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FOREWORD
PROFESSOR SUEYEANDLE

Principal Investigator, Sustainable Care Programme

Unpaid carers support people who need help to manage everyday activities, usually
because of illness, disability or advanced age. In the early months of 2020, as the COVID-19
pandemic spread across the UK, Government introduced ‘lockdown’ measures that
restricted people’s movements and their freedomto spend time together. These measures,
and the priority given within the NHS to treating people with COVID-19, also affected
access to health and social services.

This second reportinthe Sustainable Care programme’s Care Matters Series looks at carers’
experience of feeling lonely and at their use of health, social and community services in
April and May 2020. It explores the responses of a large, representative, sample of the UK's
population collected in the Understanding Society panel study. Where possible, we have
compared data on these topics with information on the pre-pandemic situation. As noted
in our first Care Matters report, an estimated 799,583 carers reported COVID-19 symptoms
in April 2020, at which point 60,180 carers had been tested for the virus.

Caring can be a lonely experience, as shown in other research, including the Getting Carers
Connected and The World Shrinks reports produced by our programme partner Carers UK
in 2019. This new report shows that 1 in 3 female carers reported feeling lonely in May
2020, and that carers were more likely to have felt lonely than other people.

Thereportalso showsthatduringthe lockdown, g in 10 carers awaiting an NHS treatment
had it postponed or cancelled. Carers also found it more difficult than other people to get
in-patient services, to access their GP or to use the vital NHS111 service. Beyond the NHS,
half of carers who needed formal care could not get this support. The Government'’s policy
of ‘protecting the NHS' did not, it seems, extend across all the services it provides, or to
crucial services needed in the community.

We shared our findings with Carers UK. Their comments on the study findings and
recommendations for Government and policymakers on how the difficulties it highlights
can be avoided in future are included at the end of the report.

COVID-19 has focused new attention on the importance of care. As this new report
shows, some of the restrictions Government introduced in spring 2020 had troubling
effects on carers. We hope the report will raise awareness of this situation so that, in any
similar future scenario, carers can be protected from feeling lonely and from being unable
to access crucial health and care services.

Helen Walker, Chief Executive, Carers UK

As a member of the NHS Assembly and working closely with all parts
of the NHS, these results from the Universities of Birmingham and
Sheffield come at a particularly useful time from as the NHS plans
for winter and preventing and preparing for a potential second wave.
Carers UK is pleased to work with Sustainable Care to ensure this work
has the impact it needs to improve support provided to carers and their
families.



http://circle.group.shef.ac.uk/wp-content/uploads/2020/06/Caring-and-COVID-19_Hunger-and-mental-wellbeing-2.pdf
https://www.carersweek.org/images/CW19_Research_Report_web.pdf
https://www.carersweek.org/images/CW19_Research_Report_web.pdf
https://www.carersuk.org/images/News__campaigns/The_world_Shrinks_Final.pdf

KEY FINDINGS

This report focuses on experiences of feeling lonely and of accessing support among a key group of carers
in April and May 2020, during the official COVID-19 ‘lockdown’ period. It contrasts their experiences with
those of other people.

An estimated 6,048,286 adults in the UK provided care to someone living outside their own household
in 2020. They are a ‘subset’ of the 10,991,440 estimated adult carers.

LONELINESS

Our analysis shows high levels of loneliness in May 2020 among carers who were female, employed or

younger:

« 1in3female carers (1in 4 male carers) had felt lonely in the previous 4 weeks

« 1in3carers who had a paid job (1 in 4 carers without paid work) had felt lonely

« Carers were more likely to have felt lonely than other people

o Loneliness varied greatly by age: over half of carers aged 17-45 had felt lonely compared with fewer
than 1in 4 carers aged 65 or older.

CHANGES IN FEELING LONELY

Changes in feeling lonely (between 2019 and April / May 2020) varied by sex.
o Figures for the 1in 3 female carers feeling lonely in April 2020 were higher than in 2019
« Working carers were more likely to feel lonely than carers without a paid job.

