
CARING BEHIND CLOSED DOORS

Executive summary
Carers UK's survey into the experiences of over 5,000 current and former
carers has found that the coronavirus crisis is having a profound impact on
carers' lives. Many of those who responded were providing very high levels
of care, or juggling care in complex lives. They are those most in need.
Not only are many providing more care than before,they are suffering
financially and are worried about the future.

70% of carers are providing more care due to the
coronavirus outbreak.

Over a third (35%) of carers are providing more care
as a result of local services reducing or closing.

Carers are, on average, providing 10 additional hours
of care a week.

69% ofall carers are providing more help with
emotional support, motivation, or keeping an eye/
checking in on the person they care for.
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of unpaid carers are providing
more care due to the coronavirus
outbreak

81% of carers are spending more money at the
moment. 72% are spending more on food and
50% are spending more on household bills.

38% of carers agreed or strongly agreed with
the statement "I am worried about my financial
situation".

35% VOD
Over a third of unpaid carers are
providing more care as a result of
local services reducing or closing

The majority (55%) of carers agreed or strongly
agreed with the statement "I feel overwhelmed and
Tam worried that I'm going to burnout in the coming
weeks".

87% of carers agreed/strongly agreed with the
statement "I am worried about what will happen
to the people I care for if I have to self-isolate or
become ill".

10hrs
Unpaid carers are on average
providing 10 additional hours of
care a week

Carers UK is calling on every Government across
the nations of the UK to take action to support
carers, both in the short and longer term. In
particular, we are calling for an urgent increase in
the level of Carer's Allowance, ensuring access to
food and necessary supplies, additional guidance
for unpaid carers, increased levels of testing,
and increased access to personal protective
equipment (PPE).

55%
of unpaid carers feel overwhelmed
and are worried that they are going
to burnout in the coming weeks
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Rising levels of care
Before the coronavirus outbreak, carers across the UK were already
providing substantial amounts of care, valued at £132 billion a year.?
The increased pressures carers are currently facing means many have
changed the amount and type of care they are providing.

Changes in the amount of care provided
The results show that on average, carers are providing
10 hours more care per week than they were before
the coronavirus outbreak. The average figure is now 65
hours per week, compared to 55 hours before.

Respondents were asked if their caring levels had
changed and were able to select multiple reasons for
this. Overall, 70% of carers said that they had increased
the amount of care for one or more reasons.

Looking at the reasons why more care is being provided
in detail, shockingly over a third (35%) of people said
they were providing more care as a result of local
services reducing or closing.

This figure rose to 39% in Scotland, 36% in Wales
and 45% in Northern Ireland. It's worth noting that
by no means all carers received services before the
coronavirus outbreak.

Has the amount of care you are providing changed
since the start of the coronavirus outbreak?
(Extract of carers who said they are providing more care)

Iam providing more care because [am
worried about paid health and social care
staff having contact with the person I

care for

22%

Iam providing more care because the
paid health and social care staff have 10%
reduced personal care

Iam providing more care because my
paid working arrangements have changed 10%
so I have more time

4 Carers UK (2015) 'Valuing Carers'

CG
100% ofmy husband's care is on me. He is in a
wheelchair so I have a lot of heavy lifting to do. Before
coronavirus I had two care workers three times daily.
It makes a difference.

yy

00
Day centre twice a week is closed and my brother can
no longer take my Dad out one day at the weekend.
Iam providing three full days more than I used to.
24 hours a day 7 days a week.

YY

66
Despite having an Education Health and Care Plan my
son is at home full time as the specialist provision he
attends has closed and his school do not feel able to
manage his needs due to the reduced staff they are
operating on.

YYTam providing more care than before
because local services have been 35%
reduced/closed (e.g. day care)

Other reasons shared by carers as to why they were
providing more care included the fact that other family
and friends are less available to provide care, and that
some people had temporarily moved in with the person
they care for.

30
Ihave cancelled Mum's care calls, four a day, two
care workers, to reduce the amount of people
entering Murn's home. I have moved in with her,
for the shielding period, and I'm providing the care
she needs.

Tam providing more care for another 27%reason

YY
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Changes in the type of care being provided
For many carers, the type of care they are providing
has also changed due to a change in circumstances,
services or the needs of the person they care for.
Carers were asked if they were providing more of any
of the following types of care and were able to select
more than one option. Notably, 69% of all carers are
providing more help with providing emotional support,
motivation, or keeping an eye on someone either in
person, phone or online. In each of the nations this
figure was slightly higher, with 72% in Scotland, 73% in
Wales, 70% in NI.

Are you providing more of the following types of
care since the start of the coronavirus outbreak?

Practical help in person (e.g. preparing
meals, shopping, laundry, housework, 53%
household repairs, taking to doctor/hospital)

Taking them for exercise (e.g. short walk, 36%run or cycle)

Personal care (e.g. dressing, bathing,
washing, shaving, cutting nails, help with 34%
eating, using the toilet)

Arranging/coordinating care and support,

Help with moving around (e.g. with
walking, getting up and down stairs, 25%
getting into and out of bed)

Helping with paperwork/financial matters
(e.g. writing letters, filling in forms, 25%
dealing with bills, banking)

24%

11%

30
My son has a severe learning disability and isn't
capable of understanding what is happening, as
time passes and his routine has vanished he has
become increasingly dependant on me and seeking
my presence beside him at all times as though he
senses anxiety and fear but can't make sense of it
and feels the need for more comfort and reassurance
than normal.

YY

00
The type of care I now give is more time consuming
as I have to do a 20 mile round trip to care for my
parents, doing their shopping, sorting out prescriptions
and paperwork as well as trying to keep my daughter
busy with activities inside the home.

