CARING BEHIND CLOSED DOORS: SIX MONTHS ON

The changing nature of care

Even before the COVID-19 pandemic, carers were providing substantial
levels of care with many caring around the clock. In our research in April
2020, 70% of carers told us they were providing more care than normal
and the results in this section show this has risen even further.

Increased levels of care

81% of carers reported that they were providing more
care since the start of the outbreak for one or more
reasons - an 11% rise in only six months. Only 5% of
respondents reported providing less care.

When asked for further details, two in five carers (40%)
said they are providing more care because the needs of
the person they care for have increased. Local services
reducing or closing was another common reason for
providing more care, with 38% of respondents selecting
this option. 26% of carers said they are providing more
care because someone they rely on for breaks was no
longer available and 15% said they were providing more
care because they were worried about paid health and
social care staff having contact with the person they
care for.

92% of BAME (Black, Asian and Minority Ethnic) carers
reported that they were providing more care since the
start of the outbreak. The most common reason cited by
BAME carers for providing more care was local services
being reduced or closed (49%), with an increase in

the needs of the person they care for (42%) being the
second most common reason.

77% of carers who are caring for their spouse/partner
reported providing more care since the start of the
pandemic. In comparison, carers looking after a parent
(82%) and parents caring for their disabled or ill son or
daughter (87%) were more likely to report an increase
in the care they have provided since the start of the
COVID-19 pandemic.

The survey findings indicate that carers are providing
an average of 10 hours more care, with respondents
providing 55 hours a week on average before the start
of the pandemic and 65 hours a week since. Many
were caring around the clock for more than 90 hours
per week.

GG 1 was concerned that [the care workers] would bring
Covid into the household and therefore cancelled
the care workers. My family are doing it between
us instead until the pandemic is over or a vaccine is
introduced.”

@G 1t has been the hardest 6 months of my life and I am
dreading another lockdown.”

@B There is nowhere for [my autistic children] to go as all
support services are closed or online. This is hard on
all our mental health.”

@8 Having to spend more time arranging the practical
side of Dad’s care and the emotional side has meant
Pve felt a lot more pressure juggling this with my paid
work and the family.”

Changes in care needs and impact

8 out of 10 (78%) carers reported that the needs of the
person they care for have increased since the COVID-19
pandemic. Just 2% of carers reported that the needs of
the person they care for have decreased since the start
of the COVID-19 pandemic. Increased care needs have
had an impact on carers in a number of ways.

58% of carers reported that this increase has made them
more stressed. Half (51%) of carers report that this had
an impact on their health and wellbeing. Half (50%)

of carers also reported that the increased needs of the
person they care for had impacted their ability to take

a break, and 41% said the increase in care needs had
impacted their relationship with the person they care

for. Almost half (49%) of working carers said that this
increase had impacted on their ability to juggle paid work
with caring. Despite an increase in needs, there have been
challenges in getting the right adaptations, even for those
who had been waiting since before COVID-19.

INQ000239445_0008



GG The people I care for are more demanding than they
used to be, because we are around each other 24/7 it
becomes difficult to “like” each other and get along.”

GG His hearing has deteriorated and so has his speech.
He finds it very hard to join in online socialising and
often declines. I feel he is losing contact/interest in
his family.”

@8 puring lockdown my mother’s mobility has
decreased due to her not being able to do any
activities.... I am trying to work full time from her
home whilst caring for her and giving medications
a district nurse would do.”

(G 1 feel very distant and concerned for my relative who
isin a care home, I was a very reqular visitor and fully
involved in supporting with their care (hair washing,
nails etc.) - my concern is the lack of contact for
nearly six months will have had a massive impact
on their dementia and their wellbeing.”

Experiences of shielding

Three quarters (76%) of carers reported that the people
they care for shielded - more than a third (36%) of
those receiving care shielded after being formally
advised to, while a further 40% chose to shield due

to concerns about exposure to COVID-19 or another
reason. Many of this latter cohort were people living
with conditions or health issues not included on the
Government’s shielded patients list, but who chose to
shield for their own safety from the virus.

Just 2% of carers reported that people they cared

for who were advised to shield had not been able to.
Within this group were carers who said their friends or
family members struggled with their mental health
and needed to leave the home, or had a condition
such as Alzheimer’s Disease that meant they did not
understand or remember the shielding rules.
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Some of the comments from carers suggest that
shielding had a detrimental impact on the mental and
physical health of people receiving care, which in turn
made things more difficult for them.