ACCESS TO HEALTH SERVICES

During the lockdown, many people were unable to access NHS services:
e 1in4carers (1in 5other people) were undergoing or waiting for an NHS treatment in April
o 9ginazaocarers (8in 10 other people) had their treatments cancelled or postponed

Among people with health conditions, 1 in 3 people requiring NHS services reported unmet need in April:

o 4ingcarers (3in 4 other people) did not get a hospital in-patient service they needed

o Over half of carers who needed the NHS111 service (NHS24 in Scotland) were unable to use it or decided,
during the pandemic, not to access it

« Half of carers (1 in 2 other people) could not get an outpatient service they needed

e 1ingcarersinApril, and 1in 5in May, needed to, but could not, access their GP.

ACCESSTO SOCIAL AND COMMUNITY SERVICES

In April 2020, half of carers with health conditions (2 in 5 other people) needed community services. Overall,
1in 4 carers needing help did not get a service they needed. Figures improved in May, but carers remained
worse off.

o InApril, 50% of carers (2 in 5 other people) needing formal care did not get it

« 2ingcarers and others who required a psychotherapy service did not get it

e 1in6 carers(1in 4 other people) were unable to access required pharmacy services.

About the study

‘Carers’ were identified by combining data in the COVID-19 April 2020 wave! with data in wave g (2017-19)2
of Understanding Society. Wave g asked people if they provided care to anyone outside the household who
was elderly or had a long-term illness or disability. The COVID-19 April 2020 wave asked respondents about
care for persons outside the household (data on their age, long-term illness or disability status were not
collected). People who answered 'Yes' to both questions are the (unpaid) carers providing care outside
the household referred to in this report.



https://commonslibrary.parliament.uk/research-briefings/cbp-8875/
https://www.understandingsociety.ac.uk/research/themes/covid-19

CARING and COVID-19
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New analysis of the COVID-19 April and May 2020 survey and 2017-2019 survey of Understanding
Society [the UKHLS] shows that:

LONELINESS AND CARE
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In this document, all references to ‘carers’ are to people in the UK who are unpaid carers for people
who live outside their home.




Loneliness and care during the COVID-19

pandemic

Carers who are female, employed and younger are more likely to feel lonely

In May 2020, 1 in 3 carers (32.6%) said they had felt
lonely in the previous four weeks. This varied by
sex: more than 1 in 3 female carers (36.3%) had felt
lonely, compared with fewer than 1 in 4 male carers
(23.5%) — a striking ‘loneliness gap’ of 12.8% (Figure
1).

Figure 2: Loneliness and caring by employment
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Source: Understanding Society: Waves 9, 2017—-2019, Covid—19 survey: Waves 1-2, April-May 2020

In all age groups, carers reported feeling lonely
more often than other people of the same age3

(Figure 3).

Carers in younger age groups were particularly
likely to have felt lonely. In May 2020, more than
half of younger carers (58.1% of those aged 17-
30 and 51.3% of those aged 31-45) had felt lonely,
compared with fewer than 1 in 3 carers aged 46-65
(30.7%) and less than a quarter of carers aged 65 or
older (23.5%) (Figure 3).

Figure 1: Loneliness and caring by sex
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Source: Understanding Society: Waves 9, 2017-2019, Covid—19 survey: Waves 1-2, April-May 2020

‘Working carers’ (carers who also have a paid job)
were more likely to have felt lonely (in May 2020)
than carers who were not in employment. More
than 1:3 (37.4%), compared with 1:4 (26.8%) had felt
lonely — a ‘loneliness gap’ of 10.5% between these
groups of carers (Figure 2).

Among all people in paid work, those who were
carers reported loneliness (37.4%) more often than
other workers (33.0%) - a loneliness gap of 4.4%
between carers and other workers (Figure 2).

Figure 3: Loneliness and caring by age
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Changes in feeling lonely

Feeling lonely varied by both sex and age in the early months of the pandemic

The proportion of female carers who felt lonely
was higher in April and May 2020 than before the
pandemic, although this was not the case for male
carers (Figure 4).

Loneliness among female carers rose by 5
percentage points between 2019 and April/May
2020 [from 32.2% in 2019 to 37.4% (April) and 36.3%
(May) 2020].

