through the
work of dementia friendly communities, peer support projects and other
grassroots, citizenship and rights-based approaches. The resource has five
volumes:

» Human rights and dementia

» Community and dementia

» Independence, confidence and support

» Peer support

» Information, awareness, training and education

The Trust will contribute to the transition out of lockdown through the
provision of small, flexible grants aimed at individuals and smaller local
organisations. Two of these funds have already been launched (Peer-
to-Peer Resources Funding for People with Dementia and Peer-to-Peer
Resources Funding for Unpaid Carers of People with Dementia). Further
Creating Better Lives grants (small, and area-based) will be announced
over the coming months.


https://www.lifechangestrust.org.uk/publications

Many of the Trust’s projects have also developed bespoke and online
training, for example Age Scotland’s Human Rights for Unpaid Carers
course. You can learn more about this and other training opportunities on
Twitter and through our news bulletin https://www.lifechangestrust.org.uk/
newsletter/signup.

We are in the process of evaluating almost all Trust-funded projects and
programmes and these reports will be available on our website https://
www.lifechangestrust.org.uk/publications. To further embed the learning

from these evaluations we will be working with key stakeholders to
organise learning events which will be open to everyone and will also be
publicised through our news bulletin and through our existing networks.



https://www.lifechangestrust.org.uk/newsletter/signup
https://www.lifechangestrust.org.uk/newsletter/signup
https://www.lifechangestrust.org.uk/publications
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Covid-19 Impact on Charities, OSCR, June 2020 — Breaking Blue
https://www.oscr.org.uk/news/charities-active-in-countering-the-
impact-of-COVID-19/

The Third Sector and COVID-19: Evidence Session, 26 June

2020 — Local Government and Communities Committee, Scottish
Parliament http://www.parliament.scot/parliamentarybusiness/report.
aspx?r=12726

Dementia, Human Rights and COVID-19, 3 June 2020 — Anna
Buchanan, CEO, Life Changes Trust https://lifechangestrustblog.
wordpress.com/2020/06/03/dementia-human-rights-and-COVID-19/

The Need for a Human Rights Inquiry — Coronavirus and Older
People, 13 June 2020 — Donald Macaskill, CEOQ, Scottish Care
https://scottishcare.org/the-need-for-a-human-rights-inquiry-
coronavirus-and-older-people/

Response to Scottish Parliament COVID-19 Committee Call for
Evidence, May 2020 — About Dementia, Age Scotland https://www.
parliament.scot/General%20Documents/About_Dementia.pdf

Response to Scottish Government Stakeholder Inquiry on
Shielding, May 2020 — About Dementia, Age Scotland https://mailchi.
mp/e5c9c822ad9a/about-dementia-july-newsletter

Effective, practical care and support of people living with
dementia in care homes during and after the COVID-19
pandemic — webinar, 27 May 2020 — Journal of Dementia Care
https://www.ipevents.net/journal-of-dementia-care-webinars/effective-
practical-care-and-support-of-people-living-with-dementia-in-care-
homes-during-and-after-the-COVID-19-pandemic/
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Caring Behind Closed Doors — Forgotten Families in the
Coronavirus Outbreak, April 2020 — Carers UK https://www.carersuk.
org/images/News_and_campaigns/Behind_Closed_Doors_2020/
Caring_behind_closed_doors_April20_pages_web_final.pdf

Discussion Paper on Life Leaving Lockdown, May 2020 — National
Carer Organisations https://carers.org/downloads/scotland-pdfs/
moving-out-of-lockdown-final.pdf

Local Heroes — how to Sustain Community Spirit Beyond
COVID-19, May 2020 — Power to Change
https://www.powertochange.org.uk/blog/local-heroes-sustain-
community-spirit-beyond-COVID-19/
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Young People with Care
Experience Programme

Introduction

Since the beginning of lockdown, the Life Changes Trust has been
learning directly from young people with care experience! and those who
support them about the impact of COVID-19.