YY

Providing emotional support, motivation or
69%keeping an eye on/checking in on someone

either in person, or by phone or online

Many carers spoke of the exhaustion of providing
constant care, including mental wellbeing support for
the person they cared for - whether to reduce anxiety,
reduce challenging behaviour or calm hyperactivity.
Comments from carers also show that the closure
of key day services and specialist provision has been
particularly hard for certain groups, such as those caring
for some with a learning disability, autism, or dementia.
Many spoke ofincreases in challenging behaviour
because of the person not understanding circumstantial
changes or the new rules that they must follow.

Practical help at a distance (e.g. arranging 40%for food and medicine deliveries)

medical appointments and other help 26%

0666669% 66565
of unpaid carers are providing
more help with emotional support,
motivation or keeping an eye/
checking in on the person they
care for

Helping with medication (e.g. making sure
he/she takes pills)

Helping with medical care (e.g. giving
injections, changing dressings)
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Practical issues faced by carers
The challenges posed by coronavirus mean that even more strain is being
placed on the lives of carers who were already going above and beyond
to provide care for family and friends. Respondents shared four common
practical challenges that were causing significant concerns.

Contingency planning
Government guidance for carers advises that they
develop contingency plans in case they are unable to
provide their usual care, due to becoming ill or having
to self-isolate. Contingency planning is something that
Carers UK has always recommended that carers do
with the support of family, friends, local services, local
government, and health services, where appropriate.
We have also asked local authorities, health and social
care trusts and health bodies to be pro-active.

Many carers responding to the survey reported feeling
unable to put contingency plans in place, as they do not
have family members or friends who can take on their
caring responsibilities. For some, it is the complexity
of care which is the barrier, whilst for others, they
simply do not have family close by, or who are able
to provide support.

Only one in five respondents (21%) agreed or strongly
agreed with the statement "I am confident that I have
a contingency plan in place in case of emergency". This
was lower in Wales where only 16% agreed/strongly
agreed, but higher in NI (21%) and Scotland (26%).

Comments indicate that even those who have a
contingency plan in place before the crisis are fearful
that stretched social services/work would be able to
fill in any gaps in care their illness or self-isolation
would cause.

30
I'm so scared that either I or the person I care for will
get this virus and then what? No back up plan and
no support.

WY

36
There is only me that can look after my family
member. I don't have a contingency.

YY

66
I have a contingency plan in normal circumstances
but I worry that there won't be the right level of
support if I were to become ill now. I have just read
that my local social services need to prioritise and will
leave my Dad at risk.

YY

Personal Protective Equipment (PPE)
A key theme emerging is the significant concern among
carers about care workers coming into the house
without adequate PPE and spreading infection. This has
led some carers to reduce the support they receive from
care workers, placing yet more strain on themselves.
In some cases, carers have reported that services have
been withdrawn because of care workers not having
adequate PPE. Carers are also concerned about their
own inability to access PPE for themselves and the
impact catching coronavirus would have on their ability
to care.

66
The PPE provided to the care workers is a flimsy plastic
apron and gloves. It is protecting neither the care
workers nor my wife. It is probably one of the biggest
worries I have. I feel like we are sitting ducks.

YY

00
My Mum's care workers did not have the correct PPE
to attend my Mum with a raised temperature so they
withdrew care.

YY
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The support carers need
With many carers under a significant amount of pressure and worried
about the future, the restoration and reinstatement of care and support
services at the earliest opportunity must be a priority.

In addition to this, carers were asked what support
would help them through the coronavirus outbreak.
Carers were given a number of different options and
were able to add their own suggestions. The following
were the top five:

1 More frequent testing of people with coronavirus
symptoms or who have immunity

2 More help with contingency planning in case they
aren't able to provide care

3 Clear and specific guidance from the Government for
unpaid carers

4 Better personal protective equipment (PPE) for unpaid
carers and/or the social care workforce

5 Arise in Carer's Allowance

61% of carers said that more frequent testing would help
them. Comments indicated that carers were concerned
about the lack of testing, or access to testing equipment,
as they were worried about passing infection on to
the person they care for themselves, or that paid care
workers would do so themselves during visits. This was
also a particular concern for people who identified as 'key
workers', and who were still going into work as normal.

6G
It would be extremely helpful to know if any member
of my household or wider family had had the virus,
then we would know who we were able to visit and
support.

YY

59% of carers wanted more help with contingency
planning in case they were unable to provide care.

CG
Better information as to how I would deal with
situation if I was taken ill - would I have to move out
of the house? Where would I live? Who would look
after my husband? ...I feel I am racing down a river
with no paddles!

YY

56% of respondents said that clearer and specific
guidance from Government for carers would help
them. Carers are anxious about how to ensure they are
providing care as safely as possible currently, and also
what will happen in the future.

CG
I would like clear and precise information about
disabled person I care for having to get medical
treatment for CV 19 and carer/patient not being
allowed to stay with them. Autistic and severe learning
disabled will be incredibly anxious and unable to cope.

YY

66
Lack of clear guidance regarding caring for someone in
the shielded category has caused significant stress and
anxiety due to the potential impact on my son. I work
in health and want to redeploy to frontline clinical
practice. The guidance has been very unclear and not
supportive of my carer role.

WY

51% of carers said that better PPE for unpaid carers or
the social care workforce would help support them at
this time.

00
I think as unpaid carers we should be given some
level of support in the provision of PPE - although I
appreciate that there is currently a shortage - what
would happen if, as an unpaid carer, I was taken ill?

YY
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