Thus in the early months of the pandemic, a large
loneliness gap developed between female and male
carers [rising from 3.3% in 2019 to 12.4% in April and
12.8% in May 2020] (Figure 4).

Figure 5: Changes in loneliness by employment
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Figure 4: Changes in loneliness by sex
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Source: Understanding Society: Waves 9, 2017—-2019, Covid—19 survey: Waves 1-2, April-May 2020

Both before and during the pandemic, working
carers were more likely to feel lonely than carers
who did not have a paid job (Figure 5).

Here too, a larger ‘loneliness gap’ emerged. In 2019,
1 in 3 (33.54%) working carers reported feeling
lonely, about 5% more than other carers (28.43%).
For working carers the figures in 2020 were 36.9%
(April) and 37.4% (May) (Figure 5).

Overall, the loneliness gap between employed
and other carers increased from 5.1% in 2019 to
6.9% (April) and 10.5% (May) in 2020 (Figure 5).




Experience of health services during the

pandemic*

Many people were unable to access NHS services during the pandemic

In April 2020, almost 1 in 4 carers (23.5%) were
undergoing or waiting for an NHS treatment,
compared with 1in 5 other people (20.2%).

In April 2020, the vast majority - 9 in 10 — of the
carers who were undergoing or waiting for NHS
treatments (89.3%) said that their treatments had
been cancelled or postponed. This figure remained
high in May, dropping slightly to 8 in 10 (81.2%). The
figures were higher in both months for carers than
for other people, around three-quarters of whom
[77.0% in April and 72.9% in May] were similarly
affected (Figure 6).

Figure 7: NHS treatment and care
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Source: Understanding Society: Waves 9, 2017-2019, Covid—19 survey: Waves 1-2, April-May 2020

Inthe early months ofthe pandemic, high proportions
of people had a health condition and needed at
least one of the NHS services (a GP consultation, to
access a medical prescription, a hospital outpatient
or inpatient service, or to use the NHS111 service).
Among carers, the figures were 82.6% (April) and
81.4% (May), compared with 85.51% (April) and
82.7% (May) for other people who needed such
support (Figure 8).

Figure 6: Cancellation of NHS treatment
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Source: Understanding Society: Waves 9, 2017-2019, Covid—19 survey: Waves 1-2, April-May 2020

The proportion of carers requesting an NHS
treatment decreased from 23.5% in April to 18.0%
in May; this is a little higher than, but similar to, the
decrease (from 20.2% to 16.0%) reported by people
without caring responsibilities (Figure 7).

Figure 8: Demand for NHS service and caring
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Difficulty in accessing support

Unmet need® for (any type of) NHS service among people with health conditions was
high
Figure 9: Unmet need for NHS service and caring

One in three carers with a health condition (34.3%)
reported unmet need for NHS services in April,
compared with just over 1 in 4 (28.2%) in May. For
people who were not carers, the comparable figures
were 30.3% (April) and 23.4% (May) (Figure 9).
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Source: Understanding Society: Waves 9, 2017-2019, Covid—19 survey: Waves 1-2, April-May 2020

Figure 10: Unmet need for NHS inpatient services

and caring _ _ _ ) _ _
Difficultyinaccessingthese servicesvaried according
1% to the service required:
90% 4 Inpatient services were especially difficult to

access. In April, more than 4 in 5 carers (82.9%,
compared with 75.6% of other people) had an unmet
need for an inpatient service. This figure remained
high in May, 74.3% for carers (68.9% for others)
(Figure 10).
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Source: Understanding Society: Waves 9, 2017-2019, Covid—19 survey: Waves 1-2, April-May 2020
Figure 11: Unmet need for NHS 111 services and

carin
There was notable unmet need for NHS 111 9

services too. In April, well over half (58.1%) of carers, 80%|
compared with 1 in 3 non-carers (33.3%), required
the 111 service but were unable to access it. In May,
the figures were just under 1 in 2 for carers (48.4%)
and about 1 in 5 for other people (20.6%) (Figure 11).
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Difficulty in accessing support

Many people were unable to access NHS services during the pandemic

Accessingoutpatientservices wasalsoverydifficult.
In April, almost half of all carers (48.9%) were unable
to access an outpatient service, compared with 4 in
10 non-carers (44.5%); in May these figures were
49.6% for carers and 40.3% for other people (Figure
12).