GG [The person I care for] became physically weaker.
Their mental wellbeing suffered.”

GG My husband still feels he needs to shield which
I understand. He has lost his confidence to go out
which has impacted his mental health more.”

@@ 1t had a very negative impact on Mum, she was bored,
agitated and felt I was keeping her a prisoner. Very
sad time.”

21% of carers said they were formally advised to shield
themselves and many said that they found shielding

a stressful and lonely experience. 6% of those advised
to shield were unable to, with some of this group citing
their caring role as the reason for not shielding, because
they had no choice but to leave home to buy food and
collect medication for example. 22% of carers chose

to shield due to worries about exposure to COVID-19.
Many of those who shielded for another reason (14%)
also cited that they did so to keep their family safe.

@8 I am more anxious about going out than I have ever
been in my life. My boundaries have narrowed. It is
so lonely.”

Whilst responses suggest that over half (51%) of
carers shielded, responses also indicated that there is
ongoing confusion amongst carers about the meaning
of shielding, with some stating that they shielded, but
also that they left their home for essentials.
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Use of technology
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The inability to meet face-to-face during the COVID-19 pandemic has
led to a huge increase in the availability and use of online services and
digital technology across the country. However, a digital divide has also
widened with those without access to digital services and technology

being left behind.

33% of carers reported that they had started using new
technology and digital services during the COVID-19
pandemic. The most popular type of technology used,
by far, was video conferencing.

+ T use video conferencing and calling services such as
Zoom or WhatsApp more to keep in touch with friends
and family and/or connect with other carers - 58%.

« T use video conferencing and calling services such
as Zoom or WhatsApp more to access local support
services for myself or the person I care for - 15%.

+ I have online video consultations for appointments
with my GP and for other health and social care
services - 16%.

« T use online support groups and forums more to
connect with other carers - 13%.

+ L use online mental health support services - 5%.

The main benefits identified by carers of using
technology and digital services during the COVID-19
pandemic was that it allowed them and the person/
people they care for to keep in touch with others and
not become isolated.

@8 1 have always used video calling as a means of
communication with family and found it emotional &
beneficial during the last and current lockdown.”

GG [The care team] have interacted with him online
which has improved his computer use. He has been
less isolated than he could have been thanks to
technology and as a result his mental health and
skills have not deteriorated too much.”

However, a significant number of carers revealed that
they experienced barriers. 21% of carers reported that
it was difficult for them to find a private space and this
made it harder for them to utilise digital services to
connect with others and 13% said that poor broadband
connection and phone signal were other problems

for them.

@B As I don’t have a private space to communicate as
the person I care for is always home, I have found
it hard to ring those around me to discuss how I am
feeling.”

@8 Poor broadband connection make using Zoom etc
impossible. This has made me feel more isolated
whilst others can keep in touch.”

In addition, 10% of carers reported that their ability
to use digital technology was limited because they
struggled to afford things like equipment, WiFi or data
and this rose to 18% for carers who were struggling
financially.

33% of carers reported that they would continue to use
the digital services and technology they had started
using during the COVID-19 pandemic in the future.

INQ000239445_0019



Other areas that carers said would help them, all of
which were selected by at least 10% of respondents,
included:

+ Increased financial support (40%).
* More support from your GP (40%).

+ More support from the local authority (Health and
Social Care Trusts in Northern Ireland) and local
services (37%).

* Someone to talk to (36%).

+ More frequent testing for coronavirus (COVID-19)
(34%).

« Better personal protective equipment (PPE) for unpaid
carers (27%).

» More advice and information around benefits
entitlements (25%).

+ More support in the community eg from local
volunteers (20%).

Paid leave from your employer to support the person
you care for (19%).

« Better personal protective equipment (PPE) for social
care staff (16%).

+ More support from community pharmacies (13%).
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@8 carers are being greatly affected financially [by the
pandemic] and central government have provided
very little, if any, financial help and support, instead
focussing specifically more on paid workers and
supporting employers. Many carers are feeling
forgotten about and left behind.”

@B Day care centres resuming would make a significant
impact on mine and my mother’s mental health and
respite care for my husband and myself.”

GG I feel that my GP surgery is not helpful or supportive
at all, and they made my life very hard over the
lockdown. Getting appointments is a nightmare.”

BB We need accessible and locally available appropriate
reqular testing available for asymptomatic paid
carers or myself or cared-for person. Until this is
provided there is no safety for either cared-for person
or myself as vulnerable citizens.”

GG An entitlement to paid leave when you care for an
adult is long overdue.”
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