When public health measures first emerged to deal with the pandemic
in March 2020, the Trust and our Advisory Group (voluntary advisors who
each have their own experience of the care system) quickly recognised
the acute impact that social isolation and societal disruption was likely
to have. By April 2020, we had coproduced and launched an individual
grants initiative called the Keep Well Fund to support the well-being of
young people with care experience during lockdown.

The rich data we have gathered from the testimony of hundreds of young
people who applied to the Keep Well Fund is the main focus of this report.
This data has offered us a unique lens in terms of understanding the
impact of the global pandemic on young people with care experience. The
report also draws in learning from Trust-funded organisations.

Providing reassurance, flexibility and opportunities for peer support so
that funded organisations can prioritise relationships and stay focused on
their mission has been a priority for the Trust through lockdown.

This report will touch on the experiences of projects who have struggled
to maintain engagement with young people and/or key partners through
lockdown and share insights from those who have quickly adapted to
difficult circumstances. Many have developed creative and effective ways
to respond to young people’s needs, often through relationship-based and
participative practice.

1 The Trust focuses on young people who are currently experiencing or have previously
experienced formal care arrangements such as residential care, foster care, kinship care,
care at home (Supervision Order) or secure care. Our funding targets those in the 14-30 age
range.



The information provided has been drawn from application forms, self-
evaluation reports, stakeholder conversations and facilitated workshops/
group discussions with Trust-funded projects. We want the learning and
insights shared in this report to add further depth to the strong body of
evidence being produced by our partners, including CELCIS, the Centre
for Youth and Criminal Justice, Staf and Who Cares? Scotland, to inform
and shape policy and practice. This is vital as the public, voluntary and
community sectors begin to support young people to transition out of
lockdown.

The Keep Well Fund

At the Life Changes Trust we believe that young people with care
experience are all individuals with unique talents, skills, ambitions and
potential. We also know that, as a group, they face significant challenges.
The Trust and the members of our Advisory Group co-produced the Keep
Well Fund because we understood that lockdown would potentially
deepen inequalities and amplify existing issues, particularly around
poverty, mental health, physical well-being and loneliness.

This initiative offered up to £250 to young people with care experience
to improve their physical and/or mental well-being. Investing directly in
young people through individual funding awards is an important aspect
of the Trust’s overall approach to creating lasting positive change. The
Keep Well Fund gave young people (sometimes with the support of their
key worker) the space to express themselves and tell us in their own
words what would help them to stay well.

The input, leadership, challenge and reassurance offered by the Advisory
Group at every stage of the Keep Well Fund process was invaluable.
Despite the challenges around time and physical distancing, the Trust
remained committed to the principles of co-production, and this ensured
that we launched an initiative that young people with care experience
(and their support workers) could easily engage with.



The response was overwhelming, and as we read through each application
it was sobering to see the confirmation of much of what we already know
—that young people with experience of the care system are affected by
inequalities in relation to health, income, digital access, housing and
other areas of life.

The Trust was heartened by the response of the funding community when
we reached out and asked for further support to enable us to provide
more grants. Donations from the Esmee Fairbairn Foundation, the William
Grant Foundation, the Cattanach Trust, Cycling Scotland and Inspiring
Scotland were all vital in expanding the reach of the Keep Well Fund.

The timing and reach of the Keep Well Fund gave us a much clearer
picture of the circumstances of young people with care experience during
lockdown, and it has been a privilege to be able to support the creativity,
ambition, determination and kindness of young people amidst the
unprecedented challenge of the global COVID-19 pandemic.

The Keep Well Fund in numbers

Number of Applications Received: 817 (these included ineligible
applications due to age, applications referred to Emergency Funding
providers and duplicate applications)

Number of Applications Assessed: 712

Number of Award Offers: 691 (two of these turned down the funding
as they felt it was no longer necessary)

Nu