Figure 13: Unmet need for NHS GP service
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Access to medical prescriptions was, by contrast, far
less affected. Fewer than 1in 5o carers (1.9% in April;
1.72% in May) were unable to get a prescription that
they needed, compared with 1.2% and 1.1% in the
same months for other people (Figure 14).

Figure 12: Unmet need for NHS outpatient

services and caring
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Accessing GP services was also problematic. In April
1in 4 (24.3%), and in May 1in 5 (19.9%), carers were
unable to access their GP, similar to the figures for
other people (25.6% and 20.7%) in these months
(Figure 13).

Figure 14: Unmet need for NHS prescription
medications
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Social and community services

Many carers could not access social and community care services during the pandemic

In April 2020, half of carers with health conditions
(50.5%) needed one or more of the following social
and community care services: pharmacy services;
‘over the counter’ (non-prescription) medicine;
services provided by a care worker; psychotherapy
services. This figure was 46.0% in May. The figures
for carers were considerably higher than for other
people [1in 4 (44.7%) in April and 1 in 3 (37.0%) in
May] (Figure 15).

Carers with health conditions were more likely than
other people to need social and community care
services. Overall, the percentage of carers who
needed social and community care services was
5.5% higher than for other people in April, and 9.0%
higher in May (Figure 15).

Figure 16: Unmet need for community health and
social care services and caring
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Figure 15: Demand for community health and
social care services and caring
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Among carers who needed one (or more) of these
services in April, over a quarter (27.4%) could not
access it; this dropped to fewer than 1in 5 (19.8%) in
May. The figures were similar (within 1 percentage
point) to those for other people (Figure 16).




Social and community services

Access to specific social and community care services varied greatly

Figure 17: Unmet need for services provided by a
care worker (formal care)
Half (50.0%) of carers who needed a service
provided by a care worker (formal carer) could not 80%
obtain this in April (40.0% in May), compared with
2 in 5 for other people who needed such support
(44.4% in April and 37.0% in May) (Figure 17).
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Figure 18: Unmet need for psychotherapist

services

Two in every five carers (41.9%) who needed a
60%- psychotherapy service could not access this in
April, a situation that was similar in May (45.2%).
Other people needing such support also had
difficulty getting this type of service in April and May
(40.9% and 35.5% (Figure 18).
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10




Social and community services

Access to specific social and community care services varied greatly

Figure 19: Unmet need for over-the-counter
medicine
In April 2020, 16.7% of carers (compared with 25.4%
of non-carers) could not access a pharmacy; in May,
the figures were 15.4% for carers and 23.9% for other
people (Figure 19).
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Figure 20: Unmet need for over-the-counter

medicine

About 1in 13 carers (7.9%) were unable to access the
over-the-counter (non-prescription) medicines they
needed in April; this was 2.6% in May. By contrast,
the figures for other people were 5.9% in April and
4.0% in May (Figure 20).
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Carers UK comments...

The pandemic has been extremely tough for carers. Even prior to ‘lockdown’, many
started to worry about infection and risk to the person they cared for and to themselves,
and these fears are yet to abate. Carers UK welcomes these findings which increase our
understanding of the pandemic’s impact, and what needs to change going forward.

The report shows that while some improvements were made to services once the
pandemic struck and some carers received support, the disparity between carers and
non-carers is still very high. We know that carers forgo medical treatment and are less
able to look after their health due to caring; the higher level of cancelled treatments is
particularly concerning, as carers’ health tends to be worse than that of the public.

Itis also concerning that the 111 service wasn’t there when carers needed it. Our previous
research shows that this usually leads to increased trips to A&E, but during this time,
carers struggling with increasingly difficult caring situations were often too worried to
travel or visit A&E, leading to even worse health outcomes. It is likely that people living
alone with disabilities orillnesses were at greater risk (this research only concerns caring
outside the household).

Carers UK and others have documented the increased demand for mental health
support as carers faced extremely stressful situations with very little support during the
pandemic. It is extremely worrying to see the disparity between non-carers and those
caring at a distance —who are far less likely to receive services at a time when they most
need them. Given that access to other health services improved during the pandemic,
it's worrying that access to mental health support became worse.

Carers UK was proud to be an active member of the Jo Cox Commission on Loneliness
and our previous work has highlighted the scale and impact of loneliness on carers.
Throughout this pandemic, local carers’ organisations and Carers UK have worked
hard to ensure that carers are still connected to family, friends, and support. Our work
pre-COVID-19 showed that carers were seven times more likely to be lonely than the
public. Carers reported they were often lonely at work, but equally that work could be
an important touchpoint that reduced loneliness — something that employers need to
address as staff return to work over the coming months and that should form part of
their health and wellbeing programmes for carers.

Carers UK

Across the UK today 6.5 million people are carers — supporting a loved one who is older,
disabled or seriously ill. Caring will touch each and every one of us in our lifetime, whether
we become a carer or need care ourselves. Whilst caring can be a rewarding experience, it
can also impact on a person’s health, finances and relationships. We champion the rights
of carers and support them in finding new ways to manage at home, at work, or in their
community.

Carers UK is here to make sure that no matter how complicated your query or your
experience, you don’t have to care alone. We provide information and guidance to unpaid
carers on a range of subjects. You can contact our helpline on 0808 808 7777 or by email
advice@carersuk.org, or visit our website at www.carersuk.org
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Carers UK recommendations

In the short term, Carers UK recommends that Governments across the UK:

Urgently review carers’ access to 111 and contingency planning for emergencies

NHS England and the Government needs to review carers’ access to 111 and contingency
planning for carers, working closely with local authorities to ensure that those most at
risk have the right resources in place to manage for any second wave.

NHS England needs to issue new guidance to CCGs and NHS Trusts to ensure that
carers are made a priority for planned treatment, working in partnership

New guidance is needed to highlight the health inequalities for carers and risks to further
health and wellbeing if cancelled treatment does not go ahead, and set expectations for
CCGs, working with local authorities to ensure that care is in place to enable carers to
take up NHS treatment.

Employers need to incorporate loneliness into health and wellbeing support for
carers

Good practice employers have already increased measures to support working carers —
but far wider adoption is needed to make this standard practice.

Putin place measures to ensure services are reinstated to their former levels, support
carers and the people they care for and provide sufficient funding for care

The impact of reduced services is also affecting carers’ ability to juggle work and care,
as well as their health and wellbeing. Where possible, local services should be reinstated
| reopened [/ augmented, to ensure carers can take a break from their caring role, and
look after their own health and wellbeing. Government also needs to ensure that there
is sufficient short-term funding to meet need.

In the longer term, as we move through and beyond the current crisis, Governments
across the UK must:

o Ensure the needs of carers and those they support are fully considered in recovery
« Implement Carers UK’s Recovery Plan for Carers in full

o Place a new duty on the NHS to identify carers and promote their health and
wellbeing

« Make social care a priority for funding, ensuring it delivers vital support to people
who need it

« Improve carers’ rights to take time off to juggle work and care.

,Qbf(carersm(
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Appendix

« Unpaid carers were identified by combining data in the COVID-19 April 2020 wave with data in wave
9 (2017-19) of Understanding Society. Wave g asked people if they provided care to anyone outside
the household who was elderly or had a long-term illness or disability. The COVID-19 April 2020 wave
asked respondents about care for persons outside the household (data on their age, long-term illness
or disability status were not collected). People who answered ‘Yes’ to both questions are the (unpaid)
carers providing care outside the houshold referred to in this report. Care provided to someone within
the respondent’s own household was not reported, so total care provided will be greater than shown
here.

o Unless otherwise stated, all data are for the UK.

« The 95% confidence interval is displayed in the figures.

« Alldifferences and changes reported between groups or over time are statistically significant (5% level).

Table 1 Loneliness and caring

Subjective financial wellbeing
Caring N 2019 April May
Full sample Yes 1,165 0.3124 0.3382 0.3262
No 4,552 0.2999 0.3036 0.3091
Gender Female Yes 829 0.3221 0.3739 0.3631
No 2,415 0.3586 0.3855 0.3892
Male Yes 336 0.2887 0.2500 0.2351
No 2,137 0.2335 0.2110 0.2185
Employment | Employed Yes 647 0.3354 0.3694 0.3740
No 2,533 0.3320 0.3277 0.3296
Not Yes 510 0.2843 0.3000 0.2686
employed
No 1,995 0.2566 0.2707 0.2807
Age 17-30 Yes 31 0.5161 0.6452 0.5806
No 584 0.5068 0.5651 0.5976
31-45 Yes 154 0.4286 0.4805 0.5130
No 990 0.4040 0.3939 0.3970
46-65 Yes 729 0.3018 0.3224 0.3073
No 1,596 0.2870 0.2607 0.2663
66+ Yes 251 0.2470 0.2590 0.2351
No 1,382 0.1527 0.1780 0.1737

Source: Understanding Society: Waves g (2017-2019), COVID-19 Survey Wave 1, April and May 2020.
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Table 2 Service use

April May
Carers Non-carers Carers Non-carers
Need treatment 0.2345 0.2018 0.1801 0.1596
No. 1,177 4,619 1,177 4,619
NHS treatment Cancelled 0.8926 0.7699 0.8121 0.7291
treatment
No. 149 539 149 539
Need NHS service 0.8263 0.8551 0.8144 0.827
) No. 668 2,567 668 2,567
NHS services
Not get access 0.3425 0.3029 0.2818 0.2335
No. 511 2,017 511 2,017
GP 0.2434 0.2561 0.1991 0.207
No. 226 773 226 773
Prescription meds 0.0194 0.0119 0.0172 0.0114
No. 464 1,846 464 1,846
Zi:’gi:’:;liid deif:: 221: (;(t:tpatients o.:887 0.4451 0.4962 0.4032
receive it : 33 201 133 201
Inpatients 0.8286 0.7563 0.7429 0.6891
No. 35 119 35 119
NHS111 / NHS24 0.5806 0.3333 0.4839 0.2063
No. 31 63 31 63
Needed the service 0.5052 0.4462 0.4603 0.3702
Commu.nity health . No. 667 2566 667 2,566
and social care services
(CH&SC) Unmet need 0.2736 0.2672 0.1981 0.2016
No. 212 625 212 625
Pharmacists 0.1667 0.2537 0.1538 0.2388
No. 78 201 78 201
OTC meds 0.0789 0.0594 0.0263 0.0396
People who .needed a No. 152 404, 152 404
CH&.SC service but did Formal carer or o 4iin o4 03704
receive it - - - -
No. 10 54 10 54
Psychotherapist 0.4194 0.4086 0.4516 0.3548
No. 31 93 31 93

Source: Understanding Society: Waves g (2017-2019), COVID-19 Survey Wave 1, April and May 2020.
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Endnotes

1 University of Essex, Institute for Social and Economic Research. (2020). Understanding Society:
COVID-19 Study, 2020. [data collection]. 2nd Edition. UK Data Service. SN: 8644, http://doi.org/10.5255/
UKDA-SN-8644-2

2 University of Essex, Institute for Social and Economic Research. (2020). Understanding Society: Waves
1-9, 2009-2018 and Harmonised BHPS: Waves 1-18, 1991-2009. [data collection]. 12th Edition. UK Data
Service. SN: 6614, http://doi.org/10.5255/UKDA-SN-6614-13

3 The exception to this is May 2020 when loneliness was experienced by 58.06% of carers aged 17-30 and
59.76% of non carers of this age (this difference is not statistically significant).

4 Before the COVID-19 pandemic, data on this topic were not collected in the UKHLS.

5 NHS 111 (NHS24 in Scotland) is the telephone/online service through which people can access the national
24/7 integrated urgent care service.

6 Here, ‘unmet need’ is defined as requiring a service and either being unable to access it, or not seeking
help due to the pandemic.
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